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We, at MACPAD, also have some exciting new 

changes: a new newsletter editor, Paulette Wat-

son, who is excited to assume her new role and 

to provide the information that you want about 

events and happenings. Our MACPAD Chapter 

Chairman in DE, NJ, NY, OH and PA continue to 

strive for excellence in planning events that the 

PKU community wants and needs. Our Board of 

Directors is growing and changing and MACPAD 

also has a new President, Sharon Johnstone. 

And, we must not forget the wonderful PKU ven-

dors who generously support our walks, cooking 

demonstrations and other events with financial 

support and products. Now they’re even writing 

articles for the newsletter! 

This is a community that is working together! 

How exciting and vibrant can you get? You can 

join us! Volunteers are always welcome ( and 

needed). If you think you can devote some time, 

any time, contact info@MACPAD.org and we’ll find 

a place for you in this vital new community!    

 Sharon Johnstone, President 

 

The PKU community is an exciting, vibrant 

place right now! Changes and challenges are all 

around! People from all over the country are 

meeting, planning and getting ready for exciting 

events! 

The newly established National PKU Alliance 

NPKUA www.NPKUA.org is working to improve 

the lives of individuals and familes associated 

with PKU through research, support, education 

and advocacy while ultimately seeking a cure. 

Christine Brown is now the National Executive 

Director and is bound to take us in a new direc-

tion. 

MACPAD is proud and pleased to announce that 

Judy Griffith, our President for 8 years, has 

been elected as the Vice President of NPKUA. 

We are all confident in Judy’s abilities to help 

lead this group in the right direction. Judy has 

had experience in fundraising, leadership and 

volunteerism. She will remain on our Board of 

Directors as the representative to NKPUA. 

MACPAD volunteers were instrumental in pro-

viding knowledge and support to help create 

The National PKU Alliance. 

A letter from the MACPAD President. 

Join the largest group of PKU families in the 

area in celebration.  We would like to invite 

everyone to our 22nd Annual PKU Picnic on 

Saturday, August 1, 2009. This year’s family 

fun event will again be held at the Weaver 

Farm at 1179 Dry Tavern Rd, Denver PA from 

12PM to 4PM. 

We have a wonderful lo-pro buffet for every-

one to share and we ask that each family 

contribute one item.   We’d also appreciate if 

you would label the item with the amount of 

Phe so everyone knows the amount per serv-

ing. 

 If you wish to do so, you may bring items that 

are not lo-pro for the rest of your family or 

friends to share 

22
nd

 annual PKU picnic at Weavers Farm! 

mailto:info@MACPAD.org
http://www.NPKUA.org
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Getting to Know Your MACPAD Board Members 

By Lisa Lewis 

We are excited to introduce you to another member of the MACPAD Board of Directors. 

Erica Burkarth is MACPAD’s Western Pennsylvania Chairperson.  She is married and the mother of 

three children, two daughters and a son, AJ, who has PKU. From the beginning of her involvement 

in MACPAD she has been extremely active and a significant voice in helping to improve the lives 

of those with PKU, not only in Western PA but throughout our organization.  Here is what Erica 

has to share with us.       

 

How has PKU impacted your life? 

 

I have seen through the eyes of my son what it is like to be different.  Before having a child with 

PKU, I never thought much about what it must be like for a child to be different than his/her 

peers.  Now, I know.  I see my son try to act like it doesn’t bother him that he eats differently 

than the rest of his family and friends.  I see him struggle to put on a brave face.  Not only has 

this led me to become much more sensitive to other’s dietary concerns, it has made me more 

sensitive to any difference someone may feel self-conscience about.   At the same time, I appre-

ciate the diet for what it does for my son.  I feel blessed that I can control my son’s disorder.  

Many parents cannot say the same and would give anything to be able to do so. 

 

The kitchen has never been my favorite room in the house!  Before having a child with PKU I 

never cooked. The thought of making a recipe with more than three ingredients seemed impossi-

ble.  My husband and I often ate take-out and had menus piled high for restaurants that delivered. 

Once my son started to eat table food, I faced the kitchen head-on. I felt like I won an Olympic 

gold medal when I finally mastered bread making!  

 

 

UP CLOSE AND PERSONAL 

 22
nd

 annual PKU picnic at Weavers Farm!  

There will also be, farm animals (the babies are 

always so cute), hay wagon rides, pony rides, 

and barrel-train rides plus more!  Also, there will 

be PKU Bingo, as we always do. We will also be 

raffling off a genuine handmade Lancaster 

County Quilt! We plan to have the soft cream 

that we have had the last couple of years; it is 

really good! We invite all of the PKU families 

and vendors to join us in a relaxed, casual, out-

door atmosphere 

This beautiful quilt will be raffled off at the 

 picnic!.  Quilt donated by Log Cabin Quilt Shop 

in Bird-in-Hand, PA. 

This is a great opportunity to meet new friends, 

reconnect with old friend and spend the day 

eating, relaxing and sharing recipes, stories 

and new ways to get us PKU kids to stick to 

diet and drink our formula. It’s an experience 

you don’t want to miss! 

 

Registration is on line at www.MACPAD.org or 

by emailing Carol Barton @ cbar-

ton5409@yahoo.com or calling 717-872-7546. 

 

Ken C. Barton Jr., picnic chairman, MACPAD 

http://www.MACPAD.org
mailto:cbarton5409@yahoo.com
mailto:cbarton5409@yahoo.com
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UP CLOSE AND PERSONAL 

 

 

How has PKU impacted the lives of those in your family? 

 

Like me, my immediate family has become very sensitive to the dietary needs of others.  My mother 

and sister have been our support system over the last few years.  They have dedicated themselves 

to helping raise funds for research.  When AJ was diagnosed with PKU, they jumped in to learn eve-

rything they could about it.  Unfortunately, my extended family still does not understand the scope 

of the PKU diet.  Even as I try to educate them on the diet, they don't realize the importance of stay-

ing on diet.  Many extended family members think giving AJ regular pretzels or regular pasta is 

okay.  They see AJ as a healthy four-year-old boy; not realizing the diet is what makes him that.   

