
 

MACPAD FUNDING TWO RESEARCH PROJECTS 

The MACPAD Board of Directors has announced their decision on research funding for this year. We are allocating 
$8000.00 to Dr. Barbara Burton of the Children’s Memorial Hospital in Chicago, IL. Dr. Burton has been studying 
BH4 responsiveness. She has been studying 23 patients and hopes to enlarge the study to 50 patients. Of the 23 that 
have been studied so far, 3 have been found to be BH4 responsive while 20 have been non-responsive. The 3 responsive 
subjects include two with atypical PKU and one with classical PKU. She feels it is extremely important to study larger 
numbers of subjects with both types of PKU. In several patients reported in the literature, treatment with BH4 has allowed 
complete discontinuation of the protein restricted diet. In others, significant relaxation of the diet has been permitted. BH4, 
tetrahydrobiopterin, is a vitamin-like substance that is a cofactor for the enzyme phenylalanine hydroxylase, which 
converts phenylalanine to tyrosine. 

There is very strong interest among patients with PKU for any treatment for this disorder that might permit some 
relaxation of dietary restrictions or result in better control of plasma phenylalanine levels and improved outcome. Dr. 
Burton and staff will work with patients enrolled in her clinic, who are at least 3 years of age. A BH4 loading test will be 
completed and, in patients found to be responsive, they will be offered continuing treatment of BH4. Plasma 
phenylalanine levels will be monitored and gradual dietary relaxation will be attempted. Patients will be monitored and 
dosages of BH4 adjusted as needed. 

Dr. Burton has participated in several areas of research and has collaborated with Dr. Richard Koch in a study of adults 
with PKU. MACPAD provided $2500.to Dr. Burton on the last round of funding. 

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

MACPAD has also awarded $12,500 to Das Deutsch Center for Special Needs Children in Middlefield, OH. Dr. Heng 
Wang and Pediatric Nurse Practitioner, Leah Nye have proposed an interesting research approach to the study of 
metabolic disorders. The Clinic, patterned after The Clinic For Special Children in Strasburg, PA, under the direction of 
Dr. Holmes Morton, is a newly established research-oriented primary care facility with a high PKU population. They 
hypothesize that some other genetic or environmental factors might be responsible for explaining the fact that some PKU 
siblings have different dietary phenylalanine tolerance levels. 
 
This study may be considered a pilot study, and is aimed at identifying some “protective” factors- genetically, 
biochemically or environmentally (especially nutrition during early infancy)- in those PKU individuals having better dietary 
phenylalanine tolerance. Finding these potential “protective” factors will have great implications for many PKU patients in 
general. Dr. Heng and Ms. Nye will collect a detailed medical history by requesting and reviewing complete medical 
records for each patient combined with careful interviews. They will also screen all direct family members to determine 
their DNA mutation status, with an attempt to find any potential undiagnosed cases that might present as patients with 
excellent dietary phenylalanine tolerance. If all study participants have the same mutation, they will be divided into two 
groups- one with good dietary phenylalanine tolerance and the other group with poor tolerance. The two groups will be 
systematically studied to identify any differences in early nutritional intervention, such as breastfeeding. A formal 
evaluation of current nutrient intake and food preference, and serum amino acid profile analysis will be performed to make 
a comparison between the two groups. When a preliminary conclusion is reached, they will evaluate more individuals 
from specific angles to see if preliminary results fit with other patients with the same or different mutations. 
 
Updates from both research projects will be published in “Connections” as they become available. 
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PICNIC 2003 Another fantastic Event!!!! 

 
Pictures can speak for words when you see the excited and happy faces on those who attended the16th annual 

PKU picnic on Saturday, August 2 at the Weaver’s farm in Denver, PA. 
 

                                 
           The Eilers’ visit with Judy Griffith, President.                                                                  Visiting with new and old friends 
           
       

 

                
                       Everyone loves the “fishpond”!                                                                    Crystal and Nicole Seymour accepting the quilt. 
 
 
 
 

                            
                          Going on the hayride!                                                                                                  Riding a pony is great fun! 
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Well, it’s that time again – our 2nd Cruise is planned and ready to go.  Mark your calendar for July 31, 2004 for 7-Nights to the 
Western Caribbean departing from Ft. Lauderdale, Florida.  This time we will be traveling on Princess Cruise Lines brand new 
Caribbean Princess weighing in at 113,000 gross tons.  The ship will have her inaugural sailing in April of 2004.  
 
Ports of Call will include: 
 
Princess Cay - Princess’s private beach resort where windsurfing, aqua bikes, sailboats, kayaks are available for rent or if you’re a 
beach bum there are hammocks and lounge chairs to vegetate. 
 
Grand Cayman - where the snorkeling is wonderful, you can swim with stingrays or you can travel to a town called Hell and send 
yourself a postcard stamped by the Hell post office.   
 
Ocho Rios, Jamaica – climb a waterfall at Dunn’s River, raft down the Martha Brae River or horseback ride on the beach. 
 
