A Letter from the President
Did you make a New Years’ resolution? Was it to lose weight? Save more money? Take up a new
hobby? Volunteer more time to charity? If the first three resolutions weren’t what you planned, then
think about the fourth- volunteering more time to charity- specifically MACPAD. If you’re reading
this, you must have a connection to PKU, right? There are so many wonderful people who have
selflessly given of their time to support the ongoing projects and events of MACPAD. You too, can
achieve that sense of helping and community by donating some part of your time to help
MACPAD. How grateful we are that there are so many individuals currently giving their time and
talents to benefit the PKU community! To each of them, a personal and heartfelt “Thank you!” To
those of you who have not yet joined the MACPAD team- come and give it a try- make it your
resolution.
Can you help? You might ask “How can I help” or “why should I help”. Read on!
During the past 9 years, MACPAD has raised $576,510 for PKU research (visit www.MACPAD.org, under “research
funding” to see which projects we have supported). All of these funds were raised by people just like you. Collectively, we
can make a difference! How did they raise the funds? There are many ways that creative individuals have contributed to
our research funds: “walks” for PKU research; birthday parties when guests have been asked to donate to MACPAD in
lieu of gifts; brides who have requested contributions to MACPAD instead of wedding presents; cycling events; home
parties, such as Pampered Chef; festivals; donating a percentage of their services during a specific time frame; doing fund
raisers at local restaurants, memorial donations, selling something on Ebay and many more!
But, there are other ways that you can help MACPAD and the PKU communities promote awareness of PKU! You could
submit an article for our newsletter- tell us about your experience with PKU, share your thoughts and ideas about meal
planning or the diet or provide special recipes to share. You could also volunteer to sit on our Board of Directors, when
spaces become available. The 18 member Board reviews all MACPAD events, meets 3 times a year and generally
provides guidance and support for our activities. The Board is also responsible to oversee the financial status of the
organization to insure that we are meeting our requirements as a 501 (C) (3) organization, so we can continue to meet our
mission.
You can also support MACPAD by simply attending our events! Read through this newsletter to see pictures and stories
of our events, and check the list of activities planned for 2010.
Your time commitment is up to you- some of the above suggestions require more planning and time than others but don’t
let that stop you! If you have any interest in joining us on the journey of PKU or any questions about how to do something,
contact info@MACPAD.org and someone will contact you. Any support you can give will provide you with more rewards
than you can ever imagine! Make this your New Years’ resolution- it’s not too late!
Waiting to hear from you,
Sharon Johnstone, President
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Fresh Thoughts on Living with PKU
By Virginia Harrison
I could not believe the feast set before me. Basil fettuccini mixed with low protein penne pasta, spicy tomato sauce,
and a crisp garden salad with a deep red tomato, olives, crunchy cucumbers, and balsamic vinaigrette lay upon a
meticulously set dining room table. This was my last evening with my “host” family, and Joe and Suzanne had invited
me to dinner with them after I returned from work. It was hard to believe that this kind couple had been complete
strangers to me a mere four weeks ago. Now, we were sharing and enjoying a carefully prepared low protein meal
together.
Nine months prior to our feast, I had graduated from Penn State University with two degrees and a rosy outlook on
life as a professional. I was lucky enough to receive an internship at my alma mater five months later in May 2009
with the communications office in the University’s fundraising operations. I loved the job, and in July, my boss said he
would have a staff position for me once my internship was complete. Because full-time employment had not been
promised heading into the internship, I had not looked for any housing in the area. My current lease would end in
August – exactly when the full-time position would start. In State College, Pennsylvania, where more than 40,000
students live, apartment leases – both student and professional – are filled 12 months in advance. I was suddenly
homeless.
Luckily, one of my coworkers asked one of her friends if he and his wife were willing to house me for a few weeks
until I could find a permanent residence. They agreed. I was relieved to have temporary housing but still anxious,
especially about my PKU. How would they react to my special dietary needs? How could I care for my diet without
intruding on their space? I decided it was best to address these worries the very first time we met.
Being open about these issues was in fact the best thing to do. I simply said that I had a special medical diet and
would need a little bit of room in the refrigerator for my formula and food as well as a small space on their kitchen
countertop for my scale. The request didn’t bother them at all. By telling Joe and Suzanne about my problems right
away, it prevented any unwanted surprises on move-in day and established a mutual trust. By asking permission, I
showed respect for their home, and they showed respect for my concerns.
As soon as I moved in, Suzanne and Joe asked all about my special diet with genuine interest. Suzanne loved to
cook and thought it was important that I join her family at dinnertime. Right away, she asked what was on my diet and
worked with me to prepare low protein-friendly meals. I told her not to change her dinner plans, but to simply adapt
her ideas for my plate. For example, one night she made chicken salad. She served me the same mixed greens and
vegetables without the chicken. I then cooked a small bowl of low protein pasta to round out my meal. Another night
she made white rice and sautéed zucchini. If they ate early, she would save me leftovers. For dessert, both Joe and
Suzanne loved Dairy Queen. Knowing my restrictions, they would buy me non-dairy slurpies so I would be included. I
am truly gracious for their willingness to welcome me at their table.
However, this relationship would not have been so smooth if I had not shared my PKU with Suzanne and Joe from
the very beginning. I could not imagine how miserable my experience would have been if I felt the need to hide each
meal I ate or stow away my foods and formula. How uncomfortable would it have been for my hosts and me if I snuck
around the kitchen to make my formula when no one was watching? Surely they would have thought I was very, very
strange. I also hope this story gives encouragement to students who are considering studying abroad or away from
home. You can find ways to fit smoothly into society.
I believe that people with PKU must approach all social situations with the same openness and honesty. During that
last meal, my hosts told me they were so happy I joined their family activities. “It would have been very uncomfortable
if you had stayed in your room and never talked to us,” Suzanne said. I agreed. I wouldn’t have been able to enjoy
that pasta-and-salad feast if I hid.
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UP CLOSE AND PERSONAL
Getting to Know Your MACPAD Board Members
By Lisa Lewis

