METABOLIC MADNESS –CONFERENCE 2005

Join us at the Ramada Regency Palace Hotel in Mount Laurel, NJ on Friday April 29, from 10:00am till 4:00 pm to hear all
the latest news on PKU. Dr Ray Stevens from The Scripps Institute will provide the keynote address. MACPAD is currently
helping to fund his research. Please read his article on page 2.
Sandy Maltzman from Applied Nutrition will be introducing the video,” Network PKU”, produced by the Inherited Metabolic
Disease Clinic at the Children’s Hospital in Denver, CO. The video profiles the difficulties of adolescents and adults as they
overcome the barriers to dietary compliance.
Breakout session A will feature Lynn Paolella and Diane Sullivan performing a hands-on practical cooking demonstration.
Breakout session B will be Laura Assayag from ForMyDiet.com discussing practical tips for keeping track of daily phe
allowance. Session C discusses campus living on a low phe diet and will be led by dietitian Linda Tonyes. Session D
concerns food issues for children focusing on school, parties, restaurants and day care.
There is a daylong children’s program, except for the lunch break.
You should have received a mailing about 3 weeks ago with the registration, agenda and travel information. We encourage
you to register early so that appropriate plans can be made. If you require additional information, you may call MACPAD @
717-872-4384, or visit our website www.macpad.org. You can now register on line!
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

THE FOURTH ANNUAL WALK FOR PKU RESEARCH

Saturday, April 30, 2005 at Washington Lake Park, Washington Township, NJ
From 10:00am until 3:00pm
(close to the conference hotel)
Registration for the Walk is FREE! Collect at least $25.00 in donations and you will receive a Walk T-shirt FREE!
The Walk/ Fair will feature a silent auction, Penny the Clown, magic show, music, pony rides, moon bounce, craft and
Tupperware sales, PKU cooking demonstration, PKU vendors, door prizes and raffles.
Join us to raise money for PKU research! Help Us Find The Answer- Support PKU Research
For more information please contact MACPAD at 717-872-7546 or visit our website www.macpad.org

Let’s keep the momentum going!
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2004-2005 Advancements and Momentum in PKU Therapeutic Development
Raymond C. Stevens, Ph.D. Professor of Molecular Biology and Chemistry, The
Scripps Research Institute, La Jolla, CA.
In the winter, 2005 National PKU newsletter, I summarized the wealth of recent work from the field of PKU research. That
article was written in November 2004 and since that time, a great deal of additional work has been ongoing which should
convey the tremendous momentum that currently exists for these efforts, due in large part to the generous donations we
have recently received. What follows are some very recent highlights, as well as an expanded version of the winter 2005
National PKU Newsletter edited by Virginia Schuett:


In December 2004, a collaborative report between the Stevens Laboratory at The Scripps Research Institute,
Richard Koch (Los Angeles), Aurora Martinez (Norway), Reuben Matalon (Texas), Charles Scriver (Montreal), and
Magdalena Ugarte (Spain) was published in the journal of Proceedings of the National Academy of Science, USA
combining the basic understanding of BH4 response to PKU with clinical data. The paper is entitled:
“Correction of kinetic and stability defects by the cofactor BH4 in PKU patients with certain
phenylalanine hydroxylase mutations” Proc. Natl. Acad. Sci. USA, 101, 16903-16908 (2004) by H.
Erlandsen, A.L. Pey, A. Gámez, B. Pérez, L.R. Desviat, C. Aguado, R. Koch, S. Surendrran, T. Tyring, R.
Matalon, C.R. Scriver, M. Ugarte, A. Martínez, and R.C. Stevens.



In the fall of 2004, generous funds from MACPAD allowed the Stevens Laboratory at The Scripps Research
Institute to install critical pieces of equipment that will allow us to significantly accelerate our work on PKU
therapeutic development and basic research. The equipment allows us to study multiple potential therapeutics all
at once, instead of one at a time. The end result is that more information and potential therapeutics are generated
faster and are of higher quality.



