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CanPKU News 2022
Canadian PKU and Allied Disorders Inc. is a non-profit association of
volunteers, first organized in the Spring of 2008 based in Toronto, Ontario. We
are dedicated to providing accurate news, information and support to families
and professionals dealing with phenylketonuria and similar, rare, inherited
metabolic disorders.

Our mission is to improve the lives of people with PKU and allied disorders and
the lives of their families. By allied disorders, we mean other rare, inherited
metabolic disorders also detected by the modern miracle of newborn screening. 

La « Canadian PKU and Allied Disorders Inc. » est une association à but non
lucratif de bénévoles créée au printemps 2008 à Toronto, en Ontario. Nous
nous engageons à fournir des nouvelles, des informations et un soutien précis
aux familles et aux professionnels travaillant avec la phénylcétonurie et des
troubles métaboliques héréditaires rares similaires.

Notre mission est d’améliorer la vie des personnes atteintes de PCU et de
troubles apparentés ainsi que la vie de leurs familles. Par troubles apparentés,
nous entendons d’autres troubles métaboliques héréditaires rares, également
détectés par le miracle moderne du dépistage néonatal.
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UPCOMING EVENTS
Recruitment for SynPheny (Do not register here)
Current sites are only in the U.S.A
They are accepting Canadians and will pay for costs of travel etc.
Learn more here

2022 Regional Event - Red Deer, AB
2022-05-15 9 a.m. - 4 p.m. MST

NPKUA's Challenge the Summit 2022 Conference
2022-07-07 to  2022 -07-10
Vancouver, Washington, USA

2022 Camp MagniPHEque
2022-09-09 6:00 PM to 2022-09-11 Noon Eastern
1010 Birchview Road, Douro-Dummer ON K0L 2H0

CanPKU Annual General Meeting
2022-09-09 7:00 PM Eastern
1010 Birchview Rd, Douro-Dummer, ON and Virtual

* Please note: If you are unable to register for an event that you believe you should have
access to, please email to info@canpku.org and we will help you out!

When you do nothing you feel overwhelmed and powerless. But when you get involved you feel

the sense of hope and accomplishment that comes from knowing you are working to make things

better.

- Maya Angelou
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May is PKU Awareness Month!

CanPKU wants to take this opportunity to look back in time and
appreciate some of the past that has our PKU community doing so well!

This four-page article, recently published, adds context to the Early History of
PKU and how became treatable and brought to light the need for newborn
screening.  

Click here to watch a video about the discovery of PKU made by Dr.
Asbjørn Følling

Click here to watch a video that was created in the '50s to prove to England
that Diet can improve PKU. (Child: Sheila Jones)

Click here to watch a video about Sheila Jones story. Anne Green wrote a
book called "Unlocking the Treatment for PKU"

Click	for:	Robert Guthrie and the Trials and Tribulations of
Newborn Screening

We thank all those who were early diagnosed for their contributions to where
we are today! We also want to give a huge thank you to the companies such
as Anjimoto Cambrooke, Vitaflo and Nutricia for making such progress in
formula and foods since these times.

Looking Forward:

Click here for an overview of current and upcoming trials available for PKU.

Home Phe Monitor has been a dream for those with PKU for more than a decade. Aptatek

Biosciences, Inc. of Princeton, New Jersey has created a prototype.

NPKUA has offered funding to help continue to move this project included in a total of 4 million seed
money! 

We thank all those with PKU who participate in trials along with those
continuing research in this field.
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À la recherche d’un nouveau Directeur des relations francophones!

L’organisme est actuellement à la recherche d’une personne qui serait
intéressée à prendre le relais et à plonger dans le fascinant monde de la
phénylcétonurie au sein du Conseil d’administration. CanPKU souhaite
ardemment bonifier son offre francophone, c’est pourquoi ce poste est très
important pour les aider à concrétiser ce projet.

Êtes-vous intéressés à vous impliquer? Voici quelques tâches du Directeur,
Relations francophones :

Participer aux rencontres en ligne du Conseil d’administration une fois à
tous les deux mois
Effectuer des traductions de contenus anglophones vers le français
Participer occasionnellement à des événements francophone dans le
domaine de la santé /
génétique / métabolique dans le but de représenter CanPKU et la
phénylcétonurie
Participer au développement de la section francophone du site Internet
de CanPKU

Il est préférable que la personne souhaitant s’impliquer soit bilingue (anglais /
français), mais il serait possible de s’arranger dans le cas d’une personne
unilingue francophone.

Si vous désirez obtenir plus d’informations, contactez la Vice Présidente et
directrice de CanPKU Tanya Chute à l’adresse tanya.chute@canpku.com .

Merci beaucoup pour votre intérêt.
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Looking for a new Director of Francophone Relations!

The organization is currently looking for someone who would be interested in
taking over and diving into the fascinating world of phenylketonuria on the
Board of Directors. CanPKU is eager to improve its French-speaking offer,
which is why this position is very important to help them make this project a
reality.

Are you interested in getting involved? Here are some of the duties of the
Director,

Francophone Relations:

Participate in online meetings of the Board of Directors once every 2
months
Translating English content into French
Occasionally participate in Francophone events in the field of health /
genetics /metabolic in order to represent CanPKU and Phenylketonuria
Participate in the development of the French section of the CanPKU
website

It is preferable that the person wishing to get involved be bilingual (English /
French), but it would be possible to arrange in the case of a unilingual French-
speaking person.

For more information, contact CanPKU Vice President and Director Tanya
Chute at tanya.chute@canpku.com.

Thank you very much for your interest.

Adult Arena
Our Adult Zooms are starting to grow!

We are excited with all the new participants. If you are 18+ with PKU these are JUST for
you.

