MACPAD AWARDS RESEARCH FUNDS
Due to the tremendous response to our third annual “Walk for PKU” research and other generous contributions, the
MACPAD research fund reached over $44,000. The Board of Directors met on October 16, 2004 and unanimously voted
to fund two different research projects. We thank everyone involved who participated in any way at the “Walk,” and those
who donated through memorial contributions or other means to our research fund. If it were not for these caring people,
these research grants would not be possible.

We are awarding $40, 000 to The Scripps Research Institute and $4,000. to Das Deutsch Clinic
for Special Needs Children.
The Scripps Research Institute was brought to our attention by The Piziali Family Foundation for PKU who
conducted a successful Tuxes For Tia dance and auction on October 15 to raise money for PKU research. The proceeds
from their event is also being given to Scripps. Scripps has spent the past 10 years focusing on the basic science of
phenylalanine and was the first research group to solve the 3-dimensional structure of phenylalanine. They have now
turned their attention to developing therapeutics to treat PKU. They are currently creating and screening a number of
mutants of two enzymes, phenylalanine hydroxylase and phenylalanine lyase as potential candidates for enzyme
replacement therapy (oral or injectable). Both of these enzymes are able to degrade phenylalanine and thus lower the
concentration in the body. They need to make a large number of mutations since the current regular form of these
enzymes are not stable enough to be injected in the body and have a significant affect on phenylalanine levels.
With the MACPAD funding, Scripps proposes to purchase two pieces of equipment that will help them study the potential
therapeutic candidates. Each machine costs $20,000.The first is a dynamic light scattering device that will provide
information about enzyme radius and aggregation. The second, a microplate spectrophotometer, that is needed for
analyzing the phenylalanine activity of multiple mutant proteins at once.. Both pieces of equipment will impact the speed at
which they can select the therapeutic candidates for eventual clinical studies. Scripps has a website at
http://stevens.scripps.edu/pah-index.html
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The DDC Clinic for Special Needs Children in Middlefield,
OH Their recent project, funded by MACPAD on PKU revealed that all of the
PKU patients tested so far were homozygous for the same mutation.
Research in this group of patients is highly valuable for further study to
explore the role of other genomic and environmental factors in the disease
phenotype. This is the focus of the next step in this project.
It has been widely observed that different PKU patients have various
degrees of tolerance to dietary phenylalanine. This discrepancy generally
has been attributed to different degrees of phenylalanine hydroxylase
deficiency in patients. However, it is not unusual for PKU siblings to have
different dietary phe tolerance. If PKU siblings share the same gene
mutation and have similar enzyme levels, then why do they have different
dietary phe tolerance? The answer to that question is very important not only
because they will have a better understanding about PKU but we might also
be able to apply this information to help PKU patients achieve better blood
phenylalanine control or have more dietary freedom. As a collaborative
effort, Das Deutsch will work with Drs. Morton and Puffenberger at The Clinic
for Special Children in Strasburg, PA, to determine if all study participants
have the same mutation.
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MARK YOUR CALENDAR FOR MACPAD’s NEXT CONFERENCE TO
BE HELD IN SOUTH JERSEY ON

MAY 6, 2005
From 10:00 a.m to 4:00 p.m.

in the air….

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

Look for more information coming
Conference to be held Friday, May 6, 2005- see above!
soon.
Fourth Annual Walk for PKU Research- May 7, 2005

Dear Fellow PKU Families:
th

Once again we are starting the preparations for another fun filled educational walk-a-thon. We will be holding our 4
Annual PKU Walk-A-Thon on Saturday, May 7, 2005 at Washington Lake Park, Washington Township, NJ. This year
th
promises to be an even bigger and better event! We will combine the 4 Annual Walk-A-Thon with MACPAD’s PKU
Conference, which will be held on Friday, May 6.
This year our Walk will host an array of entertainment and activities: educational and motivational speakers, PKU cooking
demos, PKU food vendors, pony rides, train rides, crafters, games, silent auction, Tupperware sales, DJ entertainment,
magic show, balloon art and much camaraderie.
May 6 and 7 will be two days that together will raise awareness and money to help fund PKU research. Aside from the cost
of the Walk, 100% of all money raised will go directly to MACPAD’s research fund. Come out and join us for what is
guaranteed to be a great day.
For more information please email rjfdpaterno@verizon.net
Best regards, Janice Paterno, Debbie Gilliano and Desiree Spinney
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EXTRA EXTRA READ ALL ABOUT IT!!!!!!!!!!!
Join us in making the first Saturday in May,
National PKU Day
We are looking for PKU families who want to make a
difference in the lives of their PKU family member.
Ultimately we are looking for a cure for PKU, but in the
mean time you will meet other people with PKU, what a
bonus! Start your own PKU Walk-a-thon, we will give
you all the information that you need of course you will
need help and a lot of energy. Here is how you can get
started.

Fall is here and with the new season will come new
products from Cambrooke Foods. Stay posted for
delicious and helpful new items for your family.

