
As we look back on the past year, we are filled with gratitude for the
support and generosity of our community. Together, we had a sucessful

Giving Tuesday campaign to wrap up 2022, and for that, we cannot
thank you enough. 

We saw our community come together to support one another in ways
both big and small, and we are truly inspired by the kindness and

generosity that was shown.

We would like to take this opportunity to wish you all a happy and
healthy new year. We look forward to continuing to work together to

make a positive impact on the PKU community and beyond.

Thank you for your continued support and we look forward to a
successful 2023.

Warmest regards,

Marjorie Guhl, CanPKU News Editor
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NEW!

Welcome to our new Q&A feature. Every month we'll ask for your questions! In
the following issue, we'll post the responses we receive.

January question:

What is your biggest tip/piece of advice when eating out and still sticking to
your diet?

DTC







UMB

Fundraising Updates
CanPKU participated in GivingTuesday, which is the world’s largest generosity
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movement, on November 29th, 2022. This was our first year participating in

GivingTuesday and we are absolutely thrilled to report that due to the extremely

generous CanPKU community, we raised $2795!! This money will go directly towards

supporting those with PKU and allied rare disorders in Canada. I am blown away by

the kindness and generosity that was shown to CanPKU on GivingTuesday. I set a goal

of $500 for this event as it was the first event I had hosted after joining the CanPKU

team and I really wasn’t sure what to expect. We far exceeded this goal and I want to

say a huge THANK YOU to every person who donated, shared our posts on social

media, and spread the word about this fundraiser. I’m looking forward to future

fundraising events and supporting the CanPKU community. Please reach out if you

have any questions about how you can help with fundraising or if you’d like to host a

fundraising event. Keep an eye out for the rebranding of our PINS 4 PKU fundraiser

which will be released soon. - Melissa Ferguson, Fundraising Chair.

Le 29 novembre 2022, CanPKU a participé à MardiJeDonne, qui est le mouvement de

générosité le plus important au monde. C’était notre première année de participation à

MardiJeDonne et nous sommes très fiers de vous annoncer que grâce à la communauté

extrêmement généreuse de CanPKU, nous avons ammassé 2795$! Cet argent sera

utilisé pour supporter directement ceux qui ont la PCU et les maladies apparentées au

Canada. Je suis épatée par la gentillesse et la générosité qui ont été démontrées à

CanPKU lors de la journée MardiJeDonne. J’avais établi un objectif de 500$ pour cet

événement, car c’était le premier événement que j’ai organisé après avoir rejoint

l’équipe de CanPKU et je ne savais pas trop à quoi m’attendre. Nous avons

grandement dépassé cet objectif et je voudrais dire un énorme MERCI à chaque

personne qui a donné, qui a partagé nos publications sur les réseaux sociaux et qui a

passé le mot à propos de cette levée de fonds. Si vous avez des questions sur comment

vous pouvez aider avec nos collectes de fonds ou si vous aimeriez organisé un

événement de levée de fonds, veuillez s’il-vous-plaît nous contacter. Restez aussi à

l’affût de la nouvelle image de notre événement PINS 4 PKU qui sera disponible

bientôt.

-       Melissa Ferguson, Présidente responsable des collectes de fonds.
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Fundraising Committee

We are looking for a few energetic people to help out on our fundraising committee. No
experience necessary (but we know some of you have talent - we have seen it!)

Welcoming those from coast to coast. We will brainstorm as a group, share ideas,
encourage others. 

Sign up by emailing Melissa at fundraising@canpku.org 

mailto:fundraising@canpku.org


Recently received donations:

Stephen Schwindt
Joyce Swain

Adriano Tommasino

Click to donate
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Zoom with us!
Watch for upcoming dates



Adults (18+) with PKU or Allied Disorder
(Be sure to also check below for Teens and Adults which you can attend!)

Feb 4th

March 16

April 15

Teen and Adults with PKU or Allied Disorder (13+)
When our teen population grows we will make a separate group for them as well.

Feb 15

March 4

April 4

Parents of those with PKU (All ages of PKU)

Feb 4

March 4

April 15
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A short biography of Dr. Charles Scriver

Click for full article

UPCOMING EVENTS
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!

