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Thank You Sponsors!

Greetings!
Well here it is, the 34th issue of CanPKU News,
A HUGE thank you to our vice president, Tanya, for covering for me while we
moved last quarter!
This issue brings us through thanks giving and right up to the winter
holidays!
Many of you shared with me this quarter! This edition of CanPKU news, has
some very heartfelt stories, that I hope everyone will not only, take the time
to read, but be inspired to be as brave as those who shared, and submit your
own perspective!
The PKU Journey, submitted by Brian Quinn, shares a story of 2 PKU
brothers, that will melt your heart and bring tears to your eyes, Amanda
Cosburn lets us know how being a PKU Patient, mother and spouse to NON
PKU family members works in her family dynamic. Hillary Schlaht reminds us
its OK to be human, as she shares her holidays with PKU!
It has been an honor speaking with you all, and learning your stories.
We at CanPKU are also honored to share with you, PHÉNYLCÉTONURIE
QUÉBEC, Where you can find PKU stories to relate to in BOTH of Canada's
official languages, which will have a feature in all future CanPKU newsletters!
I'm excited to see all of your PKU friendly Christmas traditions, remember to
#weCanPKU on your photos, or send them to me directly, to share with our
PKU community VIA the news letter!
Please feel free to reach out to me on social media, via the CanPKU page, my
personal inbox, or email me at: newseditor@canpku.org if you would like to
share something, to help keep our PKU community strong, and connected!
Here's our New editor's Elf on the Shelf, a Christmas tradition, trying on PKU!

Skittles the Scout Elf Trying his hand at #PKU!
(Submitted by Arlene Mc.)

Signing up for a CanPKU membership is the easiest way to help the
organization, and comes with great benefits. Members are eligible for
a $10 off coupon for HowMuchPhe, receive discounts on fees to
CanPKU events, receive discounts for low protein products, and
more!
General m em berships are only $20 per year!
T o sign up, please go to
www.canpku.org/becom e-a-m em ber.

Join us at a 2019 educational event
near you! Learn from the experts, try new
products, mingle with friends & families, and
have a fun time!
Next up:

From all of us at CanPKU!

Vancouver BC - Sunday April 14th, 2019
Have your say!

Sincerely,

Click here to provide input on what you
would like to see the day include!

Thank you to those who donate to
CanPKU.
You truly make a difference!
$501- $1000

Arlene Mcdonald
Newsletter Editor
Canadian PKU & Allied Disorders Inc.

-Jenn Burke. Thank you!!
$101 - $500
-Stephanie Koza Thank you!!
$20- $100
- Ryan Kerr. Thank you!!
- Jeremie Dion-Latour Thank you!!
- Courtney Graham. Thank you!!

W e're alway s on the hunt for new hands to help m ake a lighter
workload!
Are y ou often the loudest at fam ily functions? M ay be adv ocacy is y our
calling!
Contact us to see how y ou can help!

- Carol Johnston. Thank you!!
- Joyce Swain. Thank you!!
-Daphne Panio. Thank you!!

Special Holiday Thank you!
One of our donations came from a
company staff Christmas party,
they did a 50-50 draw with 50%
going to a cause designated.
CanPKU was designated by a
company manager who has a
nephew with PKU. The winner of
the 50-50 donated his winnings
back to the cause, so CanPKU got
the full 100%!
Thank you again for supporting
CanPKU, and spreading
awareness!

We would like to acknowledge those
who contributed by donation.

PKU Profile

...JACE...

What's John Been up to?
A Message from the President. By: John Adams

In September, had a great visit to Australia - first time - for the
annual family/patients national conference of the our sister
association; was surprised to see myself on their program four
times!
Once to talk about PKU and the Brain, once on the history of
families who drove the science and healthcare from PKU
discovery, initial breakthrough therapy and then newborn
screening for early detection and treatment. Also updated them
on the set up of a the brand new Global Association for PKU and
then a multi-topic panel Q&A session. The Aussie association
kindly paid my way and extended the visit with the use of the
home and car of their President Monique Cooper. Thanks
Monique.
Camp MagniPHEque was a great success for the second year in
a row, thanks mostly to VP Tanya Chute and her family. The jet
lag back from Australia hit me on third day back so that Tanya
had to wake me after high noon for the Sunday wrapup of
Camp. mAlso continued work for CanPKU and the Best
Medicines Coalition on national pharmacare policy questions. We
also had a successful Annual General Meeting (AGM) including
electing two new board members, PKU mom France Comeau of
New Brunswick and PKU adult Brian Quinn of Newfoundland
and Labrador.
In October, our regional event for Quebec took place in
Montreal with Brian Goetz taking about his life journey with PKU
and being in a clinical trial for the second PKU drug now called
Palynziq. When will it be available in Canada now that the US
FDA approved in mid-2018? New Board member France
Comeau of New Brunswick presented remotely on her very
athletic son's journey with PKU. And, Sylvain Bilodeau of Quebec
City presented his journey to win the DTC for his PKU son,
acknowledging he might have given up without the support and
encouragement of CanPKU to appeal to the Tax Court of
Canada. Canada Revenue Agency changed its tune once it
faced a likely trial. Almost everyone with PKU diagnosis is
eligible. The key point is that you are on a therapy, not a diet in
any conventional understanding of the word, diet. And then to
document that you spend at least 14 hours a week on the
therapy, managing your PKU.

