“2ND ANNUAL PKU WALK “another big success!
Friends and families gathered at Washington Lake Park near Mullica Hill, NJ on May 3, 2003 to raise funds for
research of metabolic disorders.

Desiree and Janice model their T-shirts.

Deb and Bonnie with a new friend.

The welcoming committee.

Low protein food suppliers, clowns, cooking demonstrations, motivational speakers, Tupperware and craft
vendors, face painting and special guests all combined to make it a memorable day!

Thanks to the efforts of Deb Gilliano, Janice Paterno and Desiree Spinney, and others, too numerous to name
, the MACPAD research fund gained over $25,000.00 !
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Now it’s your turn to help! Last year we funded two research projects-one at the Clinic For Special Children in
Strasburg, PA and one at the Childrens’ Memorial Hospital in Chicago, IL. Both continue with their studies of
biopterin and its’ place in the treatment of PKU. Both are more than worthy of continued funding! But we want
you to ask at your clinic, talk to your metabolic doctor, ask the nutritionist and find out what other research is
being done. Our Board of Directors will be making the funding decision in October and we welcome your input.
Please contact MACPAD with your comments or suggestions. (Contact information is listed on the last page of
this newsletter).
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Welcome to a new addition to Connections. My name is Pat Byrne and I am a travel agent who hopefully will be able to
help everyone with questions regarding traveling with PKU. My daughter Krista, who just turned 15 (she’s getting old) has
CPKU and we have been avid travelers. Nothing can keep us home. If anyone has any questions they would like
answered, please feel free to email me at patby@aol.com.

Fear of Flying
Everyone asks, “How do I pack the food and formula?” The answer is simple-in your carry-on.
With airport security becoming much tighter in the past year this is really the only sure way of having the formula and food
arrive when you do and not having it opened if your checked luggage is searched. You need to keep the formula in the
original sealed containers (not pre-bagged). If the containers are sealed it is less likely that they will be opened to check
that it is formula. But, you should always take an additional can in case they do insist on opening one. This way you won’t
have to use the can that was opened especially after they have put their fingers in the powder. It’s a little too gross for me.
This rarely happens and it’s more apt to occur with teens and adults than small children. We also bring a letter from the
PKU clinic stating that it is medical food.
You will need to be careful of the size of your carry-on because if it is too large they will insist that you check it no matter
what you have inside.
If you are traveling for an extended period of time you may want to ship the food ahead. We traveled to Alaska a few years
back and were gone for three weeks. We called ahead to a bed and breakfast that we would be staying at about 1-½
weeks into our vacation. We asked them if we could ship the food and formula for the next portion of the journey. We sent
it up so that it arrived two weeks prior to the start of our trip. This gave us time in case they didn’t receive it or the box was
crushed. If you are staying at a hotel, call the hotel directly ahead of time (not the 800 reservation number) and see if they
will accept the package. If they do, address it to the same person you spoke with and have a letter on the outside
addressed to the same person, stating that this was per your conversation and the date. They usually will not store any
refrigerated products because everything needs to stay in the box that it was sent in.
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Feel free to email me with any questions. I am in the process of setting up the 2 PKU cruise for the summer of 2004. If
you would like the details, email me with your address and when the plans are finalized, I’ll be happy to forward the
information. Also, read Connections for complete details.

Happy Trails
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1-888-640-2800
Specialists in the art of low protein meal solutions for over 40 years!
Contact us at 1-888-640-2800 or info@dietspec.com for the latest on our delicious frozen pizzas, breads and cheese
as well as our kitchen staples: baking mixes, pasta, rice, sauce mixes and cookies!

New QUICK TO FIX PASTA ENTREES are here- packed individually to provide you the ultimate in
convenience with the security of knowing exact protein levels per portion- even away from home!

OHZ IN SAUCE – just add a cup of water, two teaspoons margarine and cook on the stovetop or microwave
for a cup of pasta rings in tomato sauce with the flavor all kids enjoy! .66 g protein/serving
(29 mg phe, 14 mg Leu, 22mg methionine and 22 mg tyrosine/serving)

SPANISH RICE - Prepare just like the OHZ! 67 g pro/serving

(19 mg phe, 34 mg Leu, 7 mg methionine and 15 mg tyrosine/serving)

New recipes available on our web site: www.dietspec.com
We look forward to hearing from you!
Dietary Specialties
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Dear Jennifer,
Are there any websites or resources that I can obtain a
fairly comprehensive food list from? I have been to PKU
National News. I've downloaded a PKU online program.
What I'm really looking for is a real world list that might
indicate what commercial foods I may partake of. For
instance, I saw the e-mail asking for the PHE in Fruit
Roll-ups. Is there PHE in Jello brand Gelatin? Can
someone with a PHE restricted diet have Non Dairy
whipped cream? I have been eating strawberries dipped
in this whipped cream like substance. But this stuff is
reconstituted from a powder and I'm not sure there's a
whole lot of milk product in it. Also is ALL fish out of the
question? My workplace is a buffet and I'm trying to
determine which foods are safe to have when I break for
lunch.

