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Metabolic Madness April 29, 2005 
 

Special memories of our third conference- see story on page 3. 

             
 

MACPAD President, Judy Griffith welcomed everyone and, everyone enjoyed the food samples ! 
 

 
 

Dr. Ray Stevens from Scripps Research Institute in LaJolla, CA described his research.  

 

                                   
                  Kenny and Ken Barton, MACPAD V.P.                                       Making new friends! 
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Saturday, April 30 was the fourth Annual Walk for PKU Research. 
 

                           
Saturday, April 30 was cold and rainy! 

      
But rain didn’t dampen the spirits! 

                      
People came and gathered for the walk 

          
 Over $35,000 was raised for PKU research in spite of the weather!
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Metabolic Madness 2005 
 

Friday, April 29, attendees of the conference learned 
about exciting research and computer tools, and were 
treated with new and tasty low protein foods. 
 
Dr. Ray Stevens from The Stevens Laboratory at Scripps 
Research Institute in La Jolla, CA, described his work 
and how the MACPAD research grant had furthered his 
goals and objectives. 
 
Dr. Robert Pollack explained his endeavors into a new 
odorless and tasteless protein substance that contains 
no phe and can be used in making bread. 
 

Sandy Maltzman, RD from Applied Nutrition, presented  
and discussed the video “Network PKU”. 
 

Lynn Paolella and Diane Sullivan from Cambrooke 

Foods performed a hands-on practical cooking 
demonstration.  
 

Laura Assayag from ForMyDiet.com discussed practical 
tips for keeping track of daily phe intake. 
 

Linda Tonyes RD from St. Christophers Hospital for 

Children led a discussion about concerns for the college 
student. Judy Griffith and Kim Pepper, PKU mom’s met 
with new moms and reviewed common concerns. 
 

Lunch was a delicious low protein Fettucini Alfredo, 

provided by Cambrooke Foods and a chicken fettucini 
alfredo for the high protein guests. All of our vendor 
guests provided samples of their newest products and no 
one left hungry! 
 
In addition to the supporters listed above, we would also 
like to thank Vitaflo, SHS, Dietary Shoppe, Diet America, 
BioMarin, Mead Johnson, Milupa NA, who provided 
product and/or financial support. 
 

 
Josie was the youngest attendee. 

 

 

Fourth Annual New Jersey Walk for 

PKU Research 
 

Raises over $35,000! 
 

The weather could have been better but the spirits 
couldn’t have been higher! A cold rain pelted the tent 
tops while the organizers set up vendor tables and door 
prize displays. People trickled into the area and the rain 
continued. 
 
Clowns entertained, Reynolds Racers drove heats and 
the ponies took children on rides around the park. 
People chatted with vendors and examined products but 
it was still raining. Some stopped at the park to deliver 
their contributions. 

 

 
 
Finally, at noon, the national anthem was sung and 
balloons were distributed to the children in preparation 
for the start of the walk.  The children released their 
balloons, the walk started and the rain stopped! People 
began to arrive and join in the walk line. Everyone 
completed the walk and had a great time. 
 
Final numbers are not available since contributions are 
still arriving at MACPAD! Results will be available in the 
next newsletter. 

 
On behalf of the organizers, Janice Paterno, Deb Gilliano 
and Desiree Spinney and the MACPAD Board of 
Directors, thanks to all who participated in any way to 
make this Fourth Annual Walk a success! 
 

Thanks! 
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 Connecticut Walkathon raises over 

$8500 for PKU Research! 

 
Under the direction of Mrs. Roseanne Fox and family, on 
Saturday, May 7 more than 75 people gathered for 
fellowship and fun and to walk for PKU research. 
Osborndale State Park in Derby, CT was cool and damp 
but that didn’t change the enthusiasm of those present. 
 

 
Carol Barton, MACPAD Board member with Roxanne and 

Roseanne Fox, Walk chairmen 

 
Roseanne says that she has wanted to contribute more to the 
PKU community. Her daughter, Roxanne who is 50 and has 
PKU, has been her inspiration and motivation to chair the 1

st
 

Connecticut “Walk”. Roseanne invited Dr. Margretta Seashore, 
Director of Genetic Consultation at Yale New Haven Hospital 
to provide an inspirational talk before the walk. 
 

 
Roseanne introducing Dr. Seashore. 

 
Working with MACPAD, a mailing list was established, a 
flyer developed and cooperation received from several 
metabolic clinics in the CT area. The response was 
fantastic! Dietitians mailed flyers to their clients, 
individuals made reservations and the PKU company 
sponsors sent products and information. Through her 
determination and perseverance, Roseanne and her 
team were able to raise over $8500. for PKU research!! 

 
Frizzles the Clown with her new friends. 

 

 
Crystal Reil RD with Roseanne. 

