A Letter from the President
May I present the ―Faces that inspire‖! Featured below are the faces of
some of the wonderful children who
live with PKU
and are a shining example of the best
there is! They
encourage
us,
their
parents,
grandparents,
aunts, uncles, cousins and friends to
work as hard
as we do to raise funds for PKU
research! For
the last few months and on into the fall,
volunteers at
MACPAD will be planning events that
raise research
funds by working together, in whatever
capacity,
to
make each Awareness event a day to
remember
and to add dollars to our research
fame, we don’t do it for salary or
than to help change the lives of
want awards or praise nor do we
better
and older
are
courage, stamina and resilience.
cure, waiting to
sometime in the
We
hope
for
better
tasting
that cure is found. We applaud those in the
formulas and foods that help make PKU a
years ago. If you read through this
some of the MACPAD events that have

fund. We don’t do this for personal glory or
gain, we don’t do it for any other reason
those we love who have PKU. We don’t
want to become famous- what we want is a
quality of life for our children and young
adults with PKU. We
inspired
by
their
We believe there is a
be
foundnear future.
continued
foods until
industry who have created
more livable disorder than it was
newsletter, you will read about
already occurred and those

planned for the remainder of the year . Please join us at one
or more of
our events and help raise the
standardhelp us raise funds for PKU
research!
Go to www.MACPAD.org, join
the
free
membership list and/or buy a
―Support
PKU Research Bracelet‖ and
wear
it
with pride! Let everyone know
that
you
want to help make the lives of
those pictured and many many others, more pleasant.

Sharon Johnstone, President
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Fresh Thoughts on Living with PKU
By Virginia Harrison
A few weeks ago, I sat on a park bench in Happy Valley, Pennsylvania, saying goodbye to one
of my closest college friends who had just graduated from college and was preparing to move
back home. Only a year and a half earlier, I had been in her shoes, stressing about finding a
full-time job, trying to keep in touch with friends, and wondering why I didn’t feel anything like a
―grown-up.‖ As we parted ways, I began to internally reflect on how much my life had changed
since those days after my own graduation in December 2008.
Among the transitions I made while assimilating into the ―real world‖ was how I cared for and
managed my PKU diet. No more dining halls, no more late-night snacks, and no more extended
vacation time to spend with my parents. As a full-time professional for eight months now, I
manage my diet somewhat differently than I did in college but stay true to the same basic
principles: routine, diligence, creativity, and variety. Below are some ways that I’ve learned to
adjust seamlessly to caring for my PKU in the ―real-world.‖
Drink your formula at lunch: Throughout my life, I have mixed my formula before going to bed
and put it in the refrigerator until morning. I then would drink my formula with every meal,
bringing a Thermos to school in my lunchbox. As a professional, I take the same approach. I
pack my lunch in an insulated lunchbox (found at Target) with a reusable ice pack to keep my
formula cool on the bus ride into work. I then promptly place my lunch box into our office
refrigerator when arriving at work. Having the formula with lunch is essential: it curbs any
afternoon snack cravings and ensures my concentration and focus can last all day.
Pack a lunch as frequently as possible: Although lunch meetings and travel are unavoidable,
I pack my lunch whenever I’ll be in the office. Packing a lunch, as opposed to eating out, allows
me to weigh everything I eat and keep an accurate count of my equivalents per day. Also,
packing a lunch curbs the temptation to eat high-phe or unhealthy foods. If I have a lunch
already packed, I’m less inclined to head to a fast food restaurant and buy French fries or
cookies because I know I’ll be wasting food I packed in my lunchbox. I also follow this plan at
dinner and breakfast. Unless a friend asks me to join him or her for dinner, I make my own at
my apartment. Preparing your own foods does require some effort; I plan what meals I’ll eat
each week and go to the grocery store weekly. To ensure variety in my menu, I pore through my
cookbooks and peruse Better Homes and Gardens magazine for new salad, vegetable, and fruit
recipes. However, it’s worth the effort: this way, I am confident that my equivalents are as
accurate as possible on a daily basis. When I am measuring my foods closely rather than
estimating, I can tell my concentration and productivity are better.
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Fresh Thoughts on Living with PKU
continued
Eat Five a Day: Even with a low protein diet, I have realized that I must make a conscious effort
to eat five servings of fruit and vegetables per day. I add fruit to my cereal in the morning, pack
a salad and piece of fruit for lunch, and add a vegetable to rice or pasta at dinner. I’ve been
drinking a one-serving can of V8 vegetable or fruit juice as a morning snack to ensure that I
meet this goal. Since I’ve been making an effort to include five servings per day, I feel more
energized and alert at work. If I have a lunch or breakfast full of carbohydrates, for example, I
feel lackadaisical. Additionally, eating fruits and vegetables, which, in most cases, contain small
amounts of phe, leaves equivalents available for higher-phe treats like cookies, chips, or
sherbet.
Exercise daily: After sitting at my desk for eight hours, I feel pretty antsy. To release my pentup energy, I go for a run around campus or stop into the gym. I am much more dedicated to my
workout regimen than I was in college, and it’s paying off. I now run three miles a day, five days
a week and lift weights once per week. Exercising for a half hour per day relieves any stress
that has accumulated during the workday. When I exercise regularly, I sleep better at night and
feel more refreshed when waking up early in the morning. Also, through personal experience, I
have found that my phe levels are usually lower when exercising regularly.
Don’t hide your PKU: My office celebrates everyone’s birthday with a little surprise party and
treat. Because my diet had come up in casual conversation not long after I started my job, my
coworkers knew what food I could eat – and could plan my birthday without spoiling the
surprise. When the celebration came, my colleagues brought me delicious organic fruit
popsicles in coconut and orange flavors. I was flattered by their thoughtfulness in remembering
my PKU. However, they would have never known about my dietary restrictions if I hadn’t been
willing to discuss it in the first place.

