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OH, WHAT A YEAR IT HAS BEEN!
So far, 2018 has been an extaordinary year for the PKU
Organization of Illinois! We've had 3 record breaking events,
Dr. Burton received the PKU Hero Award, and we still have our
biggest fundraising event and annual conference to close out
2018. We appreciate you joining us for this ride, and keeping
our community close and active!
Looking forward to a wonderful 2019 and seeing you all at the
upcoming events!

S P E C I A L
M E S S A G E
In Memory of
Dr. Margaret O’Flynn
It is with great sadness that we share news of the recent passing of Margaret
O'Flynn, MD. Over her exceptional 37-year career at Ann & Robert H. Lurie
Children's Hospital of Chicago (at the time, the organization was known as
Children's Memorial Hospital), she held a number of leadership roles, most notably
as Chief of Staff from 1982 to 1998. She has the distinction of being the first female
Chief of Staff and was the inaugural Crown Family Professor of Pediatrics.
Dr. O'Flynn played a major role in numerous developments at the hospital,
including the expansion of the full-time medical staff, growth of subspecialty
programs, the addition of satellite locations, and the opening of the current
research facility on Halsted Street in 1994 (now known as Stanley Manne Children's
Research Institute).
As an attending physician, Dr. O'Flynn cared for children with cystic fibrosis and
phenylketonuria (PKU), serving as Director of the Cystic Fibrosis Center and
Medical Director of Inpatient Services from 1971 to 1998. She also served as Director
of the PKU and Metabolic Clinic. In addition to her skills as a clinician, she
conducted studies in PKU.
Born in Sheffield, England, Dr. O'Flynn received her medical degree from Sheffield
University in 1957. She was Professor Emeritus of Pediatrics (Genetics, Birth
Defects and Metabolism) at Northwestern University Feinberg School of Medicine.
An accomplished physician, researcher, leader, mentor and colleague, she inspired
all of those who had the honor of working with her, bringing warmth, wit and
wisdom to every level of the hospital.
- Message sent via Lurie Children’s Hospital

PKU
FAMILY
CAMP 2018
RECAP!
This year, the PKU Organization of
Illinois headed back to Great Oaks
Campground in Lacon, IL for another
great weekend of PKU Family Camp!
We started the weekend off with TieDying our Camp shirts and sharing a
potluck dinner. We also created “PKU
Buddies,” unleashing our creativity
and boosting our confidence to
experiment with PKU foods to create
a delicious masterpiece!

The next day was FILLED with
activities, including archery,
swimming, canoeing, paddleboating,
ziplining, fishing, slip and slides, and
the “Water Launch.” In the afternoon,
the older kids conquered the high
ropes challenge course, rock climbing
wall, and the 3-person zipline. We
learned all about overcoming the
impossible, that mental strength is
more powerful than we originally
thought, and that it’s always ok to ask
for help when faced with an
extremely difficult task. We learned
just how this challenge course
mimics our daily lives with PKU…and
we owned it! We settled down for the
evening with some group campfire
games, arts and crafts, and PKU
s’mores! We loved adventuring with
our new friends and hope to see you
next time!

FAMILY FUND DAY RECAP
JUNE, 2018

This year we moved Family Fund Day to
June to avoid the rainstorm which
happened during Family Fund day 2017.
Our reward for that was a 90+ degree day
with high humidity! 72 people registered
to attend the event and about 50 hearty
people came to spend time together and
play at Blackberry Farms in Aurora.
Because of the heat, we had the place
almost exclusively to ourselves and all the
kids had a great time enjoying pony rides,
a carousel, train rides, runs on the zip line,
and a huge play area.

Nutricia, BioMarin, Cambrooke, and
Vitaflo came with samples and great
education for anyone asking
questions. Many thanks to the
vendors who participated and who
donated food as well.
Lunch was excellent, with LoPro
paninis, LoPro burritos, and PeaNOT
butter and jelly sandwiches with
chips and fruit to choose from. There
was plenty of everything to go
around.

We also had fantastic participation in
the 50/50 fundraiser, over $1,800 in
tickets sold!
Overall the community raised just
over $4,000 on the day, most all of
which goes directly to NPKUA to fund
research. Many thanks to all who put
in hard work organizing the event,
and we look forward to having
another great event next year!!

IT'S ALWAYS A
GREAT DAY TO
PLAY!

