A Letter from the President
Welcome to the newest addition to the MACPAD Board of
Directors, David Jones, father of Alexander Jones of
Pittsburgh, PA. David joins us as the new MACPAD Western
PA Chapter Chairman!!!
MACPAD has an outstanding group of dedicated volunteers and we are so
delighted to welcome David as part of our team! David has agreed to replace
Erica Burkarth as the ―go to‖ person in the Western PA, W.VA area that we serve. Erica has agreed to
remain on the Board as a Director at Large.
David is a self-motivated, highly organized, experienced professional who is a Managing Director in the
Financial Institutions Group of PNC Capital Markets. As a business development professional, he has
had experience in planning professional and charity events and looks forward to the opportunity to
enhance the activities and events of the MACPAD Western PA Chapter. He plans to work with his large
network of clients, colleagues and friends to heighten awareness of PKU and increase the visibility of
MACPAD in the area.
When asked about his most important role, he describes that of being father to Alexander, age 7 who has
PKU and Ahnna, age 10, Alexander’s sister (who helps mommy with Alex’s diet and keeping track of his
exchanges). David describes Alexander as an active
athlete in youth sports, such as soccer, flag football and
baseball. He loves the Pittsburgh Steelers and Penguins!
Alexander is also an accomplished fisherman and once
caught a shark in Hilton Head! Alexander likes to travel
and has recently been to Arizona and the Grand Canyon.
If you live in the MACPAD Western PA area, David will
need your help to continue to fill the role that Erica has
developed. Your support and attendance at MACPAD
sponsored events will help us grow in that area and
enhance our mission to fund PKU research. David will be
the leader but your encouragement and enthusiasm will certainly make his role a little easier. You can
contact David at lmsjones@verizon.net or 412-491-9414 with ideas, thoughts, suggestions or comments.
He is willing and anxious to hear from all the PKU friends in the Western PA area.
David joins two additional MACPAD Board members, Marcella Baiada and John Stone, who will be
featured in the next edition of this newsletter. Our Board is becoming more vibrant and exciting every day!

Sharon Johnstone, President
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Fresh Thoughts on Living with PKU
“Tailgating and PKU: Enjoying the American tradition”
By Virginia Harrison

