MACPAD AWARDS RESEARCH FUNDING
At the October Board of Directors meeting on October 20, 2007, the Board voted to distribute the
following research grants: to Dr Ray Stevens at Scripps Research Institute, $105,000: to Dr.
Stephen Hunter at the University of Iowa, $15,000. and to Dr. Denise Ney from the University of
Wisconsin, $18,000. See page 13 for descriptions of their projects!
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

2007 National PKU Awareness Month UPDATE!
It‟s been an exciting year across the country! 21 events were held from New Jersey to Montana to raise
funds for PKU research! There were bike rides, car shows, walks and parties! A total of $268,400 was
raised (nationwide) and will be distributed by the individual PKU organizations to the researcher of their
choice. You too can get involved for 2008! No event is too small- we need your help to keep this
momentum going! We already have 9 walks scheduled for next year and you can join the team! Contact
MACPAD info@macpad.org or call 717-872-7546 for more information. All you need is the willingness to
work and we‟ll provide the assistance!
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

A DECADE OF DISCOVERY Follows a Decade of Memories
Since its incorporation May 5, 1998, MACPAD has been striving to improve the lives of those with PKU.
We have granted over $ 425,000. to PKU research, sponsored 3 conferences and met so many
wonderful people! We are proud to share our memories and invite you to join us to make more memories
at our fourth conference on August 8 2008 to celebrate our “Decade of Discovery”!
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A decade of memories!
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MARK YOUR CALENDAR FOR MACPAD’s
NEXT CONFERENCE TO BE HELD IN LANCASTER PA ON

August 8, 2008
From 10:00 a.m. to 4:00 p.m.

Help us celebrate MACPAD’s 10th anniversary!

 Hear about PKU treatments of the past, present and future from the top
researchers, including Dr. Ray Stevens from the Scripps Research Institute.
 Participate in group discussions with other parents and individuals with
PKU.
 Learn about Kuvan, Biomarin’s new PKU treatment.
 Let your children with PKU participate in a special PKU learning program
with our dietitians.

The conference will be held at the Eden Resort in Lancaster, PA and will be
followed by a family picnic on August 9th
3 . Visit www.edenresort.com for more
information and to make your reservations.

MACPAD PICNIC HELD AUGUST 4, 2007
th

On August 4, 2007, MACPAD hosted the 20 Annual PKU Picnic at the home of Harvey and Anna
Weaver in Denver, PA. We can hardly believe it has been 20 years since the PKU picnics began. We are
proud to say they have grown into an annual tradition with more PKU families and friends joining us each
year.
The day was hot and sunny. We had the pony rides, hayrides, barrel-train rides, PKU bingo and of
course, the lo-pro food buffet. Again, this year, Mr. and Mrs. Weaver had the soft-serve ice cream
machine with the lo-protein ice cream. Our Picnic Chairman, Ken Barton Jr., brought a Sno-Cone
machine and offered Cherry and Blueberry Sno-Cones.
We had 2 wonderful items to present to Mrs. Weaver and her family this year; both surprises. First,
MACPAD Board President, Judy Griffith, presented Mrs. Weaver with a scrapbook put together with the
pictures and stories sent to them by PKU families. The scrapbook represented a 20-year history of the
PKU picnics along with pictures and stories from the families written to the Weavers.

Then Ken Barton Sr., MACPAD Board Vice President, presented Mrs. Weaver with a printed and bound
copy of a book, written BY Mrs. Weaver. This was a story of her family from the time she and Mr. Weaver
married and through the birth of all of the children; especially describing her feelings when they were told
of Esther‟s PKU diagnosis. The Weavers have a very strong and unshakeable faith in God, and that faith
has seen them through good times and bad. Mrs. Weaver was VERY surprised to receive this and we are
sure it is something she will treasure. Our thanks to Lisa Lewis for typing the story so that we could have
the book published for the Weavers.
We had approximately 120 people attending the picnic, along with some of our PKU vendors. All the
families always seem to enjoy meeting new people and seeing old friends and acquaintances. The PKU
families and friends spend time talking to other PKU families, often discussing ideas for different foods
and recipes or how to get the PKU child to drink his/her formula!! The vendors bring the latest updates on
PKU drink formulas, foods and research.
The quilt raffle was a huge success. The quilt was donated by Ann Lapp of Family Farm Quilts, in
Ronks, PA. Thanks to all the ladies who donated their time to make the quilt. The lucky winner was Alice
Koneff from Whitehall, Ohio.
We look forward to August 9, 2008 and hope all of you can join us again for a wonderful get-together to
share food, fun, family and friendship.
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Special thanks to:
Family Farm Quilts and Ann Lapp (donated the
quilt); Applied Nutrition; Vitaflo USA Inc.; Nutricia
North America; Darrenkamps; Esther Greiner,
Leta Barton, Harvey and Anna Weaver and
Family; Ace Rents; K&B Stables, and Turkey Hill
Dairy.