PARENT CAFE RECAP
MAY, 2018

Our annual Parent Cafe event was
again held at Grounds for Hope Cafe
in Lisle. The focus is to provide
resources and to share experiences
with families that are new to the PKU
community.
This year we had four new families
attend our event! Everyone received a
generous “Welcome Bag” which
included formula and food samples,
tools for measuring and cooking, and
various literature on managing PKU.

2018 EVENT RECAPS

New this year was a “food swap” table
full of foods that families brought to
share with others looking to try
something new. Many vendors
including Nutricia Metabolics,
BioMarin, Cambrooke Therapeutics,
and Vitaflo were present to provide
samples and answer questions.
The children enjoyed playing while
the adults shared stories, tips and
overall support.

2018 NPKUA
Conference
RECAP AND UPDATES

The National PKU Alliance concluded our 5th biennial
conference on July 8, 2018 in Atlanta, GA. This was the
largest PKU conference to date! We had 665 people in
attendance from 8 countries and 35 states. To date over
1,600 different attendees have joined us for one of our
conferences across the United States. They were three
full, amazing days of breakout sessions and
presentations on research, trials, and various low-protein
lifestyle topics. There is so much to look forward to and
so many recent advancements in human trials. We look
forward to sharing one of the studies on Probiotics at the
Illinois Conference in November!
To view the event presentations, breakout session
presentations, and scientific posters, visit:
https://npkua.org/News-Events/Conferences
https://npkua.org/News-Events/2018-Conference
We were especially grateful to be present when Dr.
Burton received the 2018 PKU Hero award - a lifetime
achievement thanks to her dedication to helping those
with metabolic conditions.
We hope that you will join us July 9-12, 2020 at the Hilton
in Vancouver, WA (Portland, OR area) for our next
amazing conference for PKU!

STILL TO COME IN
2018
OUR TWO BIGGEST
ANNUAL EVENTS
ARE JUST AROUND
THE CORNER DONT MISS THEM!
VISIT PKUIL.ORG FOR
UPDATES AND NEW EVENTS
ADDED THROUGHOUT THE
YEAR

ANNUAL MEETING
Join us for the Annual PKU Organization of Illinois
Conference in November, where we will have keynote
speaker Dr. Durrer, as she presents her latest study on a
probiotic which would essentially lower serum PHE
levels.
REGISTER

AT

WINE TASTING AND SILENT
AUCTION
Nothing like a little fun rivalry, and things certainly get
exciting in October at our annual Wine Tasting and
Silent Auction. Join us for a fun filled night of drinks, PKU
friendly food and a generous assortment of silent auction
baskets.

PKUIL.ORG

VISIT PKUIL.ORG TO REGISTER AND
TO PREVIEW THE AUCTION ITEMS

6th annual
wine
tasting
& silent
auction
REGISTRATION NOW OPEN
AT PKUIL.ORG
Enoteca Roma
2146 W Division Street
Chicago, Illinois 60622
$65 PER PERSON
$100 PER COUPLE

REGISTER AT PKUIL.ORG

STEPPING STONES
TO SUCCESS
JOIN US FOR THE 2018 ANNUAL MEETING

Saturday,
November 10,
2018

Join us for the Annual PKU Organization of
Illinois Conference, where we will have
keynote speaker Dr. Durrer, as she presents
her latest study on a probiotic which would
essentially lower serum PHE levels.

Crowne Plaza
5440 N. River Road
Rosemont, IL, 60018

There will be breakout groups that focus on
the various age groups, and workshops to
teach children how to track and measure
PHE.

$35 Adults
$25 children

Our overall theme will focus on PKU through
adulthood and getting children set up for
success.

Dr. Katherine Durrer at the University of North Texas Health Science Center is continuing
her research into the ability of a genetically engineered probiotic to lower blood Phe levels
in PKU mice. The creation of a human safe version of a genetically engineered probiotic to
treat PKU is nearly complete. This human version is a Lactobacillus strain engineered to
carry a Phenylalanine Ammonia Lyase (PAL) gene. PAL enzyme activity has been verified in
cell culture extracts. To confirm efficacy and safety, a large group of mice will be fed the
treatment probiotic for several months. Animals will be monitored for up to three months
post treatment to determine potential long term residency in the gut. The data generated
from these experiments will assist in working towards FDA approval for human clinical
trials.
(Source: NPKUA.org)