In my family, autumn means one thing: football season. This sport has played a central role in my life as long as I can
remember. From watching college football games on TV with my dad to watching my brother’s successful high school
and college career, I have spent most of my autumns engrossed in the sport.
Football still plays a huge role in my life. I attended Penn State for my undergraduate education where Nittany Lion
football is a religion. (I’ll admit, growing up a Penn State football fan played a role in my college search) Penn Staters
are known for their raucous spirit during the game—and their tailgating. Friends and I would literally spend hours
tailgating before and after ―the greatest show in college football.‖ Now that my brother participates in college football
as the starting quarterback at Franklin & Marshall College, my family holds its own tailgates following his games.
Although my PKU restricted what I could eat at the tailgates, I never let it hold me back from enjoying time with my
friends and family each Saturday.
Penn State tailgating is like eating potato chips: You can’t stop after just one. My friends and I usually visited at least
three tailgates before Penn State kickoff and one more afterward. Because I was out of my apartment from morning
until evening on game days, I couldn’t bring formula or food with me to the tailgates. I drank my formula and ate a
large breakfast before leaving to meet up with friends. I always carried a few dollars in cash to every game in case
the tailgates didn’t have enough low-protein food and I needed to buy a snack like French fries at the stadium.
However, I almost always had my fill at the tailgates. To make sure I was reasonably within my equivalent limit while
tailgating, I’d keep a running tally in my head, estimating how much of each food I had eaten throughout the day.
Once I returned in the evening, I’d record my estimated numbers, cook dinner accordingly, and finish my formula.
The Penn State parents who knew me well would incorporate PKU-friendly foods in their tailgate spreads. One
mother took a great interest in my diet, and as soon as she saw me approach, she’d run over and tell me all of the
PKU-friendly foods she brought. One tailgate I attended rarely had any food on my diet other than crackers and
cookies. Here, I got creative: I created the ―condiment sandwich,‖ a name my friends coined. Taking a burger roll, I’d
load it with ketchup and mustard. The bread was a filling snack, holding me over until we roamed to the next
gathering. For the annual spring scrimmage, my friend, Kate, would hold a student’s-only tailgate. In addition to the
snacks she bought for everyone else, Kate would be sure to get carrot sticks, apple slices, and tortilla chips with
tomato salsa for me.
PKU doesn’t prevent you from hosting a good tailgate, either. My brother is currently a junior at F&M, and my parents
have perfected the tailgating experience. My mom makes food for my brother, John, (who also has PKU) and I plus
as many as eight other non-PKU people each week. She seamlessly incorporates PKU-friendly foods into our
tailgates, and everyone enjoys the PKU recipes. The Pistachio Fluff Pudding from Virginia Schuett’s Low Protein
Cookery for PKU has been the most popular. In addition, she’ll bring a low-protein potato salad, low-protein broccoli
salad, and fruit and veggie trays for everyone. (I personally love the asparagus and strawberries!) She makes two
batches of cookies or brownies for dessert: one low-protein, one regular. She also serves hoagies, hamburgers, or
turkey sandwiches, and John and I will have a low-protein hoagie, broccoli burger, or low-protein meatball sandwich
to match.
Although tailgating centers around food, I don’t feel that the meal solely makes the event worthwhile. Instead, I see it
as the time to make memories with friends and family, ones I cherish now that I have graduated from school and find
less time to travel home. Although it was difficult to find foods on my diet at some of the tailgates, I would have never
considered missing the opportunity to share a Saturday with my friends at Penn State. No offense, Mom, but the
tailgates aren’t the main reason why I travel to see my brother play each weekend, either. I look at football season as
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a time to enjoy the sport and the social atmosphere rather than dwell on the inconveniences that may arise because
of my PKU. By keeping PKU in perspective, it becomes less of a limitation and more just a part of who I am.

UP CLOSE AND PERSONAL
Getting to Know Your MACPAD Board Members
SHARON JOHNSTONE
By Lisa Lewis

Sharon Johnstone is the hard working President of MACPAD.
She succeeded her daughters as the third President of the
organization and is the wife of the Treasurer. This family started
MACPAD when Sharon’s grandson was born with PKU. Her
involvement since that time has been the major focus of her life.
She has attended many out-of-state events and conferences, in
addition to becoming very knowledgeable about PKU. Her home
in Lancaster, PA is also the depository for two editions of
cookbooks (Sharon was the editor), hats, t-shirts and other items
used for fund raising for PKU research. She is the former editor of
this Connections newsletter, national coordinator for National
PKU Awareness Month and the go to person for anything PKU.
Sharon is a retired nurse, a mother of two daughters, and
grandmother of six, two of whom have PKU, Charley and Bobby.

How do you envision MACPAD growing in the next five
years? Regionally / Nationally / Locally

Sharon, how has PKU impacted your life?

There have been so many!

Having two grandsons with PKU has made me more aware of
special dietary restrictions and how unaware the public is about
disorders like PKU. Even as a nurse, I was not fully
knowledgeable about metabolic conditions and have discovered
that I was not and am not alone in that respect. Since Charley
was born thirteen years ago, my life has been dedicated to trying
to enhance the lives of those with PKU.

Personally meeting families that are dealing with PKU and
learning about their special challenges. In some instances, acting
as a change agent to promote healthier lifestyles and connecting
individuals with needed resources.

MACPAD is a strong, regional PKU organization with a volunteer
Board of Directors of eighteen dedicated members and many
other interested individuals. We were a large part of the formation
of The National PKU Alliance (NPKUA) because we felt it was
needed to take PKU research and support systems to another
level. I envision MACPAD remaining a leader in the PKU
community through support of research and other endeavors.
Sharon, what has been your most rewarding experience with
MACPAD?

Also, as the ―creator‖ of National PKU Awareness Month in 2006, I
had the unprecedented opportunity to connect with many people
across the USA to develop walks and events to raise funds for
PKU research.

