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MACPAD Awards Research Funds 

On October 18, 2008, the MACPAD Board of Directors met for a discussion over where to distribute this 
year’s research funds. This year was a difficult decision, as we had many worthwhile proposals and less 
funds available than in the previous years. After much discussion, it was decided that we would support 
Dr. Ray Stevens to supplement needed funds for his final year of an NIH grant so that he might finish his 
research that will get an oral form of Peg-Pal onto the market. MACPAD has supported Dr. Stevens for 
three years and our Board believes that we need to complete the task that we started. He was awarded $ 
91,000 (which included designated donations from walks in LA and TX). This is also $ 26,000 short of the 
amount he needed but we have no more funds available. We sincerely wish we had been able to support 
other researchers who also presented valuable and exciting proposals. 

 

A Decade of Discovery- MACPAD’s Tenth Anniversary Conference 

On August 8, 2008 over 100 people gathered at the beautiful Eden Resort in Lancaster, PA to hear the 
latest information on current PKU research. Jill Ambrogio and Judy Griffith organized the conference and 
planned a great day for people of all ages! We were delighted to have Dr. Barbara Burton from Children’s 
Memorial Hospital in Chicago, IL, Dr. Ray Stevens from Scripps Research Institute, Dr. Denise Ney from 
the University of Wisconsin, Dr. Steven Hunter from the University of Iowa Hospitals and Clinics, Elaina 
Jurecki, nutrition specialist from Biomarin and Leah Alea and Erica Lesperance from Cambrooke Foods 
discuss all the exciting new information available on ongoing research.  

…  

Topics included new drug regimen, maternal PKU, exciting new products to make PKU foods taste better 
and treatments we can expect to see in the future. Each session was followed by a question and answer 
period. Lunch was an outstanding buffet featuring low protein foods donated by Cambrooke Foods. An all 
day children’s program was led by Ann Starr ,LD from Cooper Medical Center with assistance from 
Andrea Abbe, LD from Hershey Medical Center and Monica Starr. 
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The 21st Annual PKU Picnic at the Weaver’s Home in Denver, PA- August 9, 2008 

.. ..       

..  

Another glorious PKU picnic at the Weaver’s farm! Everyone finds something exciting to do-ride the barrel 
train, play at the petting zoo, enjoying the low protein buffet, (Karen McEntee, winning the prized quilt) or 

just renewing old friendships……. 

 

 

 

 

 

 

 
Dr. Cheston Berlin of Hershey Medical Center was honored for his 25 years of service. 
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MACPAD Western PA Chapter  

Upcoming Events  

Reach for the Stars  
Reach For The Stars is a fund raiser program established by Usborne Books. It is a pledge-based 
reading incentive program.  This program will REWARD your children for READING by giving those 
FREE BOOKS, at the same time raising money for MACPAD.   We can help children discover the joy of 
reading and raise money for MACPAD!!  More details to come! 

 “There is no substitute for books in the life of a child.” - May Ellen Chase 

            
Bowling Party March 2009 

Enjoy a fun-filled family day that features a low protein meal and bowling.  Bring the family, meet new 
friends, relax, enjoy a delicious meal, cheer for your bowling team & have a fun day!  Free tickets will be 
given out! 

Sponsored by:  Vitaflo USA’s “Formula for Fun” Program 

Fast, easy & innovative formulas that help “on the go” people keep healthy and fit!  Stay on the ball and 
score great lab values! Registration forms will be sent.  Reservations will be required. 

4th Annual Pittsburgh PKU Walk for Research  
Mark your calendars!  Our walk this year will be held on May 23, 2009 at North Park!  The Western PA 
MACPAD chapter has raised over $80,000 in research over the past three years.  Let’s help make this 
walk another success!   Those interested in helping to plan the walk, please email Erica Burkarth at 
erica_burkarth@hotmail.com 

Western PA is starting an email distribution list!  Those interested in being on the email distribution list 
to find out more about upcoming family events for the Western Pa Chapter of MACPAD, please email 
Erica Burkarth at erica_burkarth@hotmail.com 

 

    It is a privilege to serve as the Chapter Chairperson for Western PA MACPAD.  I have met many 
wonderful families over the past few years.  I look forward to continually exchanging ideas, holding 
activities and   reaching out to new families.  As always, any suggestions/comments are appreciated on 
how to better serve the PKU Community. - Erica Burkarth, MACPAD Western PA Chapter Chairperson 
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Marlene’s Incredibly Delicious 
Doughnuts! 