In the fall of 2004, the Piziali and Michaux families organized a fundraiser “Tuxes for Tia” that supports
researchers and supplies for the Stevens Laboratory at The Scripps Research Institute. This support has allowed
us to focus more on the translation of basic research to applied research, an area that currently has a gap in the
traditional NIH funding of biomedical research for diseases like PKU.



In February, 2005 a collaborative paper between the Stevens Laboratory at The Scripps Research Institute, the
Scriver Laboratory at McGill University in Montreal, and BioMarin Pharmaceuticals was accepted in the journal
Molecular Therapy. This peer reviewed paper describes work on significantly improving the enzyme substitution
therapy Phenylase approach. More details will follow as soon as the paper is in final printed format by the journal.



Currently, from February 28-March 5, 2005 a very focused “International Conference on Phenylketonuria and
Tetrahydrobiopterin” is being held where researchers throughout the world are gathering to discuss the current
status of where PKU research is today, and where we need to go in order to help the patients with PKU in the
future. The meeting is organized by Nenad Blau, one of the top leaders in the field of PKU research and is
sponsored in part by BioMarin Pharmaceuticals. The Stevens Laboratory will present our results on BH 4 and
enzyme substitution therapy approaches at the meeting and discuss future directions for our PKU research.
Additional information on the meeting can be found at: http://www.pku-bh4.com/. A summary of the meeting will
be published in the peer reviewed journal Molecular Genetics and Metabolism with guest editors Blau, Koch,
Matalon and Stevens upon completion of the meeting.