 

How did you decide to join MACPAD as a Board Member? What main focus/goal did you have in mind 

when you decided to serve the entire PKU community by Board participation? 

 

When my son (who is now almost 5) was an infant, I went with my family to our first MACPAD func-

tion. It was there that I met Bob and Sharon Johnstone.  After a few discussions, I decided to hold a 

Pittsburgh Walk for Research. The decision to join MACPAD as a Board Member came naturally after 

that first walk.  My main goal when I joined as a Board Member was to raise money for research. I 

have since found equally important goals -- awareness and education. 

 

How do you envision MACPAD growing in the next 5 years? Regionally/Nationally/Locally  

 

Funding is truly the limiting factor in the advancement of PKU research. Through education, support, 

and the funding of research, I envision MACPAD continuing to enrich the lives of those with 

PKU.  Ultimately, I hope for a cure by the time my son reaches early adulthood.  By working together 

with the newly formed National PKU Alliance (NPKUA) these goals are attainable. 

   

What has been your most rewarding experience with MACPAD? 

  

As a mother, I want to do whatever I can to help my son. In doing so, I have met so many wonderful 

families who also live with PKU. They have been an inspiration 

to me. Working with these families whose goal is the same - to 

help their loved one and assist in the advancement of PKU re-

search - has been such a rewarding experience. 

 



4 

 So you finally got that veggie burger recipe to come out perfectly. Success! You’ve had a 

string of consistently low phe levels for a while now, or you’ve found a nice restaurant that has 

a bunch of PKU-friendly meals so you aren’t afraid to eat out anymore. More success! Maybe 

you or your child has conquered the challenges of the PKU diet and excelled in academics, mu-

sic or art. All of these incidents are examples of finding success with the PKU diet, and I could 

list many, many more. 

 

However, I think one often overlooked example of success with PKU can be found on the 

athletic field. As a former high school athlete and a sports journalism major in college, I have 

seen how physical abilities like strength and speed can make or break an athletic career. Eat-

ing the right foods to build muscle or lose weight is as important to an athletic career as what 

skills an athlete possesses on the field, court or in the pool. It may seem impossible that peo-

ple with a very restricted diet — one missing proteins and carbohydrates needed by athletes for 

muscle mass and energy — could find success at high levels of athletic competition. However, 

my brother is a great example of finding this athletic success while living with PKU. 

 

 John has a storied football career, one that is still unfolding. He recently finished his 

freshman year at Franklin & Marshall College, where he not only played football but also 

started at quarterback. He was the first freshman to quarterback the F&M team since 1979. 

The Diplomats finished this past year with a 4-6 record, and John threw for more than 1,300 

yards and 14 touchdowns, tying a conference touchdown record for a freshman quarterback. 

 

 Make no mistake, preparing to play at the collegiate level while staying on the PKU diet 

hasn’t been easy. In the off-season, players are expected to lift weights four days a week and 

run 300-yard shuttle sprints and other drills every day. Once the preseason camp begins in Au-

gust, it’s practice all day long, all week. 

 

 ―With football, it’s obviously hard because it puts me at a disadvantage because you 

have to be big and strong,‖ he said. ―Where everyone can go to a store and buy protein shakes 

to help add muscle mass, that option is not available for me. I have to put more hard work into 

[my workouts].‖ 

 

My brother has always had excellent phe levels between 2 – 6 mg/dl and hasn’t let this disad-

vantage discourage him from doing extra work to be the best athlete he can be. 

 

 

FRESH THOUGHTS ON LIVING WITH PKU 



5 

 ―I focus more on what I’m eating by giving myself as much as I can in the way of calories 

and carbs to help in muscle-building and my workout regimen,‖ he said. ―I eat a lot more low pro-

tein foods now than before I was a serious athlete.‖ 

 

 Some of his low-protein favorites include Brookelyn Dogs from Cambrooke Foods, home-

made pizza and bread from my mom, and Maddy’s Energy Option bars, ―which are big calorie 

boosters,‖ he said. In addition to his Phenyl-Free2, he also takes an extra formula called 

Phenylade MTE Amino Acid Blend for extra protein. 

 

John has loved football from the time he could hold a ball. There is a picture hanging in his 

bedroom, a caricature of him at age 3, showing him playing football. He started playing quarter-

back in fifth grade, his first year of organized football, and he soon dedicated himself to learning 

all he could about the position and perfecting his skills. 

  

At La Salle College High School in Wyndmoor, PA, John made a name for himself as the 

starting QB for three years. He led the Explorers to the Philadelphia Catholic League Red Division 

Championship in 2006, garnering three all-Catholic League selections and three all-city selec-

tions from the Philadelphia Daily News. He also was awarded the Mini Maxwell Award from the 

Maxwell Club and the National Football Foundation and College Hall of Fame’s Student Athlete 

award. A two-time captain, he finished his career with 532 completions on 910 pass attempts, 

both Philadelphia city records, according to the Philadelphia Daily News. His 5,810 career pass-

ing yards and 66 career touchdowns rank second in city history, according to the Philadelphia 

Daily News. On October 11, 2007, the Philadelphia Daily News even published an article about 

John and his PKU. 

 

  And for John, football success and PKU diet success have come hand-in-hand throughout 

his life. Lessons he learned as a boy about working hard and being responsible for his diet 

shaped his approach to football. 

 ―To be successful on the diet, you need to work hard to eat the right foods and maintain 

the proper phe levels,‖ he said. ―I take that quality of hard work I learned from living with PKU to 

my athletic endeavors and it helps me understand how hard I really have to work to be success-

ful in sports. 