In November, I presented to a Health Canada stakeholders
meeting on why PKUers need Aspartame to be included as a
warning on the label of self-care (over-the-counter) products
under proposed new regulations. It seemed to go well. We had
another CanPKU board meeting and I chaired a meeting of the
patient organizations who are members of the Best Medicines
Coalition. Also attended the summit of the National Pharmacare
Initiative of the Conference Board of Canada, a think tank.
Completed serving on the steering committee for the Summit.
Submitted By: Jace Taylor

My names Jace I've had PKU for almost 27 years now.
My brother and I are the second set of twins in the United States to
have it. My parents, sister and grandmother did an awesome job
keeping us on track and my grandma cooked for us once a month
so we had enough food for school and at home for that month.
Once I got into highschool and was about 16 I stopped caring
about it. I wasn't bad with it like eating things I shouldn't. Til my
grandma died in 2010 then without her cooking I started eating
more and more I shouldn't.
Eventually not maintaining at all, my wife and I have made
attempts to get me back on track but I just couldn't cook like her
and never stuck with it my levels were super high but by that point
it was normal to me.
I have now started and owned a company detailing and polishing
semis I've owned it for two years. I started it and ran it off diet but
trust me it was hard to push through and stay focused but now that
the company is running well, I am turning my focus to getting
healthy and being on diet.
I have classic PKU btw so I've been eating what I should and have
been drinking my formula for 10 days now and feel good it was a
little rough coming down but I feel good over all now the hard part
is keeping it down with my busy life style.
If anyone has any good recipes I'm all ears one thing I'd love is
good bread and pizza dough recipes I've cooked the whole list my
grandma use to make and stocked my fridge but I love variety.
Now for the new parents out there all I can say is keep there levels
good when they are young and they will be ok they may stray for a
bit as I did but they will come back to wanting to be healthy.
I've got two kids and a wife now neither of my kids have PKU and
they are very healthy. My wife is still learning what I have but then
again so am I.
All in all I don't see it as a disease but a lifestyle I was born to eat
healthy I'm no different then anyone else I live a very normal life, I
just get to eat healthy. Even off diet I ate healthy compared to a lot
of people in the world and I have no reason to complain for that
anyways after my whole story here,
I'm looking for support and recipes to keep me on track because I
don't plan on giving up this time!
W e lov e to shine the spotlight! T o be featured in this colum n,
please subm it a photo and paragraph to
newseditor@canpku. org.

Are you a Canadian PKU Parent or
Patient?

Also wrote and submitted a brief to the Advisory Council on
Implementing National Pharmacare to request that prescribed
medical formulas and medical foods used as the front-line
therapy for PKU and other metabolic disorders be included in
the scope of National Pharmacare. How ironic and stupid if
National Pharmacare were to cover Kuvan, our second-line
therapy, because it has a Drug Information Number and did not
cover medical formulas and foods, because they do not have a
Drug Information Number. CanPKU was the only organization
raising this issue.
In early December, attended a stakeholders meeting of the
Canada-USA Regulatory Cooperation Council in Washington, DC,
for the Best Medicines Coalition. Medical devices was on the
agenda. Relevant for PKU as a US company has obtained
Breakthrough Designation from the USA regulator for a potential
home Phe monitor. I am working with that company, Aptatek
BioSciences, to raise the money for the clinical trial and further
development of this DNA-based technology. The good news is
that the head of all therapeutic products for Health Canada has
assigned someone to work on this file, in hopes that there won't
be a significant delay in getting this medical device approved
and available in Canada once the clinical trial is organized and
proves successful. A home Phe monitor will be a game-changer
for PKUers.
Sincerely,
John A dam s.