 Updated version of the Winter 2005 National PKU Newsletter Article:
Basic understanding of why mutations in phenylalanine hydroxylase cause PKU
Phenylalanine hydroxylase (PAH) catalyzes the conversion of L-phenylalanine to L-tyrosine, the rate limiting step in the
oxidative degradation of phenylalanine. Examination of the mutations causing PKU shows that some of the most frequent
mutations are located at the interface of the catalytic and tetramerization domains, affecting the structural and cellular
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stability of the enzyme. At present, more than 400 different mutations have been identified in the PAH gene (see PAH
Mutation Analysis Consortium database: http://www.mcgill.ca/pahdb). As is typically the case with mother nature, the
answer as to why PAH is more susceptible to mutations than other enzymes in the body is multifaceted, but what we have
learned over the past few years is that the protein architecture is particularly unstable when a mutation does occur (other
enzymes in the body appear to be more amenable to mutations while maintaining their structure and function). We also
now understand what happens structurally and functionally when specific PKU mutations do occur in patients. With this
knowledge in hand, we are trying to correlate an individual patient’s mutations with the therapeutic treatment option that
would be the most effective for them individually- for example, to identify which patients are more likely to respond to BH 4
(Phenoptin™) treatment.
Treatment options
In the Fall 2004 PKU Newsletter, Dr. Cary Harding wrote an outstanding article describing the efforts in gene therapy to
treat PKU. Undoubtedly this approach will someday accomplish its goal, particularly given the passion of scientists like Dr.
Harding and Professor Akihiro Kume for the development of gene therapy treatment options. In the more immediate
future, our laboratory and several others (Blau, Matalon, Scriver, Guttler, and BioMarin to name only a few) have been
investigating alternative treatment options such as small molecule drugs and enzyme replacement therapy.
BH4 treatment options
During the past few years, oral (6R)-L-erythro-5,6,7,8-tetrahydrobiopterin (BH4 (Phenoptin™); the required PAH cofactor)
treatment has been found to be an effective therapy for patients with HPA and mild PKU [[Trefz, F.K., et al. (2001) Eur. J.
Pediatr. 160, 315; Muntau, A.C., et al. (2002). N. Engl. J. Med. 347: 2122–32.]. It is believed that these PAH mutations
result in mutant enzymes that are Km variants of the PAH enzyme phenotype that are still able to bind BH4. Oral addition of
excess BH4 makes it possible for the mutant enzymes to overcome the lowered binding of BH4 and perform the L-Phe
hydroxylation reaction at a lower rate. Thus, L-Phe concentrations return to ‘safe’ amounts and the patients can, by taking BH 4
supplement, relax to a degree the low-L-Phe diet. When mapped onto the crystal structure of PAH, none of the observed mutations are
located at residues that interact with BH4. Most of the mutations that lead to BH4 responsiveness map onto the catalytic domain in two
categories. These residues are located either in the cofactor-binding regions or in regions that interact with the secondary structural
elements that are involved in cofactor binding. Thus, it becomes possible to predict (to some extent) which PAH mutant residues that
have PKU and HPA phenotypes associated with them, might be treatable with excess BH4. For those patients interested in determining
what mutations they have, services are available at the University Children’s Genetics Laboratory, 3660 Wilshire Boulevard, #917,
Los Angeles, CA 90010 (Telephone 213-381-2999). It is now estimated that 40-50% of PKU patients with at least one non-severe
mutation may be responsive to BH4 treatment.
Enzyme replacement therapy
Although reports five years ago suggested that enzyme replacement therapy might be a viable option [Sarkissian, C.N., et
al. (1999) Proc Natl Acad Sci USA, 96, 2339-44], progress has been slow in this area. The laboratory of Charles Scriver
and Christineh Sarkissian at McGill University (Montreal) has pursued the use of the enzyme phenylalanine ammonia lyase
(Phenylase™) with BioMarin for enzyme replacement therapy and more recently, the Stevens Laboratory has pursued the
use of a structure based chemically modified PAH as a potential therapeutic. Both enzymes have limitations but by
combining strengths of each approach and working with BioMarin and the Scriver/Sarkissian laboratory, we have been
able to investigate a combination of these two approaches to move this program forward using a structure based
chemically modified phenylalanine ammonia lyase as the new therapeutic in an injectable form. Recent animal studies
have generated encouraging results but caution must be highlighted as these studies remain preliminary.
Summary
The PKU community has our dedication and commitment to working on therapeutic treatment options until solutions are
found to treat all patients with PKU. Great strides have been made in recent years with Phenoptin™ (BH 4) now in clinical
trials that should treat close to half of the PKU population; PreKUnil tablets (large neutral amino acids) are showing
promise; and other efforts such as enzyme replacement therapy are showing new promise for those patients who are not
responsive to the other approaches. It should be noted that in addition to our much improved basic understanding of PKU,
all of the above developments have occurred in only the past five years, a relatively short amount of time and thus there is
reason for hope in the next few years.
Acknowledgements
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Help Us Find The Answer- Support PKU Research
Read Pages 10 and 11 to see what others are doing
To support PKU Research
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Mushroom Carrot Soup
Serving size is 1 cup. This recipe makes 8 servings.
Phe per serving is 35mg and phe per gram is 0.3mg. Protein per serving is 0.9mg and there are 35 calories in a serving.
Add 1 ½ (5g) tsp of Cambrooke Foods Chicken Flavored Consommé to 1 ½ cups boiling water, blend well then set aside.
Over medium heat, melt 2 Tbsp (28g) margarine in a soup pot. Add 1 cup (128g) chopped carrots, ½ cup (53g) chopped
onions and ½ cup (60g) celery. Cook and stir until tender, about 10 minutes. Stir in 1/23 tsp thyme and 3 cups (210g)
brown or crimini mushrooms and continue cooking until the mushrooms are soft, about 5 minutes. Add the chicken broth
and season with salt and pepper to taste. Cover and simmer over low heat for about 30 minutes. You can puree the soup
before serving for a creamier taste. Enjoy!
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Annual Picnic in Denver, PA

Join us at the Weavers’ farm in Denver, PA on Saturday,
th
August 6 for the 18 annual PKU picnic!

As always, the picnic features a low protein buffet with a
wide variety of tasty treats and sample from food
companies will be distributed. We will again have pony
rides, hayrides, a newly revised fishpond, PKU Bingo and
the always popular Quilt Raffle! Again, this year Anna
Weaver and friends will provide a gorgeous hand made
Lancaster County quilt to the lucky winner. Tickets for the
raffle and registration information about the picnic will be
sent with the July newsletter.