MACPAD is now on PKU.com!
If you have a profile on PKU.com, consider being friends with MACPAD! As a friend of MACPAD, you can
find event information, read our latest news and announcements, and connect with other friends of
MACPAD in the PKU community.
PKU.com, owned and operated by Biomarin, is a social networking site similar to Facebook but dedicated
to families, friends, and medical professionals connected to PKU. People use PKU.com to reach out to
others with advice, encouragement, or discuss advancements in treatment for PKU. Wholly separate from
the social network, PKU.com has lots of information and resources available for families aplooi9nd
professionals. MACPAD hopes to spread awareness of its fundraising efforts and encourage the
community to stay involved.

You can only view MACPAD’s profile if you belong to PKU.com and are

friends with MACPAD. If you don’t have a profile on PKU.com, it’s free to join! All you need to create an
account is a valid e-mail address. If you already have an account, search for MACPAD and add us to your
list of friends.
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UP CLOSE AND PERSONAL
Getting to Know Your MACPAD Board Members
LORI COMMISSO
By Lisa Lewis
Lori Commisso is a hard-working wife, mother of three, career woman, Girl Scout co-leader, volunteer for
her children’s sport teams and activities, and is Chairperson of MACPAD’s Upstate New York Chapter
located near Rochester. While enjoying outside activities in her free time, she has also become quite a
cook, experimenting with recipes for her child with PKU. Lori brings a distinct interest in helping our
community through her involvement in bringing awareness of PKU to the Upstate NY area.

