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A letter from the President: 

 

This is a very exciting time for MACPAD. This month May 2011, National PKU Awareness Month, 

MACPAD will reach its Million Dollar Milestone- $1 million raised for PKU research and education. 

To better understand how monumental this milestone is, please read below- a great article written 

by Virginia Harrison, a relatively new Board member on MACPAD, who looked back over the last 
13 years to see how MACPAD got to $1 million!        Jill Ambrogio 

 

MACPAD Reaches $1 Million Raised for PKU 

By Virginia Harrison, MACPAD Board member 

 

This spring, the Mid-Atlantic Connection for PKU and Allied Disorders (MACPAD) will reach its $1 million milestone in 

funds raised for phenylketonuria (PKU) research and awareness activities. Since the creation of MACPAD’s research fund 

in 2000, the all-volunteer organization has funded 13 research projects that have led to the significant advancement of 

treatment for PKU. Its funds have helped develop Kuvan, the first prescription medicine to lower phenylalanine levels in 

one-third of PKU patients, and PEG-PAL, which is currently in clinical trials to treat patients who do not respond to Kuvan. 

―This milestone is the ultimate achievement for MACPAD because it reflects the organization’s dedication to making a 

difference in the lives of individuals and families with PKU,‖ says Judy Griffith, a current and founding board member of 

MACPAD. ―Reaching $1 million in just 13 years of our existence is a reflection of the tenacity and dedication of the 

individuals who have made it happen.‖ 

In addition to research dollars raised, MACPAD has been instrumental in connecting members of the PKU community by 

collaborating to form the National PKU Alliance (NPKUA) and creating National PKU Awareness Month in May. Its five 

chapters in states across the mid-Atlantic region organize numerous community and fundraising events each year, and it 

publishes a free tri-yearly newsletter for more than 650 members. MACPAD has also sponsored four national conferences 

and provides support to families through initiatives like its Newborn Basket program.  

―We formed MACPAD to encourage the exchange of ideas and enrich the lives of people with PKU,‖ says former 

President Sharon Johnstone. ―We have grown to accomplish so much more.‖ 
 

Today, MACPAD is the largest local PKU nonprofit organization in terms of donations received, community events held, 

and research funds raised.  

―I view MACPAD as the backbone of the PKU community,‖ says Dr. Ray Stevens, who discovered Kuvan and currently 

works on PEG-PAL. ―One of the biggest struggles with PKU communities is continued growth and leadership, and 

MACPAD has navigated this better than anyone. MACPAD is unique in their continuity, growth, impact, and national 

leadership. 

―The energy and drive of the people of MACPAD gives me the strength, desire, and courage to continue PKU 

research. These people care, and they push me to a higher level to want to care.‖ 
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In addition to advancing Kuvan and PEG-PAL research, MACPAD funds have helped advance research on GMP (a whey 

protein with very little phenylalanine that may revolutionize the foods and formulas available to patients) and methods to 

control blood phe levels in pregnant women with PKU whose offspring are at risk for birth defects if maternal phe levels 

are too high. Currently, MACPAD supports research through the National PKU Alliance for liver cell transplantation to cure 

PKU, GMP to control bone density problems in some PKU patients, and long-term health of PKU moms and their 

offspring. 

―The funding I received from MACPAD was absolutely critical in helping me receive a $1.2 million grant from the National 

Institute of Health,‖ Dr. Stevens says of his work on Kuvan. ―We could not have done the initial experiments without the 

funding.‖  

MACPAD was founded after the birth of Judy’s son, Charley, in 1997. Looking for a support network of other PKU 

families, Judy, her sister Laura Assayag, and father Bob Johnstone, attended a conference held by the New England 

Connection for PKU and Allied Disorders (NECPAD), which called for more local organizations to be founded across the 

nation. What began as a casual conversation on their car ride back to Pennsylvania became a passion to create an 

organization supporting the mid-Atlantic PKU community. On May 8, 1998, MACPAD was officially formed with Laura the 

first president; Sharon the first vice president; Judy the first secretary; and Bob the first treasurer. 

―MACPAD was never about money,‖ says Treasurer Bob Johnstone. ―Our mission is and always was to provide 

information and support to PKU families. An important part of that support became support of PKU research.‖ 

 

In 2007, MACPAD collaborated with organizations across the country to form the NPKUA, the first national PKU nonprofit 

organization to even further connect the community and advance research. MACPAD volunteers provided free legal 

advice to form NPKUA’s bylaws and membership agreements; created the organization’s first budget; and raised more 

than $21,500 to pay start-up expenses and nonprofit registration fees.  

―MACPAD has been extremely lucky in attracting the many people who volunteer to help us,‖ Bob says. ―Their 

commitment to serving the PKU community is unmatched anywhere else.‖ 

Even with all of the accomplishments, the Million Dollar Milestone is only the beginning.  