Message from the Vice President
By: Tanya Chute

Hello!! Wow, I think I start every newsletter with the same. Time flies! I love
seeing the interaction with our community by way of the newsletter and
#WeCanPKU hashtag. Please keep it up. I say again and again, I am in awe of
the parents and those affected with PKU for navigating this disorder without the
support of the community both online and in person! How lucky we are in 2018.
Please keep this community close and keep sharing. To this note, our editor is
FANTASTIC and has really made these newsletters so informative and fun to
read. I have noticed that on my email view, a giant white space shows up. Please
note, if this is happening to you, there is newsletter you may be missing! Scroll to
the bottom and click on "View Entire Message". You don't want to miss a single
word!
I participated in conference in San Francisco talking about how to better engage
the adult PKU community. How can we better serve you? How can we help you
help our future? I hope to bring what I learned at that conference to the CanPKU
community. Please keep emailing me with ideas! I'm all ears

Below is a list of contact information
linking you to one on one support,
volunteered from our PKU community!
Ashley Sulpher
Parent of Anderson, diagnosed in May 2017
Ontario Canada
Click HERE to Contact.
Angel Edwards
Parent of Delilah, diagnosed in September 2014
Ontario Canada
Click HERE to Contact
Tanya Chute
Parent of Jacob born and diagnosed May 2010. Also
born as a micropremie at 26 weeks. Ontario Canada
Click HERE to Contact.
Amanda Cosburn
Maternal PKU/ adult advocate
Diagnosed in 1986
Kamloops bc Canada
Click HERE to Contact.
Stephanie Garcia
PKU adult and advocate
Diagnosed in 1987
Hamilton, Ontario
Click HERE to Contact.
Arlene
Mother of CPKU Boy, Born 2007
Manitoba, Canada.
Click HERE to Contact.
John Feruglio / Spouse
Parents of Amy (22)
Regina Sask.
Click HERE to Contact.
Brian Quinn
Adult PKU/ Atlantic Provinces
Click HERE to Contact.
If you're interested in voluenteering your tim e/ Pku
experience with others in the PKU com m unity, and would like
to be added to the roll call. Please em ail your inform ation
to:
newseditor@canpku.org
With subject line "Roll Call"

**Note: T his is not a replacem ent for m edcial advice, your
PKU clinic is the best place to have m edical questions
answered,.
T hese are people with personal experience of PKU

tanya.chute@canpku.org
My role is ever evolving with CanPKU. I started as mom with a little boy and a
wonky blood spot with newborn screening. From there I moved to a volunteer,
then Secretary, next was Vice President (WOW). Our fantastic National
Educational Coordinator Jenn Pino has opted to step down from her position. For
the 2019 year, I will do my best to maintain the excellent events she has
facilitated on behalf of CanPKU over the years.
It takes a village to raise a child, and an army to run a not for profit organization.
If you are looking to volunteer PLEASE reach out! We have opportunities at local
events, online, behind the scenes and front liners! Let us know if you interested in
being part of the team!
Until 2019, Cheers!
T any a.

Camp MagniPHEque 2018
Eighty Eight people attended camp in 2018! Of
those 28 had PKU. The rest love someone who has PKU.
We had loads of fun. Everything from archery to rock
climbing, watching jumping frogs to kids jumping in
bouncing castles - and teens and adults jousting! Vitaflo
offered Chef Patrick who dazzled us on Saturday with
fantastic PKU meals. Cambrooke served up the finest
breakfast using various of their products. All of the
children got a chance to meet "Penny the Penguin"
during some story telling thanks for Nutricia. All our
sponsors were onsite showcasing their new and favorite
products available including RxModality. Innomar
Strategies took a trip around the grocery store and
provided so many alternatives of options that could be
included into our PKU therapies. We had speakers about
trials, new therapies and more! Over all camp was a
success according to those that coordinated and
attended. We are looking forward to next year!