 

 

 
PKU “MomMom” Paulette Watson with Carol Barton. 

 

The funds raised at this walk have been added to the 
MACPAD research fund, along with the funds raised 
from the New Jersey walk. Requests for proposals will 
be mailed during the summer and reviewed by the 
MACPAD Board of Directors at their October meeting. A 
decision as to which PKU research projects will be 
funded. will be made at that time. 
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Join us in making MAY, National PKU Awareness Month!!!! 
 

How can you make a difference? 
 

First, decide on an event (picnic, golf tournament , walk, parade, candy sale, jamboree, etc.) 

 

Choose a date in May 2006. Or, if you live close to a MACPAD event- support it! 

 

Incorporate into your event –“raising money for PKU research”. 
 

Decide where you would like to donate the funds. 

 

Contact MACPAD for assistance in planning and completing the event. 

 

MACPAD will help you organize, plan and advertise the event. 

 

Join us in creating “National PKU Awareness Month! 

 
Read the stories about people who are making a difference 

 

Pages 1 and 2- Judy Griffith, co-founder of MACPAD and Metabolic Madness Chair 

 

Pages 2 and 3- Deb Gilliano, Janice Paterno and Desiree Spinney, who created the idea “Walk 

for PKU Research!” 

 

Page 4, Roseanne Fox, Chairwoman for the CT Walk 

 

Page 8 Eva Prior Chairwoman of the July Jamboree for PKU! 

 

Page 13- AnnMarie DiGeorgio making T-shirts! 

 

Page 15- Richard Reynolds candy sales! 

 

And, don’t miss Page 17!! Dr. Ray Stevens, researcher 

 

Help Us Find The Answer- 

Support PKU Research!!
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Grandmas’ Corner 

Due to many requests, we are running this article again. 
The information and numbers have been checked and 
updated. 
 

Dear Grandma, 

  
We are about to take our first vacation since our 
daughter who has PKU was born. We are going to 
Disney World. Can you give me any help or tips about 
traveling and dealing with the diet? 
 

 Dear MOM, 
 

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 also 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 had not heard of PKU but were 
very receptive to helping and accommodating the diet.  
They did too !!! 
 
They found out exactly what the diet entailed and said 
they would be sure to have meals prepared for Rebecca 
when she arrived.  All that Christy had to do was tell 
them what sit down restaurants they planned on eating at 
and what day they would be there.  and everything would 
be ready for them.  Christy figured that for breakfast and 
lunch, meals would be easy, but she wanted to be sure 
that Rebecca had a good dinner each day.  One of the 
restaurants that she picked to have dinner at was the 
Liberty Tree Tavern in the Magic Kingdom.  Whatever 
restaurant that she picked, all she 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 with no problems at all.  For any one 
planning a trip to Disney World, there is a great website 
that I can't recommend highly enough.  It has any and all 
information you may want and if you still have a question, 
just email them and they answer very quickly.  Just go to 
:http://www.allearsnet.com.  It is our favorite website for 
Disney information and it also lists other helpful 
websites.   
  
If you have specific inquiries or would like to ask       
                                                                                

questions regarding the food served at the park 
restaurants,  you are welcome to call the executive chefs 
or food and beverage managers at the telephone 
numbers listed below.   
  
Magic Kingdom 1-407-824-5967 
 Epcot   1-407-560-7292 
 MGM Studios    1-407-560-1347 
 Animal Kingdom    1-407-939-7536 
  
To call for dinner reservations, dial 1-407-WDW-DINE.  
Explain at the time of your call that special dietary 
restrictions will need to be accommodated.   

 
 

When Rebecca was 3 1/2 and her brother Stephen (who 
also has PKU) was 9 months old, they flew to Germany 
to visit their Great-Grandfather and his family.  Before 
any flight, be it domestic or international, there are a few 
things that you should do.  First, get a letter from your 
doctor describing PKU and the necessity for carrying the 
formula with you.  To be sure there will be no problems, 
if possible, bring only unopened cans of formula.  By 
bringing pre measured bags of formula with you as some 
people have done, you may be causing yourself some 
problems and have to spend some time explaining what 
the white powder in little bags are that you are carrying in 
your luggage.  Christy carried a couple of cans of the 
formula in her carry on luggage and put the rest in the 
checked luggage.  That way in case the luggage was 
misplaced, she still had the formula to use until the 
luggage is found.   
  
My advice would be that no matter where you travel, 
carry a small hot pot so that you can cook something in 
your room is necessary.  Personally, we have never run 
into a situation where a restaurant would not make a 
salad, cook French Fries, serve fresh fruit or serve a 
plate of steamed vegetables.  Go on vacation, enjoy 
yourself and don't worry.  Vacations are a time to relax 
and enjoy yourself, not to be stressed out !!!!!! 
“Grandma
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Need low protein foods? 