An unbelievably superb low protein recipe 
originating in Lancaster County, PA from a 
mother of 2 girls with PKU. 
 
400 gm  wheat starch 
1 tsp (2g)  methylcellulose 
45 g  Metamucil 
1 tsp (6g) salt 
7 g  yeast 
¼ cup  sugar 
490g  water 
2 Tbsp (28g) olive oil 
23g (½ cup) Betty Crocker Mashed Potato Buds 
 
Combine wheat starch, methylcellulose, Metamucil, 
salt, yeast, potato buds and sugar. Whisk together 
then add water and oil. Combine well. Let rise in a 
warm oven for 30 minutes. Punch the dough down 
then roll out and cut into 18 circles. Deep fry until light 
brown. These doughnuts can be frozen. You can also 
make a slit in the doughnut and add your favorite 
filling-vanilla icing or fruit preserves. 
Only 15 phe per doughnut (minus the filling!) 
 

 

  
 
Congratulations to our 
October Birthdays 
 
 Name Day 
 Mary Catherine  1 
 Sophia Vitale 1 
 Autumn Sinclair 7 
 Skylar Forella 8 
 Nia Coles 8 
 Roxanne Fox 8 
 Tom Donahoe 11 
 Lisa Harvell 12 
 Carrie Gehin 14 
 Sean Andrews Morgan 17 
 William Singletary 17 
 Erica Hardy 17 
 Sean Morgan 17 
 Andrew Green 18 
 Dria Zenda 18 

 Jacqui Iscaro 18 
 Nicholas Boras 19 
 Jonathon Espinosa 20 
 Kyle Michenko 22 
 Susanna Weiss 23 
 Jesse Johnson Jr 24 
 Evan Cabrera 25 
 Patrick Dent 25 
 Vivian Searer 25 
 Lauren Annunzio 26 
 Quinn Mullen 26 
 Kellen Matthews 26 
 Abigail Roberts 28 
 Mic Sheard 29 
 Denise Condon 31 
 

 

A FEW GOOD MEN OR WOMEN!!!! 

Would you like to help MACPAD continue its 10 
year success in building relationships in the PKU 
community, raising funds for research, planning 
events for PKU families in your area? 

How can you help???? 

Volunteer! 

Opportunities available: 

1. Assist the chapter chairman in Southern or 
Northern New Jersey, Eastern or Western 
Pennsylvania, Ohio, Delaware or Upstate New 
York to plan walks, cooking demonstrations, 
picnics, cookie exchanges- or suggest a new 
event! 

2.  Become a member of the Board of Directors 
of MACPAD, as seats become available. 

To volunteer, submit a short description of 
yourself and why you would like to become 
involved and active in MACPADs’ mission. Send 
it to info@MACPAD.org or mail to P.O. Box. 
6086, Lancaster, PA 17607. 
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MACPAD Delaware Chapter 1st PKU Golf Outing 

We had our first ever Delaware PKU Golf Outing at Rock Manor Golf Course on Sept 11th.  The day 
could not have been more perfect.  The weather was beautiful.  We had 59 players.  Not too bad for our 
first outing. We had some people who were unable to make it the day of the event and they were missed.  
The Profits from the outing will be for MACPAD and PKU Research. 

   

The outing started out with a BBQ lunch that was sponsored by Biomarin.  We had rave reviews about 
the food.  Each player received a baseball hat donated by Corporation Service Company and PKU Tee 
Shirts.  Following lunch there was time to practice putting or driving, then the competition began.  While 
golfing, the players participated in longest drive and closed to pin.  (All included in the initial fees.)  First 
place and second place went to two PKU Grandfather’s foursomes.  First place went to Bruce Benson’s 
Group winning a free round of golf for each teammate.  Second went to Tom Atmore’s Foursome winning 
$40.00 each to the Pro shop.  Third place went to Matthew Knight’s foursome winning $25.00 each to the 
Pro shop.  We also had a 50/50 which again was won by Bruce Benson, who kindly donated all proceeds 
to MACPAD.  We also were able to give away a new golf shoe bag.  