All buttons are clickable to be taken to the registration page.

Save the Date:
2023 CanPKU Events
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Click to register-cliquez pour vous inscrire
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Click to register-cliquez pour vous inscrire

Click to register-cliquez pour vous inscrire

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=YODs3MIeyOWgXpKe3bXfYPXnp5%2fkzhkr001G03TmMotxMVVeSIZdUfGg6yNdsIpazOMIHvBz2shatBdaNxS%2byZeSXWEZSnaI12rHaNKBrfY%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=vy%2bbVPF5ucx8EOkG58yFPTRw9vgWUrpyx4BHz1U%2blPAA59rYKnr2Ulo%2bdqYzlNpBKrgpz4KsBmxIb2813SOaLigECRNQ62bTp6Ye96LD9iA%3d


Click to register-cliquez pour vous inscrire

Ne laissez pas les finances vous empêcher de participer. Des bourses
sont disponibles. 

Do not let finances get in the way of attending. Scholarships are
available. Please visit our events page for more info and scholarship

applications!

https://canpku.org/sys/website/?pageId=1075315
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"The purpose of this blog is to provide resources and information about
Phenylketonuria, but above all it is a site for sharing ideas, tips and

suggestions to facilitate the diet management of active adults."

"Ce blogue a pour objectif de fournir des ressources et quelques informations
relatives à la Phénylcétonurie, mais se veut surtout un site de partage d’idées,
de conseils et suggestions pour faciliter la gestion du régime pour des adultes

actifs."

-Tristan Audet



TEACHING THE BASICS TO OUR PKU CHILD

"It can be quite a challenge! I myself have a 3-year-old daughter and I have a
whole range of lessons to teach her. The importance of vegetables, of eating
good foods, of not doing stunts on the couch, etc. Not always easy, especially
with her little rebellious mind. What always works best is when what I say is

clearly explained, makes sense and above all, is fun."

APPRENDRE LES BASES À SON ENFANT PCU

Ça peut représenter tout un défi! J’ai moi-même une fille de 3 ans et j’ai toute
une panoplie d’apprentissages à lui inculquer. L’importance des légumes, de
manger des bons aliments, de ne pas faire des acrobaties sur le divan, etc.
Pas toujours facile, surtout avec son petit esprit rebelle. Ce qui fonctionne le
mieux, c’est toujours lorsque ce que je dis est clairement expliqué, a du sens

et surtout, est amusant.

Click for full article and more!

A Success Story: Turning the Disability Tax Credit into the
Prevent Disability Tax Credit

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=co1%2fYb2Dc3dh9GpZva0llaHjgBY1jGfrmPXGDR9MzV%2b%2bl3JhyWra1a728q7%2fwn6tDlEqo9mZ%2bqCOSCW6Jpwc%2fdQtFMONeY2fEnoC3%2fSsNes%3d


Hello! 

My name is Richelle and our family is based out of the greater
Vancouver area. My husband and I have two kids, a daughter who
is 7 and a son who just turned 6. Both have PKU but it is not
slowing them down! They are in competitive swimming and even
our little kindergartener son has mastered the 25 meter deep end
pool! Our daughter who is in Grade 2 loves reading, she is currently
reading at a Grade 4 level. We are so proud of our PKU kids!

Back in 2015 we welcomed our daughter and right before her first
birthday, in May of 2016, CanPKU held conference for PKU
awareness day. At that conference we met a bunch of amazing
families, tried out low protein foods and we learned about the DTC.
At that point CanPKU said it was about a 50/50 chance to get
approved for the DTC. 

A week after we started the application process. My son with PKU
was not born yet so this application was for my daughter only. 

Our metabolic team at children’s hospital helped us at the time and
the nurse even saved a previous application of one that got
approved. She used it as a template for ours. We were hopeful
however we got denied. 

I was still optimistic at that time, since I have heard of families who
re-apply at an older age and get approved! I was told by someone
that it could possibly be because babies require 24/hour care
regardless but school age is when it has more of a social impact? 