Vivian Searer
Lauren Annunzio
Quinn Mullen
Kellen Matthews
Abigail Roberts
Mic Sheard
Denise Condon

25
26
26
26
28
29
31

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

How we learned of IVA.
By Christie Conran
th

Alice Koneff and great granddaughter, Allison on their quilt!
/////////////////////////////////////////////////////////////////////////////////////////////////

Name
Day
Mary Catherine
1
Sophia Vitale
1
Autumn Sinclair
7
Skylar Forella
8
Nia Coles
8
Roxanne Fox
8
Tom Donahoe
11
Lisa Harvell
12
Carrie Gehin
14
Sean Andrews Morgan
17
William Singletary
17
Erica Hardy
17
Sean Morgan
17
Andrew Green
18
Dria Zenda
18
Jacqui Iscaro
18
Nicholas Boras
19
Jonathon Espinosa
20
Kyle Michenko
22
Susanna Weiss
23
Jesse Johnson Jr
24
Evan Cabrera
25
Patrick Dent
25
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Our son Austin was born on August 12 , 2005.
He was 8 lbs 6oz and 3 weeks early so imagine
how big he would have been. I had a normal
pregnancy. Austin was doing all the right things
for a newborn baby. At five days old we get the
phone call that changed our lives… The
newborn screening came back positive for
something; you need to take Austin to the
hospital for tests. As a first time mother I was
scared to death. The results from the blood test
showed that Austin had a metabolic disorder
called Isovaleric Acidemia or IVA. Never having
heard of this disorder, I thought the worst. I
really didn‟t understand what this meant. I
immediately started searching the Internet to
educate myself on this genetic disorder, IVA. In
doing this, it increasingly confused me. We had
to see a geneticist, nutritionist, and a genetic
counselor and I still didn‟t understand what this
was or what questions to even ask. After seeing
the Dr.‟s, I got my hands on anything I can read
about IVA and Organic Acidemia‟s. Here is the
simplified explanation: Austin cannot metabolize
leucine. Leucine is an amino acid found in
protein. If Austin takes in too much leucine he
gets sick. The leucine builds up in his body and
becomes toxic.

Christie and her son, Austin of Southington, CT

IVA occurs in at least 1 in 250,000 births in the
US. People with IVA have health problems that
range from very mild to life threatening. In
Austin‟s case, we sent out blood work to isolate

the gene to see how severe his condition is.
We are still awaiting the result which is taking a
very very long time. We are very optimistic as
he is two years old and takes in about 350 mg of
th
leucine a day from food and is in the 95
percentile for both height and weight. He is not
a small child by any means. Austin takes a
special formula daily that is a leucine free
protein powder. Thankfully he likes drinking his
“milk”. Austin is also on 2.5ml of L-Carnitine,
which helps remove the isoveryl-coenzyme A
(CoA). Austin is pricked on his finger every two
weeks to monitor his Leucine, Isoleucine and
Valine levels. So far the only time his levels are
elevated is when he is sick with a fever.

day. Over 100 people traveled from around the
Western PA MACPAD region to enjoy a low
protein feast followed by an exciting win for the
Pittsburgh Pirates.

Vitaflo sponsored the event making it possible
for families to enjoy a free meal. Monica
Cengia, Vitaflo USA Consultant Dietitian,
organized the event and brought yellow and
black sun visors and low protein snack bags for
the kids to take to the game. Josh Prizer, Vitaflo
USA, served chocolate fondue made from Vita
Bites.

There are many similarities between both IVA
patients and PKU patients. Both are tested
using the newborn screening. This is wonderful
in preventing symptoms to appear which can
lead to many factors such as mental retardation.
Austin is now two and he is an incredibly
outgoing toddler. He is picky when it comes to
food, but what toddler isn‟t picky when it comes
to food? His favorites at the moment are tater
tots and applesauce. Of course anything sweet
is always a hit as well. We are learning to deal
with the difficulty in trying new low protein foods.
He does like the pasta and I make him low
protein pancakes. He is not a fan of the
“camburgers” or the low protein carrot bread I
made. We are working on introducing the low
protein cheeses and other foods.

A very special thanks to Buca di Beppo Station
Square, for setting up the entire third floor for the
party and the for wonderful service. They also
cooked the low protein food donated by
Cambrooke Foods! Taste Connections sent
fresh low protein brownies and cookies. The
brownies are a new product for Taste
Connections and are excellent!!
Dietary
Specialties donated Wise Onion Rings and tea
cookies for the goodie bags.

I want to thank our family and friends for all the
love and support. I want to also thank MACPAD
for all their efforts in helping the quest for
research in PKU and Allied Disorders.
///////////////////////////////////////////////////////////////////////////////////////////////

MACPAD WESTERN PA CHAPTER
AT PITTSBURGH PIRATES GAME

The Pittsburgh Pirates donated 100 free tickets!
It was a great day! Families met each other and
shared their experiences. This was a “home
run” event for Western PA MACPAD! Stay
tuned for more activities.

th

On August 19 , thirty children with metabolic
disorders, their families and the
genetic/metabolic staff from the Children‟s
Hospital of Pittsburgh gathered for a fun family
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Cambrooke Foods
Cambrooke Foods has been busy introducing many new products including Calzones, Veggie
Meatballs, Scones, Southwestern Biscuits, and Raspberry Gems as well as Camino pro™, our
new line of food-friendly amino acid supplements for PKU and MSUD patients age five and over
that will be available soon.
Barbecue Calzones are a fun and portable alternative to pizza.
Our oval-shaped Barbecue Calzones feature a toasty crust
filled with a savory blend of veggies and sauce.