How has PKU impacted your life, Lori?
Having a child with special needs can be overwhelming. I remember all too well the day I received „the
call‟ that my youngest son, Jacob, had PKU. “What is PKU,” I thought? I remember the very snowy day I
traveled to Strong Metabolic Clinic in Rochester, NY with my then four-day old son. I remember the
overwhelming feeling of being in a small clinic office with about four to six people - a doctor, a nurse, a
nutritionist, and a couple residents or so, who were all so nice and considerate, but whose presence and
words were doing nothing to eliminate the concern and fear I felt. I needed to connect with another
mother of a PKU child. I needed to see that a PKU child was normal. I needed to see validation that my
beautiful baby boy was going to grow up and be normal.
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UP CLOSE AND PERSONAL
How has PKU impacted the lives of those in your family?
I believe that having a member of the family with health issues makes everyone else in the family more
aware and compassionate for others with health issues. I have two older children, Alex who is 14, and
Kara who is 11. Neither of them have PKU but they are so helpful in dealing with the everyday rituals of
managing a low protein diet. They provide invaluable assistance to babysitters! It is amazing to me how
much all of my kids understand about PKU. Jacob, at six years old, is the most amazing in how he just
knows what he can and cannot have and just deals with it as he has done each day.

Lori, 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?
MACPAD- The Mid-Atlantic Connection for PKU and Allied Disorders, provided me with an invaluable
opportunity to create a local support group not only for my son and me but also for other kids and adults
dealing with PKU. I was asked to head the Upstate NY Chapter after I sent out an email trying to round up
some families to organize some events in our area. Although initially hesitant to take on such
responsibility with three kids and a full-time job, MACPAD, along with our wonderful Rochester PKU clinic
and it‟s amazing nutritionist, Eileen Blakely, have made the task of heading up the chapter manageable.
I have been the Upstate NY Chapter of MACPAD Chairperson for several years now. I have had
wonderful support from several parents, but I have to say that I don‟t know what I would do without Chris
Kramer and Lori VanKirk whose support has kept me going. Together, we have been able to hold two to
four events each year! I have met such great people and made such great friends. I meet more interesting
and wonderful PKU parents and kids each year. Eileen is so supportive and without her none of this
would be possible. She provides families a connection to the hospital. She is able to communicate events
to patients and coordinate mailing of our event fliers. She was instrumental in our participation in the Stroll
for Strong where we have walked as a team to support the PKU clinic going on four years now.

How do you envision MACPAD growing in the next 5 years? Regionally / Nationally /
Locally
MACPAD is an exceptional organization. They are truly a model of how a non-profit organization should
be run. I am so proud to be part of MACPAD and am very proud of the wonderful work they have done in
supporting PKU research, the new NPKUA, and spreading their support via the wonderful chapters who
all are so amazing and an inspiration to me. Locally, I see our chapter making a larger impact in
supporting research. I believe we currently provide the support that families crave and as we grow and
learn, we can and will make a larger impact.

Lori, what has been your most rewarding experience with MACPAD?
I do not believe I can pick out just one experience that stands out as my most rewarding with MACPAD.
My whole experience with MACPAD and as the chapter chairperson is one that has been and will
continue to be a benefit to me as a person, my son in dealing with PKU, and my whole family as they can
see firsthand what can be accomplished when you are willing to get involved. I would urge anyone who is
thinking about getting involved to call your local support group and see how you can help. You and your
family will benefit from the experience!
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HEALTHY LIVES—HEALTHY CHOICES
Ulrike Reichert, MS
Manager Medical and Scientific Affairs, Nutricia North America
There has been much talk and encouragement for all of us lately to lead healthier lives, get moving and
shed some pounds. The White House initiative ―Let’s Move!‖ headed by First Lady Michelle Obama is a
great national initiative to tackle childhood obesity and with it the associated risks of other diseases.
Did you know that?




1

20% of children in the US are either overweight or obese ?
1
Over 60% of adults in the US are either overweight or obese ?
Other conditions such as type 2 diabetes, high blood pressure, elevated cholesterol levels and
much more can happen when we are obese?