Cozumel – visit Mayan Ruins at Tulum, snorkel, and swim with dolphins or for the less active visit the main tourist watering hole 
Carlos and Charlie’s for Margaritas. 
 
The Caribbean Princess has the first ever Dive-In Movie theatre.  A huge LCD Screen in the pool area for movies under the stars.  
There is also all of the usual facilities – nightly entertainment, casino, spa, 9-hole putting green and golf simulator, youth and teen 
centers, disco and a nightclub that is 19 stories above the water accessible by moving walkways. 
 
We are traveling on Princess this cruise in place of Carnival because Princess is the only cruise line departing from Florida with a 
warehouse to store refrigerated food for arriving at the port prior to the day of sailing.  They will inventory the food and I will be able 
to contact them in advance to ensure that everything has arrived.  Last year I was able to drive the food to New York but Florida is a 
little too far! 
 
The first cruise was a huge success with the help of MACPAD and this newsletter, National PKU News, along with a donation of 
bagels from Cambrooke, Chelsea at the Dietary Shoppe donating the cookies; and Ronni from Dietary Specialties who discounted all 
the food that I purchased, for the cruise, enabling me not to have to pass the cost onto the families.  She had an answer for every 
problem I encountered, including the size of the boxes the food needed to be packed in for Carnival. 
 
If you would like additional information contact me, Pat Byrne at Cruisin’ Inc. (610) 341-1979 or by e-mail patby@aol.com.  Space is 
getting limited and Princess limits the number of children under 18 to approximately 400 on each sailing.  Once that number is met 
they will not allow any additional children regardless of us having a group.  Hope you can plan to join us on smooth seas! 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 
Congratulations to…….                                                            Formerly….. 

                           
            
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////                        
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Cambrooke Foods 
 
New Products:  As a partner to our delicious new Portabella Mushroom and Spinach Ravioli, Cambrooke is pleased to 
bring you Pierogi.  This is a fresh frozen pocket of dough filled with whipped potatoes and cheddar cheese that can be 
boiled, sautéed or fried.  From the freezer, to the pan, to the table, Pierogi are easy to prepare and delicious.  Try dipping 
the Ravioi, Pierogi or your favorite pasta in our new Alfredo Sauce Mix - delicious! The dessert lovers in your house will 
love our new Gourmet Chocolate Chip Cookie Dough.  This scoop-and-bake delight comes to you in a convenient three-
pound tub for your freezer - perfect for a cookie baking and eating family experience.  Calling all salty snack lovers!  Yuca 
chips are here in Original and three seasoned flavors; forty percent lower in fat than traditional potato chips too.  

Vitaflo Formula:  Cambrooke is excited to announce that we are now carrying Vitaflo metabolic formulas for patients with 
PKU, MSUD and HCU.  These complete formulas are lower in volume, convenient and better tasting.  Have your doctor 
or dietician send us a note giving us permission to send you a sample.  A doctor’s prescription will be needed to order the 
products once you have gone through the approval process with your insurance company. 

Low Protein School Lunch Program: Have your child join the school lunch line!  We have designed a new program 
which features the medical forms, menus, nutritional information and recipes to guide parents and school Food Service 
Departments through the process of supplying children with a nutritious low protein lunch.  Please contact us for a copy. 

Invite Dianne to your Next Event: Need help trying to figure out how to use low protein products or how to get your 
recipe to turn out just right?  Cambrooke is pleased to continue to support the metabolic community, by providing 
Dianne’s services to your next event.  Dianne Sullivan, low protein chef extraordinaire, has joined forces with Cambrooke 
to bring her ideas and cooking talents to you.  Ask your clinic or metabolic group to contact us to arrange for a cooking 
demonstration or event featuring Cambrooke’s delicious low protein food. 

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, e-mail or fax your orders to us at 
orders@cambrookefoods.com - (630) 839-7413 (fax), 2 Central Street, Framingham, MA 01701. 

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

Belgian Sweet Waffles 
 
Ingredients: 1 cup (100 g) Cambrooke MixQuick and 2/3 cup water 
 
Directions: Preheat Belgian waffle iron. In a mixing bowl, blend MixQuick and water with a fork until creamy. Bake in the 
hot Belgian waffle iron, following the instructions on iron usage. Makes 2 waffles. Serve with non-dairy whipped topping, 
fruit, butter or margarine. Serving size- 1 waffle= .3mg phe and 0.1 gram protein 
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and…… 
 Christopher Proutt  July 20 

HAPPY BIRTHDAY TO OUR MACPAD 
FRIENDS! 