… …  

We would like to thank all out Tee Sponsors, both corporate and families:   

Afilias, LTD,  Amoroso Family, DE Financial Capital Corp., O’Brien Painting and Wall covering, Vitaflo, Davis Law,  LLCColliers L & 
A,  Delaware Institute for Reproductive Medicine, Phil & Jim’s Steaks,  Cavazzini’s Office Lunch,  Dubree Family in Honor of Troy, 
Bamonte Great Grandparents in Honor of Matty, Malfitano Family, Smith Family, Atmore/Bamonte Grandparents (Matty), 
Neometrics Division of Natus Group,  Hildick Family, Minner Family in Honor of TJ, Bischoff Family, Bamonte Family in Honor of 
Matty, Popeo Family, and the Charleton Family. 

 We were able to reach our first year goals, but are anxious for next year.  Thanks to everyone who 
attended the event and helped the day of…Matt Bamonte, Kay Dunkle, Jen Handlin, Diane Benson, and 
Elanor Polland.  Without everyone’s help this could not be possible.                                                     

Noelle Bamonte, MACPAD Delaware Chapter Chairperson 



7 
 

MACPAD Delaware’s Chapter 2nd Annual PKU Picnic- June 21, 2008 

    

This year marked the 2nd annual PKU picnic at Lums Pond in Delaware.  Biomarin helped sponsor the 
event a contribution made for the rental of the park.    We had a little over 70 attendees.  It was a true 
picnic, with families bringing a PKU friendly dish as well as a regular dish.  In addition Cambrooke 
supplied Low Protein Burgers and Rolls.  They even threw in their new cookies, all of which were a hit 
with PKUers and their family members.  We finished the meal off with donated water ice from Rita’s and 
homemade Ladybug Cupcakes.  

            

The kids enjoyed Crafts, and Jungle John came with an array of animals for the kids to see.  If that was 
not enough, they could venture to the playground, or rent paddle boats at the lake.  The adults got to 
enjoy a raffle of items and a 50/50.  The raffle items would not have been possible without the following 
contributors: Applied Nutrition, Lil Dietary Shop, PKU Perspectives and Vitaflo.   

   

Thanks again to all the members of the Delaware Chapter who helped make the event a success: Betsy 
Voss, Dawn McClymont, Christy Schulze, Jen Handlin and April Sharp.  We hope to see everyone again 
next year.                            

Noelle Bamonte, MACPAD Delaware Chapter Chairperson  
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Grandma’s Corner 

Dear Grandma,  

I have two grandchildren with PKU, how can I 
help my daughter and possibly other PKU 
families? 

Grandma,  

Any mother can always use help with the 
children whether they have PKU or not, but 
since there is such a specialized diet involved 
you can really be a help with the children.  I 
used to baby sit all of my grandchildren and get 
them off to school.  I had all the PKU products 
anyone could need at my house as well as at my 
daughters’ house.  This way, I could make their 
breakfast and cook their lunches or when they 
got older I could make lunches for them to take 
to school.  This frees up my daughter to so 
many other things a busy Mom has to do.  I 
started collecting recipes as soon as we found 
out about the PKU diet.  This way by the time we 
needed to use other than baby food, we knew 
what we were doing. 

You can always offer to help out with any and all 
PKU events in your state or community.  If you 
have more than one PKU family in your 
community, you could form a support group and 
offer advice and also yourself for any help that is 
needed.  Bake bread in quantities and share 
with others and they will be able to do the same 
for you.  Maybe you could form something like a 
co-op where you keep wheat starch, baking 
mixes etc.  and you could make bread, cookies 
etc. in bulk and share your time and expertise.  If 
no one wants to do it by themselves, plan a 
baking day and make several loaves of bread, 
dozens of cookies and even things like pot pies 
that you can freeze for future use.  Most 

churches let members use the kitchen for free, 
so you could have the advantage of more space 
and extra ovens.  For many years, I put all the 
recipes in my computer than saved them to 
disks and mailed them to anyone who needed 
help with recipes.  I enjoyed helping and they 
enjoyed having the recipes.  