First you will need a location, we recommend a local
park. It would be great if the park has a stage, electrical
hook-up, sound system and of course a walking path.

Vitaflo metabolic formulas for patients with PKU, MSUD,
HCU and TYR are available through Cambrooke Foods.
These complete formulas are lower in volume,
convenient and better tasting with no added fat or
carbohydrate calories. Samples are available to clinics
or individuals. If you would like a sample, contact us to
request a Consumer Sample Request form. (Your
doctor or dietician will need to sign this to give us
permission to send you a sample.)

Next, you need to obtain local business sponsors; they
can provide you the money to get started.
Finally you may want to have one or more of the
following:

School is back in session. Call Cambrooke if you would
like your child to participate in the school’s food service
program. Cambrooke’s School Lunch Program provides
the necessary documentation for you and your school’s
Food Service Department to provide healthy and
delicious low protein lunches so that your child can join
the lunch line!

Educational and motivational speakers
PKU cooking demos
PKU food vendors
Pony rides
Train rides
Crafters
Games
Chinese auction
Tupperware sales
DJ entertainment
Clown
Magic show
Balloon art

Haven’t bought the latest issue of the MACPAD
cookbook Family Friendly PKU Recipes? Cambrooke
Foods will have it available to order when you call in or
send in your next food order. All proceeds benefit
MACPAD, so save yourself some time and order a copy
right with your next food order.

For more information please e-mail
rjfdpaterno@verizon.net.

We are ALWAYS open to serve you. Call toll-free, (866)
4 LOW PRO / (866) 456-9776 or visit our website at
www.cambrookefoods.com. If this is not convenient, you
can mail (2 Central Street, Framingham, MA 01701), email (orders@cambrookefoods.com) or fax your orders
to us at (978) 443-1318.

Best Regards,
Janice Paterno, Debbie Gilliano and Desiree
Spinney

.//////////////////////////////////////////////////////////////////////////////////////
Remember, when you move or change your
address; please notify MACPAD if you want to
continue
to
receive
our
newsletter,
“Connections”.
////////////////////////////////////////////////////////////////////////////////////////
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Research Update- Dr. Barbara Burton-Children’s Memorial Hospital, Chicago, IL
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something that is going on, try and make it. You will
never be sorry and you will come away from it with new
friends and wonderful memories.
Take care and please don't hesitate to write
to: AskGrandmaPKU@aol.com if you have any
questions

Grandmas’ Corner

Grandma
Pictures courtesy of Peg Lunt

I am going to be a little different this time. I want to tell
you all about a wonderful trip that my husband and I had
this past weekend. We always enjoy being with our
friends in our PKU Community. There are so many
different events going on around this great country of
ours that everyone should try to go to as many as they
can. Most states have at least one get together and
some have many more. If your state has something, go
to it and try to go to something in a neighboring state.
We have always felt welcome no matter where we have
gone. This time we chose to go to Massachusetts to join
everyone in the New England Connection for an Apple
Picking Day. What a great day it was. It was held at
Honey Pot Hill Orchards. There were about 90 people
there from 9 different states. They were from DE, PA,
NY, RI, CT, NH, ME, VT, and a majority from MA. The
majority of people there with PKU were children and
teenagers, but there were also several adults with PKU.

Everyone enjoyed the apples and loved the sack races!
There were games for the children, hayrides and apple
picking. Best of all, there was an assortment of food,
both PKU and regular foods. There was something good
for everyone. Honey Pot Hill Orchards did a wonderful
job in supplying cider and delicious apple cider donuts
that they made with apple cider and Cambrooke Foods
Mixquick. I ate a low protein donut and could not taste
the difference between it and high protein donuts. There
were also delicious caramel apples for everyone. After
all the games including the sack races were done,
everyone boarded hay wagons and was driven to the
orchards. We were each given a sack and we were
allowed to pick a half a bushel each. There were many
different varieties of apples to choose from; so every had
a favorite type of apple.
After the apple picking everyone had fun going through
the maze. When our day at the orchard was done,
several families went to the Holiday Inn in Boxborough
for dinner. A low protein meal was provided for those
that needed it. Several families from out of state stayed
at the Holiday Inn that night. We were lucky enough to
stay with a very dear friend who was kind enough to put
up with us for the weekend.

///////////////////////////////////////////////////////////////////////////
Please notify MACPAD if you change your
address and want to continue receiving
“Connections”.