How has PKU impacted the lives of those in your family?
Family get-togethers need to be well thought out and other
relatives have had to learn to cook with our PKUers in mind. The
knowledge base about metabolic disorders has been spread to
our large extended family.

Interacting with the low protein vendors has been an opportunity
to get to know some very generous, hard working people, who
care about the PKU community and want to make lives better for
those with PKU.

How did you decide to join MACPAD as a Board Member?
What main focus/goal did you have in mind when you
decided to serve the entire PKU community by Board
participation?

The entire experience has been very rewarding!

As a founding member of MACPAD, I felt the need to serve the
community. Our family attended a NECPAD conference twelve
years ago. At that time, NECPAD implied that more PKU
organizations needed to be founded. So, my two daughters and
my husband and I founded MACPAD. I have served on the Board
of Directors since MACPAD’s inception.

Charley, “Namma”, Bobby
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Memories
Submitted by Margaret Christel
In the fall of 2009, my Daughter, Maggie, now 22, received notification of a PKU conference in our area regarding a
new drug, Kuvan. Curious as to the advances made in PKU since my children were born, she and I attended. Boy
were we surprised. This is a farewell to the old practices. In 1986, we were flying by the seat of our pants. There
were only two formulas, three very limited specialty food companies, and breast feeding was nearly forbidden. Even
life at the PKU Clinic was very different. Hopefully, I can shed a little light on the past for those of you dealing with
PKU in the present.
st

On April 1 , 1986, we welcomed our first Son, Jason, into our family. He joined our Daughter, Jessica (5), and three
Daughters from my Husband’s previous marriage. He was a blond haired, blue- eyed April Fool’s Day boy. And he
had a genetic defect. I think the sequence of events is pretty much the same today as it was then, a call
from the Pediatrician, a call from the Metabolic Specialist, next day visit to the specialty clinic, the confusion begins. I
was told to stop breast feeding immediately and begin feedings with a watery formula that I couldn’t get Jason to
drink for three days. Telling me to stop breast feeding my four day old child was like tearing my heart out, for a reason
that I didn’t even understand. Research became the order of the day. I felt very isolated.
There were only two formulas available at the time; Jason’s was Phenyl- Free. For the first five years of his life, this
was the drink of choice. I purchased a day-by-day date book and recorded what he consumed each day and also
logged Doctor’s visits, clinic visits, and test results. This would prove to be invaluable later on. When it was time for
Jason to move on to baby foods, I was given a copy of the PKU Diet Management food list of equivalents - I
considered it my food ―Bible‖. This list is still used today.
Powdered formula by the caseful was the only thing available at the time. And it was free. Under the umbrella of an
Orphan Disease law, the State of New Jersey had to supply the formula for free, this has since disappeared, and it is
my understanding that Insurance Companies must cover specialty food items including formulas. Those of you with
babies and young children have my sympathies.
In l986, the idea was to find regular food items that were lower in phenylalanine, and work them into a balanced diet.
This was easy to do with Gerber Baby Food, harder to do as children grew. Some parents were very
adventuresome, and made foods from scratch using ingredients and recipes from three Specialty Food
Manufacturers, and the Virginia Schuett Cookbook. The most common homemade food was bread. I tasted
everything that my children ate, and if it didn’t appeal to me, it wasn’t going to go over well with them. The prepared
specialty foods were starchy and tasteless. Most often, I used regular foods, and my ―Bible‖ equivalents list to
formulate a menu that the entire family could enjoy. Every Sunday night, I made a menu for the entire week, along
with a shopping list. This generally took a couple of hours to do, but kept me very organized during the hectic work
week.
On October 22, 1987, our Daughter, Maggie, was born. Blond hair, blue eyes, PKU. She and Jason were only 18
months apart. Same formula, but different ratio of mixture, two different diets, family meals. I knew I’d have to be
very organized – this was going to be a bumpy ride.
…………..to be continued…………..
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MACPAD PKU Awareness Events and Activities
Delaware Chapter Cook for Love Cooking Class

The Delaware Chapter of MACPAD held a cooking class on June 5th at Young Chefs
Academy. Brenda from Cook for Love was the instructor and was just amazing. This
event would not have been possible without the support of Biomarin, who sponsored
the entire event.
Community.