Kay Dunkle has been an involved with MACPAD since its inception. She and her husband
Dan are close friends of the founders of MACPAD. They did not think twice when asked to
participate in the establishment of an organization dealing with a disorder that affected the
grandson of their friends. Kay has been and continues to be a voice of wisdom and
understanding of the issues involved with PKU on the Board.
Kay, how did you hear about MACPAD? How did you decide to join MACPAD as a
Board Member?

My introduction to PKU came twelve years ago when I was on vacation in the Poconos with long time
friends, the Johnstones. Their daughter and her husband, Judy and Mike Griffith, recently had a second
baby. Judy called her parents to tell them the baby had PKU. “Had what?” we all asked. That was the
beginning.
Not being people to sit idly by, the Johnstones and Griffiths began to delve into all information that was
available at that time. Finding very little, they began MACPAD. As the organization grew, they indicated
they needed more people on the board. I agreed to serve on the Board and became the Webmaster, in
addition to a willing worker at fund-raising walks and conventions, and a sounding board for all kinds of
suggestions.
What main focus/goal did you have in mind when you decided to serve the entire PKU
community by Board participation?

I believed that participating with the MACPAD Board would give me an opportunity to use my skills to
disseminate information about PKU and help to earn funds for further research to improve the lives of
people with PKU.
Through the years, I have written for this publication, Connections, tested recipes, donated recipes,
interviewed researchers - all the time learning more and more about phe. The positive results of the
research we have supported through the years have made our efforts very valuable.
How do you envision MACPAD growing in the next 5 years, Kay? Regionally / Nationally /
Locally

In future years, I envision MACPAD being the Mid-Atlantic arm for the national organization. As more and
more young families join MACPAD, they will be taking over the Board positions to continue the work
begun in 1998.
Finally Kay, what has been your most rewarding experience with MACPAD?

Some of the most rewarding times for me occurred while working at walks and the conventions. I would
meet new parents of PKU babies who were amazed to see normal kids running and playing. As I talked
with them, I could see them relax as they realized they were not alone in their attempt to deal with PKU.
Another very positive experience for me has been to watch the PKU children I know grow and flourish
through the years.
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Looking for recipes the whole family can enjoy together?
Then try either of the ones below or others from

“Family Friendly PKU recipes”

Broccoli Red Cabbage Slaw
Phe per serving

Colorful Pepper Soup (page 50)
Phe per serving

26

Phe per gram

4

Phe per gram

0.63

Exchanges per serving 4.3

Calories per serving

Serving per recipe

Serving size

4

90

½ cup

0.13

Exchanges per serving 1.7 Calories per serving
Servings per recipe

65

(page 99)

Serving size

93

1 cup

Amount

Ingredient

Phe

2 cups (142g)

Broccoli, florets

119

½ cup (64g)

Carrots, shredded

20

1 cup (89g)

Cabbage, red, shredded

40

¼ cup (36g)

Raisins

24

1/3 cup (53g)

Onions, chopped

16

2 Tbsp (30g)

Coleslaw Salad Dressing

39

Amount

Ingredient

Phe

2 Tbsp (28g)

Olive oil

0

1 cup (112g)

Pepper, green

32

1 cup (112g)

Pepper, red

32

1 cup (112g)

Pepper, yellow

32

1 (3g)

Garlic Clove

5

½ tsp (2g)

Lemon juice

0

Combine broccoli florets, shredded carrot, shredded red

½ tsp (3g)

Salt

0

cabbage, chopped onion and raisins in a salad bowl.

1 can (411g)

Vegetable broth

2

Drizzle the salad dressing over the vegetables and toss

Directions:

to coat. Refrigerate at least 2 hours. Stir before serving.

(Swanson’s)

Comments: This is a crisp “raw” salad, which has lots of
nutrition.

Directions:
Wash and core peppers then slice into rings.

Crush

garlic clove. Add oil to a saucepan. Add the garlic
and sauté until lightly browned.