 ―It also helps me as a quarterback because you are responsible to care for your PKU and 

also on the football field you are responsible to lead the offense as well as know … what every-

one else has to do to execute the offense.‖ 

 Although PKU has added extra challenges to his athletic efforts, he says he wouldn’t have 

it any other way. 

 ―I feel like my success has come from the hard work I’ve put into my workouts,‖ he said. 

―Without my experiences from PKU, it would be a lot easier to quit workouts, to not put the work 

in, but PKU helped me realize that I have to do things I don’t feel like doing in order to be suc-

cessful.‖ 

 

By Virginia Harrison 

FRESH THOUGHTS ON LIVING WITH PKU 
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Applied Nutrition Cautions: 
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Join the Cambrooke Foods lunch line! 

 

Participating in a school lunch program for a child is as impor-

tant as participating in classroom activities and it may be the 

social as well as the culinary highlight of your child’s day.   

Knowing that your child fully participates in the ―lunch line ex-

perience‖ and is being served a nutritious low protein lunch will 

come as a relief to you as well as freeing you from the brown bag 

lunch prep job.  

 If you would like your child to be a part of the school lunch experience, get a copy of  Cam-

brooke’s School Lunch Program, a guide to the process for you and the school.  Do this now 

so all is in-place before the start of the school year. 

Cambrooke Foods School Lunch Program contains two parts: Parents Guide 

and Food Services Guide.   The Parents Guide contains instructions and tips, 

the medical forms that your medical practitioner can use to indicate to the 

school that your child has a metabolic disorder and the laws that require that 

(public) schools supply the special meals at no extra charge to students 

(stated in Providing Special Meals to Children with Disabilities – USDA’s Non-

discrimination Regulations, 7 CFR Part 15b). 

Many parents are hesitant to point out to their school administration that their child has an 

approved disability, but in this case, you must bite the bullet and use the facts to your advan-

tage.  (These disabilities are clarified under section 504 of the Rehabilitation Act of 1973 and 

the Americans with Disabilities Act (ADA) of 1990.)The Food Services Guide contains a short 

course on metabolic disorders, suggested low protein meals that parallel regular school 

lunches, menu ideas and food ordering information.Don’t be surprised if your school objects to 

supplying food to your child.  Chances are that the disorder is not fully understood and you 

are just one of the many parents that have approached their department about your child 

needing a ―special diet‖. 

Once all is clarified, the public school probably has two options for funding this expense to 

the food services department.  Most common, because this is not an extreme expense, the 

School Districts’ General Fund is used.   The other option is to use IDEA funding which in-

volves filling out special paperwork to develop a plan for your child.  (This is the same proc-

ess that is used for students requiring special assistance for learning disabilities.) 

If you do meet objections from your school, and need the help of the 

USDA, the State Contacts can be found at the following web address.  

http://www.fns.usda.gov/cnd/Contacts/StateDirectory.htm  

If your child would like to join the school lunch line, contact Cam-

brooke Foods for your copy of the School Lunch Program. 
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Soups On! 

 

soups are satisfying, healthy and welcome 

at 

PKU Perspectives 

a quick-to-cook meal idea with all the flavor and goodness 

    you'd expect from something you spent hours to prepare 

 

 

A blend of sweet basil, veggies, and tri-color spiral pasta in a rich tomato soup 

with an Italian flair. Easy to prepare, very delicious and a great value with 25-

1cup servings per bag. Protein:2g/1 cup serving PHE:57mg/1 cup serving Case:1-

2.59lb Bag *FREE SHIPPING-Continental USA* 

 

 

 

 

                                           

 

Spell out your name while enjoying the natural goodness of this hearty vegetable 

soup. Easy to prepare with 25 servings per bag. Protein:2g/1 cup serving 

PHE:50mg/1 cup serving Case:1-3lb Bag *FREE SHIPPING-Continental USA* 

 

 

 

 

 

                                      NEW!  

A cheesy potato soup with broccoli florets and hearty fusilli pasta (tight little 

pasta springs). Easy to prepare with 25 servings per bag. Protein:1g/1 cup serv-

ing PHE:50mg/1 cup serving Case:1-3lb1oz Bag *FREE SHIPPING-Continental 

USA* 

                                                                                                       

    www.pkuperspectives.com 

1-866-PKU-FOOD 

http://click.icptrack.com/icp/relay.php?r=13004207&msgid=274892&act=5KTT&c=242079&admin=0&destination=http%3A%2F%2Fwww.pkuperspectives.com
http://click.icptrack.com/icp/relay.php?r=13004207&msgid=274892&act=5KTT&c=242079&admin=0&destination=http%3A%2F%2Fstores.pkuperspectives.com%2FDetail.bok%3Fno%3D260
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A big tree and a little plant stood side by side at the edge of a 

forest. One big and strong, spread itself out. The other, deli-

cate and willowy, bent under the slightest touch of breeze.  
 

At the edge of a forest, stood a big tree. Its branches spread 

out majestically and so did its roots. It shielded people from 

the sun under its shady leaves, and provided shelter to countless birds and other 

small creatures in its branches. It buzzed with activity all the time.  

 

At the foot of the tree grew a little plant. The plant was willowy and delicate, and 

tended to keel over at the touch of the slightest breeze.  

 

One day, the two neighbors were having a little chat.  

 

"Well, little one," said the tree to the plant, "Why do you not plant your feet deeply in 

the ground, and raise your head boldly in the air as I do?"  

 

"I see no need to do so," whispered the plant with a smile. "Actually, I think I may be 

safer this way."  

 

"Safer!" sneered the tree. "Are you suggesting that you're safer than I am? Do you 

know how deep my roots are buried, how thick and strong my trunk is? Even if two 

men hold hands they would not be able to surround my trunk. Who could possibly 

pluck me by the roots or bow my head to the ground?"  

 

And the tree turned away from the plant in a great huff.  