Tired of ordering more than you need? 

Want to try new foods  

without ordering a full case? 
 

  
Now you can order just what you need from 

 

 

 

 

“Your One Stop Diet Shop” 

 
 

Order as little as one package of any product. 

We carry Cambrooke Foods, Dietary Specialties, Taste Connections, Vances and Aproten, to name a few of the low protein drinks and 

foods we carry. 
 

We ship anywhere! 
 

Diet America Phone: 732-566-1400 

286 Route 34 

Matawan, NJ 07747 

Fax: 732-566-1423 

e-mail: dietamerica@verizon.net 
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 

 

 
 

Family Friendly PKU Recipes 
242 recipes that the entire family can enjoy together. ! 

  
Available through our website www.macpad.org or through the Cambrooke Foods website. You can also send your name 
and address and a check for $20.00 to MACPAD, P.O. Box 6086 Lancaster, PA 17607 

 

http://www.macpad.org/
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Low Protein Apple Cobbler 
 
1 can apple pie filling 
3 ½ Tbsp brown sugar 
¼ tsp cinnamon 
½ Tbsp vanilla extract 
 
1 box Dietary Specialties Low Protein Vanilla Cake Mix 
2/3 cup water 
1/3 cup oil 
 
Combine the first four ingredients in a bowl. Pour the mixture into the bottom of a 13x9 inch baking pan. 
Prepare the cake mix according to package directions. Pour the cake batter over the apple mixture and bake 
at 350 degrees for approximately 20-30 minutes. Serve warm. Makes 12 servings. 

 

 Recipe courtesy of Dietary Specialties. 
 
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////// 
 

 
 
At Vitaflo we constantly strive to improve both our products and packaging, making them better tasting and more 
convenient.    

 

New Packaging 
The PKU Express packet is now thinner and sleeker, making it easier to pour into a mixing cup. The 
outer box also has been redesigned so that it is more compact to store and the packets are easier to 
access.  
  

New PKU Express Tropical Flavor  
A new flavor has also been introduced to the PKU Express range – Tropical – it's great tasting and 
increases the variety of available flavors. Based on feed back so far, a significant percentage of UK 
Customers believe this is the best flavor yet.  Please be sure to let us know if you would like a sample. 
  

New Tropical Flavor Pack  
The same exciting new Tropical flavor also has become a recent addition to Vitaflo's Flavor Pac 
range…This will offer more choice to consumers on unflavored PKU Gel as well as those using our 
other unflavored inborn error product range (e.g., MSUD, HCU, TYR and MMA/PPA).  
  

To obtain a sample of our new products please have your dietitian contact Cambrooke Foods toll free # 1-866- 
4-LOW-PRO. 
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JULY JAMBOREE FOR PKU 

 
Chairman: Eva Prior 

 

Saturday, July 16, 2005 from 11:00 to 4:00 
 

Parks Township. Sportsmen’s Association, Leechburg, PA 
 

724-845-2390 
 

Low Protein Buffet: A large variety of low protein foods will be available free to all individuals with a metabolic disorder. 
We ask that each attendee bring a low protein dish to share on this buffet. Please bring your own picnic lunch. There is no 
charge to attend! 
 

PKU Bingo: Play a unique game and win prizes when you identify the right foods for a PKU diet. 
 

Cooking Demonstration: Cambrooke Foods will be presenting some special recipes!  
 

Silent Auction: Take your chance on a variety of lovely prizes, which include a hand queen sized neutral tones crocheted 
blanket, a crib size handmade baby quilt and more!! 
 

Make new friends and keep the old: Join us for the first MACPAD western PA picnic. Get to know other families dealing 
with PKU, share stories, have some laughs and make friends that will last forever. 
 

“Have Party, Will Travel” will be there with some special events! 
 

50% of all proceeds from MACPAD merchandise that is sold that day will be added to the MACPAD research fund- 
includes cookbooks, t-shirts, tote bags etc. 
 

For a registration form and directions, please contact  MACPAD @717-872-7546 or Eva Prior @724-845-5013 
 

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

This recipe makes 6 servings of ¾ cup. There are 40 mg phe in each serving. 

Family Friendly Sweet and Sour Salad 

 
1 ½ cup (84g) iceberg or romaine lettuce 
11 ounces (312g) mandarin oranges 
2 cups ((288g) strawberries, whole, sliced 
1/3 cup (30g) red onion, sliced thinly 
1 cup (237g) vegetable oil 
½ cup (120g) cider vinegar 
½ cup (100g) sugar 
5-6 (10g) green onions or scallions, thinly sliced 
1 tsp salt 
2 tsp (4g) dried mustard 
 
In a blender or shaker jar, combine the oil, sugar, vinegar, scallions, salt and dried mustard. . Shake or process until well 
blended. Combine remaining ingredients in a salad bowl then toss with 1/3 of the salad dressing. Refrigerate unused 
dressing.
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Sweet lovers need to try the new hand-made, heart-
shaped Raspberry tarts, which are made with fresh 
raspberries and enclosed in a crispy low protein pastry 
crust.  The tarts come four to a package and each tart is 
two servings.  Also available are the Aproten Cream 
Filled Wafers - a favorite with the little kids. 