Shedding some extra pounds is not an easy task, and being on a special diet might pose extra
challenges. Your phenylalanine-free medical food (also called ―PKU Formula‖), for example, most likely
provides a significant amount of calories (sometimes 1/3 of your daily calories) and low protein foods and
free foods are often high in calories as well. It is therefore easy to see that your choice of medical food
has an impact on your overall caloric intake and may in fact help you achieve your goal of losing weight.
There are now a number of lower calorie medical foods on the market. PKU Lophlex LQ, a ready-to-drink
medical food is a great choice and provides up to 700 calories less (per 60 g protein equivalent) than
other PKU formulas. So, you could quite easily save 500 calories per day. Cutting 500 calories out of your
diet each day would allow you to lose 1 pound a week. Taking all of your medical food is also important in
maintaining a healthy weight. And as always, it is essential to check with your dietitian when changing
your diet or attempting to lose weight.
Here are a few more tips for a healthy life style:







Choose lots of fruits and vegetables (check with your dietitian, which ones are appropriate for
you) and limit the amount of high sugar, high fat foods.
Take small steps when changing your life style and be realistic about your goals.
Pick fun outdoor activities—get off the couch and away from those screens (TV, Wii, computer,
DS; you name it)
If you like video games, then consider Wii Fit. There are many exercise activities that are both
invigorating and fun.
Take the healthy lifestyle challenge with a friend or family member—you are not alone in this.
Plan for a daily activity such as a vigorous walk in the evening, playing soccer with your child or a
friend, going swimming or playing just plain hide and seek.

There are lots of great Web sites with many tips and education material to get you thinking. Here are a
couple of them: www.letsmove.gov and www.mypyramid.gov (not all material might apply to you). And
again, check with your metabolic team before making changes to your diet!
Have a fun and healthy summer!
1

Your Nutricia Metabolics Team

Source: Center for Disease Control and Prevention (www.cdc.gov)
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MACPAD PKU Awareness Events and Activities
23rd ANNUAL PKU PICNIC

Sponsored by The Mid-Atlantic Connection for PKU and Allied Disorders, Inc.
In conjunction with The Hershey Medical Center

Saturday, August 7, 2010
12:00 PM-4:00 PM
At the Weavers Farm in Denver, PA
Low Protein Buffet- a variety of low protein foods will be available FREE to all
individuals with a metabolic disorder or those who would like to sample the lo-pro
items. We encourage you to bring a food item for the buffet. If you prefer additional
food (not lo-pro), please feel free to bring other items. **Please see the 2 nd page for
buffet suggestions!
Quilt Raffle-

“Tickets Enclosed”

– A genuine Amish Lancaster County

Queen size quilt has been donated to MACPAD by the Log Cabin Quilt Shop, 2679 Old
Philadelphia Pike, Bird-In-Hand, PA be raffled off at the picnic.

We have enclosed tickets that you may
sell to others or purchase yourself.
(Winner need not be present to win!)
Ticket stubs and checks (made payable to
MACPAD) must be mailed to MACPAD
and received no later than July 30 or
brought to the picnic to be included in the
drawing.
PKU Bingo- A unique game to help
everyone remember the right foods for low protein diets! Play along and win prizes!
Pony Rides- “K&B Stables” will be available to provide free rides for children present.
Hayrides-A real hay wagon pulled by mules will available during the afternoon
Barrel Train-again this year, a special ride for the children!
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MACPAD PKU Awareness Events and Activities 23rd annual
picnic, continued
Directions: From PA turnpike, take exit 21 and follow signs to route 272. Turn right onto route
272 north. Travel approx. 2-3 miles to stoplight at route 897.Turn right onto route 897 south.
Travel 4-5 miles to the Weavers Lane. Balloons will mark where to make the right turn! Follow
lane to the end to parking.

---------------------------------------------------------------------------------------------------------Please complete the section below and return to
MACPAD, PO Box 6086, Lancaster, PA 17607 by July 21, 2010.
Or, you may call 717-872-7546 (MACPAD). Or visit our website www.macpad.org. To
register.
If you are willing to provide a food item for the low protein buffet, please see below
and indicate an item. Please remember to bring other foods if you do not require low
protein.