Speaking of next year... EXCITING NEWS is on the
horizon! Hint: The horizon sets more to the west in
2019!

diagnosis's, offering to be a sounding board/ friend. Please
always check with your clinic before m aking any changes to
your treatm ent.***

Articles you may enjoy
CTV NEWS REGINA, The NutCracker Young Man
in interview has PKU
Long-Term Efficacy Data of a Single Dose of
Gene Therapy Development Candidate for
Treatment of Phenylketonuria
American Gene Technologies Granted FDA
Orphan Drug Designation For Phenylketonuria
Reproductive experience of women living with
phenylketonuria.
Powerful PKU Mom Shares Difficult Diagnosis
Story
Thriving With PKU Youtube
Powerful "My PKU Life" - Carrie Hall Books
available for as little $2.37!
Living with PKU, Lessons from the PKU
Community

Recipe Corner

Santa Strawberries Recipe

Welcome to the board of
Directors!
It is m y pleasure and distinct honour to form ally
welcom e our two new Board Directors to the Canadian
PKU and A llied Disorders fam ily!
France Com eau (New Brunswick) and Brian Q uinn
(Newfoundland and Labrador) were both elected to our
Board of Directors during the 2018 A GM held in
Septem ber onsite at Cam p MagniPHEque. (Nice to have
others onboard from out here on the east coast!)
France, a m other of a son with PKU, has graciously
offered to join our Board and now begins a 3 year
term . In addition to being a m otivated PKU Mom France
also has French background, som ething we hope we can
leverage as we strive to serve Canadians in both official
languages.
Brian, an adult living with PKU, has also been an
enthusiastic supporter of those whose lives have been
affected with PKU. Brian recently was instrum ental for a
big win in gaining better coverage in NL and we look
forward to hearing m ore from him about that
experience. Brian will also be joining for a 3 year term .
I think it goes without saying that we all look forward to
sparing som e tim e at the beginning of our next Board
m eeting ( Nov.5, invite to follow ) to hear both France
and Brian tell us a little about them selves.
Please join m e in welcom ing both these new Directors to
our Board and in thanking them for offering of
them selves for this very worthy cause!

Y ours sincerely,
David Brennan
Chair of the Board of Directors
Canadian PKU and A llied Disorders

Ingredients:
1 dozen strawberries
1 cup cool whip
a handful of chocolate sprinkles
Directions:
Using a pairing knife, slice the leafy end off each strawberry
so they stand up evenly. Then slice the tip off to make a
little hat.
Using a spoon or a large icing tip, place a large dollop
(about 1-2 tsp) of whipped cream on top of the strawberry
base. Plop the little hat on top. Add another small dollop of
whipped cream to the tip of the hat to make a mock pompom.
Place two chocolate sprinkles in the Santas "face" for the
eyes. Using a toothpick, place two very small splotches of
whipped cream down the front of the strawberry for
buttons.
You're done! It's that easy. If you don't eat them right away,
store them in the fridge to keep them cold. Santa doesn't do
well with heat.
Total Phe:
12 Strawberries: 23mg
1 Cup cool whip: 140mg
Each Strawberry Santa: 14 Phe

Recipe C redit : http://www.leannebakes.com/2012/11/santa-strawberries.html?
m=1
___________________________________________
If you have a recipe to share, please submit it to newseditor@canpku.org.

Christmas with PKU
Below is an article submitted by PKU Patient Hillary Schlaht , she
gives a wonderful perspective on managing PKU through the holidays,
and reminds us we are all Human!!!
you can read the full article HERE.

Thank you for
your service.
CanPKU salutes Jenn Pino who has worked tirelessly behind the
scenes making sure all the National/Regional events run
smoothly. This has included coordinating sponsors, speakers
and attendees. She managed registration for participants and
organized the venues, hotels and catering. She completed
graphic design work for fliers and online publications. Her
efforts have not gone unnoticed!
She has submitted her resignation of this position with the
conclusion of the final event for 2018.
We wish her well in her future endeavors and applaud her
greatly! Thanks ever so much Jenn! You will be missed! Any
future communication regarding education events can be
submitted to tanya.chute@canpku.org

C anPKU
has been pushing Health
Canada
to do a better job of using its powers to require better,
more accessible information about the presence of

phenylalanine, in particular, aspartame in foods and
over-the-counter health products and prescription
drugs.
Here is a bit of evidence that we are making progress.
Specifically Health Canada is proposing to treat
Aspartame as the regulatory equivalent of an allergen
when it comes to regulating what it is calling "self-care
products".

I LOVE Christmas! I always have.
When I think back to all my Christmases as a kid with PKU, I have
only happy memories.
I was born into a big family with four brothers and sisters. We get
together a few times over the season. We invite friends to our table as
well, so big parties with lots of people was more or less the norm.
When I think back to holiday dinners, I never think of what was on
everyone else's plate that wasn't on mine.
I remember a whole room full of loved ones laughing and singing,
telling stories and playing silly games. I remember the lights and the
tree and the smell of my Mum's Christmas popouree.
That being said, food is a big part of the holidays. I also have a fond
place in my heart for the special treats I looked forward to every
Christmas season.
Here's what Christmas holidays looked like for me................
Click here to Read more!

