MACPAD RESEARCH FUND GAINS $40, 000
Our annual “Walk for PKU Research “ was a great success! Hundreds of people gathered in Washington Lake Park in
Mullica Hill, NJ on Saturday, May 1, 2004 to show their support for PKU research. Event organizers Janice Paterno, Deb
Gilliano and Desiree Spinney did an outstanding job of coordinating all events and the walk itself. Dr’ Barbara Burton and
Dr.Heng Wang, PKU researchers, described their work to an enthusiastic crowd. Below are some of the happy faces of
the individuals who helped make the walk a memorable occasion.
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loving. His laugh is contagious, and his smile warms
your heart. But most of all, he is like any other 2 ½ year
old. His is a picky eater, does not like to be told no, and
he loves “peanut butter” and jelly.
Living with a child with PKU is a learning
process. I still worry when Patrick’s levels are too low or
too high, when he gets sick, and how he will deal with
PKU in the future. I suggest that anyone living in a PKU
family reach out to others dealing with the same issues
as you. You can order food together, try and trade new
recipes, and get support from each other. Patrick’s
dietician has always been extremely helpful and has put
me in touch with many other families. I have never met
anyone in the PKU community who is unwilling to help.
Reaching out to other families can make dealing with
PKU a lot easier.

PKU Families Gather to share ideas and
provide support.

In Drexel Hill, PA:
In February, four families from the Havertown/Drexel Hill
area of Pennsylvania met to discuss some issues that
come up in a PKU family. We talked about different
recipes, packing a lunch for school, ordering at
restaurants, and someone even talked about what it was
like to go off diet. Speaking with people who are going
through the same experiences is comforting in any
situation. When you’re living in a PKU family, it is
essential.

In Bird-In-Hand, PA:
When my daughter was born in March 2003, we were
told she has PKU. This was not only a shock but also
something we felt was too big to handle alone. These
prayers are already being answered. From the
beginning, we were overwhelmed by all the help we
received from the PKU team. In addition, I have been
blessed by the other mothers in our support group who
live in the Lancaster County area. Four of us live only
ten minutes apart

When I found out my first child, Patrick had PKU
he was just 9 days old. Like many other parents, I had
never heard of PKU. I looked it up in a few baby books
and was not comforted by their description. The next
day, the doctor’s explanations did not make me feel
much better. Who wants to hear that their child is going
to need weekly blood tests and cannot eat many of the
foods that people eat every day? And we need to weigh
everything? It was overwhelming. With a newborn, you
are not getting much sleep as it is, but when your
newborn has PKU, your resting moments are spent
either thinking or reading about PKU. After a couple of
weeks, I started to reach out to other families. It was the
best thing I ever did.

. The first Wednesday of every month, we take turns
meeting in each other’s homes for a support meeting. It
has really become a lot of support for me. We can
spend hours just talking. We usually have a small snack
for the children and sometimes we do some cooking or
share recipes. This month we made doughnuts, bagels,
cookies and “chicken” nuggets at Anna Weavers place.
Rather than only reading a recipe, we can see it being
made in front of us. The children have already become
close friends. We would always welcome new people,
so if you would like to join us, and live in the Lancaster
County, PA area, call Ruth at 717-872-7546

Talking to other mothers about breast-feeding,
future development, taking blood, and dealing with
explaining PKU to relatives really put my mind at ease.
However, what helped me more than any conversation I
had was meeting other children with PKU. I met many
families dealing with the issues I was going to have to
confront in the very near future. I met the children with
PKU and their siblings who did not have PKU. I was
happy/relieved to discover that I saw no difference
between them. That’s when I realized Patrick was going
to be okay.

In your area?
If you have a support group and would like to tell our
readers about your meetings, please contact MACPAD
at P.O. Box 6086, Lancaster, PA 17607 or call 717-8724384. We would love to tell everyone about your group.

When I talk to new mothers of a PKU child, I
invite them over to meet my son. He is funny, warm, and
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Happy Birthday to our MACPAD friends!!
Deborah Sheppard
Rebecca Schulze
Rebecca Lehman
Donnita Fox
Jessica Smith
Amanda Bracero
Taylor Rogers
Danielle Barckett
Cameron Barnes
Denise Feeley
Krista Byrne
Mary Elizabeth Butler
Jack Murphy
Logan Persee
Jakob Arbaugh
Giovanna Ditro
Michael McConnell
Nicole Seymour
Ariana Spinney
Claire Zimlinghaus
Zachery Wilt
Abigail Myers
Kyle Stoltzfus
Debbie Gardecki
Robert Schreck
Brian Phillips
Courtney Alexander
Deanna Miller
Christina Purpura
Kobe Bailey
Zachary McEntee
Evan Gill
Brendan Arthur
Christian Thornton
Michael Atkins
Jackson Ponzo
Lane Chabarria
Danielle Whitley
Shyla Davidson
Veronica Perkins
Julie McMullin
Rose Mularadelis
Xavier Kaiserian
Danielle Crites
Sat Guru Singh Kalsa
Jada Boyd
Devon Resnick
Brian Loughlin
Continued on page 9