Look for a new Scoop and Bake Cookie Dough; a plain 
cheese fresh-filled Ravioli as well as other new low 
protein products - all coming soon.  Bring Camburgers to 
your next picnic, for a quick and easy meal from the grill.  
Old favorites include fresh-filled pastas, specialty breads, 
pastries, cream cheeses, dry pastas, baking mixes and 
seasoning blends.  All available for making delicious 
summer meals. 

Coming soon -  DietWell™!  Monitor and understand 
how your diet and protein supplements are affecting your 

wellness with Cambrooke’s new Dietary Wellness 

Network™.  This is a free, use-at-home, web-based 
collaboration environment for metabolic patients and 
their clinics that will allow you to record and monitor your 
daily protein intake in a secure environment.  You will be 
able to see the relationship between your diet, your 
wellness level and receive personalized reports that track 
all – perfect to bring to your clinic visits.  Best of all, you 

will receive DietWell™  points for using the program that 
you can use as credit toward Cambrooke food 
purchases.  Contact Cambrooke if you would like to take 
control of your wellness with DietWell™.   

We would like to welcome Erica Lesperance, RD., LD, to 
the Cambrooke Foods team.  She brings her expertise 
and experience from the Emory Clinic to the Cambrooke 
family. 

Summer goes by quick.  Get a jump on the next school 
year with Cambrooke’s School Lunch Program.  Our 
School Lunch Program packet includes all the forms and 
instructions that you and your school lunch staff will need 
to have your child join the school lunch line.  Contact us 
to receive your copy. 

Do you like to receive weekly recipes and special 
promotions?  Make sure Cambrooke has your correct e-

mail address and we will send these out to you.  See our 
posted recipes on our website under the “Recipes and 
Tips” tab. 

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), 
e-mail (orders@cambrookefoods.com) or fax your orders 
to us at (978) 443-1318. 

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

Can you tell that I love her? 

 
 
 

On May 2, 1999 my beautiful granddaughter, Ariana 
Lavonne Spinney was born. When we found out shortly 
thereafter that she was diagnosed with PKU we were all 
devastated. I am a registered nurse and my limited 
knowledge of PKU led me to believe that PKU equaled 
possible retardation. 
 

We were immediately put in contact with the PKU clinic 
connected with Cooper Hospital in Camden, NJ. We  
met Dr. Barbara Evans the pediatric neurologist and  
Ann Starr the dietitian who the lord sent to us.   
 

Fortunately I soon learned that the medical world’s 
understanding about PKU had totally changed since my 
graduation from nurse’s training in 1959. Ariana has a 
wonderful chance of having an almost normal life. 
   What a blessing!  
 

I did not realize at the time that my diabetes and 
 Ariana’s metabolic disorder have similar consequences.  
We both are on special diets.  We both have to do 
frequent blood samples. We both have to monitor and 
change our diets according to our blood work results. 
 

During her early childhood Ariana’ foot had to be pricked 
for a blood sample. That was very difficult and upsetting 
for all of us.  When Ariana was about 3 ½  her fingers 
became large enough to take a blood sample. I gave her 
                                                                                      

mailto:mykitchen@cambrookefoods.com
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one of my lancing devices. At that age she was still very 
upset and would cry whenever we had to take a blood 
sample.  
 
Shortly thereafter she watched and helped me take my 
blood samples.  She understood that it hurt me also, but 
I did not cry.  Now Ariana does not cry because GG 
does not cry.  
 
Ariana now realizes that GG cannot have certain foods 
that contain sugars just like Ariana cannot have certain 
foods that contain Phe. Ariana also realizes that she 
must drink her formula in the same way that GG must 
take her insulin. 
 
Ariana is growing beautifully. She is in the 95% in height 
and 75% in weight. She is in kindergarten and is doing 
excellently.  She is a social butterfly. She plays T ball 
and is the best runner on her team. She takes ballet and 
tap lessons and is doing great and is in Daisy’s at 
church. 
 
Can you tell that I love her? 
 

Dawn Lavonne Ledden 
 

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

 

 

HAPPY BIRTHDAY to our MACPAD 

Friends!!! 
 