CanPKU will participate in the two-day forum below,
likely remotely, and will take up the offer of Health
Canada to give a slide presentation to help inform other
stakeholders of the neurotoxicity of unregulated
Aspartame/phenylalanine.
We are working with other parts of Health Canada on
the same issue in prescription drugs. Aspartame, if
present, is supposed to be mentioned in the gory details
of what is called the product monograph of a
prescription drug but there are two problems: these
monographs are many pages long and the location of
the Aspartame info is not standardized and, second, the
online info is in PDF format, which is not searchable.
Health Canada has a long-term project to get
manufacturers to change the format into a searchable
one. The searchable format is already required in the
USA so again we are proud to be slow.

Submitted by:
John Adams, CanPKU President.

The PKU Journey
Subm itted By Brian Q uinn

CanPKU provides our PKU community with
the expertise in understanding, and applying
knowledge of PKU to the specifics of the DTC,
FREE of charge?
Also our CanPKU president
John Adams , Will represent DTC claimants at tax
court (if necessary) at no charge ?
DID YOU KNOW:
John Adams represented, Our news editor Arlene
McDonald and her family in their appeal, and then
objection with the CRA?
Arlene was able to obtain DTC status for her son,
without proceeding to tax court.
A source has informed us that the CRA is currently
processing 2 DTC applications for PKU individuals
who have used a commercial service, which charges

A Heartfelt Canadian family journey of PKU beginning in
1974, before mandatory newborn screening.
2 Brothers, 2 PKU patients, 1 early diagnosis, 1 return
to treatment, and the effects of each!

"Great, Emotional Read!"
-CanPkuNews Editor
Brian has also v olunteered his tim e to our "Roll Call" portion of the
news letter, as an av ailable contact and adv ocate, in the Atlantic
prov inces. He has m ov ed m ountains for PKU and a fountain of
ex perience.

"Everyone would probably think that our journey began
in 1987 when I was born but they would be wrong.
That's not where it began. For my Mom and Dad, the
journey with PKU began in 1974 whether they knew it or
not. In 1974 my oldest brother was born and as a result
of newborn screening not being mandatory in

30% of the tax credits received.
CanPKU wants YOU to receive your DTC credits,
please consider CanPKU before opting to pay
commercial services advertising on social media,
with 30% of your return.

Newfoundland and Labrador, my brother went
undiagnosed....."

Click Here For The Full Story!

CanPKU welcomes you to make a donation
at www.canpku.org so we can continue helping
others obtain DTC status without the use of
commercial services.

Cat in the Hat
SUPPLEMENT SPECTACULAR!
Formula and supplements are an essential part of PKU
therapy, but are not always a
favorite experience!
Submit a Photo of you or your child taking your PKU
supplement to newseditor@canpku.org , Title:
Supplement Spectacular, with your name, and where your
taking your supplement, for a chance to be featured here!
Get creative, only a few photos will be selected each issue,
so use it as an incentive on those days when it's not
your favorite thing to do!

10 things no one ever told you
about being a PKU MOM!

An interview with Lynn Paolella, Founder of
Cambrooke Therapeutics and the loving mother
of two PKU'ers.
For all the Moms out there who just got the
diagnosis, or recently became familiar with PKU,
Lynn herself can never forget the day when she
first got the diagnosis of her newly born son,
Cameron, with PKU. It was one of the most
intense and shocking days of her life, she had
never heard about PKU and had the most
natural reaction to it and said "PK... what!?"
Later, when explained by the pediatrician, all
that resonated with her were the words, Mental
Retardation and its consequences.
Read more on @ Cambrooke Therapeutics
Website HERE.

PKU And The Holidays!
From PKU patient, & Maternal PKU Mother/ Spouse, Amanda Cosburn.
Her experiences through the holiday's being the O nly PKU patient
in the hom e with her spouse and young daughter!
T hroughout the article, A m anda also touches base on other
frequently discussed PKU related struggles, and shares her
perspective on them . A m anda loves to share, and can also be
found in our "Roll Call" section of the news letter, if you'd like to
reach out to her!
Below, are som e quotes from what A m anda shared with us, or
you can read the full article HERE.
"We have had 14 Christm as's, thanksgiving's, and other m ajor
holidays that revolve around food together. "
"Snowball" A scout elf from O hio, providing som e PKU
supplem ent encouragem ent!
Submitted by: Abbey- Sloban-Bixler

"No m atter who is hosting, there is always a lot for m e to eat.
Salad, Pickled beats, cranberries, cooked carrots, brusselsprouts,
m ashed potatoes, hom e m ade apple sauce.."
"..grandpa m akes a lovely hot spices rum that he m odifies so I can
enjoy it to. I stay away from beer as its high in phe.."
"PKU is not who you are, it is apart of you. Don't ever let it hold
you back. A ccept and em brace it, it can be a very positive
experience. "

Easy Fundraising?