 

But the tree was to regret its words very soon. One evening a great hurricane arose in 

the region. It hurled the trees off their roots and almost completely destroyed the for-

est. It uprooted the neem tree and hurled it away with great force.  

 

When the storm had passed, the villagers living nearby surveyed the damage. Mighty 

trees that had once almost touched the sky, were now reduced to stumps or worse. 

The forest was littered with their carcasses.  

 

But there was one exception. The little plant. The plant had been tossed and turned 

under the fury of the hurricane, and bent completely. But when the hurricane ended, it 

sighed and stood upright again.  

 

No trace remained of its mighty neighbor though.  

 

 

FROM 

PITARA KIDS NETWORK 

 

 

PKU Blog 

 

Interest in PKU certainly is world wide as people visiting the MACPAD website attest. 

During the month of April, we had 6,401 visitors from the USA, 264 from Europe, 71 

from China, 5 from the Republic of Korea ( 3 more than we had in March), 2 from Iran ( 

1 more than we had in March) and others from all over the world. The total during 

April was 7,004 people who visited our site. Have you added the site to your favor-

ites? Four hundred seventy people added us to their list in one month. People are ac-

cessing the calendar for events and downloading the pages announcing upcoming 

events. Pictures of past events are present. It is a great way to stay informed about 

all the activities of MACPAD Chapters. MACPAD items can be purchased through the 

website. The site will keep you informed about PKU research, MACPAD funding of re-

search, support links and connections to the National PKU Alliance. 

FOLKTALES FOR KIDS 

―THE MIGHTY‖ 
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Come out for food, games, moon bounce, face painting, pumpkin 

painting, basket auction, Elmwood Park Zoo on Wheels, Larry ―The 

Hatman‖ to entertain the kids, special guest speakers, PKU vendor 

tables (Biomarin, Cambrooke, Vitaflo, Applied Nutrition, etc). And 

vendor tables (Tupperware, Pampered Chef, Lia Sophia, etc). 

MACPAD PKU Awareness Events and Activities 
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            FREE TICKETS!!  RESERVATIONS REQUIRED!!  

             Limited tickets available (first come, first served) 

 

TAKE ME OUT FOR LOW PROTEIN PASTA & A BASEBALL GAME!  

COME EARLY: 10:30 am – 1:35 pm 

                        Family Fun Fest: inflatables, games & baseball museum 

                             12:30 pm  Gates open – Frontier Field One Morrie Silver Way,  

                   Rochester, NY    14608-1754   

Phone: 585-454-1001 www.redwingsbaseball.com   

Parking $5         

12:35 Check in at ―The Nest‖ pavilion area beyond right field    

 

   Menu for Regular & Low Protein Choices – Vitaflo treats you to a party! 

                             - Regular Pasta                                 - Low Protein  Pasta  

                            - Marinara Sauce (no cheese)           - Meat sauce 

                              - Regular & Low Protein Bread         - Fresh fruit salad 

                              - Salad & Asst Dressings                   - Beverages 

                    - Low Protein & Regular Dessert Table 

 

THANKS Red Wings for ticket donations & visit by Spikes and Mittsy (mascots)  

THANKS PKU Perspectives, Ener-G Foods & Taste Connections - food donations!  

 

     NY Red Wings vs. Norfolk Tides Game (1:35)  – Watch for our name on the matrix board. 

      Vitaflo has seats reserved in the same section for this special group. Vitaflo will provide     

low protein snack bags for patients to enjoy. No other outside food is permitted; 

concession stands are available. Kids can run the bases after the game.            

   

                     Sponsored by: Vitaflo USA’s ―Formula for Fun‖ Program 

                     Fast, easy & innovative formulas that help ―on the go‖ people  

                  keep healthy & fit! Stay on the ball &  hit ―home run‖ lab levels!! 

      www.vitaflousa.com 

 

Bring the family, meet new friends, relax, enjoy a delicious meal, cheer for  

the NY Red Wings & have a fun Sunday!  Registration required (see next page!) 

 

                                    MACPAD Upstate NY Chapter 

                                     invites you and your family to…               

                                    NY Red Wings Pasta Party & Baseball Game 

http://www.redwingsbaseball.com/
http://www.vitaflousa.com/
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REGISTRATION FORM 

 

(RESERVATIONS REQUIRED - Must be postmarked by July 18, 2009) 

New York Red Wings Party & Baseball Game 

This invitation is for people with metabolic disorders and their guests. 

                                             Sunday, Aug 23, 2009 12:30-4 pm. 

 

Registration Instructions: 

The patient is our guest - there is no charge for the patient’s meal & game ticket. 

Each patient is allowed 2 guests - parent(s)/guardian(s), friend(s) or sibling(s) free of 

charge (this includes the meal on page 1 & baseball tickets. This is a $75 value!).  

Additional guest(s) are welcome for the cost of $20 each (for a meal + a baseball 

game ticket). NOTE: Children 2 and under will not receive a game ticket (they can 

enter the ball park free if sitting on someone’s lap – no separate seat). If they need 

their own seat, please include a note that states they need a ticket for a seat. 

There is no charge for children 2 or under. If you have 2 people with metabolic dis-

orders in your family, please make a copy of this form and each person is allowed 2 

guests free of charge as indicated above. 

Scholarships are available for those in need:  some scholarships are available to be 

sure your whole immediate family (parents & siblings only) is included in this event 

for a reduced fee. Please call Lori if you need a scholarship - she can help you fill in 

your registration form correctly so your entire family can attend this exciting event. 

We want all families to be able to attend this fun day together! 

Please print information below, circle Adult/ Child & age for child.  NOTE: Age 2 and 

under are FREE OF CHARGE if they sit on a lap – please include his/her name on be-

low form.  