Samantha Pape                September 5 
Cathy Gill   July 18 
Mary Buchowski                September 19 

Charley Griffith   July 20 Fannie King   July 12 
Matthew Jerrehian  October 4 Cathy Keesler   July 18 
Zachary Allwein   July 7 Kyle Michenko   October 22 
Allison Zimmerman  August 8 Terry Haney   July 4 
Kim McDowell   July 27 Austin White   July 22 
Todd Atkinson   July 22 Olivia Jones   August 31 
Steven Droogan                September 4 Brenda Rumbaugh  September 30 
Kenny Barton   July 23 James Fryer   October 1 
Jacob Smith   July16 /////////////////////////////////////////////////////////////////////////////////////// Jack Robertson   September 28  Amy Shuler   August 23 

 

Shane Shuler   August 4 
Jessica Schlotter                August 1 
Eric Johnson   August 16 
Deidra Kline   August 19 
Logan Royer   August 18 
Bayley Clifford   September 6 
Jessica Martinez                September 20 
Ethan Guyer   August 16 
Joseph Hoover   August 9 
Kacey Lloyd   September 7 
Christine Barba   July 15 
Mic Sheard   October 29 
Corey Kirby   July 17 
Mark Boiko   September 25 

 Taylor Chandler   September 24 
MEET A MACPAD BOARD MEMBER Michael Flood   August 2 

Burg Ning H. Liu                July 21 Deb Gilliano Alexander Stein   August 2 
 Alice Wells   September 13 

Katrina Ruia   October 17 Hi, my name is Debbie Gilliano. I have been married 10 
years to my wonderful husband Mike. We have been 
blessed with two terrific boys, Michael who is five years 
old and does not have PKU and Kyle who is three and 
has PKU. We are expecting our third child this spring. 

Kimberly Hughes                September 13 
Hunter Kane   July 13 
Sara Murray   October 16 
Ryan Purcell   September 10 
David Wagner   July 16 

  Noah Crosby   July 24 
I am a dental hygienist and a full time mom. I enjoy 
working out, going to the beach and spending time with 
my family. 

Nia Coles   October 8 
Chad Haeberle   July 2 
Jared Jochimsen                July 15 
Dianne Wale   July 19  
Allyson Deihl   September 8 I have been fortunate to become good friends with many 

people that are involved with PKU; this has inspired me 
to fulfill a dream of starting a walkathon to support PKU 
research. Thanks to my good friends Janice Paterno, 
Desiree Spinney and MACPAD this dream has come 
true. Thank you to all the people who helped and 
supported the walkathon for the last two years. We look 
forward to seeing everyone at the 2004 walkathon. 

Cathryne Wheeler  August 11 
Sarah Foster   August 18 
Bryan Huntley   September 20 
Patrick Guinan, Jr.  August 15 
Brian Noll   August 23 
Anthony Etter   October 26 
John Spese   September 13 
Sophia Kvam   July 21 
Jennifer Kirkdoffer  August 21 God Bless.
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Ener-G Foods, Inc. 

LOW-PROTEIN PASTA OPTIONS,  
THESE HAVE RECEIVED RAVE REVIEWS. 

 
Low Protein/Gluten Free Large Shells ;  Low Protein/Gluten Free Lasagna  
Low Protein/Gluten Free Macaroni ; Low Protein/Gluten Free Small Shells  

Low Protein/Gluten Free Spaghetti  
 

Low-Protein / Gluten-Free 

CINNAMON COOKIES 
THE GLUTEN FREE, LOW PROTEIN ANSWER TO THE CLASSIC SNICKERDOODLE. THESE CRISP SUGAR COOKIES WITH A 

SUBLE CINNAMON FLAVOR HAVE BECOME A FAVORITE. THIS COOKIE AS MANY OF OURS IS USEFUL IN RECIPES 
CALLING FOR COOKIE CRUSTS. CRUMBLED AND USED AS A CLASIC CHEESECAKE CRUSTS WILL TRULY PLEASE.  

THE TEXTURE IS LIGHT, CRISP AND SATISFYING. 

 
 

Our mission at Ener-G Foods as one of the country's foremost producers of foods for diet- restricted individuals is to provide a wide 
range of ready-made foods and mixes that are wholesome, nutritious, risk free and good tasting. We are constantly responding to the 

demand for special diets with research, innovative products, and convenience foods.  
 Contact Us:  www.ener-g.com 

Ener-G Foods, Inc. P.O. Box 84487 Seattle, WA 98124-5787  
Phone: (206) 767-6660 Toll-FREE 1-800-331-5222   FAX: (206) 764-3398 
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MEET A NEW BOARD MEMBER 
Jean McConnell 

 
My name is Jean McConnell. I volunteered to serve on 
the MACPAD Board because I appreciate the work that 
this organization does to help individuals and families 
who are dealing with PKU. My adult son Michael 
returned to diet almost four years ago after spending 
most of his life off the diet, and I have seen first hand the 
incredible benefits and the enormous difficulties of 
managing this very restrictive diet.  While I am amazed 
at the variety of low protein products that are now 
available and am encouraged to see the number of 
research projects underway, I believe that there is still 
much work to be done.  I am excited to be a part of an 
organization that is seeking to influence the direction of 
that work.  
 
When Michael, our third child, was five months old, we 
were informed that he had PKU. The doctors at the clinic 
advised us that he had suffered developmental damage 
from delayed treatment and would most likely require 
institutional care. My response to this news was to 
immerse myself in the literature on PKU, both because I 
wanted to gain a better understanding of the disorder, 
and because I had a hope of uncovering some finding 
that might contradict the dismal prognosis we had 
received.  I was not very successful in either but the 
process of seeking a solution was probably more 
therapeutic than I realized at the time.  The next few 
years were a blur of clinic visits and phone calls to the 
dietician in an attempt to regulate serum phenylalanine 
levels. 
 