The Veggie Meatballs are a
vegetable-based savory
delight rolled into meatballs. Ready to heat and serve and
versatile for sandwich options, pasta and sauce complements
or as meat replacements in your favorite dishes.
Our Raspberry Gems are part of a new line of cookies that are
delightful bites just bursting with raspberry filling.
New breakfast options blueberry scones and cranberry scones are light triangular shaped "biscuits", studded with fruit, moist yet crumbly - like mom
used to make. Experience a taste from the south of the border with our new
savory Southwestern Biscuits, a lunch or dinner item, perfect with a salad or to
accompany the Medley Meals.
Cambrooke Foods invites you to „Bring it to the Table‟ with Camino pro™ our new line of
food-friendly amino acid supplements for PKU and MSUD patients age five and over. The
Camino pro™ line contains drinks, sauces, bars, and sorbet stix that taste great and are
designed to be enjoyed at mealtime, snack time, or on-the-go time.
Camino pro™ products will enhance your mealtime experience with their
ability to be used in conjunction with low protein food. Mix and match
Camino pro™ easy-to-count modules to meet your protein needs. Each
single-serve product is also complete with vitamins and minerals, so you
never have to worry about getting all the nutrients you need! Drink flavors
are Piña Colada and Fruit Punch, Sorbet Stix come in Lemon and Berry.
Sauce flavors are Enchilada, Thousand Island and Balsamic Vinaigrette.
Meal bars will complete the line.
Whether you are returning to diet, struggling with your
current formula, or just looking for a change, Camino pro™
will help make the low protein diet enjoyable, flexible, and
fun – as it should be. Contact Cambrooke Foods for a
Sample Request Form.
Cambrooke Foods is ALWAYS open to serve you. Call toll-free, (866) 4 LOW PRO /
(866) 456-9776 or visit our website at www.cambrookefoods.com. If this is not
convenient, you can mail (2 Central Street, Framingham, MA 01701), e-mail
(orders@cambrookefoods.com) or fax at (978) 443 -1318.
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MACPAD Delaware Chapter 2007
Summer Picnic
Our first Delaware Chapter Summer Picnic at
Lums Pond State Park was a huge success.
We had 50 plus people there. The attendance
ranged from families directly impacted with PKU
& extended family members. Not only did we
have those folks, but we had doctors,
nutritionists, the insurance commissioner, and
state representatives along with a representative
from the Delaware State Newborn Department.
We had some travel as far as Virginia to join us.
So we brought in a decent and diverse crowd,
and everyone was like family.

Everyone was responsible for bringing a PKU
Friendly dish along with a regular dish. And I
must say the table with “regular food” was bare
and we ran out of room on the PKU Friendly
Table. We were able to serve Hamburgers and
Hot Dogs since Cambrooke donated their
burgers and rolls, and April Sharp made low
protein hot dogs. Nobody went away hungry.
We would like to thank Pepsi and WaWa for
donating all our beverages, and Cambrooke,
Taste Connections and Nutricia for donating
items for a basket that we raffled off.

We had a few games for the kids, such as water
balloons, and bean bag toss. The park was
beautiful, the kids were able to go down and
hang at the lake, and the weather could not
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have been better. We even had a “Swap Table”
for food items that people have bought, that they
either did not like or could not use it all before it
was expired.

I would like to thank Dawn McClymont, Christy
Schulze, and April Sharp for spending time on
calls, calling people for donations and making
this a special event. A special thanks needs to
go out to Betsy Voss, who is in our Delaware
New Born Screening Dept. She provided so
much to this event. I heard her say that these
kids are her kids, and that just says what a
special person she is. Also Lori Broome for the
helping with all the behind scene items, she was
missed at the event!!!

We have tons of ideas to make next year bigger
and better, so we look forward to seeing
everybody back again next year.
Thanks to everyone!!
Noelle Bamonte, Chairperson

No one in my life had ever joked about
going on my diet for a day, so I was rather taken
aback by his offer. We agreed upon some
ground rules for his week-long experiment. He
could have dairy and regular bread products
since otherwise he‟d be eating very little protein.
My special PKU formula supplements my diet
with about 1,000 calories and about 54 grams of
phenylalanine-free protein per day. For his
health, we figured it would be best to let him
break some of the official PKU dietary rules.
Since I was living at school and my formula and
low protein foods were in limited supply, I didn‟t
make him eat specially made low protein foods.
We also agreed that he wouldn‟t have to keep
track of how much phenylalanine he was eating
in regular foods each day, as I do.
And with that, the great low-protein diet
experiment began.
The next day at our newspaper sports
staff meeting, he announced to all 40
sportswriters the great task he was undertaking.
I felt honored that I had inspired someone to live
like me. Usually people bombard me with
questions about my diet, but no one had ever
considered trying it. I felt respected for my
differences, not singled out as a curiosity.
Someone was acknowledging that living with
PKU was not easy and commending me for
doing it. Finally, someone outside of my family
would have a true understanding of what PKU
was like.
Day one was coming to a close, and so
far Joe had been doing a good job with the diet.
He ate a cheese sandwich for lunch (without
turkey, like he usually adds) and a Veggie Delite
Subway sandwich at dinner. Throughout the
day, he would constantly tell everyone in the
office about his experiment with a bit of pride. I
reminded him it was solely his idea, and he
didn‟t have to continue if he didn‟t want to. He
said he was determined to finish the week as
promised. However, as soon as he realized he
wouldn‟t be able to eat the delicious ribs served
in the Penn State press box during the football
games on Saturdays, he told me the trial would
last for five days instead.
As we sat in the office later that night, I
had a feeling he was getting frustrated. He was
not allowed to have some of his favorite foods
like pizza and chicken finger sandwiches. He
was starting to complain about the dietary
restrictions, however, still with a smile on his
face.
“I‟m hungry,” he announced around 10
p.m. I knew it was because he was struggling to