We had many that came out to show their support for the PKU

Representatives were there from AI DuPont Hospital for Children,

Biomarin and Delaware’s Newborn Screening Program.
Families enjoyed learning new techniques that work for both Low Protein Cooking
and High Protein Cooking. The class also learned new recipes and tried the delicious
foods that were amazing. Brenda started the day with feeding us Banana Bread and
Cinnamon Buns that were delicious. We then learned how to make Chicken Nuggets,
Pizza, and Mac N’ Cheese. These dished were our lunch. It was the best Low Pro
Lunch!!! Then we finished off the day with making Cup Cakes. The best part, we got
to go home with tons of foods for the PKUers who were not in attendance and with a
ready to make pizza package.
I look forward to experiencing another Cooking Class by Cook for Love.
Brenda is coming soon to a place near you, you have to go!!!
Noelle Bamonte
MACPAD Delaware Chapter
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MACPAD PKU Awareness Events and Activities
When Aime and Mark planned their wedding Aime wanted her nephew, Hunter to
be a special part of their wedding, but she also wanted to do more for him.

Mark and Aime created favors for their guests with ―Support PKU Research Wristbands‖, made a
generous donation to MACPAD, provided PKU Awareness to over 300 wedding guests and made a
young boy feel very special!

"Love is not a thing to understand.
Love is not a thing to feel.
Love is not a thing to give and receive.
Love is a thing only to become
and eternally be. " Sri Chinmoy
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Delaware Chapter’s PKU Golf Fore A Cure

This year marked the third year for the PKU Golf Fore a Cure. The date was Sept 9 th at Rock
Manor Golf Course in Wilmington Delaware. We had a beautiful day, and everyone had a great
time.
This event has grown significantly from our first year. This year we had 118 players, and met
our goals for PKU Research. We have tripled the amount of funds raised from the first year.
This could not have happened without the help of the PKU families. A special thank you goes to
the committee, Aimee Averill, Melissa Doebley, Jen Handlin and Mary Pat Saddler. Without the
help of these Moms we would not have had the amount of golfers or funds raised. Another
large thank you goes to all the sponsors who sponsored holes, donate gifts/prizes and food.
Each golfer enjoyed a BBQ lunch, and a round of golf followed by sandwiches at the awards
ceremony. Awards were given for longest to drive, closest to pin and the top six foursomes.
Each golfer also received a MACPAD cooler bag that was filled with many visors water bottles
and snacks to name a few items. Many players also participated in the numerous raffles and a
silent auction item for a weekend in Ocean City NJ. Jack Doebley won our 50/50 and kindly
donated all funds back to MACPAD.

If you would like to see pictures from this event, please see http://macpadgolfforeacure.shutterfly.com
We look forward to the outing again next year. If you would like any information or are interested in
donating items, sponsor a hole or would like to play please contact me at mnbamonte@comcast.net.
Again thank you to everyone who made this event so successful.
Noelle Bamonte, MACPAD Delaware Chapter Chairman
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MACPAD PKU Awareness Events and Activities
Upstate NY Chapter of MACPAD


October 3, 2010 Holiday Cooking Demonstration with Gina Valente. The event was held at
the beautiful New York Wine and Culinary Center located by Canandaigua Lake and was
sponsored by Biomarin.
o It is unanimous, everyone at the event said it was the best cooking demonstration they
had ever attended! Besides the state of the art facility and beautiful location, Gina taught
us how to prepare a beautiful, delicious, and easy holiday meal ranging from appetizers
to desserts. All who attended left feeling more confident about serving not only a
wonderful holiday meal, but with ideas on sprucing up every day meals as well. We had
13 participants attend and 4 Biomarin representatives. Many thanks to Gina and
Biomarin on a job well done!
o