Michael’s situation was unfortunate in that not only was 
his treatment delayed but he was also taken off the diet 
by age seven. Throughout his teens and early twenties 
however, Michael was a competitive runner and I have 
since learned that the running may have helped to 

control his phe levels. We were advised against his 
attempting to return to diet when he was about 18 years 
old because of his developmental problems. By the time 
he was 33 it became clear that regardless of the 
difficulty, it was critical that he return to diet.  Overall 
Michael has done a great job, but there have been 
periods during which he’s found it extremely difficult to 
adhere to the diet and sustain good phe levels. This past 
July my husband and I accompanied Michael and his 
wife Isabel to the National Teen and Adult PKU 
Conference in Rhode Island. Trish Mullaley and her 
team provided a wonderful environment for both 
individuals with PKU and their families to explore the 
wide range of issues facing them.  
 
My husband Jim and I will celebrate our 44th wedding 
anniversary this year. We have four wonderfully human 
children, Jim, John, Mike and Meg. We’ve lived in 
Monmouth County, NJ for almost 40 years but I am 
originally from Philadelphia. I graduated from Chestnut 
Hill College with a degree in Chemistry. My career path 
took a few twists and turns along the way, dictated in 
part by the decision to have a family but in greater part 
by the impact of dealing with PKU. What began as a 
career in chemistry, emerged from a twelve year hiatus 
as a somewhat eclectic career in education. Over the 
course of 25 years, I have taught elementary special 
education, high school science and mathematics, served 
as a Supervisor of Science, Mathematics and Language 
Arts, Director of Curriculum and Instruction and finally 
Acting Superintendent. I retired from the Rumson-Fair 
Haven School District in 1999. It was a wonderful and 
exciting career and I’d do it again. 
 
Retirement is even better than we anticipated.  We have 
two beautiful grandsons, Matthew, age three and 
Michael, three months. The best part is that they’re only 
a half an hour away. We enjoy frequent visits to NYC, 
where Meg has an apartment. We’re gradually realizing 
some of our travel dreams but if we’re not at home or in 
the city, we’re most likely on Long Beach Island.  
///////////////////////////////////////////////////////////////////////////////////////  
 

Apple Syrup   
 
In a small saucepan, combine 1 Tbsp. cornstarch, 1/4 
tsp. Cinnamon, ¼ tsp. Nutmeg and 1 and ¼ cup apple 
juice. Stir until smooth then bring to a boil. Cook and stir 
for 2 minutes or until thickened. Remove from heat and 
stir in 4 tsp. sugar. Good substitute for maple syrup on 
pancakes or waffles. There are 110 calories in maple 
syrup and 20 calories per serving (2 Tbsp.) in apple 
syrup.  Phe per 2 Tbsp. of apple syrup is 1 mg.
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    1-888-640-2800 
 

Real food for Real People for over 40 years! 
 

Contact us at 1-888-640-2800 or info@dietspec.com for the latest on our delicious frozen pizzas, breads 
and cheese as well as our kitchen staples: baking mixes, pasta, rice, sauce mixes and cookies! 

 
New QUICK TO FIX PASTA ENTREES are here- packed individually to provide you the ultimate 
in convenience with the security of knowing exact protein levels per portion- even away from home! 

 

OHZ IN SAUCE – just add a cup of water, two teaspoons margarine and cook on the stovetop 
or microwave for a cup of pasta rings in tomato sauce with the flavor all kids enjoy! 

.66 g protein/serving    (29 mg phe, 14 mg Leu, 22mg methionine and 22 mg tyrosine/serving) 
 

SPANISH RICE - Prepare just like the OHZ!   67 g pro/serving 
(19 mg phe, 34 mg Leu, 7 mg methionine and 15 mg tyrosine/serving) 

 
New recipes available on our web site: www.dietspec.com 

 
We look forward to hearing from you! 

 

Dietary Specialties 

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

// 

Creamy Tomato Soup 

Ingredients: 3 Tbsp. margarine, 2/3 cup (60g) Dietary Specialties Tomato Flavored Sauce Mix, 1 & ¼ cups liquid non-
dairy creamer, 1 & ¼ cup water and 1-2 Tbsp sugar. 

 8 
 
 
 

Directions: Melt margarine in a medium saucepan over low heat. Stir in Sauce Mix to form a paste. Gradually stir in non-
dairy creamer and water, stirring constantly to blend until there are no lumps. Continue heating until mixture starts to 
thicken- do not overcook. Stir in sugar, to taste. Herbs may be added as desired.  Makes 6 (1/2 cup) servings. Phe per 

mailto:info@dietspec.com
http://www.dietspec.com/


serving is 3 mg. protein 1.90 grams.
 