Fast forward to 6 years later and now I have two PKUers in
elementary school! I was shocked to learn that younger PKUers
were getting approved for the DTC, and the success stats had
largely improved. So we decided to re-apply!

I am so thankful for the amazing connections in the PKU
community! It was Marjorie, CanPKUs new editor, who reached out
and encouraged me to use the resources through the CanPKU and
get in touch with John Adams and Frances Grove-Hurst!

Marjorie helped me put together a spreadsheet for the application
and then both John and Frances were quick to help me, step by
step! 

After a long wait (on the governments end) both kids got approved
for the DTC!! We later found out that the backpay we received was
only for the 3 years and in order to get the rest we had to fill out
another form.

After more waiting we received the remaining portions of the DTC! 

We are so thankful for all of the help and support from CanPKU
during this application process! We cannot express how grateful we
are!

If you have previously been denied, please reach out to the
wonderful people at CanPKU!!!





Bonjour!

Mon nom est Richelle et ma famille et moi habitons dans la région du grand
Vancouver. Mon mari et moi avons deux enfants, une fille de 7 ans et un fils
qui vient d’avoir 6 ans. Les deux ont la PCU, mais cela ne les arrête pas! Ils
sont en natation de compétition et même notre fils à la maternelle maîtrise déjà
la piscine profonde de 25 mètres! Notre fille qui est en deuxième année aime
lire, elle est présentement à un niveau de quatrième année. Nous sommes si
fiers de nos enfants PCU!

En 2015, nous avons accueilli notre fille et juste avant son anniversaire, en mai
2016, CanPKU a tenu une conférence pour la journée de la sensibilisation à la
PCU. À cette conférence, nous avons rencontré plusieurs familles géniales,
nous avons essayé des aliments faibles en protéines et nous avons appris sur
le CIPH. À ce moment, CanPKU nous avais dit qu’il y avait environ 50% de
chances que notre demande pour le CIPH soit approuvée.

Une semaine après le début du processus d’application. Mon fils avec la PCU
n’était pas encore né, donc l’application était seulement pour ma fille.

Notre équipe métabolique au Children’s hospital nous a aidé à ce moment et
l’infirmière avait même sauvegardé une application précédente qui avait été
approuvée. Elle a utilisé un gabarit pour la notre. Nous étions plein d’espoir,
mais la demande a été refusée. J’étais tout de même optimiste à l’époque,
puisque j’avais entendu parler de familles qui réappliquaient plus tard et dont
la demande était finalement acceptée! Quelqu’un m’a dit que ça pourrait être à
cause que les bébés ont besoin d’une attention 24h sur 24 de toute façon,
mais à l’âge scolaire les impacts sociaux se font plus ressentir?

Si on avance dans le temps, 6 ans plus tard, j’ai maintenant deux enfants PCU
à l’école primaire! J’ai été surprise d’apprendre que des enfants PCU plus
jeunes ont été approuvés pour le CIPH, et les chances de succès ont
largement augmenté. Nous avons donc décidé de réappliquer!

Je suis si reconnaissante pour les connections incroyables de la communauté
PCU! C’était Marjorie, l’éditrice des nouvelles CanPKU, qui m’a contacté et qui
m’a encouragée à utiliser les ressources disponibles de CanPKU et à
communiquer avec John Adams et Frances Grove-Hurst! Marjorie m’a aidée à
créer un tableur pour mon application, puis John et Frances m’ont aidée
rapidement, étape par étape! 

Après une longue attente (de la part du gouvernement), les deux enfants ont
été approuvés pour le CIPH!! Nous avons réalisé par après que l’argent que
nous avons reçu était seulement pour 3 ans et que nous devions compléter un
autre formulaire pour le reste. Après un peu plus d’attente, nous avons reçu le
reste du CIPH!

Nous sommes tellement reconnaissants pour toute l’aide et le support de
CanPKU pendant ce processus d’application! Nous ne pouvons exprimer à
quel point nous sommes reconnaissants!

Si vous avez déjà été refusé, s’il-vous-plaît contactez les gens merveilleux
chez CanPKU!!!