Considering College
The PKU Diet Challenge
By Virginia Harrison
A few of my friends and I ventured
across the street to the most convenient
sandwich shop in town, as we do every week
night around 7 p.m. All of us are editors at the
Penn State student newspaper, and we usually
run out quickly for a sandwich at the Subway
restaurant before work becomes too hectic in
the office. As everyone was contemplating which
sandwich they were in the mood for, I asked for
the only sandwich that was PKU-friendly, as I do
every time. “I would like a 6-inch, Veggie Delite
on an Italian roll,” I recited from memory to the
clerk behind the glass counter. “And no cheese.”
No sooner had I said these words than I
heard an all-too-familiar chuckle from my friend
standing behind me in line. Joe, one of my very
closest friends since my freshman year, had
known all about my low-protein diet for three
years now and had heard me order this same
sandwich countless times before. But as a lover
of deli meats and subs, he was still amused by
the fact that vegetables were the only topping on
my roll.
“What?” I said turning to him, halflaughing because it‟s the same reaction I
receive every time I go to Subway with him.
“I don‟t know how you eat that,” he said
with a smile. “How can vegetables and bread
taste good by themselves?” I reassured him that
with the adequate amount of sweet onion sauce
and the right texture of toasted bread, my
vegetable sandwich was actually edible.
“I feel bad laughing at you all the time
about your food,” he said when we arrived back
at the office. “I wonder what it would be like to
never eat meat.” Although I told him I wasn‟t
offended in the least, he came up with a
shocking idea.
“I‟m gonna go on your diet for a week
and see what it‟s like,” he said. His eyes shone
with a look of anticipation for what seemed to be
a great adventure.
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find some things to eat that he didn‟t find boring
in taste. Without meat, he found most foods
unappetizing. “I‟m gonna go home and make
some minestrone soup. You can have that,
right?”
“Yea, but you gotta fish all the beans out
first.” He stared at me in near disbelief. Since I
didn‟t watch him eat the soup, I can only guess
the beans were eaten. I wondered how much
longer he‟d last.
The next day, I was starting to feel
guilty. Walking to the newspaper office after
class, I told him that he didn‟t have to continue.
One day was enough. His answer was the direct
opposite from the one he had given me 24 hours
earlier.
“OK, as long as you don‟t care,” he said.
And relieved of his duties, he ordered a chicken
barbeque panini at another sandwich shop later
that night, informing everyone at the office that
his eating habits were back to normal.
Although he lasted only a little more
than 24 hours on my low-protein diet, my friend
Joe made me incredibly proud. He showed that
although PKU is sometimes difficult to live with,
it‟s not impossible. It‟s difficult, but that‟s what
makes PKU more special. Knowing that I deal
with inconveniences every day that others
cannot bear makes me feel proud of myself for
overcoming these hardships and still being an
athlete, a good student, and a good person. I am
not ashamed that I eat differently than others,
but embrace this as an aspect of my
uniqueness. Joe, especially after trying my diet
and my other friends admire me for the
difficulties I face with PKU. I am glad that I could
inspire someone to step into my shoes for a day
by living with PKU.
Now when we go to Subway and I order
my veggie sandwich, Joe doesn‟t laugh
anymore. He knows that the vegetables and
toasted bread aren‟t that bad after all.

Great care, great friends, great times and a
great fund raiser are the best way to describe
st
our 1
annual car show! Registration at
CARQUEST was from 11 am to 1 pm with our
first 57 Chevy showing up at 10 am! From then
on, 32 cars continued to roll in, register and
enter our raffle which included gift certificates
from many local restaurants and car part stores.

We also had a 50/50 raffle and a 350
transmission raffle that was also donated. The
afternoon flew by with a 2 liter game designed
and run by Ami Wodzisz as well as the DJ and
concession stands.

By the time 3:30 got there, the raffles were
done, plaques were handed out, cars were gone
and all that could be heard was hot rods‟
exhaust down the road!

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

The OHIO Chapter of MACPAD’s 1st
Annual PKU Cruise In

Everyone found something to do!
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JUST FOR KIDS!
Welcome to our column

Just for Kids!

We have created this page just for you and

Brain Boosters – Brain Busters

have many games to share with you for fun to

Can you Find the Animals in Hiding?

test your knowledge, encourage learning and

There is an animal hiding in each sentence below. Can you find the
animals? Example: There's a bee in "I'll be eleven next month."
Hint: You'll have to look in three words to find some of the animals.

mostly to just have fun. Check in each issue as
we will have new items such as coloring, word
searches, soduku, puzzles, mazes, riddles etc.
We hope you enjoy the activities we have
included in this issue! Please check back in our
next newsletter for more fun and games!

Interesting FACTS

1.
2.
3.
4.
5.
6.
7.
8.
9.
10.

We can go at six o'clock.
It's nice to do good deeds.
Take soap and a towel.
Most rich people wear fancy clothes.
You can keep the watch or sell it.
Use a ladder.
It will be a rainy day.
I came late.
Tell me if I should start now.
Will a map help you?

TEST YOUR KNOWLEDGE!

Scientists know more about the surface of the
moon than they know about the ocean floor.
Ocean water covers 71 percent of the Earth's surface.
Yet, more than two-thirds of the land beneath it remains
unexplored. In fact, only five percent of the ocean floor
has even been mapped.

Hidden in the grid below are eight, 7 letter words.

Not too far from Maine, the change in tides can be
four stories high. The Bay of Fundy lies off the coast of
eastern Canada between the provinces of New Brunswick
and Nova Scotia. There, the difference between high and
low tide can be as much as 43½ feet (13.25 m). Twice
every day, billions of tons of seawater roll in and out of
the bay — an amount that's about the same as the daily
flow of all the freshwater rivers in the world.