Do you have a question that can only be answered by
someone who truly understands what it means to have
PKU? Then, if you have a question for her, you can
email Info@MACPAD.ORG, Attn: Jennifer or send your
question to MACPAD, Attn: Jennifer, P.O. Box
6086,Lancaster, PA 17607. Names will not be used, if
requested.

Answer:
You can order the Low Protein Food List for PKU from
National
PKU
News’s
website
which
is
www.pkunews.org. Click on Diet Related Information
and then Click on Low Protein Food List. This will take
you right to an order form. Their address is 6869
Woodlawn Avenue NE #116, Seattle, WA 98115-5469.
You can call them at 206-525-8140.

Dear Jennifer
As a PKU adult, do you think it is better to allow a child to
eat normally "off limits" items in social situations in order
to help the child feel less "different" and perhaps not to
be tempted to go off the diet completely, or is it better to
never let a child eat a higher protein item (such as pizza
without the cheese) because then the child may want to
eat more and more of this item?

All fish, meats and dairy products are restricted from the
PKU diet. My rule of thumb is nothing that comes from
an animal…sea or land. I use Country Crock margarine
instead of butter and liquid non-dairy creamer when a
recipe calls for milk (Rich’s Non-Dairy Creamer). I get it
at my local supermarket. I use it in cereal, mashed
potatoes and to make Nestle’s Strawberry Quik. I
recommend Rich’s Richwhip Topping as a whipped
cream substitute. This can be ordered from Morningstar
Corp. Their address is 2515 McKinney Avenue LB 30,
Suite 1200, Dallas, TX 75201. Their phone number is
214-303-3578. They also have Rich’s Coffee Rich,
which is a non-dairy creamer.

Answer:
As a PKU adult, I do not think that children should eat
normally “off limits” foods in social situations in an
attempt to help make the child feel less “different”. I
think children should be taught self-acceptance. I do not
have any children of my own; however, I do understand
that children do not like to feel “different”. There are
substitutes for a lot of high protein foods nowadays. For
example, low protein pizza shells that can be topped with
pizza sauce and your child’s favorite vegetables. Let’s
not forget the low protein shredded mozzarella cheese! I
recommend Cambrooke Foods. They have a great
variety of tasty low protein foods. Their address is 2
Central Street, Framingham, MA 01701. They can be
reached at 866-456-9776. If you have access to the
Internet
their
website
address
is
www.cambrookefoods.com. They show recipes that call
for their products right on their website. National PKU
News has tips on their website as well. Their website
address is www.pkunews.org. Click on Tips for Diet
Management and then click on Travel and Dining Out.

There is phe in Jello brand gelatin. However, Dietary
Specialties has a substitute for gelatin. I have tried it
before and I can’t tell the difference between that and
Jello brand.
Dietary Specialties’ address is 1248 Sussex Turnpike,
Unit
C-2,
Randolph,
NJ
07869.
Their phone number is 888-640-2800. Their website
address is www.dietspec.com. Another option for gelatin
is Kraft Handi-Snack Gels or Del Monte Gel Snack Cups,
which do not contain phe and can be found in
supermarkets.
Best of luck to you!

Jennifer
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There are many other behind the scenes personnel at
Neo Gen Screening.
Information Technology
Specialists, Accountants, Sales & Public Relations, Lab
Directors, and Executive Management, and each and
every one of them play an important role in the Newborn
Screening Program.
Learn more about NeoGen in future editions of
Connections.

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

Nancy Benedict Teaches bread making

My name is Donna Lijewski and I had the pleasure of
becoming acquainted with MACPAD, the members of its
organization, and families and friends of MACPAD last
summer in Myerstown, PA at its conference. I asked
Sharon Johnstone, MACPAD Secretary, to add my name
to her mailing list and have been receiving Connections
ever since.
When I attended the MACPAD conference, I was
representing Neo Gen Screening Laboratory. We are a
private laboratory that provides newborn screening
services as well as monitoring for PKU, and other
disorders. We receive approximately 1,200 samples per
day from all over the country. Our patients are not
strictly limited to the United States alone. Internationally,
we receive samples from Mexico, Brazil, Turkey, Finland,
Egypt, Cayman Islands and Kuwait to name a few.