Want to help us fundraise using the dollars you are
already spending?

Do your everyday shopping with hundreds of great
brands and earn cash back for CanPKU with every
purchase!
Join our team and enter our code: BSSCS9
Or find us by clicking
on https://www.flipgive.com/teams/145032canadian-pku-and-allied-disorders and JOIN THIS
TEAM on the top right.

Love when famous people get involved with helping
to raise awareness!

Share this information with friends and family!
Know someone else who may like to use this tool for
fundraising? Use our referral link and both accounts
can be credited $20.00
https://www.flipgive.com/r/704154

CanPKU Happy & Honored to be a part,
and Co-founder of Disability Tax Fairness
Effort.

(Letter from DTFA, "Disability Tax Fairness Alliance)

"We have high hopes and expectations, That
the work of the DAC will help reduce and
eliminate barriers, to access the DTC for
Canadians with severe and prolonged, mental
and physical impairments"
- Quote from letter to Minister Lebouthillier

Listen to the incredible Ms.
Sheryl Crow talk about PKU and the mission of
the Tennessee PKU Foundation !

Listen Here

Read Letter.

Phenylalanine can be found in many over the counter
medications, especially those containing aspartame ?

PKU father and pharmacist, Brandon Garde, Fairhaven,
MA.created a table of aspartame-containing drug
products.
You can read more, and view the table Here.

Learn More
Participants Needed!
The NPKUA wants to let you know about the following opportunity to
impact possible future treatment for PKU.
Synlogic Inc. is conducting a study of an investigational, liquid oral
medication in adult subjects with PKU for the possible treatment of
PKU. Eligible subjects will receive investigational product in the clinic, and
will undergo safety monitoring, evaluations and subsequent follow-up.
The study is currently open for enrollment in Salt Lake City, Utah. Synlogic
will cover travel expenses for potential subjects willing to travel to Utah to
participate. Additional sites across the US are opening soon.
Volunteers must:
Be diagnosed with classic PKU
Have a phe level above 600 µmol/L
Be an adult between 18-64 years of age
On a stable diet (including medical formula if used)
PRA Health Sciences is recruiting for this study. For more information, call
Kendall Davis at 919-788-6519 or visit ClinicalTrials.Gov and search for
study NCT03516487.

Visit Our Sponsor

Thank you for your participation!

"This Is PKU"
Written By: Robin Lynn Fox

"T his is PKU. ..
T his is just a tiny peek of what caring for a child with PKU is, let alone
2 children!
W e are getting ready to start y et another trial with the only m edication
that can help im prov e the sy m ptom s of PKU, so blood spots
hav e
to be done at hom e two m ornings per week for now. T hat m eans
setting up ev ery thing the night before, so we don't accidentally forget

Learn More

Learn More

Looking Forward to the Next Issue?

PLEASE SHARE!
O ur next newsletter will be due out JULY 15th. Let us know
what you think!

Send feedback to:
newseditor@canpku.org
to be published in our July issue!
The new Cook for Love site has launched!
Check it out here!!
The wonderful work of Virginia Schuett and Dorothy Corry, the
talented Malathy Ramanjuan of Taste Connections and pastry chef and
up-and-coming low-protein rock star Amber Gibson have joined
forces with little old me and PKU News/HowMuchPhe.org (HMP) to
expand your culinary options.
All of the recipes have gone through HMP so you know the phe,
protein and calorie counts are accurate, and if values change, the
recipes will automatically update.
Search options abound -- pick a chef or a meal type, enter an
ingredient, and build a list of your favorites.