―Reaching this milestone lays the foundation of our future,‖ says President Jill Ambrogio, whose daughter has PKU. ―Our 

organization is only getting stronger thanks to the dedicated volunteers who bring new ideas and while incorporating 

others’ experience and knowledge we have from the past.‖ 

 

 

Shown are the 2011 MACPAD Million Dollar Milestone T-shirts- available at www.MACPAD.org!  

http://www.macpad.org/
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May Birthday Friends 
Name Day 
Bryce Steach 1 
Skyler Searfoss 1 
Kaylee Downey 1 
Krista Hirons 1 
Ariana Spinney 2 
Meredith DeRemigro 2 
Jesse Conti 3 
Jessica Zimmerman 3 
Elliott Althof 4 
Robert Offhaus 4 
Allen Heyler 4 
Ellysia Germain 5 
Michael Atkins 5 
Emily Warren 6 
Jacob Stasen 7 
Kathleen Bellini 8 
Hannah Worley 9 
Walker Hadley 9 
Joshua Turner 10 
Dean Connelly 11 
Bryce Steach 11 
Audrina Edwards 12 
Christopher Carlson 13 
Brian Phillips 14 
Mariah Jones 15 
Haley DePasquale 15 
Susie Wengerd 16 
Cecilia Mercurio 18 
Claire Zimlinghaus 18 
Zachery Wilt 20 
Matthew Demsey 20 
Reagan Hall 22 
Micheal Esh 22 
George Kamarados 24 
Marissa Marcellino 24 
Ally Hall 24 
Elizabeth Kaden 25 
Kristi Boverhuis 26 
Jennifer Doupe 27 
Austin Shultz 27 
Sophia Hostetler 28 
Glenn Samuels 28 
Jessica Smith 28 
Logan Persee 28 
Cameron Barnes 29 
Erli Shima 29 
Stephen Hazuka 29 
Olivia Rose Stewart 30 
Natalie Ryba 30 

 
 

Grandmas Corner 
 
The other day my daughter and I 
were talking about how much our 
"PKU" world has changed since 
Rebecca was born almost 14 
years ago.  The day my daughter 
got "THE CALL"   we were in total 

shock as are most families.  They were told to rush her 
to St. Christopher's hospital immediately.  My husband 
jokingly told our son-in-law that the sign that said 95 was 
a road sign, not the speed limit.  Now, so many 

years later most of the concerns we had that day don't 
exist at all.  We are lucky that everything for the PKU 
community seemed to start around that time.  Marsha 
and BJ Magol had just started the PKU listserve 2 weeks 
before Rebecca was born.  What a blessing it was to 
have a place to turn to get answers to all of our 
questions.  At that time they also had a PKU Monday 
night chat and several of us would go online and just talk 
and joke like any other group of friends.  Between the list 
serve and the chat, we always had someone to turn to 
with our questions and problems.  Then as now, if we 
needed a recipe, we posted a message. There weren't 
anywhere near as many food companies then as 
there are now. There were so many things we made 
from scratch that now come in a box or a jar.    Making 
homemade peanut butter out of corn starch was quite 
an ordeal.   Sometimes it worked, sometimes it didn't. 
 There is so much more available for families now.  I 
have several special friends that I met through the list 
serve.  My friend Lin in Philadelphia was the one of the 
first to respond when we learned Rebecca had PKU.  
Now 14 years later, I still know she will always be there if 
I need her.   One grandmother posted a message 
requesting cookie recipes and I responded and now 
many years later we are still close friends.  They 
live near the Canadian border, but that hasn't stopped 
either of us. We have each been to each other’s homes 
and   even managed to meet up in Florida this year while 
we were both on vacation.    

We first heard about PKU conferences a few months 

after Rebecca was born.  She was just a year old when 

we went to Massachusetts to a conference sponsored by 

NECPAD (New England Connection for PKU and Allied 

Disorders). We had wonderful time and formed many 

friendships that are still going strong.  NECPAD is 

having a conference in Providence, Rhode Island on 

June 4, 2011.  We will be there.  We have been to many 

conferences over the years and always come away with 

something new we have learned.   Now it is usually 

about the progress being made in research or new food 

products that are out.  There are lots of specialists to 

answer our questions and many vendors to show us all 

the new and wonderful products they are developing for 

our children's enjoyment and health.   

MACPAD has also had several conferences and 

as usual we came away with something new each time. 

Between the list serve, conferences, and local PKU 

functions, no one should ever feel alone with PKU.  

MACPAD has grown into a large spread out group that 

has raised more money for research than any of us 

could have ever imagined when it was first formed.  We 

are very lucky to be part of all these groups and have 

such a wealth of knowledge and support available to us.                       

Grandma
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MACPAD Summer 2011 – Bringing new and delicious products to you and your family 

Cambrooke Foods was created by Lynn Paolella, a PKU mom, who with her husband was raising two children with classic 

PKU and experiencing the void in the market place of palatable low protein food. Lynn’s inspiration to start Cambrooke 

Foods came during a school open-house when she identified her child’s mobile, an art project designed to mark his desk, 

hanging there with big letters that said, ―I’m Hungry!‖  She knew that she must come up with a way to make good tasting, 

healthy, low protein food for her two children – and she did.  In 2000, with the encouragement of her family, friends and 

other parents of PKU children, she began to work on making the growing line of products that she had formulated 

available to other families that needed low protein food. 