Names of adult’s attending___________________________________________________
Names and ages of children attending_______________________________________
Address_____________________________________________________________________________

Telephone Number:__________________Email_______________________________
(important to receive updates about future events!)
Low Protein Food item for buffet___________________________________________

***PLEASE REMEMBER to bring a recipe card listing the phe amounts in the
dish you are providing.
Low Protein Food Suggestions:
Fruit Platter, fruit kabobs, a bowl of one type of fruit!
Veggies (variety or one)
Low Protein Pasta Salad (pasta with veggies, mac n cheese, )
Low Protein Potato Salad or Vegetable Salad
Low Protein Pizza
A favorite Jello dish
Salad – apple & cranberry salad, carrot-raisin salad, etc.
Low protein burritos or tacos
Vegetable casserole (mushroom, potato, broccoli, etc.)
Mexican Rice or any low protein rice dish
Soft Pretzels, Cinnamon buns
Desserts – muffins, Krispie treats, low pro chocolate, pudding, pie, cupcakes, cookies, etc.
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MACPAD PKU Awareness Events and Activities
On Saturday March 6, 2010 the MACPAD New Jersey Chapter
held a PKU Pizza/Bowling Party @ Stelton Lanes, Piscataway, NJ.
Eight families attended the party; we had low protein pizza
donated by Cambrooke, regular pizza and fries.

The children

bowled 2 games and had a great time, we matched the age
groups together, we have ages 5 to 13 and it seemed to work. It
was nice to see people that we have not seen for a while and to
network and just chat.

At the end there were goodie bags

donated by Applied Nutrition for the children to take home. We
want to thank everyone that came out and thanks to everyone
who donated for a great day for us to enjoy. It also was
announced that Amanda Ambrogio did a Science project on PKU and won
first prize we are so proud of her.
Suzanne Purcell
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MACPAD PKU Awareness Events and Activities

Western PA MACPAD
Spring Clean and Raise Money for Research!! Pittsburgh Mayor Luke Ravenstahl named the
month of May -- Pittsburgh PKU Awareness Month, with an official proclamation! In honor of Luke
Ravenstahl’s proclamation, we asked families throughout the Pittsburgh area to continue their hard
work raising money for research by hosting a yard sale during the month of May. In addition to
their general fundraising, all proceeds from these yard sales went toward PKU Research. Our yard
sales produced a great turnout!

Many family and friends participated!

We raised money for

research and raised awareness to those who stopped by to shop but also walked away with an
understanding of what PKU is!

A big thank you to those families that participated in our PKU

Awareness activity this year!!

It has been an honor to serve as the Western PA Chapter Chairman.

I would like to thank the

families that have worked so hard to raise funds and awareness during this time. I am very proud
to be a small part of the reason Western PA was able to raise over $110,000 in research. I have
decided to step down as Chairman of Western PA and will continue with MACPAD as a Board
Member. I have met great PKU families and professionals over the past few years and will continue
to be an advocate for the PKU Community in my new position with MACPAD. If you would like to be
considered for my position, please contact Sharon Johnstone, President.
Erica Burkarth
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MACPAD PKU Awareness Events and Activities
“Get a Clue Race for PKU” 5k Race and 1 Mile Fun Walk
Sunday, May 23, 2010

Colonial Park in Franklin Township, NJ

It was an overcast Sunday, about 66°, and perfect for running and walking! It was also the first ever 5k race and 1 mile fun walk for
PKU. The NJ Chapter of MACPAD hosted the event to raise awareness of PKU and to raise funds to find a cure. It was truly a
community event, both the PKU community and the local community. Over 130 friends and family attended the event, with 58
runners and 47 walkers. The event kicked off with the National Anthem, sang by Ms. Christina Simons, Hillsborough Middle School
Science Teacher, followed by the 1 mile fun walk, then the 5k race, and lastly the award ceremony.