NOTE: Clinic staff – fill out clinic staff employee name under Pt and indicate STAFF) 

We plan to attend:   Meal & Game ____     Meal ONLY ____       Game ONLY ___ 

Patient’s Name:    First _______ Last ___________Cost $ 0  Age: _____ 

Guest: #1: Name, First _______ Last ___________Cost $ 0  Adult/Child age __  

Guest: #2: Name, First _______ Last ___________Cost $ 0  Adult/Child age __ 

Guest  #3: Name, First _______ Last ___________Cost $20 Adult/Child age __ 

Guest: #4: Name, First _______ Last ___________Cost $20 Adult/Child age __   

Guest: #5: Name, First _______ Last ___________Cost $20 Adult/Child age __ 

Guest: #6: Name, First _______ Last ___________Cost $20 Adult/Child age __ 

                                                                 Total Enclosed:   $___ 

Enclose check (no cash please) made payable to: Vitaflo USA   Mail to: Lori Com-

misso, 

6122 Hanover Rd, Farmington, NY 14425 or e-mail to: jmcommisso@frontier.net.net 

Patient Address: _______________   City_____________ State __Zip______ 

Email: _____________ Phone: Day:_______________ Eve:________________ 

PLEASE make a copy of this form before you mail it. 

 

mailto:jmcommisso@frontier.net
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 MACPAD PKU Awareness Events and Activities 

1
st

 Annual MACPAD Upstate NY Chapter PKU Friendly 

Spaghetti Dinner and Fundraiser 

 

 

 

 

 

The Golisano Childrens Hospital Clinic of Inherited Metabolic & Genetic Disorders, Center for De-

velopment, Behavior and Genetics in Syracuse, and the MACPAD Upstate NY Chapter held the 

first PKU friendly spaghetti dinner on Sunday April 26, 2009.  It was held in beautiful Seneca 

Falls which is a quick 45 minute drive central to Rochester, Syracuse, and Ithaca!  We had al-

most 70 people in attendance!  What a great turnout!   

 

The dinner included spaghetti and meatballs, salad, bread, and ice cream and brownies for des-

sert.  For our low protein guests, they also had spaghetti and veggie meatballs and  breadsticks 

as well as low protein ice cream and delicious brownies.  The members of the Italian SMS center 

out did themselves on the homemade sauce and meatballs!  Eileen Blakely and Jane Deluca from 

the Rochester clinic spoke and there was games for the kids to play.   

 

We raffled off wonderful items such as the boston clinic’s 'What Can I Eat' cookbook, MACPAD t-

shirts, MACPAD golf shirts, MACPAD cookbooks, a Taylors book, SHS Pasta, and a Nutricia gift 

basket!  Biomarin donated an IPod for our raffle and the kids were very excited about that raffle 

item!   The 2009 PKU t-shirts were also available and we raised $332 for PKU research and to 

support our national effort with NPKUA! 

 

We would like to thank Vitaflo for attending, PKU Perspectives for sending gift certificates for all 

families, Cambrooke Foods for donating low protein brownies, bread sticks, and a gift certificate 

for our door prize, and Nutricia for donating pasta and sending a gift basket.   Special thanks 

goes to Biomarin for attending and supporting this dinner.  In addition, I would like to thank 

Julita Klopocka-Niemiec from the Syracuse clinic for attending. 

 

On behalf of the organizers, Chris Kramer, Lori and Steve VanKirk, Eileen Blakely, and Lori Com-

misso, we would like to thank everyone who attended and helped to make this first dinner a suc-

cess!  
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MACPAD PKU Awareness Events and Activities 
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MACPADs’ Western PA Walk for Research- May 23, 2009 

      

 

The sun was shining, the kids were bouncing, and the families were walking! We had a beauti-

ful sunny afternoon for the Pittsburgh PKU Walk for Research, May 23
rd

 2009. Families from 

PA and West Virginia came together to help raise funds for research, to visit with low protein 

vendors and to enjoy the activities. 

The kids bounced the afternoon away, filled up on cotton candy and Rita’s Italian Ice, and got 

some fun time in with the clowns. The North Star Kids performance was a huge hit. The kids 

performed well known Broadway song and dance numbers and wore the PKU shirts to show 

support! Kids and adults loved the performance.  

 

    

  

Almost $20,000 was raised for PKU research. MACPAD is grateful to everyone that came to 

the walk and showed support. Knowing how hard it is to raise money in this economy, we 

really appreciate all the efforts in collecting donations. Thank you to everyone that helped to 

make the walk such a success! Families made new friends and left the walk with arms full of 

low protein samples, new t-shirts, and creative baskets won during our very popular raffle. 

 

Editors note:  This newsletter is meant to relay information about products and individual feelings.  We do not at-

tempt to replace advice from your physician or clinic on the treatment of  metabolic disorders. 

MACPAD PKU Awareness Events and Activities 
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MACPAD PKU Awareness Events and Activities 

 Second Annual PKU Golf Outing 

 

 

Funds raised go to MACPAD and PKU Research in hopes of developing better treatments and dis-

covering a cure. 

 

When:  Thursday, Sept. 10
th

, 2009 

 

Where: Rock Manor Golf Course 

  1319 Carruthers Lane 

  Wilmington, DE  19803 

 

Time:  11:30 BBQ Lunch 

  12:30 Shotgun Start 

 

Cost: $90.00 (includes BBQ lunch & Beverages, round of golf, carts with GPS, Give-a-ways 

and T-Shirts plus awards immediately following 

 

Other Info:   We will have Mulligans, a 50/50 and raffle tickets for some great prizes  

 

RSVP:  By August 15th at mnbamonte@comcast.net or 302-652-4443 

Immediate Response Appreciated (We can have this as a private event if we have 

the numbers) 

**Please reference the number of players you are responding for and if you would 

like to play with any specific person or foursome. 