On Saturday, March 29, 2003 about 20 people gathered
in Lancaster County, PA for a cooking demonstration led
by Nancy Benedict. An expert low protein baker, Nancy
showed everyone how to bake the perfect loaf of bread.
She also made some delicious low protein pizza that we
all ate for lunch. MACPAD’s friend, Mrs. Anna Weaver
and her daughter, brought low protein baked goodscookies, cupcakes and whoopee pies- for everyone to
sample and purchase. They also brought bags of wheat
starch, bread samples and some wonderful low protein
rolls. We were lucky to get a sneak preview of the quilt (
see picture below) that will be raffled off at the MACPAD
PKU picnic that will be held at the Weavers’ farm.
Everyone had a great day, made lots of new friends and
got some great tips on low protein baking.

Neo Gen Screening has many different departments and
people who interact with your blood samples on a daily
basis. It might be helpful for you to learn a little bit about
each one of those departments.
Data Entry is the department that manually enters all of
the information that is written on the filter paper into Neo
Gen Screening’s computer database. They are also
responsible for mailing out all of the reports to hospitals
and physicians.
The laboratory is the setting where the actual testing of
the specimens is run. It consists of two different
sections: biochemical and mass spectrometry. Mass
spectrometry includes the Acylcarnitine Profile and
Amino Acid Profile. The Biochemical section processes
the samples for all of the remaining tests included in our
program. The Molecular Department of the lab has an
ever-expanding number of disorders on which they have
the capability to perform DNA or mutation analysis.
The Follow Up Department notifies the submitter of the
sample, usually the birth hospital, of the results of the
testing. Treatment centers are notified of monitoring
results. In the case of an abnormal result, the baby’s
physician would be contacted immediately.

Queen sized “Cabins’ Splendor” queen size quilt in
burgundy, dark blue and white.(raffle tickets enclosed)
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An Update from Bill Macnab on PKU-gel, PKU Express & Vitabite Energy Bars
It is just one year since I came over to the US to introduce our new and innovative product range for PKU. Our first task
was to visit several of the major centres to explain the benefits and details of the products and in August 2002 at the
MACPAD Conference in Myerstown PA we first put the range on show to the interested public.
In the past year we have visited most of the main centres on the East Coast and made a couple visits to the West Coast.
The reception by the healthcare specialists, clinicians, dieticians, and their clients, has been very good. A few centres have
carried out evaluations and found the products most helpful.
Our protein substitutes offer several benefits over the older preparations currently in use. PKU gel designed for the ages
12months up to 10years is a concentrated low volume drink, packed in a 20g (less than 1 oz) sachet containing all the
necessary amino acids, vitamins, minerals, and trace elements for the age group. Each sachet contains 50.5% amino
acids equal to 8.4g protein equivalent. This concentrated mix can easily be made up in the beaker provided by adding
about 100ml say (3 fl oz) of water, then simply shake and take. If you add about 30ml (2 tablespoons) and shake, after 2
minutes, it forms a pudding like gel that can be taken with a spoon, useful at the weaning stage. There is a choice of
flavours including Orange, Raspberry, and Unflavoured When using the Unflavoured gel Lemon & Black Currant flavour
sachets are available or some other permitted flavouring or cordial can be used.
The follow on product PKU Express produced in Lemon, Orange, and unflavoured sachet is now being quite widely used
in UK, The Republic of Ireland and Australia. Designed for the age group 8years to adult, it is proving very popular with
teenagers and young adults due to its convenience and ease of use. Packed in a 25g sachet containing 72% amino acids
and all the necessary nutrients, it takes less than a minute to prepare and take. All you do is add about 100ml (3-fl oz) to
the sachet contents in the beaker and shake and take. Quick and simple for to-days busy live styles at school, college,
university, or work.
Vitabite Chocolate flavoured Energy bars are already available on the web sites of “Dietary Specialties”, and “The Diet
Shoppe, Philadelphia” Anything you can do with chocolate you can do with Vitabite, so it is proving useful in recipes as
well as being eaten as an energy snack.
I’m pleased to let you know that we have set up Vitaflo (USA)LLC and we are in the final stages of arranging insurance
reimbursement for the products and a convenient ordering system, which will make the Vitaflo range available across the
USA
We are also producing versions of both Gel and Express for the less common metabolic conditions such as MSUD, HCU,
Tyrosinaemia, Glutaric aciduria, etc. This offers the same benefits of convenience and ease of use from the concentrated
low volume drinks.
Our US partner Mark Prizer will be looking after Vitaflo(USA) and can be contacted at his address:
128 East Neck Road, Huntington, NY 11743 tel: 631-547-5984 email: mark.prizer@transnatservice.com
I am looking forward to my next visit to the US when I hope our products will be fully available.
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At this conference, be prepared to explain PKU as a
genetic metabolic disorder. Teachers like to learn new
things and some may have experience with PKU. Inform
them - but do not give more information than is
necessary. Perhaps you can tell how PKU is diagnosed
and the treatment given your child since birth to maintain
good health by explaining the restricted diet and use of
formula to provide necessary protein. Assure the teacher
that your child is being regulated and except for diet is
just like all children. Emphasize the fact you weigh all
food and regularly have blood tests done to point out the
importance of everything the child eats. Use examples
rather than giving numbers. Explain that the child will not
appear sick if he eats something with phe in it.