Entertainment was provided by DJ Dave (music and games for the kids), hair and face painting and sand art was provided by local
Girl Scout volunteers, and Luke Dante provided balloon animals. There was plenty of food and drink provided by local stores –
Costco provided water, Wegman’s provided sports drinks and granola bars, Farmer’s Market provided fruit, Bagel Pantry provided
bagels, Shop Rite provided chips and cookies, and Rita’s provided Italian ice. Low protein items were also available courtesy of Ener
G Foods, Lils Dietary Shop, and Cambrooke Foods.
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A special thank you to all of our sponsors who made this event possible:






Gold Sponsors – BioMarin, Vitaflo, and Ricasoli and Santin Contracting Co., Inc.
Silver Sponsors – Applied Nutrition, CamBrooke Foods, and Nutricia
Bronze Sponsors – Coastal Jersey Parrot Head Club, Houlihan’s, and Storcella & Nocera Contractors, LLC
Friend Sponsor – Bright Side Vacations
Contributors – Costco, Ener G Foods, Farmer’s Market, Lils Dietary Shop, Shop Rite, Wegmans

And lastly, we would like to thank those companies that provided prizes for the event – Philadelphia Zoo, Party Lite, Somerset
Patriots, Lilly Pulitzer, Road ID, and Sneakers Plus.
Many families stayed and enjoyed the park, which had walking trails, playgrounds, putt putt golf, and paddle boats. In addition to a
fun family day at the park, attendees learned more about PKU (thanks to the vendors in attendance, BioMarin, Nutricia, Vitaflo, and
Applied Nutrition), and raised funds for PKU research.

nd

Stay tuned for more details about our 2 Annual “Get a Clue Race for PKU” event in 2011!
Jill Ambrogio
Chairperson, MACPAD NJ Chapter Chairman

Some winners and special guests!
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MACPAD PKU Awareness Events and Activities

MACPAD – Eastern Pa Chapter

The Easter Egg Hunt begins!!

A large selection of low protein foods!

3rd Annual PKU Easter Egg Hunt & Sunday Brunch Review
For all of you that struggle with getting out of bed on a Sunday morning….this is one event that’s worth it and
I am not just saying that because I am the one organizing it! It is the one event that allows you to win huge
low protein food baskets and gift certificates, in addition to trying almost every low protein dish or product
that is out there.
I would like to personally thank Biomarin for the grant that made the event possible, along with Vitaflo USA,
PKU Perspectives, Ener-G Foods, Cambrooke, Nutricia, and Lil’s Dietary Shop. All of these companies
dedicate their time and products to making this event extra special for our families.
Once again, Cook For Love (www.cookforlove.org) was able to attend the event and cook fresh homemade low
protein foods right at the event. Thank you Brenda and Molly for all of your hard work and dedication to the
PKU Community!
We welcomed 3 new families to our community this year. We also had the newly designed NPKUA T-shirts
available for families to purchase.
Next year we are hoping to host a Children’s Magic Show and Balloon Artist to the event!!

Upcoming Events in Eastern PA
Saturday, August 7th – Annual Weaver Picnic
August 19 – 22nd – Hitting For A Cause Baseball Tournament
December – Holiday Dinner & Low Pro Cookie Exchange
*For more information on any of our events, please visit www.macpad.org
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MACPAD PKU Awareness Events and Activities
Third Annual PKU Golf Outing
Our fundraising efforts are helping scientists conduct research into more effective treatments and eventually
a cure for PKU 100% of the profits from this event will fund PKU research.
When:

Thursday, Sept. 9th, 2010

Where:

Rock Manor Golf Course
1319 Carruthers Lane
Wilmington, DE 19803

Time:

11:00 Registration
11:30 BBQ Lunch
12:30 Shotgun Start

Cost:

$95.00 (includes BBQ Lunch, Beer and Beverages, Free Driving Range, Round of Golf, Carts
with GPS, Give-a-ways plus awards immediately following

Other Info:

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

RSVP:

By August 26th 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 26th. Please make Checks payables to: MACPAD
Mail to:
2219 Fairfax Blvd.
Wilmington, DE 19803

Questions of Concerns: Contact Matt or Noelle Bamonte @ mnbamonte@comcast.net or
302-652-4443.