in the m orning chaos and accidentally let them eat or drink som ething
first (which has happened m any tim es before).
W ith PKU, y ou don't get to "wing it", because that could drastically
affect y our child's health, dev elopm ent and long-term success.
PKU parenting m eans:
*Being a
parent, not because y ou want to be but hav e to be.
*Alway s hav ing to be prepared. T here is no such thing as getting to be
im pulsiv e and take a last m inute trip
or just stopping for
dinner
real quick any where.
*Spending a m inim um of 5 ex tra hours per week m ore than m ost
parents with "healthy " children weighing, m easuring and preparing food
that will giv e them just enough of what they need, but not too m uch.
*T aking 4 hours to
com pile a food order then hav ing to com pletely
change it because certain things are out of stock or insurance has
determ ined that they don't want to cov er that item .
*Stay ing up until 2 am som etim es preparing food ahead of tim e, so
y ou don't hav e to worry about it the nex t few day s.
*Checking ev ery food or candy
label for aspartam e like a crazy
person.
*Getting weird stares at the grocery store when y our child asks for
som ething, and y ou tell them y ou hav e to check y our app
first to
get the phe content.
*W ondering and secretly stressing if y our son's odor is because of
puberty or high lev els.
*T ry ing to decode ev ery crazy or bad behav ior day y our child has as
to whether it is their choice and respond with consistent discipline or if it
is high lev els that is m aking it hard for them to control im pulses and
respond with patience and understanding.
*Bugging y our child ev ery m inute to keep drinking their form ula,
because y ou know that they can't afford to be without all of the other
essential nutrients they m iss in their diet.
*Hav ing to prick y our child's finger with a huge lancet that m akes them
cry ev en though they know what to ex pect.
*Being told y ou're the "worst m om in the world", because y ou won't let
them hav e the food they want (and what y ou secretly would lov e to
giv e them too).
*Hav ing to ex plain that it's "kind of" like being allergic to protein and
aspartam e, ex cept an epi pen won't rev erse dam age done to the brain,
seizures or cognitiv e delay s.
I am not com plaining, because I would do it all tenfold to see m y boy s
doing as well as they are! W e are so blessed we liv e in a tim e that the
pheny lalanine connection was m ade y ears ago and is diagnosed at birth
due to the newborn screening. M y boy s are strong
, sm art and
independent, and I hav e been able to teach them how to be their own
adv ocates at a y oung age. T hey are responsible, but they hav e also
becom e so em pathetic to others through their own ex periences. W e
are blessed with the am azing relationships we hav e built ov er the past
8 y ears with the nurses, doctors, dieticians, social workers, lab techs,
etc. W e hav e access to am azing healthcare and liv e in a state that
helps with the insane cost of low-protein foods. God intends for m e to
raise these boy s into y oung m en that will serv e Him and lov e others,
and that is ex actly what I will continue to do!"

In the coming months we'll open up new features including the rating
system, comments & questions, sharing your own images and, for
HMP users, creating and sharing your recipes with the entire
community!
Since CFL originally launched 10 years ago, my goal was to eventually
create a community driven recipe site. All of the incredible ideas and
recipes that all of you have posted on this Facebook page have
cemented that desire. It never could have happened without the
technology behind HMP and Sarah Chamberlin's ridiculous work ethic,
organizational skills and drive to help this community. Thanks Sarah - you rock!
As always, access to the site is free. Happy Cooking!

LET's Make EVERY Month PKU awareness
Month!
#WeCanPKU

The British are axing the fax. Will Canada
follow suit?
"Canada's health care system is so decentralized and disorganized, we don't
even know how many fax machines are in use in this country.
But we do know that the fax machine is still ubiquitous. A 2017 survey
found that two-thirds of Canadian physicians use the fax as their primary
means of communication with other health care professionals, such as
doctors, pharmacists, and hospitals.
So why do we continue to use technology that is almost universally
acknowledged to be absurdly outdated?"

Learn more by Reading the full article HERE.

A PKU Friendly Breakfast in British Colum bia!

CanPKU est honoré de partager avec vous
PHÉNYLCÉTONURIE QUÉBEC où vous pouvez trouver des
articles sur la phénylcétonurie et des idées dans les deux
langues officielles du Canada! Pour lire la version
anglaise de cet article ou en savoir plus, cliquez ici!
CanPKU is honored to share with you,
PHÉNYLCÉTONURIE QUÉBEC,
Where you can find PKU support in BOTH of Canada's
official languages!
To read the English version of this article, or learn more,
click H ERE!