I would like to encourage everyone to watch the listserve
or any newsletters you may get and when you see
5

Research Update from Das Deutsch Center for Special Needs Children
Founder Effect of Phenylketonuria in the Geauga County Amish Settlement of Ohio
Heng Wang, Leah Nye, Erik Puffenberger, Holmes Morton2
1) Das Deutsch Center for Special Needs Children, Middlefield, OH 2) The Clinic for Special Children, Strasburg, P A
Phenylketonuria (PKU) is a metabolic inborn error resulting from a deficiency of phenylalanine hydroxylase (PAR) (EC
1.14.16.1). It seems to be a lower-frequency founder disorder in the Amish population of Lancaster County, appearing less
commonly than in the general population. However, here we report that the higher incidence of PKU recently documented
in the Geauga County Amish Settlement of Ohio is associated with a founder effect. In this report, 15 individuals with
classic PKU were identified from five families. The incidence was over 1/1,000 in this community. The genealogic analysis
showed that all patients could be traced back seven generations to the common ascendants Jeremiah Miller (1817 -1890)
and Lydia Troyer (1819 - 1865). DNA was isolated from peripheral blood of four patients in three families in this large
pedigree, and the PAR gene was amplified by PCR and then subjected to direct sequencing. We found that all patients
were homozygous for the same mutation, IVS 1 0-11 G> A. In fact, this is one of the common mutations reported in PKU
patients in Europe. As reported earlier, this mutation activates a cryptic splice site and results in PAR protein
conformational changes, leading to a non-functional protein. Although we have previously identified this mutation in
Mennonite patients, this is the first time we have found it in the Amish population. We are currently in the process of
confirming the mutation in all patients. As most PKU patients are compound heterozygotes rather than homozygotes, the
cohort of the homozygous patients in this report is highly valuable for further study of the disease from other aspects, such
as exploring the role of other genomic factors and environmental factors in the disease phenotypes.
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Uncle Henry’s Pretzel Recipe Challenge!!!!!!
This is the second submission of a recipe for the “pretzel challenge”. The “pretzel challenge” was introduced in our new
cookbook, Family Friendly PKU Recipes, page 273. You’ll love this creamy family friendly dessert.

Strawberry Pretzel Pie
Servings per recipe- 12
226g
3/4 cup (168g)
3 Tbsp (38g)
8 oz (227g)
3/4 cup (150g)
2 cups (144g)
19 oz (539g)
3 oz (85g)

Phe per serving-49.32

Calories per serving- 338

Uncle Henry’s Pretzels
Parkay soft margarine
Sugar
Cambrooke Cream Cheese , plain
Sugar
Cool Whip
Strawberries, frozen, sweetened, sliced, thawed
Jell-O, strawberry

Mix 2 cups finely crushed pretzels with ¾ cup melted Parkay and 3 Tbsp sugar. Blend then pat into the bottom of a 13x9
pan. Bake @ 400 degrees for 10 minutes. Allow crust to cool. Whisk together 1 package Cambrooke cream cheese, 2
cups Cool Whip and ¾ cup sugar. Pour over cooled piecrust. Refrigerate until set. Dissolve 1 package Jell-O in 1 cup
boiling water. Add frozen berries and break apart the berries. Set in refrigerator until strawberry mixture starts to gel (about
15
minutes).
Stir
Jell-O
mixture
and
pour
over
cream
cheese.
Refrigerate
until
set.
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Ethan Guyer
Christopher Proutt
Ryan Purcell
Jack Robertson
Logan Royer
Brenda Rumbaugh
Mic Sheard
Amy Shuler
Shane Shuler
Autumn Sinclair
Jacob Smith
John Spese
Alexander Stein
Mary Suter
Dianne Wale
Alice Wells
McKenzi Wicketts
Hunter Kane
Allison Zimmerman

Happy Birthday to our MACPAD friends!!
Bryce Abshire
Zachary Allwein
Lauren Annunzio
Charley Griffith
Todd Atkinson
Christine Barba
Kenny Barton
Amos Beiler
Mark Boiko
Mary Buchowski
Madison Kwapich
Malachi Joshua
Taylor Chandler
Bayley Clifford
Nia Coles
Jessica Martinez
Noah Crosby
Matthew Jerrehian
Allyson Deihl
Harley Maguire
Steven Droogan
Anthony Etter
Michael Flood
Skylar Forella
Sarah Foster
Cathy Gill
Patrick Guinan
Terry Haney
Joseph Hoover
Melinda Fouse
Kimberly Hughes
Bryan Huntley
David Wagner
Jared Jochimsen
Eric Johnson
Maria Kamarados
Cathy Keesler
Fannie King
Ezra King
Corey Kirby
Jennifer Kirkdoffer
Deidra Kline
Matthew Koster
Kacey Lloyd
Sophia Kvam
Burg Ning H. Liu
Kim McDowell
Kyle Michenko
Clark Pritchett
Jessica Schlotter
Chad Haeberle
Brian Noll
Samantha Pape

Sept 10
July 7
Oct 26
July 20
July 22
July 15
July 23
Aug 25
Sept 25
Sept 19
Aug 23
Sept 9
Sept 24
Sept 6
Oct 8
Sept 20
July 24
Oct 4
Sept 8
Aug 19
Sept 4
Oct 26
Aug 2
Oct 8
Aug 18
July 18
August 15
July 4
Aug 9
July 15
Sept 13
Sept 20
July 16
July 15
Aug 16
Aug 15
July 18
July 12
July 8
July 17
Aug 21
Aug 19
Oct 2
Sept 7
July 21
July 21
July 27
Oct 22
Aug 16
August 1
July 2
Aug 23
Sept 5