Add the sliced

peppers, vegetable broth, lemon juice and salt.
Cover and simmer over low heat for about 30
minutes.
Comments: Easy to make with lots of flavor.
three

colors

serving.

of

peppers

provide

an

The

attractive

Available at www.MACPAD.org, under “shopping” or
through www.cambrookefoods.com
either place!
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only $20.00 at

How much fiber do kids need in their diet?
According to the American Academy of Pediatrics, in their Guide to Your Child's Nutrition, "a person's
daily intake of fiber should equal his or her age plus 5 grams (thus, for a 7-year-old, 7 + 5 = 12 grams a
day) up to a maximum of 35 grams a day."
In general, good sources of fiber include many fruits, vegetables, legumes (beans), breads, and cereals.
To find foods high in fiber for your family, it can help to read the nutrition label of foods to see how much
fiber is in it.
In general, a food that is high in fiber would have at least 5g of fiber per serving or more. Those that are
good sources of fiber have at least 2.5g of fiber per server.
You can also look for these natural high fiber foods (they have 5g of fiber or more per serving):
Raspberries
Asian Pears
Green Peas
Prunes
Spinach

Artichokes
Brussels Sprouts
Broccoli
Pears
Raisins

PKU Perspectives strives to provide low protein foods that
are high in fiber:

Product

SKU

Serving Size

Dietary Fiber (g)

Country Sunrise Apple Cinnamon Muffins

KMA0249

1/2 Cup (48.5g)

5

Country Sunrise Baking Mix

KMA0259

1/4 Cup (32g)

5

Country Sunrise Chicken Burger/Nugget Mix

KMA0214

1/3 Cup (30g)

3

Country Sunrise Cranberry Orange Muffins

KMA0249

2/3 Cup (60g)

6

Country Sunrise Creamy Tomato Basil Soup Mix KMA0267

5 Tbsp (31g)

2

Country Sunrise Imitation
Scrambled Egg & Omelet Mix

KMA0105

1 1/2 Tbsp (14g)

2

Country Sunrise Italian Vegetable Soup

KMA0202

1/3 Cup (47g)

2

Country Sunrise Mushroom Burger Mix

KMA0034

1/4 Cup (30g)

4

Country Sunrise Southwest Burger Mix

KMA0035

1/4 Cup (30g)

4

Country Sunrise Vegetable Hot Dog Mix

KMA0007

3 Tbsp (29g)

5

www.pkuperspectives.com
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MACPAD Supports National PKU Alliance Research Fund!
Through your generosity in 2009, MACPAD was able to contribute $55,200 to the National PKU
Alliance Research Fund!- Thank you!
National PKU Alliance announced recipients of first research grants and fellowship to Dr.
Harvey Levy, Dr. Denise Ney, and Dr. Roberto Gramignoli to expand understanding of PKU and
its effects, paving the way for new treatments
The creation of the NPKUA Scientific Advisory Board ensures that the PKU community’s funds
will go to support the most promising, rigorous research in the field,” said Scientific Advisory
Board President, Dr. Tom Franklin. “These proposals have been thoroughly vetted by scientists
and clinicians who are familiar with the current state of PKU research and recognize
opportunities for advancement.”
Postdoctoral Fellowship
Dr. Gramignoli is the first recipient of the NPKUA Fellowship Program to encourage bright postdoctoral and medical researchers to pursue careers in PKU and other metabolic diseases. Dr.
Gramignoli is a Visiting Scholar in the Department of Pathology at the University of Pittsburgh
School of Medicine, which is internationally renowned in the field of liver and hepatocyte
transplantation. He will use his fellowship to research the applicability of cell transplantation for
PKU. Hepatocyte transplantation has been successfully used to treat other metabolic disorders,
but its efficacy in treating PKU has not been studied.
Research Grants
Dr. Levy, Professor of Pediatrics at Harvard Medical School and Senior Physician in
Medicine/Genetics at Children’s Hospital Boston, will conduct a study entitled “Maternal PKU:
Offspring Follow-Up and Maternal Nutritional and Psychological Status.” This project will
examine the health and well being of women with maternal PKU and their offspring.
Dr. Ney, Professor in the Department of Nutritional Sciences at the University of WisconsinMadison, will conduct a study entitled, “Does Dietary Glycomacropeptide Improve Bone
Development in PKU Mice?” Glycomacropeptide is a whey protein that contains only small
amounts of phenylalanine, the amino acid that must be limited in diets of individuals with PKU.
Bone loss is a potential side effect of the traditional PKU diet, which includes very little whole
protein.
NPKUA Research Selection Process
The overall funding strategy of the NPKUA is to support projects that will promote advances in
the treatment and management of PKU, with the long term goal of facilitating the development
of a cure. The NPKUA has established a Scientific Advisory Board made up of eminently
qualified doctors, researchers and clinicians who are leaders in their fields to evaluate
proposals. Grants and fellowships are awarded on an annual basis. Please visit www.npkua.org
for more information.
6
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MACPAD WESTERN PA CHAPTER
Past Events
We had a great low protein cooking class held on January 13th. A Dietetic Intern from IUP, who
has experience with low protein food, cooked for us. She made sweet potato soup, green bean
casserole, lemon-blueberry parfaits, and pumpkin-orange bread pudding. It was a wonderful
night for sampling low protein food!