Your family will be delighted with Cambrooke’s new
products.
Ready-made tortillas are available, plain or tomatoflavored. They are perfect for a quick meal, a wrap, or to
use to roll your favorite low protein ingredients for a slice
and serve appetizer.

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

Petite Country Pies are here.
These are 5-inch
homemade fresh fruit pies that come four to a box and
are available in Apple, Blueberry or in a combination box.
Sure to satisfy the sweet tooth in your house.
The new Camburgers have received rave reviews. They
come with four 79 g charbroil-flavored burgers to a box.
They cook quickly, so are perfect when you are looking
for dinner in a hurry and are a perfect accompaniment to
Cambrooke breads and pastas.

COOKBOOKS!!!!
Remember, MACPAD has 2 cookbooks available.

Join your friends at Cambrooke and other MACPAD
th
families at the April 29 MACPAD Conference and the
th
PKU Walk-a-thon on April 30 . Cambrooke’s Dianne
Sullivan will be sharing her low protein cooking tips and
you will have the opportunity to sample some delicious
foods and get recipe ideas too.
This summer’s
MACPAD picnics will also showcase Cambrooke’s
products.
Take advantage of these wonderful
opportunities to sample the latest and greatest in low
protein food!

Creative Family Cooking, first published in 1999 is in
the second printing and contains recipes gathered from
PKU individuals and family members across the country,
Canada and Iceland! It contains recipes for soups and
salads, pasta, rice and potatoes dishes, vegetables,
sandwiches and spreads and sweet treats.
Our second cookbook, Family Friendly PKU Recipes is
a collection of recipes specially designed to be enjoyed
by the entire family. While some recipes contain medical
foods, others have ingredients that can be found in any
supermarket. You can purchase Family Friendly PKU
Recipes from the Cambrooke Foods website or either
cookbook from the MACPAD website www.macpad.org.

Visit Cambrooke’s web site for new recipes under the
Recipes and Tips tab. New recipes are added weekly.
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.

HappyCooking!

.
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Jacob Graver
February 25
Kyle Gilliano
November 10
Sadie Mae Fisher
November 18
Rhonda Shinam
December 26
Johnny Supsic
November 18
Bobby Griffith
November 2
Brendan Dockery
December 7
Daniel Gilbert
February 28
Greg Reynolds
January 27
Victoria Gorman
December 14
Stephen Schulze
January 17
Mary Zimmerman
November 2
Dianne Fox
December 6
Matt Gubenski
December 24
Francesca Paterno
December 31
Gage Fowler
November 3
Shannon Gearhart
November 18
William Forsythe
December 23
Levi Stasney
January 21
Sadie Esh
November 22
Kyle Hutson
November 15
///////////////////////////////////////////////////////////////////////////////////////

Happy Birthday to our MACPAD Friends!
Henry Martin
January 27
Jonas Martin
January 20
Alyssa Rovansek
November 9
Colby Thornton
November 29
Robert Cockerham
November 22
Jordan Sassone
November 24
Gianna Jacob
December 10
Jacob Commisso
January 28
Dana Tyree
December 18
Brittany Collins
November 12
Terri Wagner
November 14
Rachel Mulligan December 15
Madison Egan
November 25
Tim Strawser
November 19
Sean McGaughey
November 13
Sara Brinsfield
January 30
Kalob Harriot
December 27
Jessica Pochily
November 15
Michael Gannon
December 1
Mary Fisher
February 11
Colin Nicoli
November 28
Victoria Cooker
November 5
Kaitlyn Heckers
November 6
David Dawa
January 8
Carling Johnson
November 7
Ethan Woosley
January 4
Keith Weaver
January 26
Jeff Klumpp
December 3
Christopher Shadbolt November 1
Angel Culver
November 12
Amanda Wang
January 1
Ella Stokes
November 18
Cassandra Valvo
January 1
Ryan Schaller
December 4
Alicia Hawkins
November 2
Lukas Lettenberger
January 27
Susan Hu
December 23
Ellie Munn
January 8
Peter Pellegrinelli
December 21
Dalton Prior
February 8
Michael Chirigos
February 19
Greg Orris
February 20
Stephan Bodden
February 8
Heather Matthews
January 16
Dennis Blouch
January 31
Zachary Pepper
December 16
Beth Matous
November 25
Cortney Unger