Aug 16
July 20
Sept 10
Sept 28
Aug 18
Sept 30
Oct 29
Aug 23
Aug 4
Oct 7
July 16
Sept 13
August 2
October 1
July 19
Sept 13
Oct 16
July 13
August 8

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

From the Teachers Desk
It is finally October! September is such a busy month for
teachers and students alike that it is a relief to settle into
a new month. By now a routine has been established,
new faces are familiar and everyone at school is in the
swing of a new year.
This is an excellent time for parents of PKU children to
visit the teacher – again. Now that the teacher is
acquainted with your child, they should be more
receptive to understanding the child’s situation. You
should call any perceived problems to the teacher’s
attention, reinforce your child’s needs, and answer any
questions the teacher will surely have.
Schedules of parties and special events should be
established and homeroom or grade mothers in charge
of the parties selected. You should be able to contact this
person and arrange your child’s menu for each event. If
needed, visit the cafeteria staff and school nurse as they
too are now more familiar with your child. This is a good
time to provide treats for your child for the teacher to
keep and use when giving “rewards”.
Now that the teacher has been with your child for a
month and has some experience living with a PKU child,
they will certainly welcome an update from you and an
opportunity to discuss the best way to serve the child.
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PhenylAde40® - Taste the Difference!
PhenylAde40 Drink Mix is quickly becoming one of the most versatile PKU formulas available. Each single serving pouch
can be combined with as little as 4 oz of cold water, for a quick, low fat, low volume formula. This new product from
Applied Nutrition is available in both Citrus and Unflavored varieties, which allows for endless taste options. Both flavors
can be customized by adding a splash of your favorite flavor or drink. “One of the most popular mixtures is PhenylAde40
Unflavored combined with 6 oz of Sunny Delight”, remarks Sandra Maltzman, Registered Dietitian for Applied Nutrition.
The combinations are endless, so creating a great tasting formula to meet your needs is just one step away.
PhenylAde40 Citrus Blend
1 pouch* PhenylAde40 Citrus
3 oz water
1 oz pineapple juice (contains 2.5 mg of phe)
Shake or blend combination until powder is fully dispersed.
PhenylAde40 Ice Cream
1 pouch* PhenylAde40 Unflavored
4 oz non-dairy creamer (Rich’s)
Strawberry: add 2 Tbsp strawberry syrup
Vanilla: add ½ tsp vanilla extract
Blend on high – and place in freezer for 1-2 hours.

*1 pouch (25g) PhenylAde40 Drink Mix = 10g Phe-free Protein Equivalent
For more recipe ideas visit Applied Nutrition’s website at www.medicalfood.com or call 1-800605-0410.
//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Attn: Lancaster County, PA and surrounding areas!
Haven of Rest Bakery is available to bake your low protein bread, whoopee pies, cookies, noodles and pizza crusts. Located
in Annville, PA, the bakery will prepare and freeze your order and you can pick it up at 2 local grocery stores. They do not ship. Call
717-738-2204 for information on ingredients or 717-867-2350 to place an order.
8

Cranberry Delight is a vitamin packed and delicious
fruit dessert. Please calculate phe content based on your
own ingredients.
1 10-ounce bag of fresh cranberries
1 medium apple
1orange, raw
10 ounces pineapple, canned, crushed
½ tsp cinnamon
Peel and remove seeds from orange segments. Slice
apple into 8 slices. Process cranberries, apple and
orange in a food processor, a little at a time. Add
cinnamon and process to blend. Remove fruit from
processor and add pineapple. Cover and refrigerate at
least 4 hours.
//////////////////////////////////////////////////////////////////////////////////////

Meet A New Board Member- Dan Dunkle
Daniel A. Dunkle of West Chester. Pa was born in
Altoona, Pa. and educated in the Hollidaysburg Public
School system. I received an Associate Degree in
accounting and business management from a two-year
Business School. My wife, the former Kay McKee from
Indiana, Pa, and I have two children, Jonathan and Kim
and three grandchildren, two boys and a girl.
I am retired after 35 years of service with General
Waterworks/United Water Works of New Jersey in the
position of Accounting Manager. Kay, who is also retired
after teaching in the private school sector for 25 years, is
the writer of "From the Teacher Desk", for the MACPAD
newsletter.
In my retired life I enjoy growing the winter supply of
vegetables, refinishing antiques, golfing, and growing
plants indoor and outdoor. I usually try to leave time for
the wife and grandchildren. I became acquainted with
PKU through best friends Bob and Sharon Johnstone
who have two grandchildren with PKU. I am looking
forward to helping and supporting the team to make
things better, which includes more emphasis on
educating the public along with the pediatricians. I am
happy to be serving on the MACPAD Board.

//////////////////////////////////////////////////////////////////////
Anna Weavers’ Famous Ice Cream Recipe
2 cups Dari-Free
2 8-ounce cartons liquid RichWhip Topping
3/4 cup sugar
2-3 tsp. Vanilla
1/8 tsp salt
Mix all ingredients in a 2-quart ice cream maker. Stir
briefly until sugar dissolves. Freeze according to
directions on the ice cream maker. Enjoy!