EST-CE FACILE? / IS IT EASY TO GROW UP
WITH PHENYLKETONURIA?
Here's an exam ple shopping list. With PKU Low Protein foods.
VS ". So even with $250/m onth subsidy, it doesn't go very
far.
1 Box Cheerios
1 Box Corn flakes
2 white bread
1 bag bagels
1 tortilla wraps
1 Penne Pasta
1 Spaghetti
1 cheese ravioli

Low Protein:
$138.09
+ tax 20.71
+ shipping $75.00

Total: $233.80
Regular:
$25.72
+tax 3.85

Total $29.58
(Shared a few times, original post was from Mantioba Canada)

On m'a demandé récemment de parler de mon enfance, des défis que j'ai
pu rencontrer et de la manière dont ma famille m'a aidé. C'est un sujet
plutôt vaste et probablement que ceux-ci serait mieux placés que moi pour
en parler, mais je vais tenter d'organiser mes idées du mieux que je peux.
Je suis né en 1981 à une époque où on avait la chance de bien connaître la
phénylcétonurie, mais où les produits spéciaux n'étaient pas très nombreux.
Les formules étaient extrêmement réduites. À ma connaissance, il n'y en
avait qu'une seule et ça m'a prit toute mon enfance pour m'y habituer...
ensuite ils l'ont discontinué et y ont ajouté un goût de vanille. Juste assez
pour que ça me reprenne encore 2-3 ans pour m'y habituer à nouveau.
Essentiellement, j'ai plutôt l'impression d'avoir passé les premières années
de ma vie sans tricher et sans même en avoir envie, grâce à ma famille. Ma
mère suivait mon régime de manière militaire et les autres membres étaient
bien au courant des détails de ma condition et ils m'ont tous supportés et
encouragés. Le fait d'avoir des produits spéciaux toujours à portée de la
main y était pour beaucoup.
Ensuite, l'école a commencé.
Quand on entre en contact avec les autres, la dimension sociale entre en
ligne de compte. On rencontre plein d'enfants et, évidemment, on veut faire
comme eux. Étonnamment, j'ai réussi à respecter ma diète relativement
bien à l'école primaire et ce surtout parce qu'on m'a appris à cuisiner très
tôt. J'ai pu rapidement contribuer à la préparation de mes boîtes à lunch et
je suis devenir très vite un excellent cuisinier (ce qui aide beaucoup toute
notre vie et ce dans différentes sphères d'activités sociales. )
Au secondaire, les choses se corsent. C'est la rébellion! Toutes les sortent
de nourriture ont l'air bonnes, on commence à sortir, encore une fois on
veut faire comme les autres et (malheur) on a de l'argent. C'est un moment
assez périlleux. Honnêtement, je suis obligé de dire que je n'y ai pas
échappé. Par contre, ma diète était assez bien respecté à la maison grâce à
l'oeil aiguisé de ma mère (ne nous faisons pas de cachotteries), mais aussi
parce qu'il y avait toujours beaucoup de produits spéciaux à la maison
et surtout parce que je savais bien cuisiner!
Aujourd'hui, les jeunes peuvent donc être outillés mieux que je ne l'étais.
En plus de discuter avec eux de leur alimentation et de leurs passes-temps,
je recommande de leur montrer très rapidement à cuisiner, à manipuler la

nourriture et à leur démontrer qu'être végétarien, c'est cool! De plus, ce
qu'il y a de merveilleux de nos jours, c'est qu'il y a une énorme panoplie
d'aliments faible en protéines qui imitent toutes sortes de mets.
Grandir avec la phénylcétonurie n'a pas été si mal que ça et c'est encore
plus facile aujourd'hui.
Qu'en pensez-vous? Que recommanderiez-vous aux parents d'un enfant
PCU?

Show us where you store your LoPro Foods! #weCanPKU

Please Make sure your photos are public, or post
them directly on to our CanPKU social media pages,
using #weCanPKU to make sure we see them!
Canadian Anti-Spam Law Consent

PKU Patient Registry

I agree to receive the C anPKU newsletter and related communications from the C anadian
PKU and Allied Disorders non-profit concerning matters related to PKU or allied disorders. I
may withdraw my consent at any time via SafeUnsubscribe.

CanPKU Privacy Statement
C anadian PKU and Allied Disorders maintains member/participant/registration information for
its own use and does not rent, sell or otherwise provide any identifying information to
outsiders. For more information, please don't hesitate to contact us.

Still haven't registered?
Click Here, To make A difference!
Thank you again for your commitment to
accelerating PKU research!

Save
$10!

Become a CanPKU member and receive many great benefits as well as a $10 off coupon for HowMuchPhe.org! Already
a member? Email Tanya Chute and request your coupon today!

Limited Quantity Available - Sign up now!