 

Over the last eleven years, the original goal has not changed, only expanded.  Cambrooke brings the best tasting, 

healthiest and most innovative products possible to people with PKU and other inborn errors of protein metabolism, 

offering a variety of products to make the diet easy, tasty and offering choices similar to what is available to the general 

population in the market place.  Today Cambrooke offers a wide range of specialty breads, meat alternatives, cheeses, 

baking mixes, ready-prepared items, fresh filled pastas, breakfast foods, dry pasta, desserts and metabolic formulas.  

Offering this many products involves having a special team of people to create the products, manufacture the products 

and care every step along the way about getting the best products to our customers’ table. We rely on a team of experts 

in food science and nutrition for the development of our products and a dedicated production team to make them.  Our 

development team continuously looks for ways to improve products, monitoring new ingredients that are available within 

the food industry, while our client services and marketing teams take care of our customer’s needs.  Customer needs and 

suggestions have resulted in many new products and programs like the School Lunch Program and the  Diet Well™ for 

PKU iPhone® and iPod® touch application that is available for download on the Apple App Store. The Paolella children, 

now both teenagers, still have a role in the operation and may be the company’s biggest critics.  They still make product 

suggestions and taste products through all stages of development.  
 

At our regular meetings, one of our discussion points has always been, ―How can we delight our customers‖ and ―How 

can we make it easier to be compliant with the diet‖?  Providing a better formula – better tasting, better for you and more 

convenient became a goal. The Camino pro® line of products for PKU and MSUD was created as the first products in a 

line of ready-to-drink convenient metabolic formulas with improved flavoring and masking technologies.  The research and 

advances made with the new protein isolation process being used to extract Glycomacropeptide (GMP) from whey, its 

known health benefits, its value for the PKU population and the studies and trial results from University of Wisconsin 

inspired Cambrooke to begin work on BetterMilk™.  BetterMilk™ is a good-tasting alternative to traditional metabolic 

formulas which are made with synthetic amino acids. BetterMilk™ contains GMP, an intact protein with very little 

phenylalanine.  It also contains vitamins and minerals, DHA and probiotics, all in a good-tasting drink.  Its natural protein 

is healthy, improves protein retention for the patient and the high levels of large neutral amino acids help to reduce the 

amount of phenylalanine in blood plasma and the brain. (Am J Clin Nutr 2009; 89: 1068-77). There are many other 

biological benefits of adding GMP to the diet too. It stimulates satiety hormones, and provides a rich source of sialic acid.  

BetterMilk also has DHA and probiotics, items typically missing from the natural diet of PKU patients. 

Cambrooke is currently working with GMP to make other products that will be convenient and different, to continue to add 

variety to the formula part of the diet.  In 2010, Cambrooke Foods expanded their facilities and will be taking advantage of 

the added capacity to expand their low protein food product line. What comes next is still a surprise, so stay tuned! 

For more information about Cambrooke Foods, our low protein food products or the Camino pro® line of formula products 

contact Leah Alea at: Leah@Cambrookefoods.com or 978-862-1911. 

For Client Services or to request your free Camino pro® samples, Call toll-free, (866) 4 LOW PRO / (866) 456-9776 or 

visit our website at www.cambrookefoods.com.  iPhone, iPod and iPad are registered trademarks of Apple Inc. 
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MACPAD Upstate NY Chapter 

 

 
Past Events 

We held our Spaghetti Dinner on Sunday April 10, 2011 in Seneca Falls which is centrally located to Rochester, 

Syracuse, and Ithaca.  We had almost 50 people in attendance and again, Joe, from the Italian American SMS group, 

provided a wonderful spaghetti dinner as always!  I wish I had taken a picture of the food!   

                                

 

 

       

Upcoming Planned Events   
  
June 4, 2011 - The Golisano Children’s Hospital Clinic of Inherited Metabolic & Genetic Disorders and the MACPAD 
Upstate NY Chapter will again be participating in the Stroll for Strong kids and holding a PKU Awareness picnic on June 
4, 2011 on the Campus of University of Rochester, Wilson Quad. The money raised by our group will support the kids and 
families dealing with PKU.  All individuals with PKU, their family, friends and anyone else who would like to come are 
invited to walk as a group to help us raise money. We will enjoy a PKU friendly picnic after the walk. Pictures to follow. 
 
Oct 21, 2011 - Pins for PKU, a bowling fundraiser, will be held on October 21, 2011 in Canandaigua, NY.  We have a 

small planning group working on getting sponsors. Future Stroll for Strong events 

Chris Kramer, one of our Upstate NY Chapter members, who is very active in helping with our events, has agreed to 

coordinate future Stroll for Strong events.  Depending upon how well the Pins for PKU event is received, I plan to focus on 

that fundraiser each year in addition to our annual spring spaghetti dinner. By Lori Commisso 
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Fresh Thoughts on Living with PKU 

By Virginia Harrison 

 

The dreary, chilly spring in the Northeast has me craving 

sunshine and warmth. Now that the temperature in 

central Pennsylvania has risen above 50 degrees, I 

spend my lunch breaks outside reading in the sun, 

running, or eating—even when it’s cloudy. My desire for 

some pleasant weather means I’ve already planned all 

of my summer vacations. Of course, traveling to new 

destinations or to visit family brings challenges for the 

PKU diet. With some extra planning, I’ve found that trips 

and vacations can be effortless and easy to handle. 

Here are a few tips to consider when caring for PKU on 

the road. 