Kick off summer with new recipes, which feature foods
that your kids already love - fixed in a brand new way.
Get out of the recipe rut and try Ravioli Soup, Ravioli with
Assorted Greens Salad and Lemon Grass Ravioli. All
easy to prepare and perfect for a summer day! Are you
looking for ways to take advantage of the luscious
strawberries that are at the market? Try our Strawberry
Shortcake recipe, which uses MixQuick to make this oldfashioned dessert favorite. Remember, pastas are great
served cold in salads too, and we have many cold pasta
salad recipes displayed. The Taboule salad is a garlicky
favorite which is made using Cous Cous, vegetables and
a garlic dressing. These recipes and many other new
recipes are available on the Cambrooke Foods website
under the recipes and tips tab.
Cambrooke will soon be carrying a variety of Aproten
pastas. Our families of tasters enjoy these pastas and
know that your family will enjoy using them in your
favorite recipes as well. Yuca chips are now available in
a variety pack. The variety pack has four seven-ounce
bags, one each of your favorite flavors; Original,
Barbecue, Garlic ‘n Cilantro, and Sour Cream ‘n Onion.
A great way to try them all!
Have you been struggling to provide nutritious low
protein lunches for your school age child? Now is the
time to inquire about Cambrooke’s School Lunch
program so that you can get the necessary
documentation to your School’s Food Service
Department in time for next semester. Ask us for the
School Lunch Program packet which contains all the
needed information so your child can join the school
lunch line.
We are 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), email (orders@cambrookefoods.com) or fax your orders
to us at (978) 443-1318.
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April 29
June 3
March 12
April 14
May 28
March 5
April 19
May 31
May 29
April 1
April 24
April 11
April 17
May 28
May 22
June 8
April 8
May 6
May 2
May 18
May 20
March 9
June 14
June 21
March 2
May 14
March 16
March 27
June 12
May 2
June 14
June 4
June 13
March 10
May 5
June 8
March 2
April 7
April 11
June 2
March 6
March 8
April 11
May 1
April 26
March 14
March 20
May 31

17th Annual PKU PICNIC!
Saturday, August 7, 2004
ANNUAL PKU PICNIC
Come one, come all!
Mark your calendars now for the Annual PKU Picnic. Our annual picnic is scheduled for August
7, 2004 from 12 PM to 4PM at the Weaver’s Farm in Denver, PA. For those of you who have
attended the picnic before, we welcome you back for a day of fun, games, food and socialization.
For those of you who have not previously attended a picnic, we look forward to meeting you and
having you and your family enjoy the day at a peaceful Lancaster County farm.
We offer our Low Protein Buffet (the highlight of the picnic); a Quilt Raffle (made by Lancaster
County women who donate their time and talent); PKU Bingo with prizes; Door Prizes; Pony
Rides; games and entertainment for the kids; hayrides,; and the opportunity to meet and talk with
other PKU families from across Pennsylvania. We also have attendees from other states and we
welcome them!! We hope to have representatives from low-protein companies there.
For our Low Protein Buffet, we generally ask our families to bring something everyone can share.
So please give some thought to what you would like to bring along.
The Weaver’s Farm is located in Denver PA. The address is 1178 Dry Tavern Rd, Denver PA
17517. Directions can be found on the next page along with a registration form. Please register so
we know how many people to expect.

Ken Barton Jr.- Picnic Chair
KCB1958@aol.com
717-464-3033
or Carol Barton- Co-Chair
cabbi@dejazzd.com
717-538-4023
Quilt raffle tickets are enclosed with your newsletter. The proceeds from the raffle go to support
the picnic and other MACPAD projects ( for example – this newsletter) This year’s quilt is called
“Boston Commons”. It is a queen size with light yellow, blues and white. Winner need not be
present to win. A picture of a similar quilt can be found on page 11.
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17th ANNUAL PKU PICNIC
Sponsored by The Mid-Atlantic Connection for PKU and Allied Disorders

Saturday, August 7, 2004 12:00 PM-4:00 PM
at The Weavers Farm in Denver, PA

Low Protein Buffet- a variety of low protein foods will be available FREE to all individuals with a metabolic
disorder or those who would like to sample the lo-pro items. If you would like to bring a food item for the
buffet, please see the back of this form. If you need additional food (not lo-pro), please feel free to bring other
items.
Quilt Raffle- Every year, Mrs. Weaver and her friends and neighbors from Lancaster County donate their time
and talent to create a queen-sized quilt to be raffled off at the picnic. We have enclosed tickets that you may sell
to others or purchase yourself. (Winner need not be present to win!) Ticket stubs and checks (made payable to
MACPAD) must be mailed to MACPAD or brought to the picnic to be included in the drawing. If you are not
attending the picnic, we would ask that you purchase some tickets as a contribution to MACPAD. Donations are
always appreciated and may be in the form of raffle tickets.
PKU Bingo- A unique game to help everyone remember the right foods for low protein diets! Prizes will be
given.
Petting Zoo- Baby farm animals will be available for the children to see and pet.
Pony Rides- “Pony Express” will be available to provide free rides for children present.
Hayrides- available during the afternoon.
___________________________________________________________________________________
Directions: From PA turnpike, take exit 21 and follow signs to route 272. Turn right onto route 272 north. Travel approx. 2-3 miles to
stoplight at route 897.Turn right onto route 897 south. Travel 4-5 miles to Weavers Lane. Balloons will mark where to make the right
turn! Follow lane to the end to parking.

----------------------------------------------------------------------------------------------------------------------Detach form at this line and return bottom portion for your reservation.