ACORN SQUASH WITH ORANGE BRANDY SAUCE
Mg phe
2 Tbsp. (30Gm) butter
4 cups (2) acorn squash (320Gm)
3 Tbsp. firmly packed brown sugar
3 Tbsp. orange juice concentrate, thawed
3 Tbsp. brandy or water
Orange slices (optional)
Total phe per recipe
Total yield
Phe per serving

12
168
0
33
0

21.0 mg
4 servings
53 mg

Cut squash lengthwise into halves and remove seeds. Place 1 Tbsp. butter in 9‖ x 13‖ baking pan. Place pan in 350degree oven to melt butter. Tilt pan to coat entire bottom of pan. Place squash in pan, cut side down, and return to
oven and bake until tender when pierced, about 35 minutes. In a small saucepan, mix remaining 1 Tbsp. butter,
sugar, orange juice and bandy. Bring to a boil over high heat, stirring constantly. When squash are cooked, turn to
cut side up and pour bandy mix evenly over halves. Return to oven and bake until edges of squash are browned,
about 15 minutes. Garnish with orange slices, if desired. ―Creative Family Cooking‖ – The Mid-Atlantic Connection
for PKU and Allied Disorders, Inc, Submitted by Talana Yacksyzn and son Matthew Ogden, Utah

13

MACPAD PKU Awareness Events and Activities

MACPAD – Eastern Pa Chapter

Fall 2010 Newsletter

Holiday Family Event
We are hoping to hold a holiday event in early December. There will be a low protein holiday
cookie & treat exchange, a holiday craft, and pizza! More information on this event to follow.
Please be sure to check the MACPAD website for more information on the event date and
details! We are currently trying to find a place to hold the event…

Spring 2011
3rd Annual Easter Egg Hunt & Sunday Brunch

Our biggest event of the year is usually held the weekend before Easter each year and that is
the plan for 2011. Look for more information in the Winter Newsletter and online on the
MACPAD website.

**If you would like to be added to the MACPAD Eastern PA email distribution list, please send
an email to: Kimdecosmo@hotmail.com
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SAVE THE DATE!!!

SAT, Nov. 20th
12-3 pm
OH MACPAD
Holiday Celebration
& Dessert Exchange
Join your metabolic friends at Old Town Hall in Strongsville, OH for a
delicious Italian meal & holiday celebration. Bring a large batch of low
protein cookies or a dessert and recipes to share with many families. All will
have fun decorating cookies, exchanging desserts to take home for the
holidays and meeting each other. Patients seen at metabolic clinics come
FREE OF CHARGE and with a small charge for each guest. Local OH MACPAD
support group Moms are working on fun activities, crafts, a dessert demo and
other holiday surprises for all to enjoy!

Sponsored by Vitaflo’s

Formula for

Fun Program

Join VitaFriends at www.vitaflousa.com
If you go to a metabolic center in OH, you will have received an invitation in
September. All are invited! Need reservations?
Questions? Call Monica Cengia, Vitaflo USA, 937-436-1985
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BIRTHDAY WISHES

SEPTEMBER

OCTOBER

Name

Date

Jennifer Jones
Steven Droogan
Eric Janda
Amelia Guenther
Angela Kazar
Batley Clifford
Kacey Brooke Lloyd
Nicole Gleason
Allyson Deihl
Sean Jaquay
Malachi Aidan Joshua
Karen Crutcher
Jennifer Payne
Bryce Abshire
Evan Zola
Ryan Purcell
Toni Thatcher
John Spese
Jackie D'Silva
Alice K Wells
Kimberly Hughes
Josh Hardy
Benjamin Honey
TJ Minner
TJ Forchetti
Mary Buchowski
Bryan Huntley
Jessica Martinez
Zola Simonelli
Amelia Martin
Brenna Miller
Matthew Bamonte
Brianna Modic
Corbin Mason
Taylor Ann Chandler
Mark Boiko
Jacob Cheek
Will Marvin
Gabriel Vega
Avery Kist
Zouri Liverpool
Kassie Brinsfield
Brenda Rumbaugh