CanPKU team reports that the application success rate now is running at
100%.  Parliament changed the law in 2022 so that time spent on medical

formulas and medical foods definitely counts as part therapy for PKU
and allied disorders treated by a medical diet. 

CanPKU has successfully helped +150 adults and families, and counting,
to get the DTC. 



CanPKU's Drive to Thrive Committee

As mentioned earlier this year, CanPKU is committed to helping those who were
previously misguided (with information that at the time was believed to be correct) that it
would be ok to come off their medical diet. This may have been as the medical community
believed that the brain had developed enough and would not incur further brain damage
by lifting the protein restriction. It may be due to the fact some provinces restricted
coverage of therapeutic products (and some still do) so it was impossible to maintain the
previous "diet" therapy. Lastly, it may be due to the fact the adult opted for their own
reasons to come off "diet" and stop therapy. 

We now know that this is not the best course of action. We owe it to those who were
previously diagnosed, but are now lost to treatment to help them return to clinic and
resume treatments (which have dramatically improved since their time on therapy).

To do this, we need  your help. We are looking to form a committee that will help locate
and support these individuals.  You do not have to be an adult with PKU, just a passion to
help. We hope to have representatives from many provinces. 

Are you up for it? (Can you join both committees mentioned in this newsletter -
Absolutely!) Email to Tanya.Chute@canpku.org to sign up!

Email Tanya

mailto:Tanya.Chute@canpku.org
mailto:tanya.chute@canpku.org


Chronically Simple has been a supporter of CanPKU since 2021 and offers a forever
premium subscription to its members.  To unlock your complimentary Premium

subscription, use code CanPKU2021 to register online at www.chronicallysimple.com

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=tP0tFHZ0Q8U7tAbS3nXAP28avzgZo%2b7r2ss1AQzfl9qpBKKLddDjW5RSdO%2fzN4CfS3d%2bI2iXlD4PewDcP5NRtWAs774h2VappYjEdKjK2f8%3d




CanPKU was happy to award a Hero of PKU Award to Dr. Scriver at a
community meeting in Montreal in 2010.





Low Protein Basic
Bagel Recipe 



Richelle and I met through Instagram and I am so glad we
did! We've since met up in person and our PKU'ers have

even met! She has two PKU'ers (6 & 7 years old) and clearly has a passion
for baking.

Richelle bakes the most beautiful low protein items. She certainly has a knack
for it! I am definitely not a baker, but this bagel recipe is fool proof! And let me

tell you, they turn out perfectly every time!

-Marjorie, CanPKU News Editor
(Recipe shared from her Instagram account, with permission)



NPKUA Conference review
This is the third in a series of three articles about a Canadian adult
with PKU, a U.S. dietitian, and how they joined together to create a
funded research study, literally one patient at a time. Maria’s story
continues at the NPKUA Conference, July 2022.

In early July 2022 I was lucky to attend the NPKUA conference for
the first time ever. I have heard a lot about this event from other
PKUers and was hoping to attend it myself one day. Then COVID
happened and froze everyone’s travel plans and events. So this
year slowly emerging from all the confinements and virtual
meetings NPKUA announced in person conference.

Annie and I were advised to submit an abstract for the poster
session. So we did. Soon we found out hat both our submissions –
“Adapt diet to lifestyle or lifestyle to diet? Individual choices
characterize classical adults” and “Reasons why adult patients
accept different degrees of metabolic control than clinicians who
care for them” were accepted!

This was my first visit to Oregon and Washington states. Yes I
managed to visit both at the same time because the airport is
located in Oregon and the hotel where the conference took place
was located just across the river – in another state of Washington. A
bit of jet lag ensured that I got my early morning free to enjoy the
very fresh air and amazing giant sequoias in the park just outside
the hotel.

I had the pleasure to meet the CanPKU delegation and spend
some time with them at the conference as well.

The Conference schedule was packed with very interesting events,
speeches and just enough free time to walk around and meet new
people. I was fortunate enough to make some new PKU friends
there.



Some I have virtually met before while others I have not seen
before. But overall a feeling of a giant family reunion hovered over
the conference. Everyone was just one or two hand-shakes away
from others.