 

Payments: Funds due August 15
th

.  Please make Checks payables to: MACPAD 

Mail to: 

  2219 Fairfax Blvd. 

  Wilmington, DE  19803 

 

mailto:mnbamonte@comcast.net
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MACPAD Western PA Chapter PASTA BOWL  

Seventy four people from W PA and WV gathered at the Funfest Entertainment Center on Sunday, 

March 22, 2009 for a Pasta Bowl Party sponsored by Vitaflo USA.  Families with children with 

PKU and GA-1 met and enjoyed an afternoon of bowling and games. Erica Burkarth, W PA 

MACPAD chairman, updated the group on plans for the upcoming May 23rd PKU Walk. Nicole 

Payne, Judy Henry and Jackie Hover of Children’s Hospital of Pittsburgh joined in the fun.  A 

grand buffet of pasta from Spaghetti Warehouse, bread, salad, vegetables and fresh fruit was en-

joyed by all. The sweet ending to an exciting day was the low protein dessert exchange. Each 

family brought a low protein dessert and recipes and a container to bring home the sweet treats. 

Vitaflo USA’s Consultant Dietitian, Monica Cengia, who planned this event through Vitaflo’s For-

mula for Fun Program, brought Vita Bite Easter bunnies, bubbles and other fun surprises. Eight-

een metabolic patients seen at Children’s Hospital of Pittsburgh ranged from 2 years to 13 years 

old.  Thanks to Dietary Specialties, PKU Perspectives and Taste Connections for their generous 

donations of low protein food. Thanks to the staff at Children’s Hospital of Pittsburgh Genetic Of-

fice for mailing the flyers and to Erica Burkarth for promoting the event. Thanks to Vitaflo USA 

for paying for the bowling and meals. All went home with happy smiles, 

plenty of delicious food inside, treats for spring and new friends to look forward to seeing at the 

PKU Walk!                                                         Visit:  www.vitaflousa.com  

http://www.vitaflousa.com/
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MACPAD Eastern PA Chapter 

The 2
nd

 Annual Children’s Easter Egg Hunt & PKU 

Sunday Brunch 

Easter came early this year for some PKU families in 

the tri-state area. MACPAD’s Eastern PA Chapter held 

its 2
nd

 Annual Children’s Easter Egg Hunt and PKU 

Sunday Brunch at Fame Fire Company’s Silsby Room 

in West Chester, Pa.on  Sunday, April 5. The event 

was attended by over 100 people, representing about 

25 families from the PKU community. Each family 

brought a PKU-friendly dish to share, resulting in an 

extensive buffet of delicious low-protein goodies. 

Brenda Winiarski from Cook for Love was also in at-

tendance. Brenda is a culinary school graduate who 

has adapted many of her favorite recipes for the PKU 

diet. Her banana bread, bagels, and French toast 

were outstanding. She is currently developing her 

company website, where she will share her amazing 

recipes and give advice on low-protein cooking. We 

all look forward to the site’s launch, later this Spring. 

Representatives from Applied Nutrition, Biomarin, 

and Vitaflo were also present, answering questions, 

giving out free samples, and supplying information on 

various products. Other PKU-friendly companies that 

contributed to the day were Ener-G, Lil’s Dietary 

Shop, Cambrooke, PKU Perspectives, and Uncle 

Henry’s Pretzels.  We would like to extend our great-

est appreciation to each of these companies. 

 

 

 

 

 

 

 

Angelina DeCosmo & Poppop 

 

The day included several egg hunts for children of all 

ages, and raffle prizes featuring sporting memora-

bilia, low-protein foods, and toys. PKU Awareness T-

shirts were available for order, as well as wristbands 

promoting PKU research. The raffles and donations 

raised over $600 for PKU research, funding, and fu-

ture events.  

The day was topped off by a surprise visit from the 

Easter Bunny, who graciously sat for photos with 

children, both crying and dry-eyed.  Finally, much ap-

preciation and heartfelt thanks must be expressed to 

MACPAD Eastern PA Chair Kim DeCosmo, who 

planned and coordinated a truly magical day. We all 

look forward to next year’s event with much anticipa-

tion. 

We look forward to seeing you at one  

of our future 2009 events: 

Summer 2009 -Annual PKU Picnic in Lancaster, Pa 

Fall 2009 – Potential Fall Fundraising Festival 

Fall 2009 – Biomarin Philadelphia Zoo Day 

For more information about our chapter or to be in-

cluded in our emails, please send an email to Kim 

DeCosmo – kimdecosmo@hotmail.com 

 

 

Patrick Guinan with the 

Easter Bunny 

 

 

mailto:kimdecosmo@hotmail.com
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Hi OH Friends, 

 

The 1st Annual OH PKU Walk at Hubbard Park in 

Medina, OH was a great  event on a sunny day! 

About 65-70 people came with 11-12 PKU pts. Of 

all ages. Three adult PKU pts. attended. The 

families came from Toledo, Cambridge, Akron, 

Cleveland, Medina and Cincinnati and repre-

sented 7 of OH's 8 metabolic clinics - Cleveland 

Clinic, Rainbow Babies, Metro 

Health, Akron Children's, St. Vincent Children's, 

Cincinnati Children's and Nationwide Children's. 

Judy McConnell, RD from Rainbow Babies at-

tended with husband, Jim, and spoke about PKU 

Camp. Shelly Cribbet, MACPAD Ohio Chairperson, 

updated the families on OH happenings. She did a 

fantastic job of organizing this event, supplying 

MACPAD t-shirts, PKU 

recipes, low protein snacks, wristbands and 

more. Heather from Nutricia brought a dessert, 

beverages and raffle basket, Heather from 

Biomarin  had many giveaways and snacks. 

Monica from Vitaflo brought fresh fruit, Vita Bites 

and bubbles and donated the delicious Buca di 

Beppo meal. The walk around the lake was re-

freshing and beautiful. The park had a 

Great playground for the kids. Best of all, this 

group had lots of time to meet each other, share 

their stories and enjoy their very first PKU Walk. 

Thanks to all of the metabolic clinics for promot-

ing this worthwhile and fun event.  