If interested in a Tee Sponsorship for your Company or in Honor of your PKU family member, please contact
us at the above email or phone number.
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MAY AND JUNE BIRTHDAY WISHES
NAME
Bryce Steach
Kaylee Downey
Krista Hirons
Skyler Searfoss
Ariana Spinney
Meredith DeRemigro
Jessica Zimmerman
Jesse Conti
Elliot Althof
Allen Heyler
Michael Atkins
Ellysia Germain
Emily Warren
Jacob Stasen
Kathleen Bellini
Walker Hadley
Hannah Worley
Joshua Turner
Bryce Steach
Christopher Carlson
Brian Phillips
Haley DePasquale
Mariah Jones
Susie Wengerd
Claire Zimlinghaus
Cecilia Mercurio
Matthew Demsey
Zachery Wilt
Reagan Hall
Micheal Esh
George Kamarados
Ally Hall
Marissa Marcellino
Elizabeth Kaden
Kristi Boverhuis
Austin Shultz
Jennifer Doupe
Glenn Samuels
Jessica Smith
Logan Persee
Sophia Hostetler
Erli Shima
Cameron Barnes
Stephen Hazuka
Olivia Rose Stewart
Natalie Ryba
Brian Loughlin
Danielle Barckett

DATE
1
1
1
1
2
2
3
3
4
4
5
5
6
7
8
9
9
10
11
13
14
15
15
16
18
18
20
20
22
22
24
24
24
25
26
27
27
28
28
28
28
29
29
29
30
30
31
31

NAME

DATE

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

NAME
Brady Holman
Alex Vickers
Carolyn Delaney
Hannah Hawk
Lisa Roth
Stephanie Krupilis
Ashley Dorion
Lindsay Humphreys
Korben Kiessling
Amanda Cosburn
Michael Rurkowski
Jackson Moore
Haley Rudder
Sarah Simonson
Chad Eilers

DATE
21
21
22
23
23
23
24
24
25
26
27
27
28
28
29

JULY AND AUGUST BIRTHDAY WISHES
NAME
Hannah Bordner
Izaak McFadden
Chad Haeberle
Terry Haney
Amanda Waschak
Brandon Niehaus
Ariel Siciliano
Christina Boras
Edwin Whaley
Grant Kelly
Zachary Alwein
Ezra King
Cameron Paolella
Ayden Quiram
Owen Maxfield
Chris Niehaus
Fannie King
Evan Patterson
Melinda Munson
Hunter Kane
Melinda Fouse
Jared Jochimsen
David Wagner
Ethan Hennard
Jacob Smith
Jared Jochimsen
Corey James Kirby
Cathy Gill
Cathy Keesler
Sergio Basulto
Lauren Gass
Katie Keegan
Morgan Price
Gina Vaccaro
AJ Green
Christopher Proutt
Charley Griffith
Braden Frank

DATE
1
1
2
4
5
5
7
7
7
7
7
8
9
11
11
12
12
13
13
13
15
15
16
16
16
16
17
18
18
18
18
19
19
19
19
20
20
21

NAME

DATE

Burg Ning Liu
Todd Atkinson
Troy Pulaski
Kenny Barton
Noah Crosby
Natasha Spiech
Reid Tully
Sophia Kvam
Sadie Warner
Kim McDowell
Jane Campbell
Brenda Jones
Cody Warren
Abigail McDowell
Julianna Antonucci
Ian Simmons
Owen Bruccoliere

21
22
23
23
24
26
26
27
27
27
28
29
29
29
30
30
31

AUGUST
Jessica Schlotter
Erin Morrison
Alexander Stein
Michael Flood
Jack Van Norman
Jennie Cronin
Orin Bigler
Shane Shuler
Bryan Townsend
Allyson Knepshield
Scott Craig
Emily Armentrout
Emilie Godard
Clara Riley
Allison Zimmerman
Joseph Hoover
Kathy Hunt
Brandon Rios
Megan Bair
Cathryne Wheeler
Devin DiGeorgio
Austin Conran
Andrew Burkarth
Zachary Bradford
Amy Shuler
Taylor Kaminski
Patrick Guinan
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DATE