Please complete the section below and return to MACPAD, PO Box 6086, Lancaster, PA 17607 by July 31, 2004.
Or, you may call 717-872-7546 (MACPAD). or visit our website www.macpad.org. If you are willing to provide a food
item for the low protein buffet, please see reverse and indicate an item. Please return this reservation portion of
the form to MACPAD.
Names of adult’s attending_________________________________________________________
Names and ages of children attending_________________________________________________
Address_______________________________________________________________________
Telephone Number: ___________________ Email: _______________________
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PKU BUFFET SUGGESTIONS
The buffet will feature favorite items that you will bring, along with the “standard” low protein items.
We will most likely have hot foods available such as the Mushroom Barbecue, Barbecue Green Beans,
Mushroom Burgers and Broccoli Burgers. Many recipes are in the MACPAD cookbooks

These are some suggestions of food items you might want to bring:
Low Protein Muffins
Low Protein Cookies
Fruit Platter (variety of fruit or one kind)
Veggies (variety or one)
Low Protein Pasta Salad
Low Protein Potato Salad
Low Protein Vegetable Salad
Snack items such as Low Protein pretzels, chips, veggie chips, etc.
Desserts
Vegetable salad

--------------------------------------------------------------------------------------------------------------------------------------Name-------------------------------------------------------------------------------------------------------------------Please indicate item(s) you will bring: ____________________________________________________
_________________________________________________________________________________
Please provide the following information if you have it available:
Serving Size __________
Phe per serving __________
Exchanges per serving _____________
Phe per gram _____________
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ForMyDiet.com
Helping people with metabolic disorders manage their diets better.
ForMyDiet.com is a new website designed to make living with and managing a metabolic disorder diet a whole lot
easier.
Whether you manage the diet of your child or yourself, a special medical diet can be a challenging situation. Our goal is to
bring you everything you need in one place to make your life easier. Here are some of the features you can find at
ForMyDiet.com:



Get medical information about specific disorders from reputable sources.



View the weekly easy-to-make recipe column that includes phe, protein, and calorie information.



Share your experiences with others with metabolic disorders in the ForMyDiet Message boards. We have created a range of
forums that fit your interests from recipes and food recommendations to parenting ideas.



Find food nutritional information in seconds with the searchable online food list, which allows you to retrieve nutritional values
of disorder-specific nutrients.



Let the online nutrient calculator do all the calculations for you.



Shop for pocket scales, bread machines, and other items you need for day-to-day meal preparation. We are certified by
Verisign to provide you with a safe shopping experience.

Newborn Screening Video Tape - Free
One out of every 1,500 babies born in the U.S. has a disorder
detectable through newborn screening! Courtesy of Save Babies
Through Screening Foundation, this FREE educational video
teaches about comprehensive screening.

The Miracle of Bryan Pearce - $11.99
This book by C.J. Stevens depicts the story of Bryan Pearce, born
in 1929 with an undiagnosed Phenylketonuria. This is the
beginning of one of the most astonishing adventures in twentieth
century painting.

ForMyDiet.com is dedicated to providing support to the special diets community by bringing together people living with
similar dietary restrictions.
Visit ForMyDiet.com to for all this and more!

Special offer to MACPAD Connections readers:

10% OFF
C O UPO N

Save 10% on your next ForMyDiet.com Online Purchase.
Coupon expires June 30th, 2004
Enter Coupon code “CONNECT42” when ordering at ForMyDiet.com
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To place an order or
Receive a free
Catalog contact us:
www.ener-g.com

Ener-G Foods, Inc.
5960 First Avenue South
P.O. Box 84487
Seattle, WA 98124-5787

Phone: (206) 767-6660 Toll-FREE 1-800-331-5222
FAX: (206) 764-3398

INTRODUCING!!!
New Light Brown Rice Bread ; New Light Tapioca Bread ; New Light White Rice Bread
Our New Light Breads are an amazing development for the gluten - free and low protein bread industry!
This bread is light as air with 50% less carbohydrates than our regular Bread.
Perfect for sandwiches, delicious toasted! The reviews have been exciting.
Phe for Light Brown Rice Bread 135 mg per 100g
(1) slice = 19g
Phe for Light Tapioca Bread
168 mg per 100g
(1) slice = 19g
Phe for Light White Rice Bread 179 mg per 100g
(1) slice = 19g

New formula Low Protein
Lemon and Chocolate Sandwich Cookies
We have reformulated our Low Protein Cookies, they were so hard before and now they are a wonderful crisp texture with
scrumptious fillings like Lemon Crème and Chocolate.
Phe for Lemon Crème Cookies 0.0 mg per 100g
(1) serving 36g
Phe for Chocolate Crème Cookies
0.57 mg per 100g
(1) serving 36g
Low Protein Pasta Special (while supplies last)
All of our L.P. Pasta’s are 50% off (exception: Macaroni)
If you love Pasta, you won't want to miss out on these. Our Gluten Free, low protein, Pasta line are all a wonderful staple
for your diet. Easy to cook, can be used in any recipe. The flavor is subtle allowing versatile pasta to work with. These are
excellent for both the gluten free and low protein diets. The texture of the Low Protein Pastas is exceptional
Phe for all shapes

9 mg per 100g

(1) serving 57g

///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Editors Note: For those of you who have asked, the columnist for Random Reflections is no longer Cindy Hoover, she
retired in June 2003. We now are blessed by another mother with a 24 year old son with PKU, who has many reflections to
share.
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however, thanks to new cookbooks, new ingredients and
new products, PKU children no longer have to go
through this alienation. Children can have soft pretzels,
cream cheese and cakes that actually look like cakes
and are good enough to serve all the children, including
those without PKU.
I really believe that the birth of these new products has
done much more than make it easier to find appropriate
foods for our PKU children. It has actually done much
more than that by making it possible for our children to
feel like they are one of the crowd. They can actually eat
things that look like what their peers are eating.
And one great thing about children is that they never ask
about the ingredients in the food you are eating so they
will never know that the foods they are eating are not low
protein and your child’s are.