                                                  
 
Are you a young adult? Do you have a question that 
can only be answered by someone who truly 
understands what it means to have PKU?  Then, if 
you have a question for her, you can email 
Info@MACPAD.ORG, Attn: Jennifer or send your 
question to MACPAD, Attn: Jennifer, P.O. Box 
6086,Lancaster, PA 17607. Names will not be used, if 
requested. 
 
Dear Jennifer 
 
 
With Thanksgiving and all the holidays coming up soon, 
I was wondering if you could give me advice on what low 
protein foods to eat while everyone else is feasting away 
on turkey and other various high protein foods. 
 
Answer: 
 
Thanksgiving is still one of my favorite holidays even 
after being off diet for 16 years and back on for 10 years.  
There is a great recipe for Savory Dressing in Low 
Protein Cookery for PKU by Virginia Schuett.  This is 
one of my favorite recipes for Thanksgiving.  It tastes 
like real stuffing and is delicious.  Also in Low Protein 
Cookery for PKU is a recipe for Spicy Candied Yams.  If 
you don’t like yams, a good alternative is mashed 
potatoes with liquid non-dairy creamer instead of milk 
and margarine instead of butter.  I like to season mine 
with garlic and rosemary.   I wouldn’t eat both though 
since these foods are both on the higher side.  I also like 
Blushing Apple Cranberry Salad and that too can be 
found in Virginia’s cookbook.  Pumpkin pie or apple pie 
are great desserts for Thanksgiving and again can be 
found in the cookbook.  My family also serves a lot of 
vegetables on Thanksgiving.  This was always tradition 
in my family even when I was not on diet.   
 
On Thanksgiving Day don’t forget to be thankful for all 

the foods and food substitutes that are available for   
PKU nowadays.  When I was born the list of foods that 
were permitted on the PKU diet was so restrictive that 
they were listed in a pamphlet.  Now we have a big three 
ring binder with a variety of choices.  There was only 
one formula and that was Lofenelac.  Look at all the 
choices we have now. Thirty-one years ago, the belief 
was that women who had PKU could not have normal 
babies.  Look at us now.  Some of us were taken off diet 
and suffered the consequences of high phe levels.  Be 
grateful that it’s diet for life.  Researchers are even 
finding alternate ways to treat PKU so that the diet can 
be more laid back.  Be grateful that it is now law in the 
United States for babies to be tested at birth for PKU.  
Some babies were not that fortunate and now have to 
suffer from something that could have been treated if 
detected early on.   PKU has really come a long way and 
I think that we all take that for granted sometimes.  
Count your blessings.  We have a lot to be thankful for. 
////////////////////////////////////////////////////////////////////////////// 

 From the Teacher’s Desk 
 
Join the lunch line 
Students and teachers have entered a new school year 
and by this time are settled in their schedules. As your 
child has become accustomed to the routine of their new 
grade, it is a good time to evaluate their options for 
lunch. 
 
Cambrooke Foods has published a wonderful Low 
Protein School Lunch Program. It encourages kids to 
“Join the Lunch Line”. Included in their program are two 
guides. One is a guide for parents in dealing with school 
lunch services in four simple steps. Within this guide is a 
medical form to be completed, signed by a medical 
professional and presented to school.  
 
The Food Services Guide provides detailed information 
for the food service at your school to provide your child 
with low protein lunches. This packet contains a 
calendar of menus, which have the same foods as a 
school usually serves.   
 
Accompanying the calendar are recipes for making the 
foods on the menu.  A shopping list including prices and 
ordering forms are included to facilitate acquiring the 
necessary low pro ingredients from Cambrooke Foods. 
The shelf life of different types of food is also included. 

(Continued on next page) 
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Of interest to the teacher as well as the food service 
personnel is a good description of PKU and a list of 
allowable standard grocery items.  
 
This program will provide your child with the opportunity 
to go through the lunch line, eat the same type of food 
as other students, and maintain their low pro status. 
 
You may contact Cambrooke Foods at 1-866-456-9776 
or at www.cambrookefoods.com to request their Low 
Protein School Lunch Program. 
 
/////////////////////////////////////////////////////////////////////////////////////// 
 

 
 
Grandmas’ Corner 
 
Dear Grandma, 
 
I would like to come up with some new ideas for the 
holidays.   Any suggestions? 
 
I have recently come upon a new catalog that has given 
me several ideas for the holidays.  This catalog is called 
Brylane Home Kitchen.  Their website is 
brylanekitchen.com.  I normally make my grandchildren 
gingerbread houses for Christmas.  I have always made 
my own pattern and cut it into the gingerbread, but this 
catalog has a mold for gingerbread houses if you prefer 
not to make your own pattern.  It comes with a recipe to 
make the gingerbread house, but what I have found 
works great for our grandchildren with PKU is the recipe 
for Fudge Circles in Virginia Schuetts cookbook but any 
low protein sugar cookie would work just fine.  They also 
have a Cookie Tree Kit for $12.95.  It comes with 10 
Cookie Cutters in graduated sizes. There are 
instructions for assembling your cookie tree in the kit.  I 
have never done this, but now that I have this catalog, I 
plan to do it this year for the holidays.   
 