What are the words?
C

Y

B

N

Y

A

L

L

C

W

O

I

I

W

E

E

E

A

A

F

E

C

P

E

R

E

E

R

A

L

E

O

E

J

E

P

S

T

Y

A

I

O

E

C

Y

T

L

C

E

Answers:

Railway
Rainbow
Recycle
Replace
Respect
Royalty
Referee
Rejoice

Answers:
Goat
Dog
Panda
Ostrich
Horse
Seal
Bear
Camel
Fish
Llama

From its name, you can tell what kind of craft any
U.S. Navy ship is. During World War II, the United
States Navy began naming ships with a system that is
still used today. Battleships are named after states.
Destroyers are named in honor of dead persons
associated with the Navy or Marines. Submarines are
named after fish and other sea life. Hospital ships have
words synonymous with kindness in their names. And
storage ships are named after astronomical bodies.

Each word begins with the central R and you can
move one letter in any direction to the next letter. All
of the letters are used exactly once each.
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BIKE RIDING FOR PKU IN MONTANA
The ride took place on September 1, 2007.
There were 8 riders (7 finished) who rode 47
miles on a hot windy day. The ride ended with 2
PKU boys and their siblings joining the ride for
the last couple miles.
Name
Christopher Shadbolt
Alicia Hawkins
Mary Kate Zimmerman
Bobby Griffith
Emma Humphrey
Gage Fowler
Michael Montague
Michael Joseph Grant
Victoria Cooker
Felecia Scianna
Kaitlyn Heckers
Alyssa Rovansek
Grace Heffernan
Caitlyn Nicole Bove
Kyle Gilliano
Vincent Brown
Angel Culver
Brittany Collins
Sean McGaughey
Terri Wagner
Brianna Longo
Jessica Pochily
Lori Watkins
Michael Bibbo
John Harrison
Axelluis Vazquez
Leah Cabrera
Hannah Rae Cribbet
Johnny Supsic
Sadie Mae Fisher
Shannon Gearhart
Ella Stokes
Tim Strawser
Nia Young
Sadie Esh
Robert Cockerham
Jordan Sassone
Scott Bechard
Jordan Sassone
Noah Delp
Declan Walsh
Kainah Killough
Lauren Bibbo
Colin Nicoli
Justin Duffin
Colby Thornton
Dominic Donatucci
George Mularadelis
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Day
1
2
2
2
3
3
3
3
5
6
6
9
9
9
10
11
12
12
13
14
14
15
15
15
16
17
17
17
18
18
18
18
19
21
22
22
23
23
24
25
26
26
27
28
28
29
30
30

Everyone gathered for a barbeque after the ride.
A couple of bikers made the ride in 3.5-4 hours
but a majority of us finished in 5-5.5 hours.
We got the idea to organize a ride from the
Michaux family that plans to do a ride for PKU
research in 2008. We had planned to hop on
part of his ride this year but since he had to
postpone his ride, and we had already trained,
we decided to go ahead by ourselves and do our
own thing. It was a very gratifying experience
that far surpassed our expectations. We‟d like to
thank MACPAD for being so accommodating.
By Robyn Hadley

MACPAD awards research funds to.
Dr Ray Stevens at the Scripps Research was
awarded $105,000 to continue his work toward
the conversion of his once a week injectable
enzyme replacement therapeutic to an oral pill
form. The injectable enzyme replacement drug
will be entering human trials early next year. The
funds currently awarded are to be used along
with a National Institute of Health grant to
develop a pill form of the drug. Both the
injectable form and the pill form of the drug will
provide a replacement for phenylalanine
hydroxylase,
the
enzyme
that
digests
phenylalanine in the body and does not work
properly in someone with PKU.

What do……………

Asparagus Soup
Cherried Sweet Potatoes

During the last 12 years Dr. Stevens has
focused on understanding the science behind
PKU and its cause. In collaboration with
BioMarin
Pharmaceuticals
and
Montreal
Children‟s Hospital, he has developed
dihydrobiopterin (Kuvan), a soon to be approved
oral therapeutic for some forms of PKU.

Harvest Vegetables
Plum and Apple Pudding
Butternut Squash Soup
Green Bean Potato Salad

Dr. Denise Ney at the University of Wisconsin
System was awarded $18,000. to continue her
studies to assess the efficacy and safety of
glycomacropeptide in the diet. GMP is a natural
protein found in cheese whey that is uniquely
suited for dietary control of PKU because it
contains very low levels of phenylalanine. She
has developed a variety of palatable foods and
beverages made with GMP that have been well
accepted by individuals with PKU. The goal is to
make GMP a safe and palatable alternative
protein in the PKU diet that will improve dietary
compliance.

Butterscotch Apple Treats
And
Mexican Dip
Have in common?

Dr Stephen Hunter of the University of Iowa
Hospitals and Clinics was awarded $15,000.to
continue the pursuit of the development of a
novel non-dietary therapy for maternal PKU. He
hypothesizes that cells can be treated to overexpress active phenylalanine hydroxylase, the
enzyme required to convert phe to tyrosine.
These cells can then be protected from the
immune system through encapsulation, thus
allowing
the
transplantation
of
these
encapsulated cells without the need for
immunosuppressant drugs. Therapy with these
encapsulated cells during pregnancy will
produce normal phe levels on a normal diet and
eliminate the mental and physical anomalies
imparted to the child.
/////////////////////////////////////////////////////////////////////////////

Answer- They‟re all recipes and can be enjoyed
by the entire family!

You can order your copy at www.MACPAD.org
or www.cambrookefoods.com or contact
MACPAD through the information shown on
back cover of this newsletter.
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Vitaflo- A partner in the PKU Community
A key to Vitaflo’s success has been its quick
responsiveness
to
the
ever-changing
requirements in clinical nutrition and diet
therapy.
This is accomplished by working
closely with clinicians, health care professionals,
researchers and support groups such as
MACPAD!