Pack plenty of formula! I find that measuring my servings 

ahead of time and mixing a third of my formula at each 

meal is the easiest method. I measure servings into 

plastic sandwich bags and bring bottled water to mix in a 

shaker cup. I find drinking my formula beforehand 

prevents me from overeating and minimizes the chance 

that I’ll eat too many equivalents at a restaurant. I make 

sure I have a washcloth and dishtowel to wash my cups 

after drinking.  

When flying, I pack my formula cans and my scale in my 

carry-on luggage. I ask my clinic to provide a medical 

letter to bring with me. I’ve been pulled aside as the 

security personnel open my bag to take a look at the 

formula inside, but I’ve never had to show my letter nor 

have I ever felt harassed. I think it’s important to take the 

formula in a carry-on bag (rather than checked luggage) 

so that you can be present to answer any questions from 

security. Also, you won’t lose the formula if your checked 

bags are misplaced! When I was younger, we visited 

family in Texas and mailed formula to them weeks 

ahead of time so that we didn’t have to take it on the 

plane.  

When my brother drives to South Carolina with his 

friends each summer, he makes his formula the night 

before so that he can drink some during the nine-hour 

drive. Having the formula along the way helps him to 

stay alert and curbs his appetite in the morning before 

checking into the hotel.  

Pack some low-protein goodies, too. I always make sure 

to have some low-protein cereal and snacks, assuming 

most of the meals I eat at restaurants will be high in phe. 

These will help me from going too far over my 

equivalents during the day so that I can eat higher-phe 

foods like pasta or sandwiches at restaurants at night. 

When I traveled to Florida with my friends, we found a 

local grocery store so that I could find some low-phe 

snacks. We also bought food to make a few meals in our 

hotel room, so that we could save money and I could 

have a low-phe dinner. 

When on longer trips, my family always tried to book 

hotels with rooms that had a small kitchen. Then we 

were able to bring fruits, vegetables, and low protein 

foods like pizza to eat during the week. Eating in meant 

that at least a few nights of the week I was able to keep 

close track of my equivalents.  

Take time for a little extra planning. When my brother 

and I were young, my mom would plan our meals for the 

week. She’d have an idea of what nights we were going 

to eat out and when we would stay at the hotel. This way 

she was able to pack low-protein meals for us ahead of 

time. As I got older, I followed the same preparation. I 

still plan what I want to eat for each meal before I go on 

the trip and pack as many low protein foods as possible. 

When I got to my destination, I look for restaurants 

nearby that have food I can eat by searching menus 

online or calling to ask what they serve. My friends and I 

plan our daily activities so that I’m able to return to the 

hotel periodically and have my formula around 

mealtimes. With this planning method, I’ve traveled to 

Canada, Florida, Texas, Disney World, and New Jersey 

shore, and have done an excellent job tracking my 

equivalents through the weeks. I was able to eat out at 

Disney World without any special accommodations 

because I had packed enough low-protein foods and 

planned my meals accordingly to stay within my 

equivalents. 

Of course, I never could have gotten through these 

events without the support of friends and family. By 

being open with my friends about my dietary needs from 

the start, they were happy to plan schedules and 

restaurant trips to help my diet run smoothly. If I had 

hidden my needs from them, the situation would have 

been very awkward and I would not have been able to 

care for my diet as well as I did. PKU should never limit 

what we experience during our lives. 
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 MACPAD Eastern PA Chapter 

4th Annual PKU Easter Egg Hunt & Brunch 

 

 

 

 

 

 

 

 

 

 

 

 

On Saturday, April 16
th
, the MACPAD Eastern PA 

Chapter held their 4
th
 Annual Easter Hunt & Brunch for 

families affected by PKU and other disorders.  17 

families from across the area came to enjoy a day of low 

protein foods, free samples from low protein companies, 

a Clown Show, Easter Egg Hunt, and lots of great raffle 

prizes!  This year we had many new families and new 

PKUers attend the event, along with the addition of Judy 

Tudy the Clown’s Magic Show.  Each family went home 

with a great sample bag filled with PKU samples from 

companies such as Biomarin, Maddy’s, Vitaflo, and PKU 

Perspectives.  PKU Mom Jennifer Crowe made PKU-

safe goody bags for every child! The new 2011 

MACPAD T-shirts ―Peace, Love, PKU‖ were available for 

purchase at this event and were a huge hit!  

This event was made possible by a grant from Biomarin 

and the many contributions from PKU Perspectives, 

Nutricia, Vitaflo, Cambrooke, Maddys, SHS North 

America, and Lil’s Dietary Shop. 

The Chapter raised funds from this event for PKU 

Research and future PKU family events. 