From the Teacher’s Desk
As this school year draws to a close, parents are
naturally looking ahead to September and expressing
concerns about their child moving into a new classroom
or school. Although I am relatively new to the world of
PKU, I have been behind the teacher’s desk for many
years. I was introduced to PKU six years ago when my
very close friends had the first of two grandsons with
PKU born. From my own experience and that of other
teachers, I will discuss methods which we found to be
most effective when parents partner with a school to
provide the best possible care for a child.

Place emphasis on allowable foods – lollipops, Starburst
(kids love these) and explain that sugar is acceptable but
Nutra-sweet is not. Also call their attention to the fact that
the school standbys such as hot dogs, pizza, milk and
ice cream are not acceptable.
Provide the teachers with multiple copies of a clear list of
common foods that are acceptable and those that are
not. Suggest that this list be posted where the teacher
can refer to it at any time. If you feel it is necessary, you
may present a letter from your physician or dietitian.

We must recognize that all schools and teachers are
different in many ways. Each year will be different for
your child from the last. Each year your child will come in
contact with more and more teachers. It is my hope that I
can provide some insight from the perspective of a
teacher as to the most effective ways to approach the
school and maintain a positive working relationship
throughout the year.

This conference is an appropriate time to explain how
you will prepare special food for your child for lunches
and special events. Ask to be alerted in advance of
special treats, birthday parties and food being used as
part of the curriculum so you may provide similar treats
for your child. Perhaps the teacher or homeroom parent
has a calendar showing the type of snacks being given
on specific days. It is a good idea to send allowable
reward treats to school for the class if you find teachers
give candy for rewards. Ask if a freezer and microwave
are conveniently located for storing or heating food and
evaluate the ability of the cafeteria to serve your child.
Give the teachers time to ask questions so they have a
good grasp of how to best serve your child. You may be
fortunate to find a teacher who is able to consistently
give extensive information about what your child ate
during the day. More often, it will be very difficult for
teachers to weigh or measure food everyday. A more
reasonable request is for the teacher to keep you
informed in writing or by email of upcoming events or any
unusual occurrences during a particular day. It is a good
idea to update the school throughout the year and
hopefully, it will be positive in nature.

Your concerns about next year’s teacher may send you
running to school this June to meet your child’s future
teacher. It is a fine time to give a general head’s up to
that person, however, teachers at this time are thinking
about summer vacation. You will not have their undivided
attention. A better plan is to schedule a meeting in the
fall before school starts.
Most schools have teacher in-service days in August
before students begin their school year. At that time, you
can request (and should have access to) an “all teacher
conference”. That conference should include the principal,
dietitian or cafeteria head, and all the teachers your child
will be with throughout the year. This is not an unusual
request at schools and comes at a time when teachers will
give their full attention to the year ahead and to the
students that will be theirs.
It is most important that you do not introduce your child’s
needs through a phone call. Schedule an all teacher
conference so you can educate the teachers about your
child.

///////////////////////////////////////////////////////////////////////////
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Editors note: With the success
of our columns. Dear Jennifer, a young adult with PKU,
who provides her own perspective in living with a
metabolic disorder and Grandmas’ Corner, written by
the grandmother of 2 with PKU, we thought it was time to
add more experts to the newsletter!