Another way of giving is give of your time.  My 
husband and I are retired, so we go to every 
PKU Conference possible.  With a husband and 
two children and a full time job as a teacher, our 
daughter cannot get away as easily as we can, 
so we go the conferences and bring back all the 
information we can.  Lots of times, I take my 
video camera and video tape the entire 
conference for our daughter to watch when she 
has time.    

We have formed so many great friendships all 
over the world because of PKU.  PKU is a 
challenge but also a source of satisfaction for a 
job well done when you try something new and it 
turns out well, and for all the times you can help 
someone in need.  Sometimes all you have to 
do is give a shoulder for someone to lean on, or 
just to be there and listen when someone just 
needs someone to talk to who understands.  
Last but not least, volunteer to talk to any new 
parents who go to your clinic.  New parents are 
so scared in the beginning, but we need to be 
there for them and assure them that their 
children will be just fine.  They are as normal as 
other children and will turn out to be just fine.  

If you have any questions, just write to 
AskGrandmaPKU@aol.com and if I don't know 
the answer, I will get it for you.  

*******************************************************

Website Review 

During September, we had 19,960 visits to 
www.MACPAD.org! The most downloaded 
information was for the new National PKU 
Alliance. Thanks to Bonnie Reynolds and 
Melissa Doebley (volunteers) who continue to 
monitor our website to be sure that the 
information is accurate and up to date!
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MACPAD OHIO Chapter  

Upcoming Events  

December 6th, 2008 

   Join us for an informational meeting about Kuvan with a cooking demonstration by Cambrooke.  
Bring some low-protein cookies to swap! RSVP by 11/25 

Make a weekend of it with other PKU families and stay at the Great Wolf Lodge in Mason, Ohio! 
Anyone is welcome to join us at the lodge, must RSVP by 11/6 to receive discount (room sleeps 6)! 

Need more details?  Just let me know….. 
This is a must attend with allot of surprises to make it worth your trip.  We hope to see you there! 

 

           
Valentine Dinner-February 2009 

     Come join other families in the area for a social gathering.  Details to follow… 
Sponsored by:  Vitaflo  

 

4th Annual Ohio PKU Walk for Research 
May 2009 

Details to follow…. 
 

2nd Annual Car Show 
Columbus – June 2009 

Details to follow…. 
       

     Ohio is starting an email distribution list!  Those interested in being on the email distribution list to 
find out more about upcoming family events, please contact Shelly @ cribbets@hotmail.com 

 
I am looking for someone in Northern Ohio to help plan events.  If you are interested, please let me know! 

A special “Thank you” to Mr. & Mrs. Darling (Chuck & Tina).  Chuck and Tina made a donation to the Ohio 
Chapter of MACPAD in honor of their Wedding Guests in lieu of Wedding Favors!  This heartfelt gesture 
was a pleasant surprise! Thank you! 

 
I’m always interested in knowing what Ohio’s members think.  If you have anything to share or ideas for 

Events, I encourage you to contact me.  I can make those ideas a reality! 
Have a wonderful Holiday Season!   Shelly Cribbet Chairperson, State of Ohio Chapter of MACPAD 

(513) 266-5322 
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 MACPAD EASTERN PA CHAPTER 

 Fall Newsletter 

 

Fall Events: 

A Day at the Zoo was held on September 20th at the Philadelphia Zoo.  The event was sponsored by 
Biomarin in an effort to educate the PKU community on Kuvan.   The event was a huge success with over 
100 friends from the PKU community!  After the discussion, families were invited to enjoy a luncheon that 
included a low protein buffet prepared by Cambrooke Foods.              

   Take a look at the fun we had at the zoo! 

  

A Low Protein Cooking Demonstration was held on Saturday, September 27th with Cambrooke Foods 
and Diane Sullivan.  The event was held at The Viking Culinary Institute in Bryn Mawr.  Diane Sullivan 
was amazing and we are still talking about the incredible meals she created.  If you ever have a chance 
to attend a workshop by Diane Sullivan, it is something every PKU family should attend!  The Eastern 
Chapter of MACPAD thanks Mary Pat Saddler for all of her hard work in organizing this event. 

 

 

*Information about these events are posted on the Listserv and emailed out to families who have 
requested updates from our chapter! 