 

Upcoming Events in 2011: 

Weaver Picnic – August 6, 2011 

Low Protein Cookie Exchange & Holiday Party – 

December 2011 

Low Protein Cooking Demonstration – Fall 2011 
///////////////////////////////////////////////////// 

Happy June Birthdays 
                       NAME                        DATE 

Megan Welby 1 
Angelina DeCosmo 2 
Veronica Perkins 2 
Rebecca Schulze 3 
Victoria Russo 4 
Evan Gill 4 
George Cassidy 5 
Hannah Rodes 5 
Oliver Pasterczyk 5 
Kaitlin Baker 6 
Samantha Ranney 6 
Annie Dirig 6 
Matthew Antonucci 7 
Cory Madden 7 
Abigail Hume 7 
Jackson Ponzo 8 
Zachary James Raitz 9 
Breanna Hardy 9 
Byan Al Thorjaini 10 
Lucas Pochily 10 
Leah Frommer 11 
Allen DeNisi 12 
Christina Purpura 12 
Sheldon Lapp 12 
Brady Holman 12 
Kyle Stoltzfus 14 
Zachary McEntee 14 
Josh Bigham 15 
Tony Kratochvil 17 
Micie Lozano 18 
Dianne Dudas 18 
Amelia Martin 18 
Wendy Harppinger 19 
Andrew Halushka 19 
Braden Mullen 19 
Kacie DePasquale 20 
Frances Del Castillo 20 
Danielle Longo 20 
Karleigh Davidson 20 
Alex Vickers 21 
Brady Holman 21 
Debbie Gardecki 21 
Carolyn Delaney 22 
Stephanie Krupilis 23 
Lisa Roth 23 
Hannah Hawk 23 
Lindsay Humphreys 24 
Ashley Dorion 24 
Korben Kiessling 25 

Amanda Cosburn 26 
Michael Rurkowski 27 
Jackson Moore 27 
Haley Rudder 28 
Sarah Simonson 28 
Chad Eilers 29 
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PKU Golf Fore A Cure 
   
When:   September 8, 2011 
 

Where:  Rock Manor Golf Course 

1319 Carruthers Lane 
Wilmington, DE 19803 
 

 

Price   $100.00 

 

 
Time:   Registration 11:30 

  Lunch 12:00 
  Shot Gun Start 1:00 

 

Access to: Driving Range and Putting Green, BBQ Lunch, Round of Golf with Carts and Awards Ceremony.  Contests for 
longest drive, closest to pin, and new this year Hole-in-One Contest.  Don't forget about the 50/50, raffles and silent 
auction items. 
 

Player Registration 
To register for the event, you may mail checks to MACPAD, 2219 Fairfax Blvd., Wilmington, DE 19803 or you may charge 
the purchase to a debit or credit card on the MACPAD website www.macpad.org.  All payments must be received by 
August 25, 2011 to guarantee your reservation. 
 

Sponsorships 
Would you like to join our past sponsors who have helped make this day a huge success?  Simply choose one of the 
detailed Sponsorship Levels below!  Payment via credit card is accepted or mails checks to MACPAD, 2219 Fairfax Blvd 
Wilmington, DE 19803. 
  
$5000.00 Title Sponsorship 

 Two Foursomes with Lunch and Premier 
Parking,  

 On-Site Banner and Prominent Signage 

 

 Company Logo on Golfer Give-A-Way 

 One Tee Sign  
$2500.00  Platinum Sponsor 

 One Foursome with Lunch 

 Prominent Signage 

 One Tee Sign 

 $1000.00 Gold Sponsor 

 Two Golfers with /Lunch 

 Prominent Signage at Reception Area  

 One Tee Sign 

 $500.00 Silver Sponsor 

 Signage on Golf Carts  

 Tee Sign 
$250.00 Bronze Sponsor 

 Tee Sign 
$100 Friends & Family 

 Acknowledgement at lunch and reception venue 

Donations of any size are welcomed and will be recognized at the event. For further information please contact 
us at mnbamonte@comcast.net  
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Interview with Dr Denise Ney 

By the roving reporter 

Can you tell me how 

and when you first 

became interested in 

GMP 

(Glycomacropeptide) 

as product that would 

be helpful to the PKU 

diet? 

I first became 

interested in working 

with GMP to improve 

the PKU diet in 2003 

when Sally Gleason, metabolic dietitian at the Waisman 

Center and founder of the GMP Task Force, asked me 

to take the lead in studies to evaluate the nutritional 

properties of GMP.  The project at the University of 

Wisconsin-Madison started in 1999 with Mark Etzel’s 

patent to isolate a high purity (low-phe) GMP fraction 

from cheese whey.  For more details on the background 

of this project see GMP cover story, National PKU News, 

Vol 21, No 3, Winter 2010.   

 

I was also interested when asked to become involved in 

the GMP project because of my previous background as 

Research/Metabolic Dietitian at the University of 

California, School of Medicine, where I conducted 

research with Dr. Willian Nyhan.  Being familiar with the 

dietary challenges that those with metabolic diseases 

face, I immediately grasped the potential of this research 

to improve quality of life and health for those with PKU.  

This was a high-risk research project for me, outside of 

my traditional research program in gastrointestinal 

physiology.  However, I was intrigued and immediately 

began writing grants to seek funding to conduct the 

research needed to assess the safety and efficacy of 

GMP for those with PKU to move GMP beyond the ―idea 

phase‖.     
 

How many people work in your lab? 8 people, 

although only 4 work directly on the PKU project.  A 

long-standing focus of my lab research is nutrition and 

gastrointestinal physiology.  See 

http://www.nutrisci.wisc.edu/FACULTYPAGES/f_ney.ht

ml for further info about my research program.  