Happy Birthday To Our MACPAD Friends
Jennifer Burkel
April 7
Brian Phillips
May 14
Michael McConnell
April 8
Debbie Gardecki
June 21
Michael Rutkowski
June 27
Deborah Sheppard
April 29
Denise Feeley
April 1
Sat Guru Singh Kalsa
April 26
Danielle Whitley
April 7
Krista Byrne
April 24
Danelle Crites
May 1
Jessica Smith
May 28
Taylor Rogers
April 19
Meredith DeRemigo
May 2
Micheal Esh
May 22
Donnita Fox
May 14
Danielle Barckett
May 31
Mary Grace Costa
May 18
Stephanie Krupilis
June 23
Jackson Moore
June 27
Rebecca Schulze
June 3
Chad Eilers
June 29
Ashleigh Ginter
April 1
Mary Elizabeth Butler
April 11
Jack Murphy
April 17
Ariana Spinney
May 2
Nicole Seymour
May 6
Logan Persee
May 28
Cameron Barnes
May 29
Giovanna Ditro
June 8
Jakob Arbaugh
May 22
Shyla Davidson
April 11
Xavier Kaiserian
April 11
Claire Zimlinghaus
May 18
Zachery Wilt
May 20
Brian Loughlin
May 31
Veronica Perkins
June 2
Oliver Pasterczyk
June 5
Abigail Hume
June 7
Kyle Stoltzfus
June 14
Hannah Hawk
June 23
Luke Weishaar
April 10
Evan Inserra
April 17
Kayla Salmon
April 21
Mariah Jones
May 15
Jackson Ponzo
June 8

On page 2 is Travel Corner written by a travel agent
who has done extensive traveling with her daughter,
Krista, who has PKU. From the Teachers Desk
appearing on Page 8, will be written by a Masters
prepared teacher with over 35 years experience. Kay will
attempt to answer your questions about your child and
school related matters.
Random Reflections : We say a huge Thank You to
Cindy Hoover for her dedication and for her thoughtful
reflections on raising a child with a metabolic disorder.
Her son is graduating from college and getting married,
so Cindy has decided to pursue other interests. We
welcome our new columnist, debuting on Page 12, who
will share similar thoughts and ideas about her
experiences with her 24 year old son.
We hope these columns will provide the “inside story”
written
by
experts,
who
have
lived
the
experience./////////////////////////////////////////////////////////////////////

MACPAD PICNIC- AUGUST 2, 2003
th

It is never too early to mark your calendars for our 16
Annual MACPAD Picnic! Please circle August 2, 2003
on your calendar and come join us as we get together for
good food, friends and fun. Hours will be 12PM to 4PM.
Any one wishing to contribute any Door Prizes,
secondary to our Amish Quilt, please contact MACPAD.
We can always use smaller items as PKU Bingo
giveaways or at our “Fish Pond” for the children birth to
age 12.
See enclosed flyer for details!
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Ener-G Foods, Inc.
Low-Protein / Gluten-Free

THIN SLICED RICE BREAD
Light, bread with perfect texture.

LEMON SANDWICH COOKIES.
They are rich with lemon and a gourmet filling, these ones melt in your mouth. A must try. We have been waiting for these
and it was well worth it.

IT’S ITALIAN! WE WANT TO OFFER YOU A WIDE VARIETY OF

LOW-PROTEIN PASTA OPTIONS,
THESE HAVE RECEIVED RAVE REVIEWS.
Low Protein/Gluten Free Large Shells ; Low Protein/Gluten Free Lasagna
Low Protein/Gluten Free Macaroni ; Low Protein/Gluten Free Small Shells
Low Protein/Gluten Free Spaghetti

Our mission at Ener-G Foods as one of the country's foremost producers of foods for diet- restricted individuals is to
provide a wide range of ready-made foods and mixes that are wholesome, nutritious, risk free and good tasting. We are
constantly responding to the demand for special diets with research, innovative products, and convenience foods. Since
1962, when we first created low protein products for renal pre-dialysis patients we have striven to meet the challenging
requirements for diet restricted consumers. We not only offer wheat free, gluten free products, but also products for low
protein diets, egg free, and dairy free products. Our bakery is dedicated to wheat free, gluten free baking, guaranteeing
that contamination from gluten will not occur. Our innovative packaging gives our products a 1-year shelf life without the
need for refrigeration. We bake our products as orders are received to insure that the freshest product is available.
For over 40 years our commitment to purity, quality and innovative products has set the standard for others to follow.
Contact Us:
Ener-G Foods, Inc. P.O. Box 84487 Seattle, WA 98124-5787
Phone: (206) 767-6660 Toll-FREE 1-800-331-5222
FAX: (206) 764-3398
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Anne Starr

Francesca and Janice Paterno

Meet A MACPAD BOARD MEMBER

Meet An HONORARY BOARD MEMBER

What a pleasure it is to be writing this for such a great
organization like MACPAD. It is truly an honor to be part
of a group that shares the same goals and visions for the
future of our PKU community as I do. It is through
networks like MACPAD that I get the support and
encouragement needed to help me strive to make a
difference in the lives of, not only our children, but future
generations.