4
4
5
5
5
6
7
7
8
9
9
9
10
10
10
10
11
13
13
13
13
17
17
19
19
19
20
20
21
21
21
22
23
24
24
25
25
25
26
27
28
28
30

Name
Mary Catherine
Sophia Vitale
Autumn Sinclair
Becca Cutrona
Skylar Forella
Nia Coles
Roxanne Fox
Tom Donahoe
Lisa Harvell
Cassidy Rogan
Carrie Gehin
Rebecca Ryan
Sean Morgan
William Singletary
Sean Andrews Morgan
Erica Hardy
Jacqui Iscaro
Andrew Green
Dria Zenda
Nicholas Boras
Jonathon Espinosa
Kyle Michenko
Susanna Weiss
Jesse Johnson Jr
Evan Cabrera
Patrick Dent
Vivian Searer
Kellen Matthews
Lauren Annunzio
Quinn Mullen
Abigail Roberts
Mic Sheard
Denise Condon
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Date
1
1
7
7
8
8
8
11
12
13
14
15
17
17
17
17
18
18
18
19
20
22
23
24
25
25
25
26
26
26
28
29
31

BIRTHDAY WISHES
NOVEMBER

Name

Name

Date

Christopher Shadbolt
Alicia Hawkins
Mary Kate Zimmerman
Bobby Griffith
Michael Montague
Emma Humphrey
Gage Fowler
Michael Grant
Victoria Cooker
Kaitlyn Heckers
Felecia Scianna
Mikayla DaRocha
Alyssa Rovansek
Caitlyn Nicole Bove
Grace Heffernan
Kyle Gilliano
Vincent Brown
Garrett Hillegas
Brittany Collins
Angel Culver
Sean McGaughey
Terri Wagner
Beatrice Jones
Brianna Longo
Lori Baty
Lori Watkins
Jessica Pochily
Michael Bibbo
John Harrison
Leah Cabrera
Axelluis Vazquez
Hannah Cribbet
Sadie Mae Fisher
Ella Stokes
Shannon Gearhart
Johnny Supsic
Kellen Brown
Melissa Stagni
Tim Strawser
John Riordan
Noah Honeycutt Clifton
Mario Sayegh
Nia Young
John Adams
Sadie Esh
Robert Cockerham
Scott Bechard
Jordan Sassone

1
2
2
2
3
3
3
3
5
6
6
8
9
9
9
10
11
12
12
12
13
14
14
14
15
15
15
15
16
17
17
17
18
18
18
18
19
19
19
19
20
20
21
22
22
22
23
23

Date

Noah Delp
Declan Walsh
Kainah Killough
Gracianna Bello
Lauren Bibbo
Colin Nicoli
Justin Duffin
Kolby Thornton
Dominic Donatucci
George Mularadelis

25
26
26
27
27
28
28
29
30
30

DECEMBER
Name

Date

Michael Gannon
Debbie Colyer
Jeff Klumpp
Ryan Schaller
Evelyn Spayd
Alexander Jones
Dianne Fox
Brendan Dockery
Karen Martin
Nicholas Keenan
Hannah MacLachlan
Gianna Jacob
Amanda Ambrogio
Victoria Gorman
Rachel Alyssa Mulligan
Dana Tyree
Jeffrey Larson
Owen Kist
William Forsythe
Susan Hu
KaBriana Jenkins
Lily Grim
Matt Gubenski
Mylee Malone
Peter Pellegrinelli
Ace Johnson
Natalie Doebley
Damica Agnelli
Tyler Paul Petersheim
Francesca Paterno
Kaleigh Cunningham

1
2
3
4
5
6
6
7
7
7
9
10
13
14
15
18
19
21
23
23
24
24
24
26
27
29
29
30
30
31
31
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GRANDMA’S CORNER