Upcoming Events
Spring clean and raise money for PKU Research!! We have some exciting changes coming up
for our annual PKU Awareness event for May 2010! In lieu of a PKU Walk, we will be having a
month long event that will fit into your schedule. You pick the day and you pick the time!
In honor of PKU Awareness, we are asking 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 your general fundraising, all proceeds from these yard sales will go toward PKU
Research. Celebrate PKU Awareness this May -- Spring Clean and raise money for research!!
The top three families that raise the most money will receive low protein gift baskets! Their
names will also be listed in the next MACPAD newsletter. To date, the Western PA Chapter
has raised over $110,000 for research. Let’s keep it up!
More details and information to come.
Please email me at erica_burkarth@hotmail.com with any questions! As always, new ideas for
events are welcome.
Erica Burkarth
MACPAD Western PA Chapter
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11:30 AM: Kuvan – helps some people reduce
their phe levels PEG-PAL – an injectable
enzyme replacement ELAINA JURECKI, MS, RD,
Nutrition Specialist, BioMarin

It is with great pleasure that we announce that
the metabolic centers of New Jersey will be
joining together to provide an educational
program for people in New Jersey with PKU.
This is a cutting edge program with excellent
speakers discussing the newest treatments
for PKU. Do not miss this exceptional
opportunity!

12:00 AM: Vendor displays

Participating
hospitals/organizations:

What’s Really New With PKU?

Sponsors:

Participating hospitals/organizations:

Saturday, March 13, 2010

Sponsors:

UMDNJ, Newark

BioMarin
Pharmaceutical Inc.

Cooper University
Hospital

Applied Nutrition
Corp.

Saint Peter’s University
Hospital

Cambrooke Foods

Hackensack University
Medical

Nutricia

New Jersey Chapter of
MACPAD Center

Vitaflo

Woodbridge Hilton Hotel
Iselin, New Jersey
9:30 AM: Vendor displays

10:00 AM: Welcome
JOANNE FRIEDMAN, MA, RD, UMDNJ,
Newark
10:15 AM: Large Neutral Amino Acids – help
prevent phe from crossing the blood/brain
barrier BRIDGET WARDLEY, MS, RD, Director
of Nutrition, Applied Nutrition

Please rsvp (include number of people attending) by
March 1, 2010 to:
Foods
Joanne Friedman, MA, RD friedmjo@umdnj.edu
973-972-3308

10:45 AM:
Glycomacropeptide – a new
formula made from whey protein iPod and
iPhone “touch” app to count mg. of phe
ERICA STELTON, RD, Cambrooke Foods

Directions: Exit 131A Garden State Parkway. Short
walk from Metro Park station.
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WALK FOR PKU RESEARCH SPONSORED BY THE MID-ATLANTIC CONNECTION FOR PKU
AND ALLIED DISORDERS, INC. * a portion of the proceeds will be donated to Ohio PKU Camp

2nd Annual Northern Ohio
Medina County Park’s, Hubbard Park, Lakeside Shelter
PKU Picnic/Walk
When:
Where:
Schedule:

Saturday, May 1st, 2010
8600 Hubbard Valley Road, Medina

9:00 am to 10:00 am

Check in & turn in donations, a T-shirt will be given to any walker that is present with a donation
of at least $25.00, one shirt per walker please
If you would prefer you can pre-register by mailing your donations to: Shelly Cribbet, 2494 Mack
Road, Fairfield, OH 45014, receipts are sent upon request

10:00 am to 10:15 am

Welcome

10:15 am to 10:30 am

PKU Group Photo

10:30 am to 11:30 am
11:30 am to ?

Walk for Awareness & Research
Social Gathering
Enjoy a Low Protein Spaghetti Lunch from:
Buca di Bepo! Sponsored by Vitaflo and our local representative, Monica Cengia *please
email a rsvp to cribbets@hotmail.com or call Shelly @ (513) 266-5322 with the estimated
amount of guests coming with your family for ordering food by April 17, 2010, this is a
must for the meal

Have PKU food that is not being used? Let’s swap…bring it…..
Come spend your morning meeting and socializing with other PKU families and by talking to low-pro
Venders, pharmaceutical and formula representatives. Brings coats and umbrella’s if needed, parts
of trail can be muddy. If you have any questions, please contact Shelly Cribbet @ (513) 266-5322 or by e-mail,
cribbets@hotmail.com

More information about the Walk can be found on the MACPAD website, www.macpad.org
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WALK FOR PKU RESEARCH SPONSORED BY THE MID-ATLANTIC CONNECTION FOR PKU
AND ALLIED DISORDERS, INC. * a portion of the proceeds will be donated to Ohio PKU Camp
5th Annual Southern Ohio’s, PKU Walk-a-thon
When:
Where:
Schedule:
9:00 am to 10:00 am

Saturday, May 22, 2010
Miami Whitewater Park
$2.00 Park Admittance Fee

Check in & turn in donations, a T-shirt will be given to any walker that is present with a
donation of at least $25.00, one shirt per walker

10:00 am to 10:15 am

Welcome

10:15 am to 10:30 am

PKU Group Photo

10:30 am to 11:00 am
11:00 am to ?