Winter 2008 Event: 

Gingerbread Fun Day 

We are trying to organize a holiday event in early December.  The event would be a family gathering 
where families and kids could enjoy a “PKU Potluck Feast”, in addition to trying new foods, meeting new 
families, and making gingerbread houses!  Time and location still to be determined.  If anyone has an 
idea for a location (church, school, etc.) to hold this event, please contact Kim DeCosmo. 
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Upcoming Events for 2009: 

Weekend at Great Wolf Lodge 

Easter Egg Hunt & Sunday Brunch 

 

We hope to see you at the next event, Angelina DeCosmo. 

*Anyone that is interested in being on the email 
distribution list to find out more about upcoming family 
events for the Eastern Pa Chapter of MACPAD, please 
email Kim DeCosmo at kimdecosmo@hotmail.com 

 

Happy November Birthdays 
Name                             Day 
Christopher Shadbolt 1 
Mary Kate Zimmerman 2 
Alicia Hawkins 2 
Bobby Griffith 2 
Gage Fowler 3 
Emma Humphrey 3 
Michael Montague 3 
Michael Joseph Grant 3 
Victoria Cooker 5 
Felecia Scianna 6 
Kaitlyn Heckers 6 
Mikayla DaRocha 8 
Grace Heffernan 9 
Caitlyn Nicole Bove 9 
Alyssa Rovansek 9 
Kyle Gilliano 10 
Vincent Brown 11 
Angel Culver 12 
Garrett Hillegas 12 
Brittany Collins 12 
Sean McGaughey 13 
Brianna Longo 14 
Terri Wagner 14 
Jessica Pochily 15 
Michael Bibbo 15 
Lori Watkins 15 
Lori Baty 15 
 

John Harrison 16 
Axelluis Vazquez 17 
Leah Cabrera 17 
Hannah Rae Cribbet 17 
Sadie Mae Fisher 18 
Shannon Gearhart 18 
Ella Stokes 18 
Johnny Supsic 18 
Tim Strawser 19 
Melissa Stagni 19 
John Riordan 19 
Noah Honeycutt Clifton 20 
Nia Young 21 
Sadie Esh 22 
Robert Cockerham 22 
John Adams 22 
Scott Bechard 23 
Jordan Sassone 23 
Noah Delp 25 
Declan Walsh 26 
Kainah Killough 26 
Lauren Bibbo 27 
Gracianna Bello 27 
Colin Nicoli 28 
Justin Duffin 28 
Kolby Thornton 29 
Dominic Donatucci 30 
George Mularadelis 30 

 

 
 

Happy December Birthdays 
Name Day 
Michael Gannon 1 
Debbie Colyer 2 
Jeff Klumpp 3 
Ryan Schaller 4 
Alexander Jones 6 
Dianne Fox 6 
Nicholas Keenan 7 
Brendan Dockery 7 
Hannah MacLachlan 9 
Gianna Jacob 10 
Amanda Ambrogio 13 
Victoria Gorman 14 
Rachel Alyssa Mulligan 15 
Dana Tyree 18 
Jeffrey Larson 19 
Owen Kist 21 
William Forsythe 23 
Susan Hu 23 
KaBriana Jenkins 24 
Matt Gubenski 24 
Peter Pellegrinelli 27 
Natalie Doebley 29 
Damica Agnelli 30 
Tyler Paul Petersheim 30 
Francesca Paterno 31 
Kaleigh Cunningham 31 
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MACPAD Northern New Jersey Chapter 

 

On Sunday, June 8, 2008, the weather cooperated in Sergeanstsville, NJ for our Balloon 
Festival. Seven families joined together for an exciting night of ballooning. The kids were 
entertained by a magician and Duke the Wonder Dog, with his side kick, Chase.The children 
were also able to walk and play in a grounded balloon.Seven balloons were able to launch 
and fly into the sunset! 