Dear Grandma,
Sometimes I feel like I should do more to help others with PKU aside from the immediate things I need to do
for my family? Do you have any suggestions?
Sincerely, Mary Kay
There are so many things in our daily lives that sometimes we forget there are things outside of our
personal live that we should be interested or involved with. There are many different groups that could use
our help if only we would volunteer. Naturally we all have PKU as a common interest. There are so many
ways we can use our time and energy. First, join any or all groups you have time for. Like myself, I never
imagined that someday I would be writing articles for a newsletter, but, it is something I found (to my
surprise) that I enjoy doing. If something I write helps or influences even one person than it has been worth
my time.
Find one thing that interests you and go for it. If you don't have anything specific, get involved with your
local PKU group and even the National PKU group and ask what they need you to do. Just by joining these
groups you are helping. Recently, we attended the MACPAD picnic at the Weaver's farm in Pennsylvania.
There are plenty of things that need to be done to get everything ready. Setting up tables, making food for
the buffet, selling raffle tickets and many more things need to be done. This is a yearly event and our family
has gone every year since our granddaughter was born 13 years ago. Sometimes we just enjoy visiting with
friends, sometimes we share ideas, and other times we find we are able to give help and guidance to a new
PKU family. I know, that this is a great way for our children and grandchildren to find out that they aren't the
only ones with PKU and to meet others that they can share they questions and problems with.
The end of September, my husband and I are traveling to Massachusetts to the Apple Fest sponsored by
NECPAD (New England Connection for PKU and Allied Disorders). We have been going to this event for
many years and have formed many wonderful friendships this way. When PKU was new and scary to our
family, people from all over volunteered to help us and answer any questions we might have. This is a form
of volunteerism. Volunteering your time to help someone else is as good as it gets.
The PKU List serve had only been started 2 weeks before our granddaughter was born. As soon as I found
out about it I posted a message and asked what was this PKU and what should we do? I got tons of
answers. That also is volunteering. Also, several people volunteered to start a chat group. Every
Monday night, at 9PM we all signed in and chatted. I have no idea how to set up a chat room, but that chat
group and the list serve were the biggest influences in our PKU lives. I can't tell you how much that chat
room helped. We found out we would be fine and so would our granddaughter. If we made a mistake, it was
OK, she would still be fine. I have formed several close friendships because of it. If you know how to start a
chat maybe you could volunteer to start a new one. I know there are families who could really benefit from
the chat and you will get a chance to help someone who is in the same spot you once were.
If you like to cook and invent recipes, volunteer to share those on the list serve and with any PKU family you
know. We all want to do our best for our families and with each other’s help anything is possible.
I hope this influences many of you to look around and see how you can get involved.
Grandma
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The Anxious Leaf
Autumn Short Stories - Fall

Once upon a time a little leaf was heard to sigh and cry, as leaves
often do when a gentle wind is about. And the twig said, "What is the
matter, little leaf?" And the leaf said, "The winds just told me that one day
it would pull me off and throw me down to die on the ground!"
The twig told it to the branch on which it grew, and the branch told it to the
tree. And when the tree heard it, it rustled all over, and sent back word to
the leaf, "Do not be afraid. Hold on tightly, and you shall not go till you
want to."
And so the leaf stopped sighing, but went on nestling and singing. Every
time the tree shook itself and stirred up all its leaves, the branches shook
themselves, and the little twig shook itself, and the little leaf danced up
and down merrily, as if nothing could ever pull it off. And so it grew all
summer long, till October.
And when the bright days of autumn came the little leaf saw all the leaves
around becoming very beautiful. Some were yellow and some scarlet and
some striped with both colors. Then it asked the tree what it meant. And
the tree said, "All these leaves are getting ready to fly away, and they
have put on these beautiful colors because of joy."
Then the little leaf began to want to go, too, and grew very beautiful in
thinking of it, and when it was very gay in color it saw that the branches of
the tree had no bright color in them, and so the leaf said, "O branches!
Why are you lead-color and we golden?"
"We must keep on our work-clothes, for our life is not done - but your
clothes are for holiday, because your tasks are over," said the branches.
Just then a little puff of wind came, and the leaf let go, without thinking of
it, and the wind took it up and turned it over and over, and whirled it like a
spark of fire in the air, and then it dropped gently down under the edge of
the fence, among hundreds of leaves, and fell into a dream, and it never
waked up to tell what it dreamed about.
Apple4Teachers.com
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