Grandmas’ Corner
Dear Grandma,
Recently I saw someone mention a PKU conference and
a cooking demonstration. What are these and how will
they help me personally ?
Confused Mom,
Dear Mom,
You ask a very good question. First of all, to me the
most important aspect of any PKU gathering is the
socialization. We have been to many conferences and
PKU gatherings and we mostly enjoy being able to speak
freely about PKU with someone who actually
understands what we go through on a daily basis. When
we go to conferences there are usually a few speakers
who help us understand what is happening with research
for PKU and other medical aspects. There are also
usually vendors from the different companies showing us
the new products and giving us a chance to try them.
This is so great because there certainly is nowhere near
our homes where we can try out the new and different
PKU products. It is so much fun to just discuss our daily
lives with others who understand and we don't feel like
we are boring them. For instance, my grandchildren
have fairly lenient diets, and my daughter wasn't sure

February 1
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how other parents handle this. For her children, when
they want pizza, she buys a regular pizza and takes off
the cheese. This is well within their limitations but until
she met other parents at a PKU picnic she thought she
was the only one who did it this way, then she found out
many parents do the same thing. Other times we have
talked to other parents as to what type of "Milk" they use
for their children’s cereal and things like that. There are
so many questions that come up on a daily basis that
can only be answered by other PKU families. The list
serve has been one of our biggest supports. I love all
the support people give each other and I have certainly
collected a very large selections of recipes. My goal is
that when my grandchildren get old enough to be on their
own, I am going to make them a collection of cookbooks
with all the recipes I have collected through out the
years. I enjoy cooking for the children and I also enjoy
talking to other parents and grandparents and getting
new ideas from them. I certainly can't talk to any of my
local friends about how to make a loaf of wheat starch
bread. These are things reserved for our PKU friends
and families. The best advice I can give any PKU family
is that you make the most of every chance you have to
socialize.
Go to conferences, picnics, cooking
demonstrations, walkathons and anything else you hear
about. You will never be sorry.
Grandma
///////////////////////////////////////////////////////////////////////////////////////

Tapioca Fruit Salad
Serving size is 1 cup.
Phe per serving is 10 mg and phe per gram is 0.05mg.
Protein per serving is 1.2 g and there are 117 calories in
a serving. This recipe makes 10 servings that everyone
can enjoy!

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

In a slow cooker, combine 10 Tbsp (95g) large dry pearl
Tapioca, ½ cup (100g) sugar and 4 cups water. Cook on
high for 3 hours or until tapioca is translucent. Remove
from the slow cooker and place in a large bowl. Cool
thoroughly in the refrigerator. Drain 1 can (227g) crushed
pineapple in light syrup and 1 can (227g) mandarin
orange slices and discard syrup. Slice 1 cup (150g)
green seedless grapes in halves and slice the mandarin
orange segments into bite sized pieces. Remove tapioca
from refrigerator and add fruit pieces. Fold in 1 cup (72g)
Cool Whip and stir until blended. Enjoy!

MACPAD Historian Named
MACPAD President, Judy Griffith has named Margaret
(Peg) Lunt to the position of Historian. The newly created
position will be responsible for compiling and saving the
pictures and records that have been saved from all the
MACPAD conferences, walks and picnics. Peg will also
try to attend any events in the area and photograph the
participants. She will work closely with the newsletter
editor to include some photos from each event in the
next issues of the newsletter. We all welcome Peg and
encourage you, when you see Peg, SMILE!!!
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Uncle Henry’s Low Protein Pretzels A great Snack! Only 7mg of PHE per 28 grams of pretzel!
Available in 8 ounce or 2 pound bags.
To order- www.unclehenry.com or 1-800-683-8375
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MAKING A DIFFERENCE!!!
Next are three stories of creative people
using their talents to Help Us Find The
Answer- Support PKU Research!