May 19th, 2022 

May 28th, 2022

To ensure these events are only attended by adults, settings on your profile may need to
be updated. We can  help! Email tanya.chute@CanPKU.org if you are unable to register.
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Whether you are on diet, off diet or somewhere in between - this is a NON
JUDGEMENTAL place to come and chat with like minded folks with a great
deal in common!





Il n’est jamais trop tard pour reprendre le régime alimentaire PCU ou améliorer
son adhésion! Que vous ne suiviez plus le régime alimentaire ou que vous
ayez de la difficulté à le suivre, notre kit ‘Ma nutrition pour la vie’ fournit de
l’information sur l’importance du régime alimentaire ainsi que des conseils
utiles. Jetez un coup d’œil à notre livret d’information.

It’s never too late to improve or return to the PKU diet! Whether you are off-diet
or having difficulty staying on your low-protein diet, our ‘diet-for-life’ kit provides
information on the importance of the PKU diet as well as some helpful tips.
Check out our information booklet here: 
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Teen Time
Do you or your teen have PKU?

Born between 2004 and 2009?

We need your email!! Please send it to tanya.chute@canpku.org so we can
send emails specific to teens.
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KIDS KORNER

Alice Alligator Crossword borrowed from Cristine M. Trahms Program for Phenylketonuria in Seattle for this resource. It can
also be found online here 
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Riddle me this? 

When do you GO at red and STOP at Green?

When you are eating a watermelon



CanPKU and Ajinomoto Cambrooke teamed up in 2021 to bring the story of
"The Adventures ofRuby Pricklebottom" to PKU fans of all ages across our
community!

You can view that video at

https://youtu.be/aDgnto6PCsQ
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Canadian News 

CanPKU is happy to announce:
The Macdonald-Laurier Institute Welcomes
Newest Senior Fellows, Nigel Rawson and

John Adams

OTTAWA, ON (April 11, 2022): We are pleased to announce that Nigel Rawson and John
Adams will be joining the Macdonald-Laurier Institute as Senior Fellows.

According to MLI Managing Director Brian Lee Crowley, “MLI is fortunate to have worked
with Nigel Rawson and John Adams extensively in recent years; they are precisely the
kind of world-class thought leaders that we at MLI aim to attract and cultivate.

“As Canada presses forward with an unnecessary, costly, and counterproductive approach
to drug policy, Canadians will depend even more on the warnings that Rawson and
Adams have long provided.”

For the full article click here
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International News

Synlogic Announces Data Presentations at the 2022 Genetic Metabolic Dieticians
International (GMDI) Conference and Garrod Symposium

CAMBRIDGE, Mass., April 28, 2022 (GLOBE NEWSWIRE) -- Synlogic, Inc. (Nasdaq: SYBX), a clinical-
stage biotechnology company developing medicines for metabolic and immunological diseases through
its proprietary approach to synthetic biology, today announced that the Company will present data from
its phenylketonuria (PKU) program at two upcoming medical congresses focused on inborn errors of
metabolism. These include two poster presentations at the Genetic Metabolic Dieticians International
(GMDI) Conference being held May 5-7, 2022 in Lake Las Vegas, NV, and a data presentation at the
Garrod Symposium being held May 12-14, 2022 in Calgary, Alberta, Canada. Details are provided below.

Genetic Metabolic Dieticians International (GMDI) Conference:

Title: Dietary Management Outcomes During Synpheny-1, a Phase 2 Clinical Trial of a Live
Biotherapeutic, SYNB1618, for the Management of Phenylketonuria 
Author: Nicole McWhorter, MS, RD, 
Date and time: May 5, 2022 from 5:30 – 7:00 P.M.

Title: Characterization of Dietary Protein Intake in PKU Patients 
Author: Ken Ndugga-Kabuye, MD 
Date and time: May 5, 2022 from 5:30 – 7:00 P.M.

Garrod Symposium:

Title: Reduction in Plasma Phenylalanine Levels in Patients with Phenylketonuria with Live
Biotherapeutic SYNB1618: Interim Analysis from an Ongoing Phase 2 Study (Encore) 
Author: Marja Puurunen, MD, PhD 
Date and time: May 13, 2022 from 4:30 – 6:00 P.M.

The presentations will be available in their respective sections of the Presentations and Publications page
on the Synlogic website on the day of the presentations.

To access the full press release CLICK HERE
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RECIPES
Check out this delicious Banana Bread Recipe from VitaFlo 

Download
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RECETTES
Regardez cette délicieuse recette de pain aux bananes de VitaFlo

Télécharger
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Board Member Profile
Time to get to know a couple of our Board Members a little bit better.

Email Charles Black

Email Cristian

“Volunteers don't get paid. Not because they are worthless, but because

they are priceless."

- Sherry Anderson



RESOURCES

CanPKU has a number of resources which can be downloaded or printed at

www.canpku.org/Downloadable-educational-resources

Getting the most from the CanPKU website and emails!

Did you know you can get tailored emails and event invitations (like a cafe chat
between folks like you! That could be a parent of a PKUer, Child, Teen or Adult
with PKU!) 

To do this we need some help with updating your profile.

Find out how to do this with information found at 

www.canpku.org/Update-your-Profile and www.canpku.org/how-to-use-the-
website

View your Profile: https://canpku.org/Sys/Profile

Further Reading:

Timely access for patients to innovative medicines - A policy change overdue: Rawson
and Adams for Inside Policy | Macdonald-Laurier Institute 

American Gene Technologies Attracts Investment from Ride Wave Ventures 

Federal government to announce high-speed internet for low-income seniors,
families | CBC News
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Recently Received:

Pineault Family

Make a Donation

Our sponsors are listed in the order that they began to support CanPKU's efforts. This
order does not represent the dollars they may contribute.
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