 

Please see attached pictures! 
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―Ohio 2009‖ 

 

 

Ohio is proud to announce that we have raised $21,225.00 and still have money coming in! 

MACPAD hosted our 1st Annual Northern Ohio Walk with great success! 

We were able to walk away from the event with a committee to help MAPCAD plan more 

events for Northern Ohio, including a walk again next year! 

 

We also held our regular walk, now known as the ―Southern Ohio Walk‖. 

Despite fears of rain, we had beautiful days for both events. A special 

―Thank You‖ to the vendors that came to one or both of the walks and to 

One Stop Tool Rental for donating a tent to keep us dry! We couldn’t host 

our events without you! 

 

Ohio has several more events happening this year, BioMarin has asked us to 

share that they are having a Kuvan event July 25th at the Cleveland Zoo, 

admittance to the zoo, the event and lunch is at no cost. Vitaflo and our Rep. 

Monica Cengia are hosting a Halloween Themed Spaghetti lunch on October 

25th in Strongsville and we are still having out Annual Cooking Demo with a 

stay at the Wolfe Lodge in Mason on December 5th. Contact me for details 

on any of the events @ cribbets@hotmail.com or (513) 266-5322! 

 

 

Thanks again for another successful year! To all our family, friends and coworkers, 

we are touched by your continued support. 

Shelly Cribbet 

MACPAD PKU Awareness Events and Activities 
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GRANDMA’S CORNER 

Dear Grandma, 

How has the PKU community changed over 

the last several years? 

 

I would love to talk about all the things that 

have happened in our lives since our 2 

grandchildren with PKU were born.  Our big-

gest success with PKU is getting over the 

terrifying fear you get when you first hear 

those words that your child or grandchild 

had PKU.  The word that stuck in the brain 

of most of us was the word retarded.  Once 

the initial fear wore off, we got lucky we 

found the listserv.  In our case, it had just 

started 2 weeks before our granddaughter 

was born almost 12 years ago.  I posted a 

message and said our granddaughter had 

PKU, and asked what is it and what do we 

do about it?  The PKU community rallied 

round us and first of all told us there was 

nothing to fear that she would be fine and 

would grow up like any other child.  They 

were right she is a very bright special young 

lady now.  Our fears were unfounded. 

 

Over the years so many good things have 

happened for us.  The selection of foods at 

that time was very small.  There were some 

baking mixes, but most of us used wheat 

starch to make our breads and pizza’s etc.  

The formula was really nasty to take and 

that was the biggest struggle in the begin-

ning to get her to drink it.  Now there are so 

many flavors and variety’s you can have 

your choice. 

 

Social gatherings among PKU families are 

the most important changes of all ,in my 

opinion.  At these gatherings many friend-

ships are born and much advice is sought 

and given.  Talking to other families about 

how they handle certain situations is a huge 

help.  Most times you will find out that your 

instincts are right and you are doing a better 

job than you thought you were. 

 

 

We go to a picnic every year in Lancaster, Penn-

sylvania.  It is special to meet with all our friends 

again and we have fund raising events to help fur-

ther the research needed for our children.  By hav-

ing a quilt raffle, money is raised and someone is 

lucky enough to win a beautiful handmade quilt. It 

works well for everyone.  MACPAD also has two 

PKU cookbooks for sale. 

 

There are many ways of raising money for re-

search, from golf tournaments, PKU walkathons, 

to bake sales.  Anything you can do to raise 

money benefits everyone.  MACPAD has been a 

huge help for us.  Because of MACPAD, we not 

only get to share in the Pennsylvania events, we 

now have our own MACPAD Chapter in Delaware.  

Another success for us all that we can celebrate. 

 

Not only have we been lucky enough to have so 

many foods now available for us, there are new 

breakthroughs in formulas and medicines.  My 

granddaughter never liked her formula.  She did 

drink it, but she has a small appetite and it would 

fill her up, so she didn’t eat much.  When the pills 

to replace the formula came out, she started tak-

ing them instead of the formula, and she loves it. 

She now eats much better and has grown so much 

we are amazed.  Her brother on the other hand, 

loves his formula and is not on the pills.  Both chil-

dren are now on Kuvan.  While their levels have 

gone done some, they did not go down as much as 

my daughter had hoped, but there is an upside to 

this story anyway.  Apparently they aren’t the only 

children to benefit from Kuvan other than their 

levels. Their behavior is better, no anxiety prob-

lems and they just feel better.  They will be stay-

ing on the Kuvan for these extra advantages we 

hadn’t anticipated. 

 

Twelve years ago, we couldn’t have anticipated 

all the changes and success we have had.  The 

world isn’t scary anymore, we know our children 

will be just fine and we have many new friends 

that we would not have had otherwise.  Just think 

what the future holds for us.  We are very lucky to 

be so fortunate. 

 

Love, 

Grandma 
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          NAME                                                  Date               