Getting to Know You!

Vitaflo’s current products are focused on two
specific clinical areas, inherited metabolic
disorders and disease related malnutrition. To
assist in the management and control of
inherited metabolic disorders, Vitaflo has
developed a new generation of protein
substitutes for disorders of amino acid
metabolism, including those for PKU. These
products are convenient and easier to take than
some other available preparations as they are
low volume drinks that provide a more discreet
means of dietary management. Additionally,
within the Vitaflo range of products for
metabolic disorders there is a choice of various
innovative products designed to conveniently
add energy and protein to foods. There really is
something for everyone!

Getting to Know You is our new
column featuring news and information about
the businesses that make life easier for the PKU
community. We hope this helps you feel more
informed and connected with the companies that
strive to make our world a better place for the
PKU community.

Getting to Know Vitaflo USA
Vitaflo- Then and now-A little History
Sticking to any diet can be a challenge, but
Vitaflo was established based on the idea that
people with metabolic disorders deserved
products that provide the same convenience and
comfort afforded to others. Vitaflo is a relatively
young company, but the founders each brought
to this new organization a lifelong commitment
to the metabolic community and zeal to produce
innovative and specialized products to treat a
variety of metabolic disorders. Although small in
comparison to large, traditional pharmaceutical
companies, Vitaflo‟s commitment to producing
up-to-date products for the metabolic market has
enabled it to evolve into a global entity with
ongoing operations in almost 20 countries
around the world (and growing).

Vitaflo- Fast Facts- Did you know?
By the fall of 2003, Vitaflo International felt it
was time to broaden their horizons beyond
Europe, and Vitaflo USA was established.
Home base was founded in Huntington, New
York where the US headquarters remains.
General Manager Mark Prizer and Senior North
American Sales Representative Josh Prizer
worked diligently with Bill Macnab, International
Director of Sales and Marketing to find and visit
all of the metabolic centers across the United
States in order to educate them on the benefits
of our products.
Additionally, consultant
dietitians Monica Cengia, MS, RD and Cheryl
Harrop, RD were brought on to help with that
task. As interest and awareness of Vitaflo grew
among clinicians and patients, so has Vitaflo. .
Three new full-time additions, Jennifer
Devaney, MS, RD (National Sales & Marketing
Manager), Michael Goldsher (Regional Sales
Representative) and Michelle Mingay (Regional
Sales Representative) became team members
in the spring of 2007. Simultaneously, we
opened an office in Chicago and have crossed
the border into Canada, where there are now
many families using a wide variety of the Vitaflo
range of products.

Josh Prizer, Senior Sales Rep
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Spending time with patients, parents and
advocates helps us as an organization
understand how to better meet the needs of the
people affected by PKU. We have a great time
going to picnics, walk-a-thons, holiday parties,
sporting events and wherever else your group
might find room for us!
We also enjoy
sponsoring cooking demonstrations where you
and your family can learn how to prepare low
protein meals and then enjoy feasting on the
fruits of your labor! Our new “Formula for Fun”
program brings metabolic families, support
groups and clinics together to have some fun
and get to know each other while attending a
special Vitaflo sponsored activity, accompanied
by a delicious low protein dining experience! If
there‟s an event, you can count on Vitaflo to be
there!

Monica Cengia, consultant dietitian

PKU gel™ and PKU express powder™ were the
first in the line of PKU products to be launched
by Vitaflo in the United States. Packaged in
individual dose-related sachets, PKU patients
now had an opportunity to experience first-hand
how their diet could be managed with greater
ease and convenience. A few years later in
2005, Vitaflo took one step further in the crusade
for practical dietary compliance and developed
the first ready-to-drink, low volume protein
substitute for PKU, PKU express cooler™.
Initially, the cooler was designed to meet the
nutritional needs of individuals 8 years of age
and older.
However, due to increasing
popularity and requests by patients and
clinicians to make this product available to the
younger population the PKU cooler system
originated. The cooler system, which consists of
three different pack sizes (cooler10, cooler15,
cooler20) is designed to meet the protein
requirements and nutrient needs in people 3
years of age and older and offers a more flexible
and discreet approach for consuming protein
substitute.

Vitaflo is proud to actively work with and be a
part of the MACPAD organization. You‟ll find us
making a regular appearance in the MACPAD
newsletter where we‟ll feature information on our
PKU products, as well as anything new that we
might have to share with you. You can also find
information on our products, ordering guidelines
and other important resources on our website,
www.vitaflousa.com. On the website you will
also find an email address to contact us, and we
would really like to hear from you! We are
interested in your feedback about our products,
ideas for new products and even how we can
become a part of your local chapter. Feel free
also to drop us a line at 1-888-VITAFLO.
Vitaflo would like to take the opportunity to thank
MACPAD for inviting us to share some news
about our organization. We hope that this bit of
information gives you a glimpse into how we aim
to work with the PKU community on improving
current resources and bringing new ideas to life
that will continue to enhance the lives of people
affected by PKU. We look forward to a long and
lasting relationship with MACPAD and all those
associated with it!
/////////////////////////////////////////////////////////////////////////////

The folks at Vitaflo are always looking for new
and innovative ideas to add to the PKU line, as
well as improving upon the current available
products. Additionally, many of the products
that Vitaflo manufactures for other metabolic
disorders are also available in the same
convenient
and
ready-to-drink
forms.
Metabolics is simply the beginning for Vitaflo!
As special needs for rare disorders continue to
be identified, Vitaflo will continue to work with
the healthcare community on developing dietary
therapies for such cases.