I am constantly amazed at the impact that the new PKU
foods have on children with PKU. There was a time
when children with PKU just didn’t fit in when it came to
social activities. When there was a birthday party, the
PKUer had to take specially-prepared ice cream and
cake with them to the party. This alone made them feel
different. The fact that the cake sort of resembled a
falling-apart used sponge didn’t help matters any. There
was just no good way to make a cake using wheat starch
alone at that time. It made the other children laugh and,
at times, tease.
There was always the “why do you
have to eat that stupid looking cake?” questions from the
other children. It made children with PKU feel very
alienated.

What wonderful progress has been made for our
children’s self-esteem.
///////////////////////////////////////////////////////////////////////////////////////

When you took your child out for a walk and all the other
children were eating soft pretzels and potato chips, you
had no alternative that even resembled what the other
children were eating to offer your child. This made them
feel more out of place with the rest of the world.

Happy Birthdays- continued from page 3

Special foods had to be taken into school for special
occasions. When there was a pizza party at school,
there was nothing to send that even resembled a slice of
pizza. More alienation and proof of being different.
Every child desires to “fit in” to a certain extent and this
was almost an impossibility at that time with a child on a
PKU diet.

Mary Grace Costa
Oliver Pasterczyk
Sarah Beth Rodes
Hannah Rodes
Michael Rutkowski
Kayla Salmon
Mariah Jines
Anthony Jones
Hannah Hawk
Ashleigh Ginter
Gabrielle Fennimore
Jackson Moore
Evan Inserra
Connor Anderson
Christopher Skiles
Abigail Hume
Ian Shaw
Raymond Waters
Korben Kiessling
Keri Stout
Jacob Stasen
Hailey Kirk
Sean Finnegan
Reagan Hall
Ally Hall
Natalie Ryba

I remember when my child was about 6 years old and his
PKU diet at that time allowed for enough
phenylalanine for him to have half of one Twinkie on
occasion (of course it was low protein pasta the rest of
the day!) He decided that, for his birthday party, he
wanted to have what everyone else was having. So, we
bought 10 Twinkies, stood them on end in the form of a
circle and tied the circle with ribbon. We put candles in
the tops of the Twinkies and everyone was able to enjoy
the birthday “cake”.
Being different in social settings is very hard for children
to understand. This is what, I feel, led to “cheating” in
social situations. Being different, in my unprofessional
opinion, is also what may lead to some children having
some issues as they grow up. If their blood count is
good all their lives, people wonder why they have
problems. Some of the problems, I feel, may stem from
the alienation they experienced as a child and as being
labeled by their peers as being “different”. Now,
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May 18
June 5
April 26
June 5
June 27
April 21
May 15
May 26
June 23
April 1
March 10
June 27
April 17
March 5
March 4
June 7
March 13
April 8
June 25
March 30
May 7
March 18
April 19
May 22
May 24
May 30

My advice would be that no matter where you travel,
carry a small hot pot that you can cook something in your
room if need be, but that we have never run into a
restaurant that would not make salads, cook French
fries, serve fresh fruit or steamed vegetables. Go on
vacation, enjoy yourself and don't worry, vacations are a
time to enjoy yourself, not be stressed out.

Grandmas’ Corner
DearGrandma,
We are about to take our first vacation since our
daughter who has PKU was born? Can you give me
any help or tips about traveling and the diet?

Grandma
To send questions to Grandmaemail AskGrandmaPKU@aol.com

Traveling with children with PKU can seem daunting, but
with a little advance planning it will be just fine. The first
trip my daughter took with her daughter was to Disney
world when Rebecca was 2 years old. About 6 months
before the trip, she called Disney world and asked to
speak to someone in the dietary section. At that time
they said they knew nothing about PKU but would do
anything they could to accommodate her. They did too!!
They found out exactly what the diet entailed and said
they would be sure to have meals prepared for her when
she arrived. All she had to do was to tell them what
restaurants they planned to dine at and everything would
be taken care of. She figured that for breakfast and
lunch, meals would be easy, but she wanted to be sure
that Rebecca had a good dinner. One of the restaurants
she picked was Liberty Tree Tavern. Whatever
restaurant they picked all they had to do was to tell the
head server they were there and then the chef came out
and greeted them and treated them special. Their trip
was wonderful For anyone planning a trip to Disney
World, there is a great website for any information you
might want. Just go to http://www.allearsnet.com. It has
anything and everything you will ever want to know about
DisneyWorld. To contact individual Disney Parks:

/////////////////////////////////////////////////////////////////////////////
Remember, when you move or change your
address, please notify MACPAD if you want to
continue to receive our newsletter,
“Connections”.
////////////////////////////////////////////////////////////////////////////

Dear Editor,
I am writing to ask for your help in letting your members
know about a website that I created with the aim of
helping people with PKU and their families around the
world find and connect with each other. PKU provides
something in common that we all can relate to and
understand. The common experience PKU provides
does not stop at the border of a state, province or
country.
The address for the website is www.pkuworldlink.org.
If people want to be added to the map, all they have to
do is go to www.pkuworldlink.org and fill out the "Add
Your Information" form. The more people who do this,
the more useful the website will be.