CONNECTICUT WALK FOR PKU
RESEARCH!

JULY JAMBOREE FOR PKU!!!

Roxanne and Roseanne Fox
Eva Prior

On Saturday, May 7, 2005, at 11:00 am, Mrs. Roseanne
Fox, PKU mom, along with her family, will hostess a
“Walk for PKU Research” in Derby, CT. Roseanne
invites people in the Connecticut area to collect
contributions for PKU research then bring them to the
Osborndale State Park the day of the walk. The walking
path at the park is about a mile long and is quite scenic.

July 16, 2005, proud PKU mom, Eva Prior, will hostess
the first Jamboree for PKU. The event is scheduled for
11:00-4:00 at the Parks Township Sportsmen’s
Association in Leechburg, PA.
Cambrooke Foods will be there to do a cooking
demonstration and share some special recipes. A silent
auction will include a hand crocheted blanket and a
handmade crib size baby quilt, along with many other
exciting items.

Roseanne’s’ daughter, Roxanne, has PKU and is 50
years old, on diet. Roseanne believes that someday a
treatment will be found for PKU and the next generation
will get the rewards.

Eva has planned some special events presented by
“Have Party, Will Travel”. A low protein buffet will be
offered and Eva is requesting that attendees bring a low
protein dish to share. For those of you living in the
Pittsburgh, PA, OH, WVA and NY areas, registration,
directions and flyers will be mailed to you.

The guest speaker at the “Walk” will be Dr Margretta R.
Seashore MD, FAAP. Director of Genetic Consultation
Service at Yale New Haven Hospital. If you live in the
Connecticut area, a registration form, directions and a
contribution sheet will be mailed to you. Please bring a
picnic lunch and join other families in making a
difference! Entertainment will also be provided.

50% of all MACPAD cookbooks, T-shirts, tote bags and
visors, sold that day will be donated to the MACPAD
research fund!

For more information or to request a registration form
please call MACPAD at 717-8727546 or log onto our
website www.macpad.org.

For more information on the Jamboree, please contact
MACPAD at 717-872-7546 or visit our website
www.macpad.org
Join Eva and MACPAD and make new friends and make
a difference!
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though she will continue to act as Webmaster. We
welcome her mother, Kay Dunkle, as Asst. Webmaster
(Board member, Dan Dunkles’ wife) who will be
attending the Board meetings to represent the website.
We wish Kim well in her new home and look forward to
working with Kay.

CANDY FOR A CAUSE!

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

Richard Reynolds and friends

Richard Reynolds, brother of Greg Reynolds and son of
MACPAD Board member, Bonnie Reynolds and friends
have been selling candy bars to earn money for PKU
research! Richard developed the slogan “HELP US FIND
THE ANSWER- SUPPORT PKU RESEARCH All
monies that they earn will be placed in the MACPAD
research fund.
The candy bars sell for $1.00 each and there are 18
bars in a box. Candy is available in chocolate with peanut
butter, chocolate with caramel, chocolate with crispies
and chocolate with almonds. Remember this is not PKU
friendly candy in the “eating” sense but can certainly help
raise money for PKU research. If you would like to help
Richard,
you
can
email
him
@
fourwheeler89@msn.com.
Richard and friends have sold lots of candy bars and
hope to sell a lot more so that in some way that their
contribution will Help Us Find The Answer- Support
PKU Research!
///////////////////////////////////////////////////////////////////////////////////////

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

Please notify MACPAD if you change your
address and want to continue receiving
“Connections”.

Our Webmaster, Kim Brandenburg has moved to
Virginia. Sadly she will not be able to make the Board
meetings to review items for the website. Happily,
11
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Birthday Party? Don’t know what to do about the cake? Here’s a simple solution- Bake 1 layer, either round
or square) with your favorite low protein cake recipe then bake a layer of your favorite regular cake recipe in the same size
pan and the same flavor. Cool cakes according to directions and place side by side on a serving platter. Place a toothpick
in the low protein layer. Ice cakes together with your favorite icing. Then use miniature decorations that depict sports
teams (you can find these in most cake decorating sections) on top of the cake. Then place the figurines on each layer,
making one “team” low protein. This way, when it comes to slicing the cake, you can determine which side is the right side
for that serving! My grandkids love the cakes!