Our webmaster asks…
Have you visited www.MACPAD.org recently?
There are many pictures of MACPAD chapter
and PKU Awareness Events and the webmaster
and her team are constantly striving to keep the
information up to date. Please contact
webmaster @ webmaster@MACPAD.org with
questions.

Furthermore, Vitaflo is dedicated to serving the
metabolic community by actively participating in
numerous PKU events throughout the year.
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PKU Cooking Demonstration
And
Low-Protein Cookie Exchange

To: PKU Patients, Families and Friends
The Upstate NY Chapter of MACPAD with support from Golisano Childrens Hospital Clinic of Inherited Metabolic
& Genetic Disorders will be holding a low protein cooking demonstration on Saturday November 10, 2007 in
Canandaigua, NY. All individuals with PKU, their family, and anyone else over the age of 8 years old who would like
to learn more about how to cook low protein food is invited to attend. Our very best low protein chef, Sue Bird
and a very special guest and seasoned home economics teacher, Dana Colvin , will be demonstrating for us. Snacks
and drinks will be provided.

**Bring 2-dozen goodies (1 dozen to eat and the other individually wrapped with
phe amount labeled on each treat) for a cookie exchange.**

Please RSVP to Eileen or Sue K. at 275-8325 or Lori Commisso at
jmcommisso@eznet.net by November 5, 2007.
When:
Where:

Saturday, November 10, 2007 from noon sharp - 4pm
Cooperative Extension Center
480 North Main Street
Canandaigua, NY 14424-1049

Directions to Cooperative Extension Center
From the West & East
Take Thruway exit 44 at Canandaigua. Go straight toward Canandaigua for roughly 6 miles. After
pass over North Street where Tops supermarket is located on the right, the Cooperative extension
17
center is a few buildings just past Puggies pizza on the right. There is a small sign in the front yard.
Parking and entry is beside/behind the building.

Grandmas Corner
Well, it is time for another letter from Grandma. My husband and I just returned from a wonderful weekend in
Massachusetts. The New England Connection for PKU and Allied Disorders had their annual apple picking. We
have been there several times before and each time is more fun than the last. To make it even more special
Cambrooke Foods had some new products for sampling. They now have calzones and also meatballs and they
went over very well. This was great as people got to taste them before ordering any. This is one of the
advantages of the different events, trying new things and sharing recipes also. I was curious if you all check the
different websites for PKU groups near and far to see if there are any events you would like to attend. We have
so many fun events to choose from, we no longer have to feel that we are dealing with PKU on our own.
I was looking online to find out what the different state groups do and it is a very varied list. For instance, Illinois
has a New Parents Coffee, a snack exchange, a 2 day PKU Camp and a holiday cookie exchange. Indiana has a
spaghetti dinner, summer picnic and they too have a cookie exchange. Upstate New York is having a cooking
demonstration. New Jersey had a Balloon Bonanza with rides in hot air balloons Delaware has recently formed a
chapter of MACPAD and they have had lots of excitement this year. They worked very hard and got the bill
passed that now they have food and formula coverage for all families. They had their first ever event last
November. It was a spaghetti dinner and was a huge success also. This will now be an annual event to look
forward to. In October, they are having a cooking workshop with Malathy Ramanujam from Taste Connections.
The Southern NJ Chapter of MACPAD had a PKU Walkathon in May and wow was it great. It was a huge
success; there are fun rides for the children, lots of vendors, the walk and prizes and lots of fun for all. This is an
event that if you can make it, please do, you won‟t be sorry. Being able to socialize and share fellowship with
other families is a very special thing. Please make sure you find out what is going on in your area or nearby
states and try something new. Go have some fun and make new friends.
I would also like to encourage you all to email me with any questions or suggestions you might have and I will do
my best to answer you in my column, or if it is a pressing issue, by email. My email address is:
AskGrandMaPKU@aol.com Take care and enjoy all that is around you, Grandma
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
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Name
Day
Michael Gannon
1
Debbie Colyer
2
Jeff Klumpp
3
Ryan Schaller
4
Alexander Jones
6
Dianne Fox
6
Nicholas Keenan
7
Brendan Dockery
7
Hannah MacLachlan
9
Gianna Jacob
10
Amanda Ambrogio
13
Victoria Gorman
14
Rachel Alyssa
15
Dana Tyree
18
Jeffrey Larson
19
Owen Kist
21
William Forsythe
23
Susan Hu
23
Matt Gubenski
24
KaBriana Jenkins
24
Peter Pellegrinelli
27
Natalie Doebley
29
Damica Agnelli
30
Tyler Paul Petersheim
30
Francesca Paterno
31
/////////////////////////////////////////////////////////////////////////////////////////////

Zola Simonelli is One Year Old!

The Simonelli Family and Friends showing their wristbands!

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

MACPAD CHAPTER CHAT
The Northern New Jersey Chapter held an
apple and pumpkin picking party at Terhune
Orchards on October 20. Plans are in the works for a
pasta dinner/holiday cookie swap in November.
Contact Jill Ambrogio jillambrogio@hotmail.com for
more details.

The Western PA Chapter is planning a
holiday cookie exchange party close to the holidays.
Contact Erica Burkarth Erica_birkarth@hotmail.com
for additional information.
rd

Their 3 annual Walk for PKU Research will be held
May 24 and is being chaired by Gina Stewart.
Contact Gina at ginam16@hotmail.com to volunteer
to help.