 

Is GMP the only protein that is low phe?  To my 

knowledge, GMP is the only known dietary protein that 

is low in phe.  GMP only contains a trace of phe (1.5 mg 

phe per g of protein). There are likely other proteins in 

nature although they may not be suitable to use in food.   

 

Are products made with GMP catching on in the PKU 

Community?  Yes, Cambrooke Foods has been 
successful with marketing BetterMilk™ and many people 

report positive effects.   
 

Can you explain in general terms how does GMP 

works in the body? 

 

 Intact protein from GMP results in slower appearance of 

amino acids (AA) in blood which improves protein 

retention compared with AA formula.  

 

What benefits are there for the person eating GMP (a 

whole protein) rather than a mixture of amino acids 

(PKU Formula)?  

 

It improves protein retention and utilization of phe for 

protein synthesis. 

 

Does the body store (for later use) natural proteins 

like GMP better than it stores amino acid mixtures?   
The body cannot store AA or protein for later use. Thus, 

eating a low-phe source of protein throughout the day is 

especially important for those with PKU. The most 

important difference between GMP and AA medical 

foods is that GMP is an intact or whole protein similar to 

foods provided in a regular diet.  Thus, a GMP diet is a 

more normal diet compared with a diet based on AA.  

Amino acids are essential in the diet as they provide the 

building blocks of protein; all intact or whole proteins like 

GMP can be broken down into amino acids.  When GMP 

foods are eaten, the protein must be digested to release 

amino acids which then enter the blood and are used for 

protein synthesis.  With AA formula, digestion is not 

needed and the AAs enter the blood quickly and often 

exceed the need for protein synthesis.  Because the 

body cannot store AA, the AA are degraded to urea and 

excreted by the kidney; thus the building blocks for 

protein are lost from the body.  When protein synthesis 

occurs, phe leave the blood and is used to make 

important proteins that the body needs.  Our research 

indicates that GMP improves the ability to retain protein 

compared with AAs in subjects with PKU.  GMP is also 

naturally enriched in large neutral AA which may help 

reduce levels of phe in blood and brain, as we have 

shown in PKU mice.   

 

 

http://www.nutrisci.wisc.edu/FACULTYPAGES/f_ney.html
http://www.nutrisci.wisc.edu/FACULTYPAGES/f_ney.html
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What are the advantages of using foods with GMP 

compared with AA medical foods?  

 
GMP improves protein retention which over time may 

reduce blood phe levels and also improve bone 

development. GMP tastes better and GMP can be made 

into a variety of foods which make it easier to follow the 

PKU diet.GMP foods promote satiety such that people 

―feel fuller longer‖ after eating a meal which helps to 

avoid that ―always hungry feeling‖ and control body 

weight lifelong.    

 

Can you tell us what you have learned about GMP 

and bone density so far? 

 

The analyses are not finished; I will have a story to tell at 

the 2012 NPKUA conference.  I can share a few 

observations. The PKU mice show lower bone mineral 

density than the wild type mice regardless of diet.  This 

means that having PKU in some way interferes with 

bone development.  Interestingly, male and female PKU 

mice respond to the experimental diets, high-phe casein, 

AA or GMP, somewhat differently.  

 

Do PKU patients gain phe tolerance by using GMP 

products?  

 

We hope to answer whether those with PKU show 

improved phe tolerance with GMP foods, and also 

improved neuropsychological function in our clinical trial 

using subjects with PKU living at home in Madison, 

Wisconsin and Boston, MA.  We anticipate funding from 

the FDA Orphan Products Development Research 

Program this summer, pending approval of the federal 

budget.  Support from MACPAD has helped me obtain 

the data needed to successfully apply for the funding 

needed to conduct this important clinical trial – thank 

you!!  

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

 

To the July Birthdays 
  

Name    Date 
Ethan Berkebile 1 
Hannah Bordner 1 
Izaak McFadden 1 

  
 

Chad Haeberle 2 
Terry Haney 4 
Amanda Waschak 5 
Brandon Niehaus 5 
Ariel Siciliano 7 
Edwin Whaley 7 
Christina Boras 7 
Grant Kelly 7 
Zachary Alwein 7 
Ezra King 8 
Cameron Paolella 9 
Ayden Quiram 11 
Owen Maxfield 11 
Fannie King 12 
Dylen Upschulte 12 
Chris Niehaus 12 
Melinda Munson 13 
Hunter Kane 13 
Evan Patterson 13 
Jared Jochimsen 15 
Melinda Fouse 15 
David Wagner 16 
Jacob Smith 16 
Jared Jochimsen 16 
Ethan Hennard 16 
Corey James Kirby 17 
Sergio Basulto 18 
Cathy Gill 18 
Lauren Gass 18 
Cathy Keesler 18 
AJ Green 19 
Katie Keegan 19 
Gina Vaccaro 19 
Morgan Price 19 
Christopher Proutt 20 
Charley Griffith 20 
Braden Frank 21 
Burg Ning Liu 21 
Todd Atkinson 22 
Kenny Barton 23 
Troy Pulaski 23 
Noah Crosby 24 
Casey Curtis 24 
Emily Spositi 25 
Reid Tully 26 
Natasha Spiech 26 
Sadie Warner 27 
Sophia Kvam 27 
Kim McDowell 27 
Jane Campbell 28 
Cody Warren 29 
Brenda Jones 29 
Abigail McDowell 29 
Julianna Antonucci 30 
Ian Simmons 30 
Owen Bruccoliere 31
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“Getting To know You”- our MACPAD Board Members 

 

Bob Johnstone – Charter Member and Treasurer of MACPAD 

When and how was MACPAD formed?  