Walk for Awareness & Research
Social Gathering

Enjoy protein free Soft Serve, courtesy of VITAFLO and our local rep, Monica Cengia, MSEd,
RD, LD, CDE
Feel free to bring your favorite PKU recipes to sample/share, low protein snacks and water will be
provided. Have PKU food that is not being used? Let’s swap, bring it.
*A prize will be given to the family who brings the most pop tabs. Our MACPAD group will be
donating them to Cincinnati’s Ronald McDonald House*
If you have any questions or need directions, please contact Shelly (Sprague) Cribbet @
(513) 266-5322 or by e-mail, cribbets@hotmail.com
More information about the Walk can be found on the MACPAD website, www.macpad.org
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MACPAD Delaware Chapter
Second Annual Bob Evans Community Days

Come join us at one of three Bob Evans locations. Dine In or Take Out and 15% of your bill will be donated to MACPAD.
As the event gets closer a flyer will be posted to www.macpad.org. Bring the flyer with you and present at the time you
pay you bill so MACPAD receives the 15%.

DOVER

(Exit 104, Off Rt. 1):

BEAR

(Rt. 40, Governor’s Place)

LEWES

(Rt. 1/Postal Lane, across from Midway): Saturday, May 15, 2010

Questions/Details:

Friday, May 14, 2010
Saturday, May 15, 2010

Contact Susan @ sgallagher07@comcast.net, 384-6793
Bryan @ 834-2019, Bear Bob Evans

/////////////////////////////////////////////////////////////////////////////
Third Annual PKU Golf Outing
Profits Raised will go to MACPAD and PKU Research in the hopes to find a cure or better treatments.
When:

Thursday, Sept. 9th, 2010

Where:

Rock Manor Golf Course
1319 Carruthers Lane
Wilmington, DE 19803

Further information such as cost and times will be announced
Questions, Concerns or Interest in being a Tee Sponsor Contact Matt or Noelle Bamonte @ mnbamonte@comcast.net
or 302-652-4443

Stay tuned for a Summer event and an Oct Halloween Event.
16
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MACPAD (Mid-Atlantic Connection for PKU and Allied Disorders)
Delaware Chapter
Susan Gallagher organized our 1st Community Fun Day at Bob Evans in Bear to raise PKU awareness. While
most restaurants participate in community events with 10% of their supporters checks go toward their cause,
Bob Evans donates 15% that we put toward Research which totaled app. $125: We had supporters join us for
lunch and dinner on Wednesday, October 14, 2009. One local PKU family’s grandparents came for lunch, and
the rest of the Bowser Family for dinner; also in PKU Family attendance were the Bamonte’s (who won the 2nd
Prize Autumn Harvest Bob Evans Basket) and the Gallagher’s for Dinner.
In order to raise awareness for PKU, we set up PKU booklets, The MACPAD “Connections” Newsletters,
NPKUA literature and pending Medical Foods Equity Act legislation, and Cambrooke Foods Pricing Order
information. We also had State of Delaware Newborn Screening materials/give-aways and supporters from
DE Health and Social Services. The Gallagher’s were able to raise funds for MACPAD from T-Shirt Sales and
donations. Susan Gallagher made Halloween/Fall Candy Lollipops and put together an Autumn Harvest Gift
Basket made up of Bob Evans famous products. Tentatively, we would like to extend a 2 nd Annual “Community
Day at Bob Evans” during May, 2010 to the Rehoboth and Dover restaurants

19

MACPAD PKU Awareness Events and Activities
Halloween fun for all ages… MACPAD OH’s Buca di Beppo Party!
Little ones and adults came in costume to MACPAD OH’s Halloween Celebration at
Buca di Beppo Italian Restaurant in Strongsville, OH on Sunday, October 25, 2009.
Sixty two people from metabolic centers all over OH (Metro Health, Rainbow Babies,
Akron Children’s, Nationwide Children’s and Toledo St. Vincent Mercy Children’s)
enjoyed the delicious low protein pasta, rolls and fresh fruit with Vitaflo chocolate
fondue. Monica Cengia, Consultant Dietitian from Vitaflo USA, and a team of three
Moms (Janet Amadio, Jenny Primeau and Marie McDaniel) arranged for an exciting
day: share your Halloween treat/dessert table, table decorations, news of events, fun
crafts and a casual atmosphere to relax and enjoy some fun. Dr. Carol Crowe and
dietitian Susie Akers from Metro Health visited with everyone. Fourteen metabolic patients of all
ages (even one set of adult twins!) met and shared their experiences. Thanks to Vitaflo USA for
sponsoring this event through Vitaflo’s Formula for Fun program AND to all the dietitians in OH
who helped mail flyers and remind patients of the celebration. All who came went home with
containers full of low protein treats, new recipes and great memories of a fun Halloween
celebration on a colorful fall Sunday! The group plans to hold a holiday cookie exchange event
in 2010!
Visit: www.vitaflousa.com and join Vitafriends!