 
Rebecca Lehman   March 12 
Donnita Fox    April 14 
Jessica Smith    May 28 
Amanda Bracero   March 5 
Taylor Rogers    April 19 
Danielle Barckett   May 31 
Cameron Barnes   May 29 
Denise Feeley    April 1 
Krista Byrne    April 24 
Mary Elizabeth Butler   April 11 
Jack Murphy    April 17 
Logan Persee    May 28 
Jakob Arbaugh    May 22 
Michael McConnell   April 8 
Nicole Seymour    May 6 
Ariana Spinney    May 2 
Claire Zimlinghaus   May 18 
Zachery Wilt    May 20 
 

Abigail Myers    March 9 
Robert Schreck    March 2 
Brian Phillips    May 14 
Courtney Alexander   March 16 
Deanna Miller     March 27 
Kobe Bailey    May 2 
Christian Thornton   March 10 
Michael Atkins    May 5 
Lane Chabarria    March 2 
Danielle Whitley    April 7 
Shyla Davidson    April 11 
Julie McMullen    March 6 
Rose Mularadelis   March 8 
Xavier Kaiserian   April 11 
Sat Guru Singh Kalsa   April 26 
Jada Boyd    March 14 
George Kamarados   May 24 
Devon Resnick    March 20 
Brian Loughlin    May 31 
Luke Weishaar    April 10 
Mary Grace Costa   May 18 
Micheal Esh    May 22 
Sarah Beth Rodes   April 26 
Kayla Salmon    April 21 
Mariah Jines    May 15 
Ashleigh Ginter    April 1 
Gabrielle Fennimore   March 10 
Evan Inserra    April 17 
Connor Anderson   March 5 
Christopher Skiles   March 4 
Ian Shaw    March 13 
Raymond Waters   April 8 
Keri Stout    March 30 
Jacob Stasen    May 7 
Hailey Kirk    March 18 
Sean Finnegan    April 19 
Reagan Hall    May 22 
Ally Hall     May 24 
Natalie Ryba    May 30 
Joshua Turner    May 10 
Aidan Bell    April 24 
Grace O’Leary    April 23 
Sean Finnegan    April 19 
Andy Ross    April 6 
Karan Scott    March 28 
Zachary Loy    March 10 
Stephanie Stahl    March 31 
Louise Martin    March 7 
Skyler Searfoss    May 1 
Glenn Samuels    May 28 
Brendan Larkin    March 11 
Gina Liscio    March 23 
Matt Verdecchio   March 9 
 

Happy Birthday To All! 
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Travel Corner 

 

Travel Corner" is now proudly presented to you by The 
Travel Center!  My name is Vicki Racette, owner and 
operator of The Travel Center, specializing in affordable 
dream vacations for the family.  As a home-based, 
independent travel agent and mother of three (one with 
PKU), it is my pleasure to offer travel tips and advice to 
the MACPAD community! 

  
Connections  is your newsletter.  On that note, it is my 
goal to ensure that this column features information that 
you need and expect.  Normally I plan to offer a small 
editorial piece followed by "Answers to Your Questions" 
& any specials for families that I feel are of great value!  
Please feel free to submit your topic ideas or questions 
for our Q & A section to me at 
travelcenter@snowcrest.net. 

  
This month's Answers to Your Questions: 
 

Q:  What are the new passport requirements for U.S. 
Citizens? 

 

A:  In an effort to step up security measures, the federal 
government is planning to impose new laws regarding 
passports.  By the end of 2007, all U.S. citizens traveling 
out of the country will be required to present a current 
passport for re-entry into the U.S.A.  Phasing in of the 
law will be as follows: 

  
     December 31, 2005 – Passports required for all 
air and sea travel to and from the Caribbean, Bermuda, 
and Central and South America.  
     

December 31, 2006 – Passports required for all 
air and sea travel to and from Canada and Mexico.  
    
  December 31, 2007 – Passports or other 
accepted travel documents required for land border 
crossings to and from Canada or Mexico.  
  
As this will most certainly cause a backlog in the 
processing of passport documents, it is highly advisable 
that you do not wait to purchase and/or renew your 
passports!  Delay will cause you to pay exorbitant prices 
to get your passports in a timely manner, or worse yet, 
you may not receive it in time to travel!  By the way, for 
those planning to travel on the 2006 East Coast PKU 
Cruise, you will need to have current passports in order 
to get back into the United States!  Plan ahead now!! 
 

For more information on this new law or where to obtain 
a passport, please visit the State Department's website 
at 
http://www.travel.state.gov/passport/passport_1738.html. 
  

JOIN OTHER PKU FAMILIES for a fantastic summer 

getaway!! 
 

2006 East Coast PKU Cruise - departs Port Canaveral 
on 7/10/06 for a 4-night vacation to the Bahamas.  PKU 
diet accommodated. 
        Inside Cabin $485.76 per person (1st & 2nd guests 
in cabin) & $405.76 per person (3rd & 4th guests in 
cabin) 
        Outside Cabin $525.76 per person (1st & 2nd 
guests) & $405.76 per person (3rd & 4th guests) 
        Prices include port charges, taxes & fees, and 
prepaid gratuities.   
        For more details & deposit information, visit our 
website at www.escapeitall.net and click GROUP 
CRUISES on the left side. 
 