After my grandson, Charley, was born with PKU in 1997, my two daughters, Laura and 

Judy, decided they would like to attend a New England Connection for PKU and Allied 

Disorders (NECPAD) Conference near Boston in January 1998.  Since I had recently 

retired, I decided to join them.  Someone at the conference made a comment that we really 

needed organizations like NECPAD across the country to advocate for newborn screening 

and other matters that affect PKU and other metabolic disorders.   

On the way home in the car, we discussed forming the Mid-Atlantic Connection for PKU 

and Allied Disorders (MACPAD).  I figured like most conversations like this that take place 

it would probably be forgotten.  But my daughters were serious about it, and they had the expertise to make it happen.  

Judy is an attorney and Laura a registered nurse.  They went full steam ahead, completed all the paper work to create 

MACPAD then reached a stumbling block when they needed financial assistance to pay the fees and legal advertising 

costs to complete this work.  That’s where I came into the picture. They were so grateful that they made me the Treasurer 

of the new organization.  I have been in the job since then.  That important date was May 8, 1998.  Laura became the first 

President, Judy the first Secretary and my wife, Sharon, became the first Vice President.  

I realized at the NECPAD event that it is important for families dealing with PKU to get together to share information, ideas 

and solutions to problems; to meet PKU product venders to see what’s new, and improved; and to meet with medical 

professionals in an informal setting to discuss all aspects of PKU.  After MACPAD was formed, we tried to make sure that 

at every event we had would allow these things to take place. 

What skills do you possess that help you be Treasurer?   

My background education is in engineering.  I spent 32 years working for a water and wastewater utility holding company 

that owned and operated water and wastewater companies in about 20 states.  As an engineer for these companies, I 

dealt with many governmental regulatory agencies.  When I was promoted to management I had the responsibility for the 

operations of many utility companies.  This experience taught me how to keep financial records and prepare financial 

reports. 

As MACPAD grew, it was necessary to work with State regulators to get MACPAD properly registered in the states where 

we operate.  Each year, we have to file reports with each of the states and the federal IRS concerning MACPAD 

operations.  

As Treasurer, what tools do you use? 

At the beginning of MACPAD, I used a computer program called Quicken to keep the books and records of MACPAD.  

Two years ago, I switched to a program called Quickbooks .  Quickbooks allows me to keep the financial records and to 

keep track of donors and other items that are required, thus eliminating the need for multiple databases.  

This year MACPAD has reached its Million Dollar Milestone! Perhaps it would be interesting to tell us how the 

monies have been used over the years.  

Almost 80% of this money was donated to our research fund.  This money was used either to pay for PKU research or 

for the events where that money was raised.  Another 17 % of the money was donated to our general fund where it was 

used to hold four conferences to update our members about the latest in PKU research, new products and other important 

matters; hold many cooking demonstrations to show how to prepare low protein foods; hold many picnics, dinners and 

similar events for families to meet and exchange information in an informal setting; publish and distribute our MACPAD 

newsletter three times a year; maintain our website; produce our two PKU cookbooks; help fund the Ohio PKU camp for 

PKU teens; produce and distribute newborn baskets to families with PKU newborns; and provide start-up funds necessary 

to get the National PKU Alliance going. The other 3% of our donations were used to pay for administrative expenses like 
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state registration fees, required certified public accounting review of our books and records, liability insurance to cover our 

events, postage and printing of receipts for our donors, and telephone and meeting expenses for our Board of Directors 

meetings. 

Why do you think MACPAD has been so successful?  

To raise a million dollars in thirteen years is not an easy task.  It takes the work of many dedicated people who really 

believe in the cause that they are serving.  MACPAD has been extremely lucky in attracting the many people who 

volunteer to help us.  Their commitment to serving the PKU Community is unmatched anywhere else.  We have become 

the largest local PKU organization in the United States when measured by donations received, number of events held, 

dollars raised for research, and probably other measures.  None of this could have been done without the hard work of 

these amazing people. 

What are your goals for the future of MACPAD? 

 I would like to see MACPAD remain an important part of the PKU community.  Hopefully we will be able to continue to 

serve PKU families in the Mid-Atlantic area and possibly even expand some of our activities.  I would like to see us 

continue to support PKU research. 

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

Friends of Jordan PKU Fundraiser It’s over! The months of planning are behind me. Worrying about how pretty 

the basket table will turn out- a minute detail in comparison to how the event turned out! 

 

I can’t begin to describe the emotions running through me at this point. The Bay Ridge community is still one of the 

tightest and caring communities I have ever seen. My friends, friends of friends and all of my new friends have touched 

my heart in a way I never thought possible. The people who met Jordan for the first time were smiling as they watched 

him play with other kids and the concern was obvious. Many people expressed sadness for what PKU kids have to go 

through. I know it’s difficult to be a kid and be different. But he is well adjusted. He knows this is the hand that he was 

dealt. It’s a lot for a little guy to be so big about it. But, at 6 years old, he has learned what it is like to be part of a 

community- an extended family. The funds raised will go to the Mid-Atlantic Connection for PKU and Allied Disorders, Inc 

for PKU research. 