Magic Kingdom 1-407-824-5967;
Epcot1-407-560-7292
MGM Studios 1-407-560-1347
AnimalKingdom1-407-939-7536

I also have a "travel resources page" where people can
submit information about stores that carry low protein
foods or restaurants that have good low protein options.
The submitted information will be posted on the
appropriate state/province/country page.

When Rebecca was 3 1/2 and her brother Stephen was
9 months old, they flew to Germany to meet their greatgrandfather and family. Before any flight be it
international or domestic, there are a few things you
should do. First, get a letter from your doctor describing
PKU and the necessity/prescription for the formula.
Bring only unopened cans of formula. By carrying premeasured bags of formula, you may cause yourself
some problems and a lot of explaining about the white
powder you are carrying. Christy carried a couple of
cans of formula in her carry on luggage, just in case the
rest of the luggage was lost there would be enough to
get her through until the luggage was found. She didn't
have any problems on any of her flights.

I encourage everyone to visit the website, add their
information, and explore their world.
Please feel free to email me with any questions at:
pkuadult@aol.com
Thank you!

Sarah Foster
CPKU age 33, Boston, MA, USA
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Boston Commons Quilt Pattern- pictured below is the pattern for the quilt that will be raffled at the 17th annual
PKU picnic on August 7, 2004. Tickets are enclosed with this newsletter and information about the picnic is detailed on
pages 4, 5 and 6.
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An inspiring story of a young man with undiagnosed PKU
The Miracle of Bryan Pearce by C. J. Stevens. Available from John Wade, Publisher, P.O. Box 303, Phillips,
ME 04966. Telephone 1-888-211-1381. Paperback $12.00, Hardcover $20.00. 112 pages of text; 16 pages of illustrations.
The Pearce’s son, Bryan, was born in 1929, an apparently healthy baby. He had, however, phenylketonuria, a disorder
that remained un-diagnosed until he was an adult. After they were assured by doctors that it was "safe" to have another
child, their daughter, Margaretta, was born in 1941. The new arrival appeared normal, but soon there were signs of
retardation.
Walter and Mary were told that Bryan would never reach an average level of competence, and one specialist informed
the couple that their son might get on sufficiently in life "to be able to do a simple mending job on a pair of shoes."
Margarettas impairments were more noticeable in early childhood: she couldn’t talk, walk, had to be spoon-fed, and there
were frequent convulsions.
The Pearce’s braved the devastating reality of their predicament and vowed to do everything they could for their children.
Walters butcher shop allowed him some escape from the daily heartbreak of watching over Bryan and Margaretta, but for
Mary there was no release her life seemed to be a series of complications squeezed in a setting that offered few
assurances. One poignancy that captivated all who were acquainted with her undertaking was the burst of fresh courage
after each setback she refused to relinquish hope.
Bryan was sent to a school for the retarded in London, and he was under custodial care from the age of ten to sixteen.
Upon his return to St. Ives, Walter and Mary were faced with the problem of finding some sort of employment for their
frustrated and often angry teenager. A temporary solution was having him scrub pots and pans at the butcher shop, and in
time Bryan learned how to twist sausages and to mince meat.
One day Mary brought home a child’s coloring book and coaxed her twenty-four-year-old son to fill in a page of bold
outlines with watercolors. He did the task beautifully, became interested, and this was the beginning of one of the most
astonishing adventures in twentieth century painting.
By the mid-nineteen sixties, Bryan was beginning to paint some of his best townscapes, and his still lifes were exploding
with color. He had reached a point where it was no longer necessary to rely on his mother for technical assistance. In fact,
he took pride in his artistic independence, and Mary was immensely pleased when he rejected suggestions. There was, of
course, that dependency on his parents for mundane guidance, but he was now his own man at the drawing board and
easel.
Mary s efforts to release him from that cage of lifelong helplessness. A nagging conundrum kept rising before me, as I
stood mesmerized while Mary, too hurriedly, propped one painting after another on an easel. What if, I caught myself
weighing circumstances if Bryan had been less retarded? Could that nurturing and magic communion between this
determined mother and her compliant son have salvaged from a damaged life such talent worthy of acclaim?
Mary never missed an opportunity to further her sons career, and this was done while fulfilling the dual roles of protector
and publicist. When Bryan went out to draw his townscapes, she often accompanied him. While he drew, she sat close by
and made certain that he could work without interruptions. If one of the many tourists inundating picturesque St. Ives
seemed genuinely interested in her sons art, a stack of postcard-sized reproductions was quickly brought from her purse.
Later, when the two were left alone, she wrote long letters to friends and acquaintances describing Bryans recent creations
and reporting news of coming exhibitions.
Mary knew the value of keeping meticulous records of Bryan’s progress, and she was relentless in advancing his work. I
am still over-whelmed by the compelling drama of her courage, and I find it difficult to separate his paintings from her
presence. Her struggle to do what she felt best for her son brought forth the miracle of Bryan Pearce.
* Editors Note: I have had the privilege of reading The Miracle of Brian Pearce and find it to be an inspiring and
interesting story. The book is available from the publisher, as noted above or from ForMyDiet.com. (see page 7)
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non-driver’s license with the photo.