Anne is a PKU nutritionist for the Department of
Pediatrics at the Children’s Regional Center in Camden
NJ. Anne is responsible for the nutritional management
of all children and adults enrolled in the Southern New
Jersey PKU program. Her experience and commitment
to the program enables her to handle this responsibility
with pride, sound information and enthusiasm.
Anne graduated from Drexel University with a Bachelor’s
Degree in Dietetics. After working for 5 years in the field
of nutrition, she returned to school in the evening while
working to obtain her Masters Degree in Health
Education/ Nutrition Marketing at Saint Joseph’s
University.

I graduated from in college in 1988 with an associate
degree in Dental Hygiene, and for the past 15 years have
truly enjoyed my work. Presently I work 10 hours a week,
which allows me to spend a lot of time with my family. I
have been married to my husband Ray for 12 years and
have two daughters, Francesca (Franki) who is 5 with
PKU and Daniella (Dani) who is 3 non PKU.

As well as serving as an honorary member of the Board
of Directors of the Mid-Atlantic Connection for PKU and
Allied Disorders, Anne is also a member of the American
Dietetic
Association, the Pennsylvania Dietetic
Association and the Philadelphia Dietetic Association.

When I first learned of Franki's PKU I was, as most
mothers are, terrified. Not knowing anything about it I
was anxious to learn all I could. Eventually after research
and constant contact with our clinic at Cooper Hospital
and MACPAD, my fears started to subside.

Anne has been an employee at Cooper Hospital for 11
years, where she began as a clinical dietitian. She
transferred to the PKU program in 1998. In December
2001, Anne was chosen as Employee of the Month. At
the award ceremony, Anne stated she believed she had
won this honor because of her patients. She enjoys
working with people with PKU and their families so
much, that it makes it easy to be an exemplary
employee.

Now feeling more comfortable with my daughters diet,
and seeing that she is growing so beautifully, I wanted to
do something to help the PKU community move forward
in the area of research and improving the quality of the
diet. So two years ago when Debbie Gilliano, a fellow
PKU mother and friend, came up with the idea of a PKU
Walkathon to raise money for research, Desiree Spinney
and I decided to join in and give it a try. Thanks to the
support of MACPAD we are now very close to kicking off
our second annual PKU Walkathon.

Anne resides in Philadelphia with her husband Ed and 2
children, Monica (age 7) and Allison (age 8). Although a
resident of Pennsylvania, she considers herself a
“Jersey-ite”, heading for the jersey shore on weekends
and shopping in the malls where she’ll sometimes run
into her one of her patients.

When I'm not involved in PKU activities I spend my
time with my family. We all enjoy fishing and spending
time at the beach. I consider myself very lucky and
blessed to have my family and such a great support
network.

Every year, Anne, with the generous help of the other
PKU staff members has a Valentine’s Day party. This
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day’s allotment of foods out on the table. By doing this,
you are letting the babysitter know all the foods that the
child can have that day. There is no chance of the child
being given too much phenylalanine, when the maximum
amount of food is right there in front of the babysitter. If
the child does not finish all the food in the jars, just have
the babysitter recap the jars and leave them on the table.
When you come home, you just have to subtract the
amount of foods still in the jar from the total amount you
left there and you know how much phe they had that day.

party allows the PKU families to exchange information,
try new foods and different recipes. Although she may
be “stressed” in the days and weeks before the party, it
always becomes one of the highlights of the year,
reminding Anne why she loves to work in the field of PKU
so much.
///////////////////////////////////////////////////////////////////////////////////////

As your child gets older, this option can be adapted by
preparing foods ahead of time and placing them in the
refrigerator in a large zip-lock bag or in a certain section
of the refrigerator (the crisper works nicely). If you will be
gone for several days, just make up several bags with
your child and give your child the fun of choosing which
one they will have each day. Again, the babysitter can
be instructed that this is the child’s food for the day. You
can leave snacks or leave a list of “free” foods for the
babysitter. When you return home, just check the
crisper or the zip lock bag and you will know how much
was consumed that day.

Leaving your child with a babysitter for the first time can
be a traumatic experience for new parents. When that
child has PKU and is on a diet that could determine their
future health, reluctance to leave this child in someone
else’s care is compounded. Even if the babysitter is a
parent, a sibling or someone who has babysat for our
other children we still have the feeling that no one knows
as much about the PKU diet as we do. We know the diet
can influence our child’s health and that makes us
hesitant to leave our new child in anyone’s care.