Thanks to Bobby and John at the Greenhouse for letting me have the event there. Thank you to all the musicians who 

were so incredible. And, thank you to my extended family for their support! By Diane Sassone 

Picture courtesy of the Brooklyn Eagle of Bay Ridge, NY. 
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The 24th Weaver Picnic 

Fun, food and fellowship! Saturday, August 6, 2011 at 12:00 at the Weaver Farm! 

 

For those of you near central, PA, the Weaver’s have welcomed us back for another year to enjoy a luscious low protein 

buffet and rekindle friendships- we hope you can join us! There will be ponies and the hayride, along with a petting zoo, 

barrel train and other surprises! A quilt raffle will take place and tickets are $2.00 each and are enclosed- you need not be 

present to win but must have the tickets to MACPAD by July 31, 2011. Drawing at 2:00!!! 
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Directions: From PA turnpike, take exit 286 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 and a sign will mark where to make the right turn! Follow lane to the 
end to parking.  
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Queen size  “Double Wedding Ring” quilt for the 2011 quilt raffle donated by the Log Cabin Quilt Shop in Bird-In-Hand, PA. 

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

Please complete the section below and return to MACPAD, PO Box 6086, Lancaster, PA 17607 by July 31, 2011, if 

you’re planning to attend- this will help insure there is enough food! 

Or, you may call 717-872-7546 (MACPAD). or visit our website www.macpad.org. Please bring an item for the low protein 

buffet! You may also bring other foods for yourselves (high pro) that will NOT be added to the buffet. 

Names of adult’s attending_________________________________________________________ 

Names and ages of children attending_________________________________________________ 

Address_______________________________________________________________________ 

Telephone Number:  ___________________ Email:  _______________________  

Low Protein food item that you will bring________________________________________________________ 

The first 5 volunteers will receive a FREE MACPAD PKU Volunteer T-shirt! 

I would like to volunteer to: help set up tables and chairs___________pick up items for the 

event____________________________ 

Prepare foods donated by low protein companies and bring them to the picnic_________________________ 

Any way I can help___________________________________________________________________________ 

We need volunteers to continue this picnic! Please help! 
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Congratulations! 

August Birthdays 

Name Date 
Erin Morrison 1 
Jessica Schlotter 1 
Alexander Stein 2 
Michael Flood 2 
Jennie Cronin 3 
Jack Van Norman 3 
Orin Bigler 3 
Bryan Townsend 4 
Shane Shuler 4 
Max Lewandowski 4 
Scott Craig 5 
Emily Armentrout 5 
Allyson Knepshield 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 
Zachary Bradford 13 
Andrew Burkarth 13 
Amy Shuler 14 
Patrick Guinan 15 
Maria Kamarados 15 
Taylor Kaminski 15 
Clark Pritchett 16 
Eric Johnson 16 
Ethan Shaun Guyer 16 
Connor Brown 16 
Elisabeth Allen 17 
Sean Madden 17 
Tiffany Dennis 18 
Logan Royer 18 
Nolan Laack 18 
Deidra Kline 19 
Harley Maguire 19 
Steven Swarey 20 
Gavin Bly 21 
Philip Teasdale 21 
Jennifer Kirkdoffer 21 
Eva Brath 21 
Bethany LaPrad 22 
Jessica Kreinest 22 
Malcolm Garrett 23 
Sean Murray 23 

Madison Kwapich 23 
Austin Shouse 24 
Amos Beiler 25 
Brady Bly 28 

And…. 
 
Billy Barger 28 
Lauren Petrosh 30 
Jessica Goins 30 
Theo Stiles 31 
////////////////////////////////////////////////////////////////////////////////// 

 

 
 

It’s not me it’s you 

It’s kind of unusual 

How someone can love something so horrible 

Well maybe I’m just delusional 

But truthfully it’s adorable 

I love my PKU 

It’s not a curse 

It’s the difference between me and you 

Just think it could be worse 

Now and then I feel sad, 

Different and left out 

But it’s not bad 

‘Cause really I just stand out 

With my friend by my side 

I will never, ever hide 

By Amanda Ambrogio and Kerry Jones



23 
 

 

  



24 
 

 

John Harrison, starting QB at F&M College 
Fraternity Raises Funds for PKU! 

 
 

John has classic PKU and is the starting quarterback for the F&M football team. He will be a senior and team captain in 
fall 2011. He is a brother and treasurer of Sigma Pi fraternity, Nu Chapter, at Franklin & Marshall College. They held a 

Bench-a-thon on April 16 to benefit MACPAD and the fraternity. The event worked like this: participants from the fraternity, 
which primarily consisted of players of the F&M football team, were divided into teams of four. Each participant bench 
pressed as much weight as possible one time, and that weight was totaled with his other three teammates'. The team with 
the highest total won t-shirts. Each participant asked 2-3 people make donations in one of two ways: either one flat sum or 
a pledge of money per pound lifted.  

John has already set 37 career single-season, single-game passing records both at the college and in the conference. 

He’s been named to the postseason all-conference team twice! 

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

 

Love my new T-shirt!!! 