The Southern New Jersey Chapter has
scheduled their annual Walk for PKU Research for
May 18, 2008 in Washington Township, NJ. Contact
Janice Paterno rjfdpaterno@verizon.net or Deb
Gilliano gillboys333@aol.com for more information.
Zola Simonelli celebrated her first birthday on
September 21, 2007! Why is that news? Because
her mom, Kerri decided to do something special and
meaningful for her daughters special day. She
invited friends and relatives to come to a party but
instead of buying gifts to bring, she asked them buy
“Support PKU Research” wristbands and donate the
funds to PKU research. They raised over $1600!
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The Upstate New York Chapter is planning
a PKU Cooking demonstration on November 10.
Flyer included in this newsletter. Plans are also in
the works for another cooking demo on April 19 and
a weekend visit to the “Decade of Discovery”
MACPAD conference, on August 8 and 9, 2008.
Contact
Lori
Commisso
for
details.
jmcommisso@eznet.net

The State of Ohio Chapter is planning a “Get
Away Weekend” for December 1 and 2, 2007, which
includes a cooking demonstration and an overnight
package at Great Wolf Lodge. A flyer is included in
rd
this newsletter. They are also planning their 3
nd
annual Walk for PKU Research and the 2 Annual
“Cruise-In” for next year. Contact Shelly Cribbet
Cribbets@hotmail.com
Name

The Delaware Chapter held a cooking

Day

1
1
2
4
4
4
7
7
7
8
10
12
12
13
14
15
16
17
17
20
21
22
22
25
26
26
26
27
27
27
27
28
30
31
31
31
////////////////////////////////////////////////////////////////////////////
Caleb Arbuckle
Amanda Wang
Andrew VanKirk
Tanner Ringwalk
Joshua Stanfel
Ethan Seth Woosley
Colin Kvam
Carter Hirtle
Shayna Irgang
Ellie Munn
Christiana Primeau
Breanna Stewart
Elizabeth Andrews
Dusty Rodgriguez
Sidney Dial
Joshua Ranney
Heather Matthews
Stephen Schulze
Madison Jade Camp
Jonas Martin
Levi Stasney
Annie Berry
Zachary Leaf
Aaron Beller
Jonathon Evan Thomas
Keith Weaver
Daniel Joseph Danko
Greg Reynolds
Lukas Voights
Elizabeth Zabinski
Henry Martin
Jacob Michael Commisso
Sara Brinsfield
Jennifer O'Halloran
Callie Zenda
Cassandra Valvo

demonstration in October and has also started
planning for 2008. In the works are a spaghetti
nd
dinner, their 2 annual picnic at Lums Pond and
they are investigating other fund raising activities.
You
can
contact
Noelle
Bamonte
at
mnbamonte@comcast.net to get involved with their
activities.

//////////////////////////////////////////////////////////////////////
Delaware Signs Legislation!

Christy Schulze along with friends and family watch
Governor Ruth Ann Minner sign legislation which
literally requires insurers to cover food and formula
for metabolic diseases. According to S.B. No.78
(PKU Insurance Coverage) “Approximately 30 states
require private insurers to cover PKU-related
foods/formula."

//////////////////////////////////////////////////////////////////////
Please contact MACPAD with your change of
address, so you can continue to receive this
newsletter!
//////////////////////////////////////////////////////////////////////

Children’s Hospital of Philadelphia, PA
will be holding a cooking demonstration March 29,
2008. Contact Andrea Mattie 215-590-6237 or
mattie@email.chop.edu for information.
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Make a weekend of it!
Join other PKU families at the Great Wolf Lodge on
Saturday, December 1st!
Book your room now for a discounted rate!
Please book by November 15th for this rate!!
Join us after the cooking demo. and enjoy the waterpark Saturday evening
and all day Sunday! Room rate is $179.00 for a family suite (sleeps up to 6).
The resort chef will also provide low protein meal options in one of the
Great Wolf Restaurants. Check in is anytime after 4:00 p.m. on December 1st
and check out is 11:00 a.m. on December 2nd (waterpark still available to
guests all day Sunday).

Call 513-459-8885 to reserve your room! Be sure to tell them
you are staying with MACPAD for your discounted rate.
The Great Wolf Lodge in Mason is just 5-10 minutes from Hope Church.
For more information, visit their website at www.greatwolf.com.
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Mid-Atlantic Connection
For PKU and Allied Disorders, Inc
Officers
President
Judith Griffith
Vice President Ken Barton
Secretary
Carol Barton
Treasurer
Robert Johnstone

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

Board of Directors
Jill Ambrogio
Noelle Bamonte
Lori Commisso
Michele Cribbet
Daniel Dunkle
Deb Gilliano
Lisa Lewis
Janice Paterno
Sharon Johnstone
Desiree Spinney
Kay Dunkle
Jeanine Stokes

Newsletter Contributors
Jill Ambrogio, Judy Griffith, Dietary
Specialties, Carol Barton, Kenny Barton Jr.,
Christie Conran, Erica Burkarth, Cambrooke
Foods, Noelle Bamonte, Virginia Harrison,
Michelle Cribbet, Sharon Johnstone,
BioMarin Pharmaceuticals, Robyn Hadley,
Vitaflo USA, Aimee Averill, Ross
Pharmaceuticals, Margaret Lunt, Virginia
Schuet, Kerri Simonelli, Applied Nutrition
,Lori Commisso, Kay Dunkle, and Nutricia
If you have information, or an
article to contribute to the next
Newsletter, please contact
MACPAD. New contributors are
WELCOME!

Peg Lunt- Historian

24