Talking to teachers? One mother writes: The best piece of advise I can give anyone in regard to school and PKU is
to talk with your child’s teacher at the beginning of the school year. My experience has been that at that time I can find out
what holidays the teacher celebrates with parties, I can give her a list of “yes” and “no” foods and just explain a little about
PKU. When it’s time for the parties I am always on the list to help out and I can always find out what they will be serving
and even make some healthy recommendations (which are always welcome). I also give the teacher a big Tupperware
bowl full of “free” treats to keep in the classroom, so if for any reason the teacher wants to give out treats, Franki always
has a lot to choose from.
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Honor Your School
Hi All,
I just had to write to tell you what wonderful support we have gotten from the new school district we are in.
We pulled our daughter, Rebecca, out of Catholic school this year. We have put her in Appoquinimink School District here
in Delaware. The district has been phenomenal. The school has incorporated her diet into her 504 plan (she also has
ADD). The school districts nutritionist has gone through the menu for the month and made up a menu that is compatible
for Rebecca (including the phe amounts for each meal). They have ordered foods from Cambrooke and told me if there is
anything in particular Rebecca likes, they will try to get it. Also, her teachers (she is in a TAM classroom - a regular ed
teacher and a special ed teacher with a combined classroom) have had her taking out her milk 2x a day to make sure she
gets it all in. The school nurse is also very familiar with PKU and asked if she could meet with Becca once a week to
discuss her phe intake like she does the carb intake for the diabetic children. She likes to do this to help with them taking
control of their own diet.
Stephen is attending the Early Intervention Program in the same district. He has been diagnosed with an auditory
processing disorder, due to severe and chronic ear infections (2 sets of tubes already). His classroom only has 12 kids
and there are 3 full time teachers and a student teacher. They asked me for a list of foods that he could have and then
showed me the snacks they had on hand so we could figure out what he could have. They have been so accommodating,
I keep waiting for the other shoe to fall. I have had such bad experiences with Becca and schools, that I guess I never
knew what it was like to have a good experience.
I am a teacher and I have all of the special needs children in my class for the grade I teach, so I know what it is like to
have children in a class with special needs. But I cannot say enough for the caring and loving attitude I have received from
the new district we are in.
I know this is long, but I am so happy, I had to share my wonderful experience with everyone.
I can only hope and pray that all of you have this type of experience.
Christy Schulze
mom to Rebecca, 7 yrs, ADD and PKU, and Stephen, 4.5 yrs, Auditory Processing Disorder and PKU
New Castle, DE
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

From Das Deutsch Center for Special Needs Children
We are having our first PKU Food and Fun Day this Saturday (Feb 26) for our PKU/PA families. I made my first loaf of lowpro bread and tried it out on Dr. Wang today. He loved it! He said it was better than regular bread. I was thrilled - now I
know I can show my patients that low-pro foods can be delicious and meet their needs. It feels great to provide education
to families that maximizes their choices and enhances their quality of life. I am so appreciative of the support that we have
been given through the network of metabolic teams, families and volunteers who contribute to the improvement of health
and quality of life for our patients and families. Please keep up the good work and thank all those who walk - our patients
may never meet them, but every step they take helps move our work here at the clinic another step forward. We
appreciate you!
Leah Nye, PNP/FNP
DDC Clinic for Special Needs Children
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listed as Board members or officers, but who are working
behind the scenes to help us keep the organization
running smoothly and effectively. We always have room
for others who are interested in working with us. Please
let me know if you have a special talent or interest and
we will find a way to get you involved. Thanks.

Judy Griffith
///////////////////////////////////////////////////////////////////////////////////////////

Haven of Rest Bakery

A letter from the President,
Attn: Lancaster County, PA and
surrounding areas!