 Bryce Steach    1 

 Kaylee Downey  1 

 Krista Hirons  1 

 Skyler Searfoss  1 

 Ariana Spinney  2 

 Meredith DeRemigro  2 

 Jessica Zimmerman  3 

 Jesse Conti  3 

 Elliot Althof  4 

 Allen Heyler  4 

 Michael Atkins  5 

 Emily Warren  6 

 Jacob Stasen  7 

 Kathleen Bellini  8 

 Walker Hadley  9 

 Hannah Worley  9 

 Joshua Turner  10 

 Bryce Steach  11 

 Christopher Carlson  13 

 Brian Phillips  14 

 Haley DePasquale  15 

 Mariah Jones  15 

 Susie Wengerd  16 

 Claire Zimlinghaus  18 

  Cecilia Mercurio  18 

 Matthew Demsey  20 

 Zachery Wilt  20 

 Reagan Hall  22 

 Micheal Esh  22 

  George Kamarados  24  

  Ally Hall  24 

 Marissa Marcellino  24 

 Elizabeth Kaden  25 

 Kristi Boverhuis  26 

 Austin Shultz  27 

 Jennifer Doupe  27 

 Glenn Samuels  28 

 Jessica Smith  28 

 Logan Persee  28 

 Sophia Hostetler  28 

 Sophia Renae   28 

 Erli Shima  29 

 Cameron Barnes  29 

 Stephen Hazuka  29

 Olivia Rose Stewart  30 

 Natalie Ryba  30 

 Brian Loughlin  31 

 Danielle Barckett  31 

  JUNE 

   Veronica Perkins  2 

 Angelina DeCosmo  2 

 Rebecca Schulze  3 

 Evan Gill  4 

 Victoria Russo  4 

 Hannah Rodes  5 

 Oliver Pasterczyk  5 

 George Cassidy  5 

 Kaitlin Baker  6 

 Annie Dirig  6 

 Samantha Ranney  6 

 Abigail Hume  7 

 Cory Madden  7 

 Matthew Antonucci  7 

 Jackson Ponzo  8 

 Zachary James Raitz  9 

 Breanna Hardy  9 

 Lucas Pochily  10 

 Byan Al Thorjaini  10 

 David Abeln  10 

 Leah Frommer  11 

 Brady Holman  12 

 Allen DeNisi  12 

 Sheldon Lapp  12 

 Christina Purpura  12 

 Zachary McEntee  14 

 Kyle Stoltzfus  14 

 Josh Bigham  15 

 Tony Kratochvil  17 

 Amelia Martin  18 

 Andrew Halushka  19 

      NAME                                                  Date                                        

  

   Braden Mullen  19 

 Wendy Harppinger  19 

 Danielle Longo  20 

 Frances Del Castillo  20 

 Karleigh Davidson  20 

 Kacie DePasquale  20 

 Debbie Gardecki  21 

 Brady Holman  21 

 Alex Vickers  21 

 Carolyn Delaney  22 

 Hannah Hawk  23 

 Lisa Roth  23 

 Stephanie Krupilis  23 

  Ashley Dorion  24 

 Lindsay Humphreys  24 

 Korben Kiessling  25 

 Amanda Cosburn  26 

  Jackson Moore  27 

 Michael Rurkowski  27 

 Sarah Simonson  28 

 Haley Rudder  28 

 Chad Eilers  29 

  Sarah Simonson  28 

 Haley Rudder  28 

 Chad Eilers  29 

  JULY 

 Izaak McFadden  1 

 Chad Haeberle  2 

 Terry Haney  4 

 Amanda Waschak  5 

 Brandon Niehaus  5 

 Christina Boras  7 

 Ariel Siciliano  7 

 Zachary Alwein  7 

 Grant Kelly  7 

 Edwin Whaley  7 

 Ezra King  8 

 Cameron Paolella  9 

 Owen Maxfield  11 

 Ayden Quiram  11 

 Fannie King  12 

 Chris Niehaus  12 

 Evan Patterson  13 

 Hunter Kane  13 

 Melinda Munson  13 

 Jared Jochimsen  15 

 Melinda Fouse  15 

 David Wagner  16 

 Jacob Smith  16 

 Ethan Hennard  16 

  Corey James Kirby  17 

 Lauren Gass  18 

 Sergio Basulto  18 

 Cathy Gill  18 

 Cathy Keesler  18 

 Morgan Price  19 

 Katie Keegan  19 

 Gina Vaccaro  19 

 AJ Green  19 

 Christopher Proutt  20 

 Charley Griffith  20 

  Burg Ning Liu  21 

 Braden Frank  21 

 Todd Atkinson  22 

 Troy Pulaski  23 

 Kenny Barton  23 

 Noah Crosby  24 

 Reid Tully  26 

 Natasha Spiech  26 

 Sophia Kvam  27 

 Sadie Warner  27 

 Kim McDowell  27 

 Jane Campbell  28 

 Cody Warren  29 

 Abigail McDowell  29 

 Brenda Jones  29 

 Ian Simmons  30 

 Julianna Antonucci  30 

 Owen Bruccoliere  31 

MAY/JUNE/JULY and AUGUST BIRTHDAY WISHES 

   NAME       DATE 

AUGUST 

  Erin Morrison 1 

 Jessica Schlotter 1 

 Alexander Stein 2 

 Michael Flood 2 

 Jennie Cronin 3 

 Jack Van Norman 3 

 Orin Bigler 3 

 Shane Shuler 4 

 Bryan Townsend 4 

 Scott Craig 5 

 Allyson Knepshield 5 

 Emily Armentrout 5 

 Emilie Godard 7 

 Clara Riley 7 

 Allison Zimmerman 8 

 Joseph Hoover 9 

 Brandon Rios 10 

 Kathy Hunt 10 

 Cathryne Wheeler 11 

  Megan Bair 11 

 Austin Conran 12 

 Devin DiGeorgio 12 

 Andrew Burkarth 13 

 Zachary Bradford 13 

 Amy Shuler 14 

 Maria Kamarados 15 

 Patrick Guinan 15 

 Taylor Kaminski 15 

 Ethan Shaun Guyer 16 

 Clark Pritchett 16 

 Eric Johnson 16 

 Elisabeth Allen 17 

 Sean Madden 17 

 Tiffany Dennis 18 

 Logan Royer 18 

 Nolan Laack 18 

 Deidra Kline 19 

 Harley Maguire 19 

 Jennifer Kirkdoffer 21 

 Philip Teasdale 21 

 Jessica Kreinest 22 

 Bethany LaPrad 22 

 Madison Kwapich 23 

 Malcolm Garrett 23 

 Sean Murray 23 

 Austin Shouse 24 

 Amos Beiler 25 

 Brady Bly 28 

 Jessica Goins 30 

 Lauren Petrosh 30 

 Theo Stiles 31 
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