MACPAD
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BACK TO EDEN MASSAGE
Can massage therapy help people with PKU? The answer to this is a resounding “YES”!
Massage has many facets that can help a variety of people in many different ways. Suzanne
Kovlak of Back to Eden Massage & Body Works (101 Ellis Street, Haddonfield, NJ) decided
to use her skills and training to help people with PKU.
During the holiday season, Suzanne wanted to do something to help others. She
felt she had been blessed and wanted to be a blessing for someone else. She
considered various organizations but none of them hit home “until
I saw a picture of my friends son on Facebook”. He has PKU.
Suzanne states that from that moment “I knew that I wanted to
help Evan and Marlene (his mother and my dear friend) and
others living with PKU”. So, Suzanne contacted MACPAD and
volunteered to donate a portion of each massage given during the holiday
season. She provides help to those with low back pain, fibromyalgia, muscle
soreness, stress and anxiety and many other common concerns. We would like to thank
Suzanne for her generous contribution to the MACPAD research fund and have assured her
that her funds will be used in the most effective way possible. You can visit her website at
www.BackToEdenMassage.com or call 856-261-6241 for an appointment (if you live in the
NJ/Philadelphia area). Thanks, Suzanne!

Attention Everyone
Save the date: Stroll For Strong Kids; MACPAD Upstate NY Chapter- June 5 ,
2010 at Genesee Valley Park, Rochester, NY 14623
Please remember to change your address with MACPAD to continue to
receive the newsletter.
Do we have your email address? Each of our chapters (New Jersey, New
York, Ohio, Eastern and Western PA and Delaware) is developing their own
email lists to contact you regarding events in your area. If you’re not
receiving those emails, please go to www.MACPAD.org, under “contact us”
and add your name and email address, so we can keep in touch. Please
remember, we do not sell or distribute our contact information!
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GRANDMA’S CORNER
Dear Grandma,
Has being a Grandma to a grandchild with PKU changed
over the years? Sue G. From MN
Dear Sue,
I’m sure that I am like everyone else where other than our
friends in the PKU community, most people we know and
are friends with have never heard of PKU until our children
/grandchildren were born. They often wonder how we
handle the food situation when our grandchildren are here
and what we have to do differently than they do with their
grandchildren.
Well, first of all, I don’t know anyone else who has a gram
scale in their home to measure the grandchildren’s food.
In fact we have lots of products we don’t see in our
friend’s home. From bread mixes to wheat starch to
candy molds. The gram scale is essential as far as I am
concerned. It makes life a lot easier to have one. When
our granddaughter was born and diagnosed with PKU we
like everyone else set out to find out everything we
needed to know. We probably don’t know everything we
need to know, but we are very comfortable with the
situation and don’t have a problem with it. We are also
much more confident in our ability to take care of them
and their food. While Rebecca was still on baby food we
were buying gram scales, and ingredients to make PKU
foods. We wanted to learn how to make things, so when
we needed to; we knew how to do it. Twelve years ago,
there wasn’t near as much readymade food available as
there is now. I can’t imagine what it was like 20 years or
more ago to have to handle the diet. We consider
ourselves fortunate that we have so much available to us.
In the beginning we didn’t have readymade mixes, we
used wheat starch to make most things and it is still a
great thing to have in the house. We also had to make
our own peanut butter. That was usually hit or miss as to
how well it turned out. When it turned out really good, we
were elated and if it didn’t, we just made another batch
and tried again. I think the most disheartening things
where when we would spend all day making something
great for them and they either didn’t want to try it or didn’t
like it. When we think back we had the same situation
with our own children who didn’t have PKU. Sometimes
they like it, sometimes they didn’t.

I also love the new bread mixes. My daughter works full
time and we are retired, so I became the official bread
baker for the children. I loved doing it and they enjoyed it
too. I found a local grocery store where I could take my
bread and they would slice it for me with their bread slicer.
Sure looked nicer when they cut it than when I did!
I also like to make meals for them and put them in my
freezer, so no matter when they come, there is always
something they can have and enjoy. I bought a Food
Saver that seals the foods so they keep longer in the
freezer. To freeze the bread, I learned it is best to freeze
the slices on a cookie sheet and then vacuum-seal them. I
learned the hard way how flat the bread can become if you
seal it freshly made. They like the vegetable pot pies I
make and then freeze for whenever they are here. I
usually made a lot at one time so I can give them some
here and send some home with them also. Of course,
cookies are a must too. When they were little I used to
make them low pro chocolate candy bars and then I printed
out labels to wrap them with. I would label the candy bars
such as “Becca’s Bars” or “Stephen’s Sweets”. Now that
they are older, they aren’t into that as much but they sure
enjoyed it as little ones.
For Holidays, we always take our menu and see how many
things we can make in a low pro version. Usually we are
surprised how many things we can adapt for their diets.
When Becca was born 12 ½ years ago, I started buying all
the PKU cookbooks and also printed out and saved every
recipe that came along on the list serve. I finally had so
many notebooks filled with recipes, I have had to start
scanning them and putting them onto computer disks as
they were taking up too much space. This way when they
get older and are off on their own or married, they will have
all the recipes available for them to take care of
themselves.
I hope I have been able to provide you with some ideas
and if you have any questions, you can always contact me
at:
askgrandmapku@aol.com
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JANUARY AND FEBRUARY BIRTHDAY WISHES
NAME