Another nice idea in the catalog is a set of holiday molds 
for chocolate candy.  They are non-stick silicone molds 
that flex to pop out the chocolate candy.  There are 4 
molds and the shapes are Stars, Santas, Snowmen and 
Reindeers. Molds like this can usually be found at local 
craft stores also.   
 
I am also going to order a cake pan that makes what 
they call Holiday Cake on a Stick.  It is a pan that looks 

like a muffin pan, but the shapes included in the mold 
are Snowmen, Santa's and Christmas Trees.  You just 
put your cake batter in the individual molds and bake 
them like you would muffins.  When they are finished, 
remove from the mold, insert a Popsicle stick in the 
bottom and decorate with icing. This sounds like 
something my grandchildren would get a kick out of.  I 
think the children would love to help decorate them as a  
Holiday project.  This would also be something that 
would be fun to take to school for treats. 
 
I also like to make candy for the holidays.  Peanut Butter 
Cups in miniature molds are great for everyone.  Use the 
mini cup cake papers with holiday designs.  You can buy 
the mold for the peanut butter cups at most craft shops. 
Just melt your chocolate and pour in enough to cover 
the bottom of your mold. Then, using a small child’s 
paintbrush, paint the sides of the mold with the  
melted chocolate.  Put it into the fridge until the 
chocolate hardens.  Next, fill the center with Low protein 
peanut butter and cover it all with more melted 
chocolate. Our grandchildren also love peppermint  
patties.  To make the peppermint patties, mix: 1/3 Cup 
Light Corn Syrup, 1/4 Cup Butter or Margarine 
(softened), 1 - 2 Tablespoons Peppermint extract, 4 3/4 
Cups powdered sugar and chocolate or white almond 
bark.  In a bowl, combine the corn syrup, butter and 
peppermint.  Add the  
powdered sugar one cup at a time stirring until well 
combined.  Shape into 1-inch balls and gently flatten.  
Melt the almond bark in the microwave.  Dip each candy 
into the chocolate then place on a cookie sheet or 
something solid to allow the chocolate to harden.  If you 
use the white almond bark, you could decorate the 
patties with holiday sprinkles or decorations.   
 
Another good recipe that was shared on our listserve is 
rice krispie Christmas Trees (could be any shape).  
Make your rice krispie treats as the directions on the box 
say.  You can then shape the mixture into trees,  (Put 
margarine on your hands to make the job easier) or 
press the mixture into a cookie sheet then use holiday 
cookie cutters to cut out the different shapes.  This may 
be covered with frosting and decorated just like sugar 
cookies. 
 
I hope this has helped to give you some new ideas for 
the holidays and that you all have a joyous and safe 
holiday season.                                               Grandma 
 
////////////////////////////////////////// 

 
To spice up “Tater Tots”, spray them with nonstick 
cooking spray and sprinkle them with seasoned salt! 
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Isolation Island 
 
Twenty years ago, having PKU or being the parent of a 
child recently diagnosed with PKU was the equivalent of 
being put in isolation. 
 
“What is PKU?”  “Are we the only family in the world 
affected by this?” “What will my child’s future hold?”   
“What is what starch anyway??”  “Where am I supposed 
to find these foods with the funny names?”  “I know PKU 
is considered rare, but there has to be someone out 
there who can help us!” 
 
In 1979, the food list in our state consisted of several 
pages.  Most of this was comprised of baby foods from 
different manufacturers.  There were some fruits, 
vegetables and cereals.  The only reason the list even 
went a few pages was because all the foods were listed 
twice…once by amount in one equivalent/exchange and 
once again by category.  All of the figures were given in 
teaspoons or tablespoons.  Did you ever try measuring a 
level tablespoon of Froot Loops?  Not an easy task! 
 
Lo protein foods were ordered from two or three 
manufacturers and consisted mostly of pasta, cookies 
and wheat starch.  We all experimented with wheat 
starch and the result was the introduction of the two-
pound hockey puck. 
 
Years later, thanks to the hard work of Virginia Schuett 
and her staff, we had a food list that seemed to go on 
forever compared to what we had been using.  It had 
brand-name foods and everything!  We could actually 
shop for foods for our children in the supermarket!  Now 
we were getting good at handling our children’s diets.   
But, could we handle living with PKU everyday alone? 
 
Suffering from this isolation caused several families to 
express their desire to have a contact with other 
families.  At our clinic a parents group was formed and a 
meeting was scheduled.  As we entered the meeting 
room, we all wore the expression of having just returned 
to humanity from being alone on “PKU Island” for a long 
time.  When people approached each other and said 
“I’m glad to meet you”, it came right from the heart.  We 
were all there to fulfill a need each of us had – contact 

with another PKU family. 
 
PKU research has come a long way in the past 20 
years.  There is more understanding of how PKU works 
and the different mutations causing PKU to differ in 
individuals.  There are many more foods available, some 
of which are already prepared for us.  These things 
make implementation of the diet a lot easier.  But, if we 
were still isolated, they would not have the same impact. 
 