When the child is old enough to decide on their own
meals you can have them participate in filling the bag or
crisper before you leave. This helps them learn to plan
their own meals and to know approximately what they
can actually have in one day. It also helps to teach them
about choices. As the daily menu may change while you
are away (they might want to watch a movie and have a
special snack with the babysitter), your child can choose
his/her own special snacks to be included in each bag.

We all know that, after the birth of a child, we need to get
away for the day, the night, or a few days just to rest and
spend a day just being ourselves again. After a couple
goes through the diagnosis of their child having a birth
defect, this is all the more important. Sometimes you
just need to get away and let everything sink in. Or
sometimes you just need to get away and forget about it
altogether and start over with a mind that is not so
cluttered with all the information you were given in a very
short time.

Just because your child is on a special diet is no reason
for extra worry when you need to get away. As with most
problems that come up with having a child with PKU,
there are solutions. We each have different solutions
that we use and, as long as we are all sharing our ideas
and solutions, we will never have to worry about not
being able to overcome any problem that may come
along.
Go out, relax for awhile!

There are ways to do this so that you will be able to get
away for a few hours or even a few days without worrying
about the diet and whether your child is eating the right
foods and in the right quantities.

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

When your child is newborn and only consuming
formula, it is easy. You can just make the formula in
bottles before you leave. The babysitter just has to warm
them up and give them to your child. If you are going
away for a few days, just measure the powdered formula
for each day, put it in a zip-lock bag and give the
babysitter instructions on how much water to add.

Grandma is on vacation this issue-she’ll be back
soon!

As your child graduates to jarred foods, put the entire
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Cambrooke Foods has cooked up some tasty low protein foods to make your summer menus sizzle!
Try the new Creamy Garlic and Broccoli Rice and Orzo Alfredo. Both of these make a terrific side dish or main course that
your family will love. Best of all, they are a breeze to prepare and great to use as a base for more elaborate meals to bring
out the gourmet chef in all of you. Our new Chicken-Flavored Consommé and Seasoning is sure to get your creative
juices flowing. Use this to make soups and stews or enhance the flavor of any recipe by adding our special seasoning to
compliment gravies, soups, vegetables and sauces. Sprinkle over your favorite Cambrooke pasta dishes and salad
greens. It can also be mixed into salad dressings, stuffing and sandwich fillings. Our new TruFruit Bars come in four
flavors: Mixed Fruit, Apricot, Plum and Peach. They are made of 100% natural fruit and make wonderful healthy snacks.
For those of you who love the gourmet taste but like convenience, our long-awaited fresh-filled Portabella Spinach Ravioli
is now available as an introductory product. Boiled, sautéed, or deep fried, these delicate pouches of fresh pasta contain a
savory portabella mushroom, spinach and cheese blend. Serve these with your favorite tomato sauce, gravy or just plain
with butter. You will have to taste it to believe it!
More notable news is the partnership between Cambrooke Foods and Vitaflo to bring you a new line of amino acid
formulas. Cambrooke will soon be introducing Vitaflo PKU Gel and PKU Express to our line of products. Vitaflow PKU
Gel is a concentrated nutritionally complete low volume protein substitute drink for children from age twelve months to ten
years. It is easy to prepare and can be taken as a concentrated gel or as a low volume drink. It is available in raspberry,
orange or unflavored packets. PKU Express is for children age eight and older and for adults. It is available in orange,
lemon and unflavored packets. Both are available in boxes which contain 30 - 25gram packets. Both products are quick
and easy to prepare. They are all low fat, low carb, low volume, convenient for travel and better tasting replacements for
many of the formulas currently on the market!
To learn more about these new products or to order your Cambrooke favorites, call Cambrooke Foods toll free at (866) 4
LOW PRO / (866) 456-9776 or visit our website at www.cambrookefoods.com. If this is not convenient, you can mail, email or fax your orders to us at sales@cambrookefoods.com, (630) 839-7413 (fax), 2 Central Street, Framingham, MA
01701.
We are ALWAYS open to serve you. Remember to periodically check our web site for new recipes to use your favorite
foods.
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

We have upgraded the PKULife.com Email list to a membership community. Being a PKULife Community member allows
you to download free software, participate in contests and events and stay on the Email list.
Coming soon, members of the PKULife Community will be able to swap recipes online with other PKULife Community
Members. Stay tuned for this new and exciting feature. To sign up for the PKULife Community please go to
www.pkulife.com and click the Join link in the top right hand corner.