ANN & ROBERT H. LURIE CHILDREN’S
HOSPITAL OF CHICAGO

CLINIC UPDATE
This has been a busy and exciting time for the PKU clinic at Lurie Children’s. Since FDA approval of Palynziq in May, we have held
information sessions about this new medication and have started several patients on therapy. This summer, we started group education
clinics for school aged children. Children in age cohorts are scheduled for one hour group education sessions in conjunction with their
regular clinic visits. Group education sessions provide a way for children to meet peers with PKU, help to decrease isolation, support
children in navigating the social aspects of PKU, offer age-appropriate education about PKU, make clinic visits more engaging and fun,
and support the transition to self-care.
Staff updates
Dr. Burton Retiring
After many years of dedicated service to our PKU community, Dr. Barbara
Burton is retiring from clinical care in December. We are grateful for her years
of service to the PKU community and know you will join us in wishing her well
as she begins this next chapter in life! She will continue to conduct research
part- time at the hospital.
Erika Vucko, FNP-BC, AGN-BC, Advanced Practice Nurse
(pictured top)
We are pleased to introduce Erika Vucko, FNP-BC, AGN-BC as our new PKU
Clinic provider. Erika is a graduate from the University of Illinois at Chicago
(UIC). She is board certified as a Family Nurse Practitioner and as an
Advanced Genetics Nurse. Erika worked as a registered nurse for 6 years in
the level 3+ Neonatal Intensive Care Unit at Advocate Children’s Hospital. As
an Advanced Practice Registered Nurse (APRN) in the Division of Genetics,
Birth Defects and Metabolism at Lurie Children’s Hospital, Erika helped
develop the APN metabolic follow-up clinic managing various inborn errors
of metabolism and aided in the transition of an APN run newborn screening
program. She is the sub-investigator on all of the division’s clinical trials,
including the trial for the recently FDA-approved PKU treatment, Palynziq. She
is appointed as Instructor level faculty at Northwestern University
Feinberg School of Medicine. Erika is a member of the International Society
of Nurses in Genetics, Society for Inherited Metabolic Disorders, and the
Genetics Task Force of Illinois.
Julie Adams, MS, RD, LDN
(pictured bottom)
Julie will be joining the Lurie Genetics team as a Diet Technician this
September. After working as a Chicago advertising agency account
executive and raising a family, Julie earned her Master’s in Nutrition Science
from the University of Illinois.

UNIVERSITY OF ILLINOIS AT CHICAGO

CLINIC UPDATE

The University of Illinois Genetics and Metabolic clinic continues to have a strong outreach program through our satellite clinics. In
addition to our Chicago based clinic, we see patients in Peoria, Naperville, Springfield, Oak Lawn, and Rockford. Our physicians include
Dr. George Hoganson, Dr. Zohra Shad, and Dr. Gifty Bhat.
We have also recently added a nurse practitioner to our team, Christine Horne. Christine worked as a NICU nurse at UIC prior to
becoming a nurse practitioner, and is primarily working with our newborn screening program.
We have several new genetic counselors on our team as well. Our genetic counselors at the Chicago location include Katie Cobian,
Lenika DeSimone, Beatriz Menendez, and Alice Zalan; Jen Burton at the Peoria clinic; and Gina Morley, Christi Munn, and Sarah Collier in
Rockford, as well as Jaimie Ritter, a genetic counseling assistant.
Our dietitians include Krista Engen, Katie Ingle, and Shannon O’Brien at the Chicago office, and Diane Simon at our Rockford office. Our
clinic coordinator is Andie Jones Jackson.

Don't Miss out!

2019 PKU PRESS
RENEWAL
As of 2017, the PKU press is exclusively distributed through email, social media and online.
If you would like to receive a PRINTED version of the PKU Press next year, please complete
the form below and mail a check for $10.00, for the Spring and Winter editions of the 2019
PKU Press. They will arrive via USPS twice next year.

Name:________________________________________________________________________
Address:______________________________________________________________________
City:____________________________________ State:________ Zip code:_______________
Check number:______________ **Please note in the memo: PKU Press 2019
Make all checks payable to: PKU Organization of Illinois
Mail to: PKU Organization of Illinois, P.O. Box 102, Palatine, Illinois 60078

DEAR PHE-BEA

Traveling with PKU
Dear
Phe-Bea,
I have a strong travel itch but
have always been nervous to
travel outside of the country.
I usually visit places that
have a grocery store nearby
and a refrigerator in the
room. I worry that I wouldn’t
be able to communicate my
diet restrictions in another
language or find ‘safe’ foods
to eat abroad. I don’t want
to miss out on the world,
please help me!
Desperate for Adventure,
Peoria, IL

Tip
Visit NPKUA.org and google
“Traveling with PKU” – there are
many, many PKU adults and
families who have written and
shared their travel experience
and tips for taking the anxiety
out of travel.