Maria Kamarados

15

Connor Brown

16

Eric Johnson
Clark Pritchett
Ethan Shaun Guyer
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Sean Madden

17

Elisabeth Allen

17

Nolan Laack

18

Logan Royer

18

Tiffany Dennis

18

Harley Maguire

19

Deidra Kline

19

Jennifer Kirkdoffer

21

Philip Teasdale

21

Eva

21

Brath

Bethany LaPrad
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Jessica Kreinest

22

Sean Murray

23

Malcolm Garrett

23

Madison Kwapich

23

Austin Shouse

24

Amos Beiler

25

Billy Barger

28

Brady Bly

28

Jessica Goins

30

Lauren Petrosh

30

Theo Stiles
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GRANDMA’S CORNER
Dear Grandma,
I have a child with PKU but have never been involved with a PKU group. How do I go about doing this,
and how will it help my child?

Dear Mom,
Getting involved with a PKU group is easy, finding time to support that group may not always be easy, but is so
rewarding you should find time to fit it in your schedule. MACPAD has been such a huge help to so many families
since it was formed, you could gain a lot of knowledge and friendships by joining. MACPAD is so successful because
so many wonderful people work together to ensure its success and the programs which it supports. By supporting
groups like MACPAD, we help our children and many other families. By being part of a group you can share your
problems and your successes. Many groups have formed Walk-A-Thons where people pledge money to those
walking to raise money for research. These walks have been a huge success, but they would not happen if many
people didn't step up to the plate and do a lot of hard work to make it possible. Sharing your time and knowledge
with others is immeasurable. Some groups have dinners or picnics and they are always fun and rewarding. By
working with other PKU families, you can pass on your experiences to them and they in return will most likely give
you some great ideas. You will always be welcome to any MACPAD event and you won't be sorry you joined.
MACPAD has a really great picnic every summer at the Weavers Farm in Lancaster, PA. This doesn't just happen by
itself, it takes a lot of work to get everything ready and many people spend lots of time making sure it is a success
and believe me, it is always a success. By coming to the picnic you are showing your support and you will be
surprised how much you get out of it besides a good meal. The people there all share a wealth of knowledge and
when we put it all together and share with each other, it makes for a wonderful experience. You can support the
picnic first by coming and secondly by bringing a PKU dish to be served and also by offering to help in any way
needed. By everyone working together, we get much satisfaction for a job well done and many new recipes and
friends. Any member of MACPAD always stands ready to offer support and friendship to anyone willing to accept it.
MACPAD has also sponsored several PKU Conferences where they bring in experts to talk to us and share their
knowledge with us. At these events, we learn about the latest medical updates and also the newest PKU foods
available as there are always vendors from various food companies to share their products with us. These events
take a lot of hard work and time and without many volunteers, they wouldn't happen and that would be our loss.
MACPAD started out as a small group and it is amazing how quickly it has grown and the amount of money it has
been able to raise for PKU research.
This has only happened because so many people in several different states
have offered to form a Chapter and work together to make it a success. This is where you will help your child, by
being part of such a great organization and by taking part in the events by your local MACPAD organization. In fact,
my husband and I go to as many PKU events as possible to learn as much as we can. We don't limit ourselves just
to our state, we also travel to MACPAD events in neighboring states. Our participation is all of these events helps
ensure their success. Lots of local groups have cooking demonstrations and what a fun experience that is. Our local
MACPAD group has hosted several cooking events because people are willing to get involved to help themselves
and in turn others. We always come away with a smile on our face and some new information that we didn't know

before. Everyone has a skill or knowledge (even if you don't think so) that will benefit someone else, so
join your local MACPAD group and share your time and yourself with us. We would love to have you!!
Grandma
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