Caleb Arbuckl
Amanda Wang
Andrew VanKirk
Benjamin Dickson
Tanner Ringwalk
Ethan Seth Woosley
Joshua Stanfel
Colin Kvam
Carter Hirtle
Shayna Irgang
Ryan Welch
Ellie Munn
Christiana Primeau
Jack Martin
Breanna Stewart
Elizabeth Andrews
Dusty Rodgriguez
Sidney Dial
Joshua Ranney
Heather Matthews
Stephen Schulze
Madison Jade Camp
Jonas Martin
Levi Stasney
Annie Berry
Zachary Leaf
Tyler Brenneise
Aaron Beller
Daniel Joseph Danko
Keith Weaver
Jonathon Evan Thomas
Henry Martin
Lukas Voights
Elizabeth Zabinski
Greg Reynolds
Kennis Bingham
Jacob Michael Commisso
Declan Gallagher
Joshua Horst
Sara Brinsfield
Cassandra Valvo
Callie Zenda
Jennifer O'Halloran

DATE

MARCH

NAME

1 Courtney Unger
1 Melissa Badalyan
2 Taylor Staffa
3 Margaret Partlow
Aaron McCulley
4 Cortney Elwert
4 Chaislynn Hauck
4 Dalton Prior
7 Madison Hostetler
7 Danica Saddler
7 Benjamin Beranek
8 Ginger Bechard
8 Mary Fisher
10 Luke Teat
11 Evan McClymont
Tara Santimauro
12 Ethan Hipsley
12 Shaun Mattern
13 James Kruvalis
14 Mason Quiram
15 Ali Warnick
16 Audrey Henry
17 Anthony Edson
17 Tracy Beck
20 Michael Chirigos
21 Gregory Chappell
Greg Orris
22 Jodi Pickering
22 Julianna Havasy
25 Jacob Graver
25 Mary-Jo Flynn
26 Rylee Oglesby
26 Ryan Foust
26 Ian Brown
27 Theron Feeser
27 Daniel Gilbert
David Esh
27
27
27
28
29
29
30
31
31
AND31APRIL BIRTHDAY

24

DATE
1
2
6
6
7
8
8
8
9
9
9
11
11
12
13
13
14
14
15
15
16
17
18
19
19
20
20
23
24
25
25
25
26
26
27
28
28

WI

MARCH AND APRIL BIRTHDAY WISHES
NAME
Allison Joan Wodzisz
Lane Chabarria
Robert Schreck
Kammie Harmon
Christopher Skiles
Gracie Kennedy
Kayleen Wilson
Connor Anderson
Amanda Bracero
Brighit Riedmuller
Maggie Regan
Julie McMullin
Paul Mattingly
Louise MartinHunter Renninger
Rose Mularadelis
Abigail Myers
Julia McGoldrick
Dylan Resnick
Matt Verdecchio
Logan Handlin
Zachary Loy
Christian Thornton
Gabrielle Fennimore
Brendan Larkin
Rebecca Lehman
Kelly Meyer
Antonio Hernandez
Tony Lashlee
Ian Shaw
Jada Boyd
Brooke Paolella
Courtney Alexander
Hailey Kirk
Brooklyn Hilty
Stephanie Stremer
Michael Racette
Logan Orr
Emalee Green
Devon Resnick
Stephanie Smith
Gina Liscio
Laura Carolina DdGruudt
Andrew Spaulding
Jessica DePasquale
Virginia Harrison
Claire Kelly
Don Stanziale
Deanna Miller
Karan Scott
Andrea Pate
Elizabeth Heinz
Cristina Marie LaRosa
Keri Stout
Luke Rodrigues
Daniel Schultz
Stephanie Stahl

DATE

NAME

1
2
2
3
4
5
5
5
5
6
6
6
7
7
8
8
9
9
9
9
10
10
10
10
11
12
12
13
13
13
14
15
16
18
18
19
20
20
20
20
22
23
23
24
24
24
26
26
27
28
29
30
30
30
31
31
31