 

 

On September 27, 2008 the Central NJ Chapter of MACPAD held a Cooking Demonstration with Malathy of Taste 
Connections at Miele in Princeton.  Vitaflo sponsored the event with Miele supplying breakfast and lunch.  We had 16 
families attend with their kids, we started with a brief rundown of Malathy's background and why she started her business, 
then off to cooking.  Everyone was hands on and making cinnamon rolls, pizza crusts and pretzels also empanada's.  
Then we broke for lunch and PKU food was devoured & enjoyed by all, we also had a raffle that brought in $300.00.   For 
a small group we were proud of what we brought in, thanks to our attendees for supplying the items from a Coach bag to 
basket of books and other various prizes.  Then back to cooking we then made various cookies and deserts, we all left 
with full bellies and a vast array of knowledge of what can be made with Taste Connections Mixes.  

 

 

 

Upcoming events: 2nd Annual PKU Pasta Dinner and Holiday Cookie Swap- December 6 or 13 from 4-7 at the Knights of 
Columbus Hall, 334 Hamilton Blvd, South Plainfield, NJ. Contact Jill Ambrogio jillambrogio@hotmail.com for details. 

 

Suzanne Purcell, MACPAD Northern New Jersey Chapter, co-chairman 
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TASTE CONNECTIONS LOW PROTEIN COOKING WORKSHOP  
CLEVELAND, OH – June 14, 2008 

Sponsored by Vitaflo USA 

On June 14, 2008 Vitaflo sponsored a low protein cooking workshop for the Cleveland and Akron area metabolic clinics in 
Cleveland, OH. Malathy Ramanujam, owner of Taste Connections, came from California for this special event designed 
for patients and their families. Thirty-two people represented 13 patients with metabolic disorders from ages 10 1/2 
months to thirty- some years old. Malathy demonstrated the products and skills that result in consistently successful low 
protein foods. Each participant joined a baking team and experienced hands-on training to gain confidence in making a 
variety of tasty foods – bread, tortillas, pizza, rolls, buns, soft pretzels, fried nuggets, pancakes, crepes, party snacks and 
cookies. Vitaflo provided breakfast, lunch, Vita Bite chocolate fondue and a set of measuring cups for each family. Thanks 
to Judy McConnell, RD and her husband, Jim, who reserved the place, handled the registrations and purchased supplies. 
Those who attended enjoyed meeting each other and the opportunity to improve their low protein cooking techniques.  
One of the participants says, “A big thank you to Judy McConnell for all she does for her patients as well as those who are 
not hers. She truly is an angel to us PKU’ers and all she does for us. I feel blessed to have her in my life and as my 
dietitian.” Jim McConnell’s wraps it up, “Taste Connections products were smashingly wonderful. They produced baking 
products that I can't wait to get to OH camp this year. I want to thank Vitaflo USA for sponsoring these workshops, their 
representative Monica Cengia, and Malathy who put on a well- prepared, professional program that was worthwhile to 
everyone.  If you want to spice up your daily menus, enjoy great tasting products that those who are on regular diets 
would enjoy too, and are economical in cost, try the Taste Connections mixes.”  This group is looking forward meeting 
again at the “Pasta Bowl” which will be held Oct. 26, 2008 sponsored by Vitaflo’s Formula for Fun program. 

Visit:  www.vitaflousa.com &   www.tasteconnections.com 
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Considering College 

By Virginia Harrison 

For any PKU patient entering college or adult 
phases of his or her life, 22-year-old Michael Gannon is 
a great role model. And even for him, caring for PKU has 
not always been easy.  

Despite the bumps in the road, Michael has not 
only successfully met the challenges that caring for PKU 
can bring, but he has also found inspiration in PKU’s 
influence on his life. 

 The Boston College graduate is in his first year 
at Jefferson Medical College, part of the Thomas 
Jefferson University Hospital system in Philadelphia, 
Pa., preparing for a career in medicine. It was his 
experiences growing up with PKU and his relationships 
with the PKU Clinic staff at St. Christopher’s Hospital for 
Children in Philadelphia that motivated him to consider a 
career in medicine. 

 “From a purely scientific aspect of it, I enjoy 
having PKU,” Michael said. “I think it’s interesting. With 
everyone helping you out like your nutritionist and 
doctors…it’s like having your own medical team. Like my 
nutritionist Linda Tonyes has known me since I was born 
and I’m always talking to her.  

“The availability to interact with people’s lives 
long term and have a relationship with someone and be 
on the good side of helping them definitely piqued my 
interest [in medicine].” 