Meet A New Board Member- Bonnie
Reynolds

2. Any minor who is traveling with a grandparent or
non-parents should have a notarized letter
stating with whom they are traveling, both
parents names stating that the child can travel
with whom they are traveling, and a statement
giving medical permission for treatment in case
of an emergency. You should also give your
child’s medical insurance card to the adults who
care your child is placed.
3. Make sure that your medical foods are in your
carry-on. It is better to have the items with you
going through security where you can answer
any questions, than to have your checked
luggage opened by security and find them
missing or opened when you arrive at your
destination.

My name is Bonnie Reynolds, I am the loving mother of
2 boys Richard (15 non-PKU) and Greg (12 PKU). We
live in New Jersey, in a small town where very few
people had heard of PKU.. Beside taking care of my
family, I work full time doing Accounting.
I became involved with MACPAD, because I wanted to
help my son, even in other ways than just at home.
What I did not realize is the feeling of being a part of
something greater that I have learned from meeting
others dealing with the same issues.

Enjoy your summer and all your journeys.
places so little time…..

So many

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

My children keep me busy, with bowling, swimming, girls
and so much more, but we always find time to sit down
as a family to work out issues. I also volunteer at our
local ELKS Lodge, where my husband is an active
member. Again, this is a great support to me, they try to
include Greg in everything possible, even their monthly
fish fry's, they make him french fries. Our town has been
very generous in contributing to the PKU Walk for the
past three years. I feel I have accomplished a lot in my
life, but it has never been without support, so I consider
myself very lucky. I hope to accomplish more with my
association with MACPAD.

1-888-640-2800
Over 40 years experience with Low Protein Diets
Contact us for the latest on our delicious new
cake mixes and quick to fix entrees.
we offer kitchen staples as well as a frozen food line.

///////////////////////////////////////////////////////////////////////////////////////Ww

Wonderful recipes are available!
5 Easy ways to reach us:
Phone: 1-888-640-2800

Well summer travel is just about upon us and what a
wonderful feeling! If you are flying somewhere, cruising
or going out of the country you will notice that security is
tighter than ever. Below are just a few guidelines to help
your trip go smoother.

FAX: 1-973-884-5907
Email: info@dietspec.com
Web: www.dietspec.com

1. If you are leaving the country and not using a
passport (if allowed) make sure that you have
your original state issued birth certificate with the
raised seal and a state issued photo driver’s
license. If you are 16 or over and do not have a
driver’s license or passport you must have a

Address: 10 Leslie Court, Whippany N.J. 07981
Mail order for direct to home, school or camp .
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Special! 2 pound jug of Low Protein Pretzels- only $9.50 plus shipping.
Mention “MACPAD” Newsletter to receive this price!
To order call 1-800-683-8375
New email address: pretzels@frontiernet.net
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Our first entry into the Uncle Henry’s Family Friendly PKU Recipes challenge!
(see page 273 in “Family Friendly PKU Recipes” for details)

Uncle Henry’s Chocolate Peanut Butter Pie
Phe per serving: 13.08

Calories per serving: 400.66

Servings per recipe: 8

Serving size: 1 Piece

Amount

Ingredient

182 g

Pretzels (Uncle Henry's)

3/4 cup (180g)

Parkay

3 tbsp (36g)

Sugar

12 fl oz (336g)

Richwhip topping (Rich's)

28 g

Chocolate pudding, dry mix, instant

1/3 cup (93g)

Peanut Butter (Dietary Specialties)

1/2 cup (36g)

Powdered sugar

1/4 cup (56g)

Farm Rich (Richs)

Directions: Crush pretzels using a mixing or food processor to make fine crumbs. Add melted
margarine (Parkay) and sugar. Press into the bottom of a pie pan that has been sprayed with non-stick spray.
Bake for 7 minutes at 400 degrees.
In the meantime, mix chocolate pudding and Richwhip until light and fluffy. Set aside. Combine low protein
peanut butter, powdered sugar and Farm Rich. You may need more or less Farm Rich to make a creamy
spreadable peanut butter. Set aside.
Remove pie pan from oven after 7 minutes and allow to cool. Pour chocolate mixture into the pie pan and
refrigerate until set then spread the peanut butter mixture on top. Add shaved chocolate almond bark, if desired.
Refrigerate until firm and serve.