Ciao, Adventure-seeker!
For most, PKU or not, traveling is a major ‘bucket list’ item – and one that should
not be feared! .More planning and preparation are required (and luggage space),
but it can be done! You’d be surprised to know that staying on diet while abroad
can be quite… wait for it… delicious! No matter if you are traveling domestically or
internationally, you will find it easier to manage your diet and treatment if you
do some research on the kinds of foods and resources you will have access to
while traveling and once you reach your destination. For example, in Europe,
they consume so many fresh vegetables, it will be some of the best food you’ve
ever had!
Most importantly: BE ORGANIZED. Keep a travel list for trips in your computer. It
can save you a lot of time while helping you remember favorites and necessities.
Make copies for each trip and make changes for each trip.
- Research restaurants, popular cultural dishes
- Find out if the hotel has a kitchenette or kitchen – some even have a waffle
maker at the continental breakfast you can use for your pancake mix!
- Ask your clinic for a medical letter stating your metabolic condition to keep
formula with you
- Pack your formula in your carry on to prevent lost luggage
- Take enough food, snacks, and formula for each day, plus extra!
- Plan meals around dry ingredients that don’t require refrigeration
- Save time, and pack pre-measured bags of mixes and snacks
- In addition to your mixing container, bring sponge and dish soap (I learned that
one the hard way 😊)

Don’t limit yourself! This absolutely can be done, and you won’t regret it for a
second – every bit of energy poured into preparation will be totally worth it when
you’re enjoying that Greek salad in Greece or sipping wine in Italy.

So, stop what you’re doing right now, and book that trip!

PHE bea

special person:
PKU Adult edition
SHANNON RAZO, PKU ADULT
Occupation: Correctional Officer
What’s the hardest thing for you in regards to your PKU?

The hardest thing for me is taking my formula consistently. I
am currently getting ready for my wedding and future family
planning, all while working third shift, so I am trying hard to
get into the habit of logging my phenylalanine levels via
Dietwell, and my diet record in a notebook.
What advice do you have for someone struggling with their
PKU?

I would advise someone struggling to not be too hard on
themselves. It’s easy to get down, but I would say just get
yourself back at it. And attend all the PKU Organization of
Illinois events for the free low-protein food! We all know how
expensive that can be!
Favorite PKU-Friendly Meal: Upton’s Natural BBQ Jackfruit!
Favorite PKU Cheat Meal: Taco Bell Nacho Fries
What policy or treatment change would you like to see in
the PKU community?

I would like to not have to fight insurance companies for
coverage. Our food is so expensive, yet we need it to treat
our condition—it shouldn’t be this way!

Mary's Corner
BY: MARY LONSKI,
1ST PKU DIAGNOSED IN ILLINOIS
THROUGH NEWBORN SCREEN
I’m doing everything {for myself} now – I volunteer at Christ
and I’m a receptionist at my home at the Garden Center, as well
as a hostess at the Original Pancake House. This is why I say
you can’t let PKU Stop you, its so easy to do.
Every month I take my PKU Level – sure, I struggle, but even
the littlest of kids can do this. I know everyone struggles but
you can do it which is why I want everyone to learn from me –
so once you get the hang of it you’ll be able to do it and in
closing my corner, all of you will be surprised at what you can
achieve.

glazed pumpkin donuts

They are a nice treat with a warm apple cider on a chilly Fall day. They are simple to put together but in the interest of full disclosure know that the
dough is a little soft. You can either heavily starch your work surface and fry once the dough is ready, or stick the dough in the freezer for 30
minutes or even refrigerate overnight (handy for busy mornings) to firm up and make the rolling/cutting process a little easier.

ingredients
260 gm (2 cups) CFL baking mix [156 mg]
2 teaspoons baking powder
½ teaspoon baking soda
½ teaspoon salt
1 teaspoon cinnamon [3 mg]
1 teaspoon ginger [4 mg]
¼ teaspoon nutmeg [1 mg]
¼ teaspoon cloves [1 mg]
4 tablespoons (1/2 stick) butter, cut into 4 pieces [24 mg]
½ cup sugar
1 teaspoon vanilla
120 gm (1/2 cup) pumpkin [43 mg]
170 gm (small container) so delicious yogurt, vanilla or
plain [28 mg]
canola oil for frying