Linda played a big role in helping Michael face 
one of the biggest challenges he had in caring for his 
diet. When in high school, the formula Michael was on 
was discontinued, and it took him about 2 to 3 years to 
find the right formula. He finally settled on Phenylade 
Amino Acid blend. 

“I was floating between things and was never 
really on one formula consistently,” Michael said. “Linda 
was really good about telling me how much of each 
formula I need to take, and even today she keeps giving 
me samples of formulas to try.” 

It was during this time that Michael realized how 
truly important it was to drink his formula regularly.  

“When I wasn’t on one formula [consistently], my 
phe levels got as high as 20, 22 [mg/dl],” Michael said. 
“Now all I do is drink my formula and [my phe level] goes 
way down. I never really changed what I was eating. It 
really has always been my formula.” 

When he first went away to college, Michael 
made sure to keep up with his formula responsibilities 
and admitted at first it took some getting used to. 

“Every semester has a different class schedule. 
You just have to get used to setting aside time to drink 
your formula,” Michael said. “I always give myself a half 
an hour window to just relax and drink my formula. When 
you were young, you always had parents to remind you. 
That shift to doing it yourself…in the end you have to do 
it and realize it’s important.” 

In addition to taking care of his formula needs, 
Michael has been experimenting with new foods to add 
to his diet. He went to Subway and ordered a Veggie 
Delite sandwich for the first time three weeks ago, and 
he often makes pasta for dinner. When he was little, his 
parents kept him on a very strict diet, with levels 
between 3 and 4 mg/dl. But now, his goal is to keep his 
phe levels below 10 mg/dl, and he has brought his phe 
levels down to 1 mg/dl just recently. This approach 
allows him to add new foods to his diet on a trial-and-
error basis to give him more options. For example, he’s 
able to eat small amounts of cheese with some of his 
meals because his levels are not affected by these small 
amounts. Low protein foods like French fries, a favorite 
food when he was young, still remain a dietary staple. 

This maturity and responsibility for his dietary 
needs earned him the Robert Guthrie PKU Scholarship 
when he entered Boston College.  

“It’s great to have a foundation like that that 
recognizes what you’re doing academically,” Michael 
said. “Especially when going into medicine, we learned 
about PKU in class. All they ever tell people is the bad 
side of it, what can go wrong. They never really tell you 
that you can live with it and be fine. It’s nice to have a 
condition like this and still be academically successful.” 

Michael also is confident and comfortable in 
living with PKU. His advice to young people with PKU is 
to be open about your diet with your friends and not be 
afraid to go to restaurants. He said many places 
nowadays have vegetarian options and chefs are 
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increasingly aware of food allergies, so restaurants are 
always accommodating. He said to not be afraid to order 
meat dishes without the meat, even if you get funny 
looks from strangers. 

“Don’t let PKU define you,” Michael said. “It’s 
only one part of your life. If you’re afraid of what people 
will think or what people will say, then you’ll never learn 
to live with it. In my experience, people are welcoming to 
it and find it interesting. 

“As far as the diet itself, it’s realizing how 
important staying with the diet is. Don’t expand to foods 
you can’t have. For parents, too, you have to ingrain in 
kids’ minds it’s really not your kids’ choice. It’s something 
you have to do. You’re going to have ups and downs, 
but remember how important it is.”  

  

 
Happy January Birthdays 

Name Day 
Caleb Arbuckle 1 
Amanda Wang 1 
Andrew VanKirk 2 
Benjamin Dickson 3 
Tanner Ringwalk 4 
Ethan Seth Woosley 4 
Joshua Stanfel 4 
Colin Kvam 7 
Shayna Irgang 7 
Carter Hirtle 7 
Ellie Munn 8 
Christiana Primeau 10 
Jack Martin 11 
Breanna Stewart 12 
Elizabeth Andrews 12 
Dusty Rodgriguez 13 
Sidney Dial 14 
Joshua Ranney 15 
Heather Matthews 16 
Madison Jade Camp 17 
Stephen Schulze 17 
Jonas Martin 20 
Levi Stasney 21 
Zachary Leaf 22 
Annie Berry 22 
Aaron Beller 25 
Tyler Brenneise 25 
Daniel Joseph Danko 26 
Keith Weaver 26 
Jonathon Evan Thomas 26 

Elizabeth Zabinski 27 
Henry Martin 27 
Kennis Bingham 27 
Lukas Voights 27 
Greg Reynolds 27 
Jacob Michael Commisso 28 
Declan Gallagher 29 
Joshua Horst 29 
Sara Brinsfield 30 
Cassandra Valvo 31 
Callie Zenda 31 
Jennifer O'Halloran 31 

 

 
Anna’s Vegetable Croquettes 

 

Here’s another Lancaster County low protein 
recipe for your enjoyment! 