Submitted by Judy, Charley and Bobby Griffith
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The Maryland Alliance of PKU Families, Inc.
Golf Tournament 2004
This is the 6th year we have held this tournament and we hope there will be many years to follow. In order to make that
happen we are asking for your support. Although we receiver some support from the State of Maryland, along with
contributions from parents, corporate donations and others, it was the success of this tournament which has allowed us to
extend our present programs and develop new ones, such as the PKU Scholarship Fund. All of these programs are held to
promote the independence and confidence these children will need as they mature into adults responsible for their
own dietary decisions.
For those individuals who have participated in the event, we want to thanks you for your generous support and hope you
will join us again. For anyone who has not attended the tournament before, we hope you will join us this year and help
support these special children. These children, like all children, are our future.
Sincerely.
Board of Director Diane Crothers DuBree
Lawrence K. DuBree

Sponsor a HOLE to show your SUPPORT !!!
Continental Breakfast Lunch Provided
Putting Contest
Closest to the Pin

Driving Range Longest Drive
Straightest Drive
Hole in One

7:00 AM Check In
9:00 AM Shotgun Start

CAPTAIN’S CHOICE
NAME: Phone #
1. _____________________________________________
2. _____________________________________________
3. _____________________________________________
4. _____________________________________________
Make check payable to: Maryland Alliance of PKU Families, Inc.

FURNACE BAY GOLF COURSE Perryville, MD

June 21, 2004

http://www.golfable.com/golfcourses/courses/Perryville_MD_Furnace_Bay_Golf_Course

$75 per person
If you have any questions, please contact
Ken or Diane DuBree @:
410-658-1313 or 443-466-4022
Send Application and CK to:
Ken &Dubree,
PO Box 224, Perry Point, MD 21902
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many friends while at these conferences. Most of all, it is
just so nice to have others to talk to about this who
understand. Christy, Ira and I, after much work and time,
managed to get a formula law passed in Delaware. We
tried for a state mandate, but ended up with a state law
that says if your insurance company does not pay for
formula, the state will. We are still trying to get some
kind of food coverage, but so far, it hasn't passed. We
will keep trying!! We firmly believe that we must do all
we can to help other families with PKU and to do
whatever it takes to make our grandchildren’s lives as
good as we can. I enjoy writing for MACPAD and and
hope I am able to help other through this column.
Please don't hesitate to write and ask questions. I will be
happy to answer them or if I don't know, I will get the
answer for you. You can email Grandma with your
questions: AskGrandmaPKU@aol.com

Meet a “Connections” Columnist
Peg Lunt
My husband Ira and I have been married for 45 years.
We have 4 grown children and 5 grandchildren. Ira was
in the Air Force for 20 years and we were lucky enough
to live all over the world. We have lived in
Massachusetts,
Alabama,
Mississippi,
Delaware,
Nebraska, France and Germany. Three years ago, Ira
retired for his second career as a history teacher, so we
now have more time to do the things we enjoy. We still
love to travel and are huge Disney fans. I really believe
when we put cruise control on in our car, it automatically
heads for Disney world.

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

“From the Teachers Desk”
columnist receives award!

When our 3rd grandchild Rebecca was born in June of
1997, our lives took a change that we never expected.
Rebecca was about a week old when our daughter
Christy got a call from Delaware newborn screening that
Rebecca had something called phenylketonuria and we
had to rush her to the intensive care unit of St.
Christopher’s Hospital in Philadelphia. That is a day we
will never forget. We thought there must be some
mistake, but there wasn't. We had never heard of PKU,
but it didn't take us long to find out everything we could
about it at that time. In January of 2001, Christy got
another call informing her that Rebecca's newborn
brother Stephen also had PKU. This time it wasn't such
a shock, and we didn't go through the horrible feeling
that we had when Rebecca was born. By now, we had
learned, that this was easily handled by diet and we
knew enough about it not to be as terrified as we were at
the first phone call. PKU has changed not only Christy
and her family's lives, but also all of us in the family.

Kay Dunkle
We are pleased and proud to announce that our “From
the Teachers Desk” columnist, Kay Dunkle, was
awarded the 2004 Alumni Faculty Award at The Tatnall
School, a private school in Wilmington, DE. The award is
given each year to a current of former faculty member
who best exemplifies the spirit of Tatnall in their career,
has shown a steadfast dedication to the school and its
students, and has developed a respect from the
students, faculty, administration, parents and alumni. Kay
served as a science teacher for 22 years until her
retirement in May of 2003. On behalf of Kay, the alumni
council has sent a generous check to MACPAD. We all
congratulate Kay and will look forward to reading her
advice and suggestions in “From The Teachers Desk”.
Look for a new column in the next edition of this
newsletter.

The PKU listserve has been a true blessing in our lives
and we will be eternally grateful to Marsha and BJ Magol
for starting it. It gave us a chance to talk to other families
and when we had a problem we could share it or ask a
question. We now feel we not only have our immediate
family, but also our PKU family. Ira and I go to every
conference we can and always manage to learn
something. We have also been blessed to make so
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Assayag: thank you for the years that you were able to
dedicate to helping MACPAD grow into what it is today;
Dr. Morton, Dr. Burton and Dr. Wang ; thank you for your
dedication to research and to helping those of us who
need you, Carol Barton, Ken Barton, Kenny Barton,
Linda Tonyes, Karen Blackbird, Ann Starr, Bonnie
Reynolds, Lynn Trump, Lisa Lewis. Michelle Guinan,
Jean McConnell, Peg Lunt, Kay Dunkle, Cindy Hoover,
Lin Gilbert, and Jen Burkel: for outstanding service.

Letter from the President
th

Last month MACPAD celebrated its 6 anniversary as a
non-profit organization. Over these years, we have
made so much progress and there have been so many
changes. I would like to take this opportunity to thank all
of those who have worked so hard and have given so
much toward making MACPAD a success.