When my child was diagnosed over 20 years ago, I 
began by knowing only one other family who had a PKU 
child.  Now, at any time, I can request the assistance 
and friendship of over 1,200 other PKU families and 
individuals at any time.  I can access new recipes, hear 
about PKU in other countries and ask questions of 
leading authorities in the field of PKU.  Unbelievable!  
What is also unbelievable is that teens and adults no 
longer have to feel so isolated.  They can actually “talk” 
to other teens and adults with PKU after spending years 
on PKU Island. 
 
PKU may be rare, but we all have each other to rely on 
whether we are having a good day or a bad day.  Our 
everyday coping needs are being met by people we may 
have never physically met, but can consider as long-time 
friends due to their sharing experiences with us.  We’ve 
gotten to know their PKU-related concerns and we’ve 
gotten to know them as people—as families who just 
happen to have a family member born with PKU. 
 
Presently, PKU isolation is only a short-lived experience.  
Once the parents of a newly-diagnosed child are given 
the address of our list serve, they are no longer isolated.  
Almost instantly, they have 1,200 new friends who are 
willing to pave the way for them. 
 
It took a lot of years, but because we have all reached 
out at one point and because we have all held out a 
willing hand and heart to others in our expanded PKU 
community….. 
PKU ISLAND IS PERMANENTLY CLOSED! 
/////////////////////////////////////////////////////////////////////////////////////// 

Buffalo Fries 
Place 2 Tbsp oil in a skillet and heat. Slice sweet 
potatoes into strips. Fry strips in hot oil until brown. Drain 
fries and sprinkle with salt and red pepper to taste. For a 
dipping sauce combine, 3 Tbsp. Miracle Whip, 2 tsp. 
honey and 1 Tbsp Dijon mustard. Phe calculations will 
depend on the amount of sweet potatoes. Entire amount 
of sauce contains 47 phe. 
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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- www.unclehenry.com or 1-800-683-8375 

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

 

 
HELP SUPPORT MACPAD! 

 
What is eScrip? 

EScrip is a hassle free way for organizations that support children’s programs to raise funds through everyday purchases 
made at eScrip merchants. 

How does it work? 
 

EScrip and over 150 merchant partners have created a system that rewards customer loyalty by contributing a 
percentage of purchases to your chosen group. You shop the way you like to shop! It’s simple and convenient. All you 
need to do is register your participating grocery club card and/or debit or credit cards. 
 

Simple registration-register today! 
A. Log on to www.eScrip.com and go to “sign up. 
B. Designate MACPAD to receive contributions. Our Group ID number is 149572268. 
C. Register your grocery club card from a participating merchant, and your debit/credit cards. 
D. If you do not have on-line access and would like to participate, please request a registration card from MACPAD. 
 

Some Participating merchants 
 

AAMCO, Budget Rent A Car, Eddied Bauer, Genuardis’s- DE, NJ, PA, MAACO Auto Painting and Bodyworks, Merry Maids, 
Office Max, Orvis, Parade of Shoes, Pep Boys, Village IGA- Ridgefield, NJ, Spiegel, Terminix, Tru Green Chemlawn, Wild Oats 
 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 
OR, YOU CAN SUPPORT MACPAD through your United Way pledge! 
 
United Way of Southeastern Pennsylvania-n simply enter our code number – 12456 
 
In Lancaster or Blair County – you need to designate MACPAD by writing in “The Mid-Atlantic Connection for PKU and Allied 
Disorders” 
 
 

Your additional funding can help in many ways! 
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PKULife™ 
The complete low protein diet management software. 

 
Some of the features of PKULife 1.0: 

 Add foods and recipes to your PKULife™ from any available food list and cookbook! 
 Pre-loaded with foods from the USDA SR13 database. 
 Receive food update files for free (including foods from the leading low protein vendors) 
 Record and track all daily intake and formula consumption. 
 Create and print your own meal plan. 
 Set personal phe, formula and calorie requirements. 
 See daily totals and alerts of phe, formula and calories. 
 Manage and search for foods and recipes quickly and efficiently. 
 Share recipes with others over the Internet. 
 Record, track and create reports of your phe levels. 
 Calculate nutritional amounts of foods accurately and easily using the PKULife™ Calculator. 
 Create, print and use a list of your favorite foods and recipes. 
 Create detailed reports of your intake. 
 Use Microsoft® Office™ products to further analyze your data. 
 Print and use blank intake reports when you do not have access to your computer, for quick and easy entry into your 

PKULife™. 
 Use either milligrams of phe or exchanges to manage your diet. 
 Manage low protein diets of multiple persons. 
 PKULife™ includes an extensive help file to help you learn how to use PKULife™ quickly. 

 
Why manage a low protein diet any other way? 

 
For additional information, an online tour of PKULife 1.0, or to order PKULife 1.0 online, visit: 

www.pkulife.com 
 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 
 

 

 
 
 
 
Vitaflo Metabolic Formulas 
 
Amino Acid Formula Manufacturer Vitaflo is happy to announce the availability of their new amino acid supplements 
through Cambrooke Foods.   
 