2006 West Coast PKU Cruise - departs Seattle on 
7/14/06 for a 7-night vacation cruising Alaska.  PKU diet 
accommodated. 
        Inside Cabin $1056.45 per person (1st & 2nd 
guests) & 856.45 per person (3rd & 4th guests) 
        Outside Cabin $1306.45 per person (1st & 2nd) & 
$856.45 per person (3rd & 4th) 
        Family Oceanview $1381.45 per person (1st & 2nd) 
& $856.45 per person (3rd thru 6th) 
        Balcony Cabin $1906.45 per person (1st & 2nd) & 
$856.45 per person (3rd & 4th) 
        Prices include port charges, taxes & fees, and 
prepaid gratuities. 
        For more details & deposit information, visit our 
website at www.escapeitall.net and click GROUP 
CRUISES on the left side. 
Space is limited on both cruises, so book your stateroom 
today!! 
  
If you are interested in receiving a list of travel specials,  
twice monthly, by e-mail, please register for "hot deals" 
on my website. 
  
Until next time... 
 
Build a lifetime of memories, one vacation at a time. 
The Travel Center, Toll-Free (877) 332-5235 
  
ABOUT THE AUTHOR:  Vicki Racette is an independent travel agent 
& owner of The Travel Center, CST# 2054922-40.  Mrs. Racette is a 
graduate of the College of Disney Knowledge, a Club Med Specialist, 
Celebrity Cruises Specialist, and a specialist for MGM Resorts in Las 
Vegas & Outrigger Resorts in Hawaii & the South Pacific.   

  
  
  
 

mailto:travelcenter@snowcrest.net
http://www.travel.state.gov/passport/passport_1738.html
http://www.escapeitall.net/
http://www.escapeitall.net/
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PKU T-SHIRTS  by AnnMarie DiGeorgio 

 
It's official we finally have our very own logo for PKU.I 
with the help of families from the listserv have created a 
beautiful logo which will stand for PKU.I decided to do 
this in honor of my 6 year old son Devin who has variant 
PKU. 
 

Now that we have our own logo I've had it put on T- 
shirts and tote bags in hopes of raising money for 
continued research at Ray Stevens laboratory at Scripps 
Research Institute. They have very promising research 
going on. At Scripps they focus on all types of PKU. We 
need this research to continue and having fundraisers 
will help with that. 
 

People often ask why I get myself involved in such big  
 
 
 

projects. I watched my son get student of the month in a 
school that is way above average, I watched 

 
Devin DiGeorgio 

 

as he proudly accepted his MVP award in football and 
his huge dimples when he got the game ball in his 
baseball game and nobody other than other PKU 
 families can understand how very special these things 
are. Then I realize without the research that we’ve had  
to date these things just wouldn't be possible. 
 

Devin is a great kid, he's funny, caring. loving and  
smart. He can be a real challenge at times but we 
wouldn't trade him for anything. If you ask Devin what  
he wants to be when he grows up he will tell you he is 
going to be a police officer just like his Dad. He is very 
close to his Granny and just won't share her with  
anyone. She works 2 jobs and spends every free minute 
she can with Devin. 
 

The bottom line here is we need research to make life 
with PKU easier. Look how far we’ve come. So please 
order a T-shirt or a  tote and show people we are here 
and we want better treatments and God willing a cure. It 
will be money well spent. 
   

AnnMarie DiGeorgio mom to Devin 
 

To order: Send the following information to 
 

I.M.D.S.G.S.C. 
80 Picket Lane 
Centerreach,NY  11720 
 

Name, address, phone number and email address. 
 

Size- Youth  S-M-L and quantity  
  Adult- S-M-L-XL and quantity 
 

Make checks payable to  I.M.D.S.G.S.C 
 

PRICE FOR T-SHIRT IS $12 + $4 SHIPPING THEN $2 
FOR EACH ADDITIONAL ITEM 

  

 Contact AnnMarie with questions:pkubegone@optonline.net 
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I have been reading on the PKU listserv postings about 
people wanting to know which PKU formula you would 
advise a child, teen or adult with PKU to try.  There are 
so many options right now. 
 

When our PKU child was born, there was one formula  
for infants and young children.  During our child's 
teenage years, there was another formula, which was 
designed for teens and adults with PKU.  We really  
didn't have to worry about choice in formula.  All we had 
to worry about was trying everything from vanilla  
pudding to lemonade to find something to mix into the 
formula so that our children would not be bored drinking 
the same formula for so many years.   
 