///////////////////////////////////////////////////////////////////////////
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Meet a MACPAD Board Member
Michele Guinan
My name is Michelle Guinan. I have a 3-year-old son
Patrick who has PKU and a 19- month-old daughter,
Allison, who does not. I have learned a lot from having a
child with PKU. When I first learned how to manage the
diet, I couldn't imagine having to keep track of everything
my child ate. Now it is second nature to me. It's just a
part of my day. As I eat my meals and just randomly put
things on my plate, I think of what Patrick will have to
deal with as he grows up and becomes more responsible
for his own diet. I'm sure he will have those "why me?"
days, but I hope he understands the importance of
sticking to his diet. I, like every other PKU parent, wish
that Patrick didn't have to worry if food has too much
protein, but I count my blessings every day that there is a
diet that can manage PKU. I feel very fortunate that
something as small as a diet change can make my son
the laughing and vibrant child that he is today.
I also feel fortunate to be involved with an organization
like MACPAD, which has done a lot in trying to get
information out to families so that dealing with PKU is an
easier task. From compiling recipes for a cookbook to
organizing a walk to benefit PKU research, MACPAD
continues to provide much needed help to the PKU
community. That is why I joined the board in the fall of
2003. It has been a great experience to work with all of
the board members. I hope that the hard work that goes
into the annual PKU Walk pays dividends by supporting
research that makes our children's lives easier to
manage.

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

Family Friendly PKU Recipes
242 recipes that the entire family can enjoy together.
Available through our website www.macpad.org or
through the Cambrooke Foods website. You can also
send your name and address and a check for $20.00 to
MACPAD, P.O. Box 6086 Lancaster, PA 17607

My background includes an undergraduate degree in
Early Childhood, Elementary, and Special Education. I
taught for 8 years as a high school special education
teacher. I also have a graduate degree in counseling. I
was a high school counselor for a half year before
becoming a stay at home mom. I love being home with
my children and treasure these years.

///////////////////////////////////////////////////////////////////////////////////////
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Dusty from Dodge City, Kansas

Dalton from Leechburg, PA

Dusty from Dodge City, Kansas

Making new friends through MACPAD! Dustys’ mom, Melissa wrote to MACPAD requesting a “pen pal” at the same time
that Daltons’ mom was trying to find another young guy with PKU that Dalton could “talk to”. The boys are now good
friends! They’ve discovered that they both love Play Station and Indiana Jones!
11

never know how much we needed their comforting
personalities just then.
As it was explained to us that the diet was very important
and that accurate records were to be kept of everything
ingested, I took off to do just that. After all, it was only
going to be for a few years and then he could come off
the diet as if he never had PKU. I not only wrote down
the date, time, formula ingested and amount of
everything he drank, I also went as far as to write things
down so accurately, it seems pretty funny now. If he
started a bottle at 7:04, that is exactly what I wrote. If he
stopped drinking and then resumed at 7:28, I wrote that
exactly. I had everything down to the exact minute. The
insanity is going deeper! I’m even beginning to watch to
see if his eyes cross!

Initial Insanity –
This month I decided to take my “Reflections” all the way
back to the beginning of our lives with PKU and share
the initial insanity with you. I hope that, by doing this,
new parents may learn that they will not be committed to
any state institution in the near future, and that the
parents of older children may get a chuckle remembering
the initial insanity of PKU.

When he was 4 weeks old and had been on the PKU
formula for only 3 weeks, he started projectile vomiting.
More insanity creeps in hiding in the thought that “What if
he is allergic to the PKU formula? Then what happens?”
It was suggested that, instead of giving him the
powdered formula mixed with water, that we just mix the
powder with a little apple juice and feed it to him. This
worked very well…he vomited at least 5 minutes later
than he did with the liquid form. After convincing our
doctor that he was not just “spitting up” (spitting up never
goes three feet in the air and lands on your head!), our
PKU doctor ordered tests to be done the next morning.
While waiting for him to come out of the testing room, I
noticed that all the children were coming out of the test
room in their street clothes. Of course, when our son
came out, he was still wearing the hospital gown. Not a
good sign. Within a few hours, our son had surgery for
pyloric stenosis. He was released the next day.