These low volume, easy to consume amino acid supplements are pre-measured, easy to consume, and portable for 
school, work, or travel.  Just pour into the provided beaker, shake and consume.  Easy! 
 
Formulas are available for PKU, HCU, MSUD and TYR.  “Gel” varieties of the formula are for ages 12 months to 10 years 
of age.  “Express” varieties are for ages 8 years to adult.  All products come in a variety of flavors or unflavored. Flavor 
packets are available to add to unflavored formula if you desire. (Continued next page) 
 
Vitaflo formulas are nutritionally complete with vitamins, minerals, and the most concentrated source of protein of any 
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metabolic formula available.  For those of you who are calorie conscious, there are no added fat or carbohydrate calories! 
 
Ask your physician to request a sample for you through Cambrooke or call Cambrooke Foods directly to request a sample 
request form. (Physician signature on request is required.)  Direct billing to your insurance company is available with 
completion and approval of Cambrooke’s Vitaflo Direct Billing paperwork. 
 
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, e-mail or fax requests to orders@cambrookefoods.com - (630) 839-7413 (fax) 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 
 

  For The Third Annual PKU Walk for Research! 
 
 
Saturday, May 1, 2004at Washington Lake Park in Mullica Hill, NJ, MACPAD will sponsor the 
third annual “Walk”! Chair ladies, Janice Paterno, Deb Gilliano and Desiree Spinney are 
planning pony rides, face painting, entertainment, craft booths, Tupperware and Avon tables, 
train rides, food booths and much more. What they need is help! Would you like to volunteer? 
You may contact Janice @ vze2wkvq@verizon.net or Deb at 856-223-2602. Plan to join us that 
day for lots of fun and fellowship! 
 
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 

 
A letter from the President 
 
I would like to take this opportunity to welcome our five new Board of Directors members. MACPAD has had a busy and 
exciting 5 years and it looks like “we’ve only just begun”. Our new Board members are enthusiastic and ready to work for 
the benefit of the PKU community. Allow me to introduce them to you. Although each member will be featured in a future 
issue, we thought you would like to meet them now. 
 
Jean McConnell is featured on page 7 of this newsletter. Joining them on the Board is Desiree Spinney who graduated 
from Gettysburg College and worked as an Executive Recruiter and Human Resource Generalist for 15 years. She is now 
a full time mom to Ariana, who is four and has PKU and Logan, 2 and ½ who does not have PKU. Desiree loves to shop, 
sing, go to the beach and read. Michele Guinan was a high school special education teacher for 8 years and is now also 
a full time mom. Her son Patrick, who is almost 2 has PKU and her daughter, Allison is 8 months old and does not have 
PKU. We also welcome Bonnie Reynolds, who is the mother of two boys Richard 14 and Greg 11. Greg has PKU. 
Bonnie has organized a bowling team for special needs children and worked with many other projects involving children. 
Lisa Lewis has also joined the Board. Lisa has 2 granddaughters with PKU. She just retired from Widener University and 
is looking forward to working with MACPAD. 
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We welcome each new Board member and look forward to some exciting meetings and challenges. 
 
Judy Griffith 
President 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 
More pictures from the MACPAD 2003 picnic; 
 

                                
                          Exchanging recipes and ideas                                                                                       Getting ready for the hayride        
 
 
 
 
 

                                                  
                          Having fun with friends                                                                                          Dr. Berlin visits with attendees. 
 
 
 
 
 
 
                     
 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
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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Order online www.dietaryshoppe.com 

Visit us In our store:  
Tuesday-Saturday 10:00 am to 5:30 pm 

Call or e-mail us for a NEW product list 
Dietaryshoppe@juno.com 

Hot New Items 
Vita Bite Bars 

Single Serve Pouches 
Spanish Rice & Ohz  

What’s New at   

The Dietary Shoppe ,Inc. 

184A E Evergreen Ave 
Philadelphia, PA 19118 

215-242-5302 
 

 
 
 
 

  
 
 

 

 
 

 
 

Address:  P.O. Box 6086 
Lancaster PA 17607 

Phone:   717-872-7546 
Email:      Info@MACPAD.org 
Website:  www.MACPAD.org 

 
Newsletter Contributors 

 
Judy Griffith, Jean McConnell,  Kay Dunkle, 

Sharon Johnstone, Jennifer Burkel, Pat Byrne, 
Deb Gilliano, Lin Gilbert, Peg Lunt 

 
If you have information, or an 
article to contribute to the next 

Newsletter, please contact 
MACPAD. New contributors are 

WELCOME! 
 

 

 
Mid-Atlantic Connection 

For PKU and Allied Disorders, Inc 
 

Officers 
President             Judith Griffith 

            Vice President      Ken Barton 
            Secretary               Sharon Johnstone 
            Treasurer               Robert Johnstone 

 
Board of Directors 

Laura Assayag 
Carol Barton 
Deb Gilliano 

Michele Guinan 
Lisa Lewis 

Jean McConnell 
Janice Paterno 

Bonnie Reynolds 
Desiree Spinney 

 
Honorary Board Members 

Karen Blackbird 
Linda Tonyes 

Ann Starr 
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