But, maybe we had it easy in a way.  With all the formula 
choices available today (not to mention formula in pill 
form!) it is still hard to decide which formula is  
best suited to your particular child.  And, even with all  
the different flavored formulas available today, there is 
still a lot of mixing of different ingredients to get a taste 
that is bearable, if not pleasant.  It certainly makes me 
wonder who is on the panel of  "taste testers" for PKU 
formula.  Our child swears it is a panel of people who 
have lost their taste buds in freak accidents.   
 

The formula has changed over the years for the better, 
however.  It now has a better taste and a lot more 
options to suit personal preferences.  The ingredients 
have changed somewhat over the years to keep up with 
research about what specific vitamins, minerals and 
amino acids a person with PKU needs.  As we can tell 
from the current PKU population, they definitely have 
gotten something right.   
 

It just seems a little ironic that all these steps have been 
accomplished in making formula better overall for our 
PKU population, but the rate of growth of insurance 
companies learning about PKU and covering the  
formula has not grown at such a rate.  I wonder why that 
is? 
 

And even with all the progress that has been made in 
making the formula better tasting, having a better 
selection of flavors and having the formula be better 
nutritionally for the PKU population, one thing still  
bothers me.  With all this progress……why can't they 
make it smell as good as it tastes??? 

 
 

Candy Sales Reach $770!!!! 
 

Richard Reynolds, brother of Greg and son of MACPAD 
Board member, Bonnie Reynolds, raised $770.00 for the 
MACPAD research fund by selling candy bars! Richard 
and his friends sold the candy at school and to friends 
and via his email! Richard says he wants to help PKU 
research any way he can. Everyone at MACPAD, 
appreciate his efforts! Way to go, Richard!! 

///////////////////////////////////////////////////////////////////////////////////////
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June 1, 2005 

 
Dear MACPAD and the PKU Community, 

 

 First and foremost, I want to thank all of the families for the amazing hospitality given to me in attending the April PKU 

meeting and the following day walkathon/picnic.  Although the weather did not cooperate fully with the gray clouds and occasional 

rain, I personally felt an unbelievable amount of energy from the families towards taking charge of the PKU disorder that affects  

their loved ones and taking matters into their own hands by helping to raise funds to research treatment options. 

 
 As I communicated with many of you during the weekend events, BioMarin Pharmaceuticals (www.biomarinpharm.com) is 

making very solid progress on the use of Phenoptin
TM

 to treat mild-PKU and this treatment option is now in the final phase of  

clinical trials.  In parallel to these efforts, my laboratory at The Scripps Research Institute, in collaboration with the Scriver  

laboratory at Montreal Children’s Hospital and BioMarin Pharmaceuticals have very recently published 2 scientific papers that are 

focused on treatment options for classical PKU.  One of the papers appeared in the June 1, 2005 issue of the journal Molecular 

Therapy and the second manuscript has been accepted for publication to the journal Molecular Genetics and Metabolism: 

 

Gámez, L. Wang, C.N. Sarkissian, W. Kim, M. Straub, M.G. Patch, L. Chen, S. Striepeke, P. Fitzpatrick, J.F. 

Lemontt, C. O’Neill, C.R. Scriver and R.C. Stevens “Development of pegylated forms of recombinant 

Rhodosporidium toruloides phenylalanine ammonia-lyase for the treatment of phenylketonuria”  Molecular  

Therapy 11, 986 (2005).  

 

L. Wang, A. Gamez, C.N. Sarkissian, M. Straub, M.G. Patch, G.W. Han, S.  Striepeke, ; P. Fitzpatrick, C.R.  

Scriver, R.C. Stevens “Structure-based enzyme replacement therapy for treatment of phenylketonuria” in press  

MGM (2005). 

 
 Over the coming 6-18 months, we will continue to improve the molecules by testing them in the PKU mouse model I 

described in my talk and we will make chemical changes to the molecules so that they may be more useful for relaxing the rigid diet 

current classical PKU patients must follow.   The funds provided by MACPAD have been and will continue to be absolutely critical  

in accelerating the development along this line of research.  If any family member in the PKU community have any questions at all, 

please feel free to email me at stevens@scripps.edu and I will try to respond as soon as possible. 

 

 Thank you all again for allowing me to participate in your incredible event and for allowing me the opportunity to meet the 

children and parents in your PKU community.  I look forward to working with all of you in the coming year.  

 

 

Sincerely, 

 

Raymond C. Stevens, Ph.D. 

Professor of Molecular Biology and Chemistry 

 

 

 

 

Raymond C. Stevens, Ph.D. 