Joseph Shields
Denise Feeley
Ashleigh Ginter
Alicia Kimbrell
Stephanie Bradley
Jennifer Klimek
Lauren Goss
Andy Ross
Luis Hernandez
Jennifer Guerriero
Moriah Soslau
Danielle Whitley
Raymond Waters
Jayse Beverage
James Cochran
Luke Weishaar
Benjamin Dombach
Xavier Kaiserian
Shyla Davidson
Mary Elizabeth Butler
Rose Snyder
Jesse Dehaven Jr
Anna Marie Jordan
Michael Joseph Treviso
Donnita Fox
Thomas McDaniel
Jonathan Stanfel
Laurie Small
Evan Inserra
Jack Murphy
Cassie Harner
Taylor Rogers
Taylor Lennox
Diane McCown
Kenneth Allen
Sean Finnegan
Kayla Salmon
Lauren Lamina
James Foster
Tatiana Medina
Grace Elizabeth O'Leary
Stephanie Garcia
Aidan Bell
Krista Byrne
Sara Rodes
Sat Guru Singh Kalsa
Noah Cabrera
Sam Nolinske
Rylee Fowler
Eduardo Garcia
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DATE
1
1
1
1
2
5
5
6
7
7
7
7
8
9
10
10
10
11
11
11
12
13
13
13
14
15
16
17
17
17
18
19
19
19
19
19
21
21
22
22
23
23
24
24
26
26
28
28
28
29

A POEM FOR THE CHILDREN
THE WOOD-MOUSE

D' ye know the little Wood-Mouse
That pretty little thing,
That sits among the forest leaves,
Beside the forest spring?

In the Hedge-Sparrow's nest he sits
When its Summer brood is fled,
And picks the berries from the bough
Of the Hawthorn over-head.

I saw a little Wood-Mouse once,
Its fur is red as the red chestnut,
Fun Things to Do During the Easter
Holiday
Like Oberon
in Vacation
his hall,
And it is small and slim
With the green, green moss beneath his
It leads
a
life
most
innocent
Fun Things to Do During the Easter
feet, Holiday
Sit under aVacation
Mushroom tall.
Within the forest dim.
I saw him sit and his dinner eat,
'T is a timid, gentle creature,
All under the forest tree
And seldom comes in sight
His dinner of Chestnut ripe and red,
It has a long and wiry tail,
And he ate it heartily.
And eyes both black and bright.
I wish you could have seen him there;It
did my spirit good, To see the small
It makes its nest of soft, dry moss,
thing God had made Thus eating in the
In a hole so deep and strong
wood.Holiday Vacation
Fun Things to Do During the Easter
And there it sleeps secure and warm,
Easter
break
is fast long.
approaching and with many children having an entire week off for Easter
The
dreary
winter
I saw that He regardeth them
now is the time to plan some fun activities. We don't want to take away from the religious
Those creatures weak and small
significance of Easter but, as parents, we all know that it is best to have some activities planned
And though it keeps no calendar,
Their table in the wild is spread,
when the kids have off for a length of time.
It knows when flowers are springing
By Him who cares for all!
And
waketh to
summer
life trying to find activities that are inexpensive or free are on
Considering
theits
current
economy,
When
areEaster.
singing.
most Nightingales
parents’ minds this
But we all want to have fun and enjoy family time whenever
possible.

Upon the boughs the Squirrel sits,
We have some fun suggestions that you might want to try this year and maybe even incorporate
The Wood-Mouse plays below
some of these activities into a new Easter holiday tradition.
And plenty of food it finds itself
Where
the Beech
and
Chestnut
grow. We all usually have little gifts to give neighbors
1. Decorate
Eggs to
give
to the neighbors.
at Christmas, but why not at Easter? Sharing a little basket Courtesy
of hand-decorated
eggs is a great
of Hellokids.com
way to spread good cheer.
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Fun Things to Do During the Easter Holiday Vacation

Easter break is fast approaching and with many children having an entire week off for
Easter now is the time to plan some fun activities. We don't want to take away from the
religious significance of Easter but, as parents, we all know that it is best to have some
activities planned when the kids have off for a length of time.
Considering the current economy, trying to find activities that are inexpensive or free are
on most parents minds this Easter. But we all want to have fun and enjoy family time
whenever possible.
We have some fun suggestions that you might want to try this year and maybe even
incorporate some of these activities into a new Easter holiday tradition.
1. Decorate Eggs to give to the neighbors. We all usually have little gifts to give
neighbors at Christmas, but why not at Easter? Sharing a little basket of handdecorated eggs is a great way to spread good cheer.
2. Plan an Easter play. Let the kids have an Easter play and they can decide how it
plays out. Maybe it will be a bunny theme or a duck theme or even a religious theme.
Let them pick a convenient time and the family can plan to "attend."
3. Visit a Petting Zoo. Most areas have a petting zoo close by and this is a fun time of
the year to go see Easter lambs and Easter bunnies.
4. Have an Easter Parade. Are their kids in your neighborhood or some cousins that
visit at Easter? Plan a parade that the kids can dress up with fancy hats they make or
as a bunny or duck, etc. Serve some punch and cookies after the parade.
5. Organize an Easter Egg Hunt. Kids love to hide and find anything and they
especially like to look for eggs hidden in the yard or park. Use large plastic eggs. You
can just hide the eggs or put a small piece of candy or treat inside for extra fun. Let the
kids hide and rehide the eggs.
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