When he was 12 days old, we received a call from the
state health department telling us that we must take our
son to the hospital the next day because “his blood work
came back and something’s wrong”. Although I was
experiencing one of life’s little traumas after hearing
something like that about my new and healthy boy, I did
manage to ask what was wrong. “It has something to do
with his blood and retardation.” I hung up the phone and
tried to replay the conversation in my mind and sort it
out. I did remember them mentioning something called
PKU. So, out came the handy-dandy medical book
(about ten years old at that point) and I looked up “PKU”.
Being it was an older book, it was certainly not a wealth
of information……PKU, retardation, diet, urine test, etc.
The next day, we went to the hospital to keep the
appointment made for us by the department of health.
Upon approaching the building, there was a very nicely
made sign on the wall of the building we were to enter. It
read “Handicapped Children’s Unit”.
Handicapped?
What is it that they haven’t told us? We entered the unit
and saw children of all ages in wheel chairs, some of
who were strapped to the chair to keep from falling out.
For parents who just found out their child has a birth
defect that they know nothing about, this was another
sign that was not good. (We later found out that it was
actually clinic day for mentally challenged children and
cerebral palsy children). Almost being afraid to make
another move, we signed in and were introduced to the
head of the PKU clinic. He was a very nice, considerate
man who understood that people coming in for the first
time with a new baby usually had no idea what they were
walking into. The first thing he told us is that our baby
had PKU, there was treatment for it and that he would be
fine with the treatment. He then re-tested our son’s
blood and urine and explained the diet to us. We were
then introduced to the nutritionist who was just the
sweetest woman in the world. These two people will

For the next few blood tests, his level was 2. When we
questioned this, we were told that there was a possibility
that his former levels had been high due to the pyloric
stenosis. Unbelieveable! No more formula, clinic visits
or blood tests? Instant sanity!! Of course, it never
turned out this way. Seems like his level was low as a
reaction to vomiting out everything he took it. It took
awhile for the levels to kick in.
As he aged, they kept changing the age at which a child
could safely go off the PKU diet. Naturally, in keeping
with the insanity part of initial PKU diagnosis, just as he
was approaching the age of going off diet, they changed
their minds and added another few years to it. Will it
never end? We all know the answer to that. It does
seem comforting, though, to not have to look forward to
going off the diet and accepting that it is a life-long
treatment. No sense getting your hopes up every few
years.
I’ve seen postings on the listserv telling how new parents
feel like they are over-reacting and also posts from
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parents of older children who take the whole dietary
regime in their stride. It is an insane trip from overreacting to taking the diet in stride and it is something we
have all been through, whether we want to admit it or
not. So, for all you new parents out there, rest assured
that you are not losing your sanity. It is something that is
new to all of us and is affecting a child we love. Could
we actually react in any other way? Just consider it as
an initiation rite of passage into the world of PKU. This
too shall pass.

old and new friends it was a good time.
Luckily for us, we missed all of the hurricanes by a week.
This year the hurricane season battered the Caribbean
with a vengeance! For those of us who enjoyed Grand
Cayman and swimming with the string-rays, going to Hell
(a town), and the turtle farm, you will be sadden to hear
that they were hit especially hard by the hurricanes. The
island has been closed to all tourism and only
emergency relief efforts since mid-September and when
I spoke with a representative from the Department of
Tourism on October 7 – it looks like the island will not be
able to open to tourism until January at the earliest.
They currently only have electricity to approximately 30%
of the island.

Our nutritionist always told me something when I asked if
I was driving her crazy with questions and I think it is
important to repeat her advice here. She said that no
question is a stupid question and that she never worries
about a child with parents who ask questions, only about
the ones who don’t.

This brings me to another subject of carrying extra food
and formula for diet in case of emergencies. I always
carry an extra can of formula but usually not much extra
food. For the first time in many years, all of the ports in
Florida were closed and the cruise ships could not come
into port until after the storms, when it was deemed safe
for people to be on the streets in Florida. The ships
spent an additional two to three days anchored at sea for
each of the hurricanes since they cannot come into port
during a storm. Air travel was also stopped in Florida
and various other states stranding people all over the
east and gulf coast. The power of the hurricanes this
year was extraordinary but it is something to consider
when traveling that anything can cause a major delay
and that we should all be prepared with a little extra!

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

By Pat Byrne
I would like to take the opportunity to thank all of the
nd
families who traveled on the 2 PKU Cruise, which
departed on July 31, 2004 to the Western Caribbean.
We sailed on the New Caribbean Princess and what a
wonderful experience it was.
The food that was
prepared for the PKU diet was absolutely amazing! My
daughter wanted to bring the chef home! Princess was
able to send me all of the menus prior to sailing so that I
could create PKU menus that were very close to the food
being offered on the regular dinner menu using some of
the same sauces minus the ingredients, which were
inappropriate. Princess went out of their way to put me
at ease that all the low protein food that I ordered and
had delivered to the ship arrived prior to sailing. They
opened every carton and inventoried each item so I knew
prior to arriving that one item was not shipped and could
arrange for the missing item to be shipped on time.

The next PKU Cruise that I am organizing will be to
Alaska in 2006. The details will become available in
June or July 2005.
///////////////////////////////////////////////////////////////////////////////////////

Attn: PKU Families
Are you interested in a winter activity or a camp during
the summer? Would you like to have a weekend with
other PKU families? Bonnie Reynolds would like to
organize a camp or a winter activity- but she needs to
hear from you! What would you like? When do you think
it should be? Where should it be located? What do you
want to do? These are all questions that Bonnie would
like answered. So, if you are interested, please email
Bonnie @ laxyrsbrg1@msn.com.