We have some new faces at MACPAD this year and I
wanted to introduce them to you and thank them for their
help. Our new Webmaster and Assistant Webmaster
are Kim Brandenburg and Kay Dunkle. This daughter
and mother pair who are close friends of my family have
volunteered to help us with the time-consuming project of
keeping our website up-to-date and working. This is a
difficult project with all of the links and new events that
we are working on as an organization. We appreciate
their time and dedication to PKU.

Haven of Rest Bakery is available to bake your low
protein bread, whoopee pies, cookies, noodles and pizza
crusts. Located in Annville, PA, the bakery will prepare
and freeze your order and you can pick it up at 2 local
grocery stores. They do not ship. Call 717-738-2204 for
information on ingredients or 717-867-2350 to place an
order.
//////////////////////////////////////////////////////////////////////////////////////

We have also found an individual to help us with keeping
an historical record of our events. Our Historian, Peg
Lunt, will take pictures of our events and keep a history
of the organization since its inception in 1998. We thank
Peggy for taking over this role. Peg has been a staunch
supporter of MACPAD since it’s inception and has lent
help in any way she could to many projects.
Are you interested in a winter activity? Would you like to
have a weekend with other PKU families? Bonnie
Reynolds would like to organize a camp or a winter
activity- but she needs to hear from you! What would you
like? When do you think it should be? Where should it
be located? What do you want to do? These are all
questions that Bonnie would like answered. So, if you are
interested,
please
email
Bonnie
@
laxyrsbrg1@msn.com.

Carol Greico-Ponzo has been helping MACPAD with our
graphic design needs. She has designed the cookbook
covers and dividers, the brochures for our walk and has
designed our most recent t-shirts for the walk. She has
put her artistic talent to great use and we really
appreciate her time and involvement.
As you may know, MACPAD has a program for
identifying and thanking school and school districts that
have made great efforts toward providing our children
with appropriate school lunches. This PKU Honor Roll
program is run by Lin Gilbert and has already thanked a
number of schools for the great work that they have
done. We also want to thank Linda for both the idea and
the work that she has done to reward those who make a
difference in our lives. You’ll find an article about one of
the schools on page 13.To nominate your school, go to
http://www.macpad.org/Honor_Roll_Form1.htm.

///////////////////////////////////////////////////////////////////////////////////////
MACPAD Calendar of Events for 2005
April 29 Metabolic Madness Conference
th
April 30- 4 Annual Walk For PKU Research
May 7 Connecticut Walk for PKU Research
June 18- Board of Directors Meeting
July 16 Picnic in Western PA
th
August 6 18
Annual picnic in Denver,

These are the people who don’t have their names
14

PA

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

Help Us Find The Answer- Support PKU Research
Keep The Momentum Going!
Enclosed with this newsletter are two things that you can use to Help Us Find The Answer- Support
PKU Research. We are sending you a registration form for the ”Walk and Conference”. Read Dr.
Stevens article beginning on page 2 then come and hear him talk about his commitment to finding
the answer. “Walk” along with others who are committed to finding the answer. Cant be there but
would like to help anyway? We have enclosed an envelope for you to send a contribution to the
MACPAD Research Fund.
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Mid-Atlantic Connection
For PKU and Allied Disorders, Inc
Officers
President
Judith Griffith
Vice President
Ken Barton
Secretary
Sharon Johnstone
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
Carol Barton
Daniel Dunkle
Deb Gilliano
Michele Guinan
Lisa Lewis
Janice Paterno
Bonnie Reynolds
Desiree Spinney

Newsletter Contributors
Judy Griffith, Peg Lunt, Eva Prior,
Kenny Barton Jr., Sharon
Johnstone, Leah Nye, Richard
Reynolds, Christy Schulze, Desiree
Spinney, Roseanne Fox, Janice
Paterno, Deb Gilliano

Honorary Board Members
Karen Blackbird
Linda Tonyes
Ann Starr

If you have information, or an
article to contribute to the next
Newsletter, please contact
MACPAD. New contributors are
WELCOME!

Editors note: This newsletter is meant to relay information about products and individual feelings. We do not attempt to
replace advice from your physician or clinic on the treatment of metabolic disorders.
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