Finally, I have to thank our family members who have
PKU – who have given us the inspiration to do all that we
have done – together – to make our lives easier and to
share the burden in whatever way we can! Thanks!
///////////////////////////////////////////////////////////////////////////////////////

I have to start by thanking my parents – Robert and
Sharon Johnstone – the grandparents of two very lucky
boys with PKU. These two individuals have given so
much of their time to MACPAD. They have written
cookbooks, organized conferences, edited and written
numerous newsletters, balanced checkbooks, collected
and counted money, printed and mailed more
newsletters, raffle tickets and other items than anyone
would ever want to do, prepared government filings,
attended and helped to organize many MACPAD events
and done so many more things that I can’t even begin to
list here. They have done everything in the most honest,
fair and respectful way that anyone could ever imagine.
Their tireless and mostly thankless dedication to this
organization has allowed it to continue for as long as it
has. I hope you will join me in thanking them for all that
they have done.
I know that their children and
grandchildren are and will always be grateful and
extremely proud of them.

TASTE CONNECTIONS
www.tasteconnections.com
Our mission is to provide best quality low-protein
products to customers at lowest possible price
TO ORDER CALL: 310-371-8861
or email at: lopro@webuniverse.net

TC –BREAD MIX

Next, I want to thank Deb Gilliano, Janice Paterno,
Desiree Spinney and all of their countless “assistants”
who have worked on our MACPAD Walk-a-thon. This
event has grown from a dream into a reality that is better
than anyone could have ever hoped. As you will read in
this newsletter, the Walk-a-thon has made over $40,000
this year for PKU research. This brings the total for the
past three years to OVER $90,000. This money will help
to bring about changes in the treatment of PKU and will
make a difference in our lives and the lives of all of those
born with PKU or a related metabolic disorder.

$13.50 / 5 lb (shipping extra)

TC-MULTI-BAKING MIX
$13.50/ 5 lb (shipping extra)
Our customers say:
“Their products are truly a blessing for anyone on the PKU
diet!!!!”
Gina Valenti, PKU list serve, 12/12/03
“They are amazingly priced and taste like regular food”

I also want to thank all of the parents and families of
individuals with PKU or a related disorder who have
given their time, money and talent to MACPAD and to
support each other.

Damon Songer, PKU list serve, 12/12/03

There are a few other individuals who have given above
and beyond for MACPAD and I would like to mention
them by name as well: Carol Grieco-Ponzo: thank you
for sharing your incredible talent with MACPAD; Laura
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Dear Jennifer is very busy, planning her upcoming June
wedding….

Family Friendly PKU RecipesThe second MACPAD cookbook contains 242 recipes for
best baked goods, sensational salads, enticing entrée,
vivacious vegetables, soups, sauces and salsa, fantastic
fruits and snacks and sweets. Available now! $20.00 for
shipping within the USA and $22.00 (in US dollars) for
shipment to Canada. Just send your check, made
payable to MACPAD to P.O. Box 6086, Lancaster, PA,
17607

So, she sent a couple thoughts she has gathered on
PKU. Her regular column will appear in the next edition
of Connections.

You Might Be a PKUer…if…
You regret telling your algebra teachers, “I’ll never use
this again!…”

Remember to check page 273 for the Uncle Henry
Recipe Challenge!

You always look at the nutritional label before you look at
the price….,

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

You know that marshmallows come from animals…

Where will the Research Money Go?

You spend more time in the kitchen other than any other
room., .

Who will receive funds from MACPAD for
PKU Research?

You can actually SAY "phenylketonuria" and
"phenylalanine" correctly, …

Have either of these questions has been on your mind?

You count every single tater tot, carrot stick, olive, green
bean, etc on the plate…

Do you wonder how the decision will be made?

You know the lab technician at the hospital clinic by first
name,

Requests for Proposals (RFP’s) will be sent to any
researcher who requests one. Each researcher will then
submit their proposal to MACPAD, and each Board
member will receive a copy of all proposals and have
ample time to read them and make their decision on who
and how much money should be awarded. At the
October meeting, the Board will gather and make a joint
decision.

You have a dietician’s number on speed dial…
You ask the waiter/waitress for an ingredient list on any
new menu item
If you get a kick out of reading this and have some ideas,

Would you like to be part of the process?

you ARE a PKUer!

Ask your metabolic doctor or dietician who is doing
research into metabolic disorders then forward the name
to MACPAD and we will include
them when the RFP’s are sent.
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Mid-Atlantic Connection
For PKU and Allied Disorders, Inc
Officers
President
Vice President
Secretary
Treasurer

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

Judith Griffith
Ken Barton
Sharon Johnstone
Robert Johnstone

Board of Directors
Carol Barton
Deb Gilliano
Michele Guinan
Lisa Lewis
Jean McConnell
Janice Paterno
Bonnie Reynolds
Desiree Spinney

Newsletter Contributors
Judy Griffith, Peg Lunt, Michele Guinan, Kenny
Barton Jr., Sharon Johnstone, John Wade, Kay
Dunkle, Ruth Miller, Jennifer Burkel, Pat Byrne,
Shanmu Hu, Lin Gilbert, Bonnie Reynolds
If you have information, or an
article to contribute to the next
Newsletter, please contact
MACPAD. New contributors are
WELCOME!

Honorary Board Members
Karen Blackbird
Linda Tonyes
Ann Starr
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