Professor 

Departments of Molecular Biology  

and Chemistry  

 

10550 N. Torrey Pines Rd. 

La Jolla, CA  92037 

 

maildrop: SR101 

phone: (858) 784-9416 

fax: (858) 784-9483 

stevens@scripps.edu 

http://www.biomarinpharm.com/
mailto:stevens@scripps.edu
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A letter from the president, 
 

We have had great success with The Harry E. Bowers, 
Jr research fund.  We have made over $100,000 in the 
past four years and 100% of these profits have been or 
will be given to those who are researching treatments 
and cures for PKU.  The momentum for finding a 
treatment that will dramatically change the lives of our 
children, family and friends with PKU is strong and 
growing.  MACPAD is working toward a National PKU 
Awareness Month, which we hope will be filled with 
activities, events and fundraisers for PKU awareness.  
With our work and the work of all of the other PKU 
organizations, our children with PKU and those who will 
be born in the future will find it easier to live with PKU.  
Let’s keep up the good work, keep finding new ways to 
get the word out and keep working together to find a 
cure! 

Judy Griffith 

 

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

 

Reminders: 

 
The email address for Lin Kolen, the PKU listserv 
administrator has changed. Her new address  is 
macpku@verizon.net.. Please make a note of the 
change. 

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

Please notify MACPAD if you change your 
address and want to continue receiving 

“Connections”. 
 

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

From The Teachers Desk is on 

summer vacation, returning in the fall. 
 

 

 

 

18th ANNUAL PKU PICNIC 
 

Sponsored by The Mid-Atlantic Connection for PKU and 

Allied Disorders 

 

Saturday, August 6, 2005 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. We encourage you  to bring a food item for the 
buffet,.  If you prefer additional food (not lo-pro), please 
feel free to bring other items. 

 
Suggestions for the low protein buffet: muffins, cookies, 
pasta or potato salad, fruit or vegetable platters, desserts 
such as cakes and cookies or salads.  

 

Quilt Raffle- Tickets Enclosed - 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 and received no later than July 30 or 
brought to the picnic to be included in the drawing. This 
years quilt pattern is called “Trip Around The World” and 
will be done in blues and lavenders. The picture below 
shows the pattern in a crib sized quilt. 
 

 
“Trip Around The World” quilt pattern 

 

 

 

 

mailto:macpku@verizon.net
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PKU Bingo- A unique game to help everyone 

remember the right foods for low protein diets! Play 
along and win prizes! 

 

Petting Zoo- Baby farm animals, will be available for 

the children to see and pet. 

 

Pony Rides- “K&B Stables” will be available to 

provide free rides for children present.  

 

Hayrides-A real hay wagon pulled by mules will 

available during the afternoon. 
 

Fish Pond- children can “fish” in” real water” for real 

prizes! 

 
 

Barrel Train-new this year, a special ride for the 

children! 
 

Meet old friends and make new ones! 
_________________________________________ 
 

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 the Weavers Lane. 
Balloons will mark where to make the right 
turn! Follow lane to the end to parking.  
---------------------------------------------------------------

-------------------------------------------------------- 

 

 

 

 

 

 

 

 

 

 

 
Please complete the section below and return 
to  
 

MACPAD, PO Box 6086, Lancaster, PA 

17607 by July 20, 2005. 
 

Or, you may call 717-872-7546 (MACPAD). or visit 

our website www.macpad.org. to register. 

 
 If you are willing to provide a food item for the low 
protein buffet, please see below and indicate an 
item. Please remember to bring other foods if you 
do not require low protein. 

 

Names of adult’s 
attending______________________________
_____________________________________ 
 

Names and ages of children 
attending______________________________
_____________________________________ 
 

Address__________________________________

_________________________________________ 

_________________________________________ 

 

Telephone Number:  
____________________________________  
 
Email_______________________________   

 

Food item that you will bring for the low protein 
buffet________________________________ 
 
_____________________________________ 
 

If available, please bring a recipe card listing 
the phe amounts in the dish you are providing. 
 

http://www.macpad.org/
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MACPAD Calendar of Events for 2005 

 
 

July 16 Picnic in Western PA 
August 6 18

th
 Annual picnic in Denver, PA 

October 15 Board of Directors meeting  
November 1 Next edition of Connections will be mailed 

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

 

 
 
 

Address:  P.O. Box 6086 
Lancaster PA 17607 

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

 

Newsletter Contributors 

 
Judy Griffith, Peg Lunt, , Kenny Barton Jr., 
Sharon Johnstone, Paulette Watson, Vicki 

Racette, Dawn Ledden, Lin Gilbert, AnnMarie 
DiGeorgio, Lisa Lewis and Dr. Ray Stevens 

 
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 
 

Carol Barton 
Daniel Dunkle 
Deb Gilliano 

Michele Guinan 
Lisa Lewis 

Janice Paterno 
Bonnie Reynolds 
Desiree Spinney 

 

Honorary Board Members 

Karen Blackbird 
Linda Tonyes 

Ann Starr 

 

 

 
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. 
 

mailto:Info@pkumac.org
http://www.pkumac.org/