A couple of our favorite recipes
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Low Protein Peanut Butter Cookies
2-1/4 cups dp Low Protein Baking Mix
½ teaspoon baking soda
¼ teaspoon salt
¼ cup Dietary Specialties Peanut Butter Flavored Spread
1/2 cup brown sugar
1/4 cup powdered sugar
3 tablespoons water
1 teaspoon vanilla extract
Mix together dp Low Protein Baking Mix, baking soda and salt. Cut in Peanut Butter Flavored Spread. Add brown
sugar and powdered sugar and cut in until it resembles a crumbly mixture. Add vanilla to the water; add the liquid to the
crumbly mixture. Stir until a stiff dough forms; if more water is needed, add % teaspoon at a time.
Form the dough into small balls and place on greased baking sheet. Flatten the cookies with a fork dipped into granulated
sugar, making criss-cross marks.
Bake in a preheated 3750 oven for 8 - 10 minutes. Remove from baking sheet and coolon cooling rack. Makes 32 cookies.
Per cookie:Calories-63, Protein,g-0.03, Fat,g-1.9,Sodium-50 mg, Potassium-4 mg, Phe-1 mg Leucine-2 mg, Isoleucine-1
mg, Valine-2 mg, Methionine-1 mg
For a harder cookie, decrease the brown sugar to % cup and increase the powdered sugar to % cup.

//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Broccoli Grape Salad
2 cups (303 Gm) red grapes, halved
½ cup (72 Gm) golden raisins
1 & ½ cups (110 Gm) broccoli florets, chopped
1/8 cup (22 Gm) diced onions
½ cup (112 Gm) Hellmann’s Mayonnaise
1 Tbsp. Balsamic vinegar
¼ cup sugar
Combine grapes, raisins, broccoli and onions in a medium bowl. In a separate bowl, blend mayonnaise, vinegar and sugar.
Pour mayonnaise mixture over broccoli mixture and blend well. Chill at least one hour before serving.
Total phe per recipe- 245 mg, 8 servings , 31 mg phe per serving.
////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Editors Note: The previous recipes were printed by request.The cookie recipe is a favorite from Dietary Specialties. If
you would like to request the reprint of another recipe (from Creative Family Cooking) please contact MACPAD.
You may contact us at P.O. Box 6086, Lancaster, PA 17607, call 717-872-7546 or visit our new website
www.macpad.org for ordering information.
////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
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HELP SUPPORT MACPAD!
What is eScrip?
EScrip is a hassle free way for organizations that support children’s programs to raise funds through
everyday purchases made at eScrip merchants.
How does it work?
EScrip and over 150 merchant partners have created a system that rewards customer loyalty by
contributing a percentage of purchases to your chosen group. You shop the way you like to shop! It’s
simple and convenient. All you need to do is register your participating grocery club card and/or debit
or credit cards.
Simple registration-register today!
A. Log on to www.eScrip.com and go to “sign up.
B. Designate MACPAD to receive contributions. Our Group ID number is 149572268.
C. Register your grocery club card from a participating merchant, and your debit/credit cards.
D. If you do not have on-line access and would like to participate, please request a registration card
from MACPAD.
Some Participating merchants
AAMCO
Budget Rent A Car
Eddie Bauer
Genuardis’s-DE,NJ,PA
MAACO Auto Painting and Bodyworks
Merry Maids
Office Max
Orvis
Parade of Shoes
Pep Bopys
Village IGA- Ridgefield, NJ
Spiegel
Terminix
TruGreen ChemLawn
Wild Oats
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Editors note: This newsletter is meant to relay information about products and individual feelings. We do not attempt to replace advice
from your physician or clinic on the treatment of metabolic disorders.
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
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What’s New at

The Dietary Shoppe ,Inc.
Visit us In our store:
Tuesday-Saturday 10:00 am to 5:30 pm
Hot New Items
Vita Bite Bars
Single Serve Pouches
Spanish Rice & Ohz

Order online www.dietaryshoppe.com
Call or e-mail us for a NEW product list
Dietaryshoppe@juno.com
184A E Ev ergreen Ave
Philadelphia, PA 19118
215-242-5302

.

///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Auction Dates Each fall auctions are held to benefit The Clinic For Special Children in Strasburg, PA. Amish quilts,
handmade furniture and various crafts and foods are sold or auctioned. The dates for this year are September 20 in Leola,
PA, September 6 in Blair County, PA and mid-July in Shippensburg, PA. For more information contact MACPAD, at the
addresses below or The Clinic For Special Children at 717-687-9407
/////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
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