180 g  diced potatoes 
2 Tbsp (28g) butter 
188g zucchini 
125g diced celery 
79 g diced onion 
2 pkgs G. Washington’s Golden Seasoning 
188g raw chopped carrots 
 
Cook, drain and mash the potatoes adding 

butter as they are mashed. Chop remaining vegetables 
into small pieces then cook and drain well. Shred the 
cooked vegetables. Mix together potatoes, seasoning 
packets and cooked vegetables. Drop by heaping 
teaspoons into your favorite low protein bread crumbs. 
Shape into balls and freeze for several hours. Remove 
from the freezer and deep fry in hot oil until browned. 
Drain on paper towels. The croquettes can be refrozen 
and reheated. To reheat, bake at 350 for 15-20 minutes. 

 
Only 18 phe and 25 calories per croquette- but, 

you’ll have to add the phe in the low protein bread 
crumbs. 

 
 
Please remember to notify MACPAD of your 

change of address- you will be placed in our inactive file 
if your newsletter is returned because of an incorrect 
address. Thanks!!!! 



18 
 

 
 

 

 
 

MACPAD Upstate NY Chapter 
 

Upcoming Events  

Stroll For Strong  
We will again be participating in the Golisano Children’s Hospital Stroll for Strong walk in 2009 at Genessee Valley Park, 
Rochester.  Our chapter, in coordination with the Clinic of Inherited Metabolic & Genetic Disorders, will be walking again 

as a team and holding a PKU Awareness picnic on May 30, 2009.  Last year, our team was one of the top 5 money teams 
and we raised around $5000 for the clinic!   

 
Spring or Summer 2009 Baseball Game 

We are starting to look into a fun event in coordination with Vitaflo.  Still in the planning stages, but are looking to feature a 
low protein meal and a baseball game.   

 

2009 Casual Brunch Gatherings  

Recently, two members of our chapter and I met for brunch and had a really nice time just visiting.  We thought it would be 
nice to plan an annual or bi-annual brunch gathering for any PKU mom or dad that would like to come.  This is just in the 
planning stages, but we would like to be able to get together more often with less overhead.  

2009 Spaghetti Dinner 

Our chapter would like to hold a spaghetti dinner perhaps in 2009.  We are looking into a location that is between the 
Rochester and Syracuse clinics so we can get more participation from those in Syracuse.  I have been in contact with a 
mom who would like to get more activities started in Syracuse and we would like to help them. 

  

Please join us for any or all of these events! 
 
Lori Commisso, MACPAD Upstate New York Chapter Chairperson 
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MACPAD Delaware Chapter 3rd. Annual Delaware PKU Spaghetti Dinner 

 

 

                                                                                             

 

 

 

Anne C. Kozek, RD, MS, LDN, Cambrooke Foods will be speaking about the School Lunch Program and 
Formula/Food Insurance Coverage  

 

Please bring your family and your appetite 

and join us for this fun event!! 

 

Please RSVP by November 8 email or phone 

to let us know how many will be attending or to volunteer: 

 

mnbamonte@comcast.net or call 302-652-4443  

Betsy.Voss@familyshare.info or call 1-800-262-3030 

 

 

 Dr.   

B

SAVE THE DATE!  

Saturday, 

November 22, 2008 

3:00 – 7:00 pm 

Dinner served at 3:30 pm 

Sponsors: 

Cambrooke Foods 

Nutricia 

  Biomarin  

 

Location: 

 

Asbury United Methodist Church* 

20-24 W. Mt. Vernon Street 

(Between Main & Market Streets) 

Smyrna, DE 
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Serving the PKU Community for 10 years, with chapters in: Southern and Northern New Jersey, Eastern and Western Pennsylvania, 
Upstate New York, Delaware and Ohio. 
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