But the best part of the cruise was the families. All of us
with teens were always asking do you know where I can
find … Whether it was watching Movies Under the Stars
while laying on a deck chair or soaking in a hot tub with
popcorn at night reminiscent of the old drive-in movies,
deck parties with hula hoop contests, the teen disco (I
must be getting old when the teens are at the disco until
1:00am and we’re in bed exhausted) or the private
farewell cocktail party in the nightclub located 16 decks
above the ocean to just sitting around and laughing with

///////////////////////////////////////////////////////////////////////////////////////
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ForMyDiet.com
Helping individuals with metabolic disorders manage their diets better!
ForMyDiet.com is a community website designed to make living with and managing a metabolic disorder diet a whole lot
easier. Whether you manage the diet of your child or yourself, a special medical diet can be a challenging situation.
ForMyDiet’s goal is to bring you everything you need in one place to make your life easier. Here are some of the features
you can find at ForMyDiet.com:

 Get PDA software applications that are customizable to your specific disorder.
 Get medical information about specific disorders, metabolic disorders news articles, and the weekly easy-tomake recipe column that includes phe, protein, and calorie information.
 Share your experiences with others with similar disorders in the ForMyDiet Message boards. Get first hand
experiences about recipes, food recommendations, parenting, and more.
 Use the ForMyDiet Online Food List to find food nutritional information in seconds. Search foods by
keywords and the nutritional values that matter to you.
 Let the online nutrient calculator do all the calculations for you.
 Shop for pocket food scales and other items you need for day-to-day meal preparation. ForMyDiet is
certified by Verisign to provide you with a safe shopping experience.
Coming Soon to ForMyDiet.com:
 Enhanced community section that allows you to write articles and share photos and drawings.
 New features such as “Ask the Dietitian” and the “Nutrition Corner”.
 A complete online diet management application for PKU and allied disorders that allows you to reduce your
tedious daily diet management tasks to a minimum.
ForMyDiet is dedicated to providing support to the special diets community by bringing together people
living with similar dietary restrictions.
One out of every 1,500 babies born in the U.S. has a disorder detectable through newborn screening. While
visiting ForMyDiet.com, get the FREE newborn screening videotape. Courtesy of Save Babies Through
Screening Foundation, this educational videotape teaches about comprehensive screening.

Visit ForMyDiet.com to for all this and more!
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PKU PICNIC NEWS
WESTERN PENNSYLVANIA PICNIC IN 2005
A Fun Filled Day! Come and enjoy the fun!

Sponsored by MACPAD; Chairman Eva Prior
Saturday, July 16, 2005 @ 1:00
At The Parks Township Sportsmen’s Association in Leechburg, PA.
Low protein buffet: Free buffet for everyone to try. We’re asking everyone to bring a dish to try.
Cooking demonstration by the famous Diane Sullivan and Cambrooke Foods.
Other Activities to be announced!
We’re inviting families from PA, OH, WV , NY and MD and anyone else who lives in the general area
to meet, help build memories and make new friends! Interested? Contact Eva Prior @ 724-845-5013
or email @ herbsoul@salsgiver.com. Or MACPAD @ 717-872-7548 or email info@macpad.org.
////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
17th Annual PKU Picnic at the Weavers Farm in Denver, PA
Over 100 people attended the 17th annual picnic at the Weaver’s farm in Denver, PA. We had
hayrides and pony rides, PKU Bingo, a nature scavenger hunt and a fishing pond. Another beautiful
Lancaster County quilt was won by Joe Telesz. Kim Kirby sold the lucky ticket and both Joe and Kim
were delighted with the results! A prize of a fantastic basket of scrap booking supplies, donated by
Kelly Forella was won by Rita Cainfield. The low protein buffet was splendid and everyone raved over
Anna Weavers Ice Cream. The 18th Annual Picnic will be August 6, 2005 in Denver, PA.

Everyone had fun at the picnic!!
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1-888-640-2800

My sisier Kassie and I went to PKU Camp in Fairlee,
Maryland from August 8-14, 2004. There were about 25
of us. We had eight coaches (counselors) plus the
cooks. When we got there, roommates were picked.
Mine was from New York and was 12 years old. All the
campers stayed in a large building with bedrooms with
bunkbeds.

Over 40 years experience with Low Protein Diets
Contact us for the latest on our delicious new
cake mixes and quick to fix entrees.
We offer kitchen staples as well as a frozen food line.

We were busy all week doing fun things like arts and
crafts, swimming in the pool (Kassie passed her swim
test), canoeing on the lake, and funny stories around the
campfire. We were having lots of fun but still were happy
to see our families come on Thursday and spend the rest
of the week with us. We had spent all week planning a
special show for our parents. We made banners and
practiced skits for the show. On Thursday night after
dinner we put on our show. The families loved it.

Wonderful recipes are available!
5 Easy ways to reach us:
Phone: 1-888-640-2800

We camped out in tents one night under the stars.
About 4-5 kids were in each tent. We played card
games, snuck some reading with a flashlight, and then
went to sleep.