instructions
Preheat deep fryer to 365 degrees if you are serving the donuts today.
Combine baking mix, baking powder, baking soda, salt, cinnamon, ginger,
nutmeg, & cloves in a medium sized bowl. Whisk to combine and set aside.
Beat butter & sugar in a bowl until light and fluffy. Add vanilla. Add pumpkin,
mix for 1 minute.
Add half of the dry mix. Mix for 30 seconds until combined.
Add yogurt. Mix for 30 seconds until combined. Scrape down the bowl.
Add remaining dry ingredients. Mix for 1 minute. The dough is a bit soft and a
little tough to work with. You can plop it in the freezer for 30 minutes to make
handling it easier, or even cover and refrigerate it until morning.
Scrape batter from the bowl onto a well starched work surface. Pat into ½
inch thick circle. Using a donut cutter (or a 2 inch circle cookie cutter and a
medicine cup, or back of a pastry tip for the smaller hole) that is dipped in
wheat starch each time, cut out as many donuts as you can. Re-starch the
area. Reform remaining scraps and cut as needed.
Fry the donuts for three to four minutes, flipping once. Remove from oil,
place on paper towels. While warm, dip in spiced sugar or glaze (see below).
Spiced Sugar: ½ cup sugar, 2 tsp. cinnamon, 1 tsp ground nutmeg
Glaze: 1 cup powdered sugar, ¼ teaspoon ground cinnamon, dash nutmeg,
ginger and cloves, 2 tbsp so delicious coconut beverage, rice milk or heavy
cream. Whisk together until smooth. Dip hot donuts in the glaze and then
allow to air dry on a cooling rack.
To bake the donuts: 375 degrees, 10 minutes
In a mini donut pan: bake as directed, yield 30 mini donuts 9 mg phe each

We're going out to eat
tonight!
Mangia! Mangia! this PKU Press, we focus on 3 NEW italian options that restaurants have rolled
out, Low-pro adapatable! We’ve done the dirty work and have will share with you some
restaurants that have PKU friendly options to make your meal out easy, delicious, and sizeable!

HIT THE ROAD!

ZOOOOODLES!

KID FRIENDLY,

TEXAS ROADHOUSE

NOODLES & COMPANY

ADULT APPROVED!

PF CHANGS
Who doesnt love a create your own
combo? At Texas Roadhouse, order
the "Country Veg Plate" which is a
dish of 4 of their Legendary sides!
Many low protein options to select
from, such as Applesauce, Fresh
Veggies, Steak Fries, Sweet Potatoes,
Coleslaw, Mushrooms, Greenbeans
and more!

Have you been to Noodles &
Company lately? You must head
over and Create your own 'pasta'
dish – swap out the noodles on any
dish for ZOODLES (spiralized
zucchini noodles)!

Not much better than having a few
options to choose from on the
menu! For adults, order the flavorful
Stir-Fried Eggplant at 4g per dish.
For the kiddos, the Baby Budda
Feast is the perfect way to get the
kiddos to eat healthy and low pro!
Filled with veggies, this dish comes
with steamed veggies - leave out the
rice, (which is less than 4g for the
serving) to make it more friendly.
Also - grab a cup of Egg Drop soup the cup is only 1 gram!
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ONE LAST HUMBLE REQUEST

help us achieve our
fundraising goal!
HTTPS://ONEMISSION.FUND/SUPPORT/PKUILLINOIS/
We created a great new design, available in MULTIPLE clothing options
(womens, mens, kids sizes!), and other designs for jewelry, clothing, and homegoods:
STRONG. HOPEFUL. RARE.
There are 3 easy ways YOU can support our Fund:
1. Purchase any of One Mission’s great products and 40% of what you spend will be
donated. (must be through this link!!)
2. You can donate cash (One Mission doesn’t charge a platform fee).
3. PLEASE share this Fund with your friends and family!

LINK AVAILABLE AT PKUIL.ORG TO CLICK THROUGH
AND ACCESS THIS FUNDRAISING PAGE!

join the 2019
board!

WE HAVE OPENINGS ON THE BOARD!
We're looking for people who are passionate to continue to grow our community, help
new families, and keep adults successful with diets.
These roles do not require a huge time commitment
***ANY TIME COMMITMENT HELPS ***
only the willingness to help us succeed and stay active for our community!
Feel free to reach out with questions - contact pkuil.org for more information!
LET'S SOCIALIZE

/PKUILLINOIS
WWW.PKUIL.ORG
Subscribe to our emails and never miss the latest news and events