FAX: 1-973-884-5907
Email: info@dietspec.com

While we played, the parents took lots of cooking
classes and had meetings. All of us were taught to make
our own milk the first day we were there. We made it
each night after dinner. Even Kassie was able to do it on
her own.

Web: www.dietspec.com

Address: 10 Leslie Court,

We ate great all week. For each meal there was a
buffet. The pizza was great. It was the first time I had
potato salad and I loved it. Breakfast was waffles, fruit,
juice and Kassie loved the pancakes. Lunch was
sandwiches, veggies, fruit and dessert. Dinner was
pasta, veggies, green salad, fruit, cookies, cake, and ice
cream.

Whippany N.J. 07981


Mail order for direct to home, school or camp.
Available in select retail accounts. We can

We had such a great time being with other kids who had
to eat the same thing. No one complained about what
we had to eat. Everyone loved it. Kassie and I can’t wait
until next year to go again.

assist with insurance billing if eligible.

Sara Brinsfield, age 11, Classical PKU
Kassie Brinsfield, age 7, Classical PKU
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Honor Your School

MACPAD is proud to announce the initiation of our Honor Roll for schools. This Honor
Roll will be made up of the names of schools and school personnel who have gone out of
their way to accommodate the dietary needs of a PKU child in their school.
We all have had experiences with our children's schools that were not always the most positive of experiences. Therefore,
we feel proud to be able to honor the people who meet the challenge of providing a proper, nourishing diet for our PKU
children.
If you have had positive experiences with your child's school, please send the names of the person who has helped plan
and prepare your child's school meals along with the name of the principal of the school and the name of the school
district. Our first Honor Roll will appear in our next newsletter. The people who are helping our children will receive
certificates of appreciation and a copy of the MACPAD newsletter in which their names appear on our Honor Roll.
If you have experienced school personnel going out of their way to accommodate a child with PKU, please send us their
information for inclusion in our Honor Roll Program. All information may be emailed to macpku@aol.com.
//////////////////////////////////////////////////////////////////////////////////////////

A letter from the president,
This year, with the work of our many volunteers, MACPAD can say that it is now a successful non-profit organization. One
of our missions has always been to support families and individuals dealing with PKU and related disorders. We are now
in the beginning stages of planning an exciting new conference that will deal with “Metabolic Madness.” We hope you plan
to come to this extraordinary event because our hope is that it will change your life – at least in some small way. Please
check out our announcement of the conference in this newsletter and mark your calendars for May 6, next year.
th

Along with the conference, we will be holding our 4 annual PKU Walk-a-thon on May 7. We are hoping that many of our
readers and friends will join us in making the first Saturday in May “National PKU Day.” With your assistance, we can
accomplish two goals: (1) make PKU a household word, or at least increase awareness of it throughout our country and
the world; and (2) raise the money needed for PKU research.
This year, MACPAD is funding research projects that may, we believe, change the future of PKU treatment and bring
changes to our daily lives that were never even imagined when PKU was first diagnosed. By supporting PKU research,
whether by donating to MACPAD’s research fund, by holding a Walk-a-thon in your hometown on May 7, 2005, or by
directly contributing to worthy research projects, WE CAN MAKE A DIFFERENCE.
Judy Griffith
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MACPAD Calendar of Events for 2005
2005 Board of Directors Meetings February 19, June 18 and October 15
2005 newsletters will be mailed March 1, July 1and November 1
May 6, 2005 Conference
th
May 7, 2005, 4 Annual “Walk for PKU Research” and The First National PKU Day
July 16 Picnic in Western PA
th
August 6 18 Annual picnic in Denver, PA
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

2 lb bag of low protein pretzels- only $7.95
To order- www.unclehenry.com or 1-800-683-8375
///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

Mid-Atlantic Connection
For PKU and Allied Disorders, Inc
Officers
Address: P.O. Box 6086
Lancaster PA 17607
Phone: 717-872-7546
Email:
Info@MACPAD.org
Website: www.MACPAD.org

Newsletter Contributors
Judy Griffith, Peg Lunt, Dr. Barbara Burton,
Kenny Barton Jr., Sharon Johnstone, Michele
Guinan, Daniel Dunkle, Pat Byrne, Leah Nye,
PNP, Dr. Heng Wang, Kay Dunkle, Lin Gilbert,
Desiree Spinney, Janice Paterno, Deb Gilliano,
Sara Brinsfield and Shanmu Hu
If you have information, or an
article to contribute to the next
Newsletter, please contact
MACPAD. New contributors are
WELCOME!

President
Vice President
Secretary
Treasurer

Judith Griffith
Ken Barton
Sharon Johnstone
Robert Johnstone

Board of Directors
Carol Barton
Daniel Dunkle
Deb Gilliano
Michele Guinan
Lisa Lewis
Janice Paterno
Bonnie Reynolds
Desiree Spinney

Honorary Board Members
Karen Blackbird
Linda Tonyes
Ann Starr

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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