In my personal experience nothing motivates you stronger to take
care of your PKU than mingling with other PKUers and just talk.
Sharing peer experiences and building bonds between other rare
patients is extremely empowering and make you feel that you
belong to this group.

On the big day of the poster presentation I made sure the posters
were up early. It was the busiest two hours I could remember in the
past decade. Talking non stop, discussing and again meeting new
people.

Dr. Yano, Kathryn Mosley and Kirsten Ahring were also presenting
other posters so we were all very busy.

It was a very pleasant accomplishment to present the results of
many months of research work in front of such a friendly crowd of
PKU patients, medical specialists and advocates. I am very grateful
to all who made this possible and do hope to attend more PKU
conferences in the future.

Maria Depenweiller



 Click here to download the Periflex Advance mixing sugges�on handout.

Cliquez ici pour télécharger le document de suggestion de mélange pour
Periflex Advance.
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Click here to download the Maximum recipe booklet.

Cliquez ici pour télécharger le livret de recettes Maxamum.
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We would like to invite your child (10-19 years old) to participate in a
study that aims to explore the experiences of adolescents with genetic

conditions. Even if genetic testing did not identify a gene change
which explains their medical problems, we are still interested in

hearing about their experiences. Participation in this study is voluntary
and would involve a ~1 hour virtual interview. During the interview, we

will ask some questions about their experiences of living with a
ti diti Th ill l b k d t l t th h t



genetic condition. They will also be asked to complete three short
questionnaires online. We hope this study will help us to design the

best possible clinical services for adolescents who have genetic
conditions. Your child will receive $20 for sharing their time and

expertise on this important study. For additional information about the
study, please contact Tasha Wainstein who will be happy to answer

any questions you or your child may have
(tasha.wainstein@bcchr.ca or 604-875-2000 (ext 6333)).

 

We believe that the insights of adolescents from your
organization will be extremely valuable. If you have any
questions about the study, please feel free to contact me

(Carly.pistawka1@bcchr.ca) or Tasha
(tasha.wainstein@bcchr.ca).

 

Thank you for your consideration

mailto:tasha.wainstein@bcchr.ca
mailto:Carly.pistawka1@bcchr.ca
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Updates and Articles of Interest



Click for full article!

Synlogic Provides Corporate Update and
Outlook for 2023

Good news for both PKU and HCU people that there is positive steps towards
new therapies!

Click for full article!

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=P78%2b2Vt8q3fEz%2fqLBfjqUwAA8WPGER0Vy7uL%2bIBfWD82LzRKom5kUvG%2fP04ons9e3I8NcYvhrkKzbnQgAS1G0T5KiRkNSHKAZigPIvlksKw%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=l5%2bsUn3bpukuj%2bmVZncLpaDI2bTxqRcjJPG6s1uS4lH%2fR7uAKEXHjhEDyjC1hgDZ3Q8lIyB%2bfrVMj5bNU17mHiJw6WtBDX0pxzWZLAqbwK0%3d


Jnana Therapeutics Announces FDA Clearance of IND
Application for JNT-517 for the Treatment of Phenylketonuria

Click for full article!

Happy New Year from Synlogic! Synlogic (www.synlogictx.com) is a biotech company
based in Cambridge, MA, that is developing potential medicines for PKU and HCU. The
potential PKU medicine, called SYNB1934, will soon enter Phase 3, the final stage of

clinical trials! 

What is it? Synlogic will study an investigational medicine in its Phase 3 study. This
investigational medicine is made from a probiotic and is a powder that is mixed with a

small glass of water, taken with meals.

What does this mean? This is important because a Phase 3 study is the final stage
before a company may apply for drug approval which may lead to a new treatment option

for PKU. 

What can you do? Stay Connected – Sign up here to receive updates.

Thank you for your continued support as we kick-off what is sure to be an incredible year.
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Canadian News
Kuvan is now covered in Nova Scotia as of

December 1, 2022!



Thank you to Cambrooke for the Holiday gifts! 

If you registered for one, keep your eye on your mailbox. They
are still arriving!



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
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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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Sponsorship in Kind. These companies provide assistance other than financial.
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CanPKU News
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.

“Education is the passport to the future, for tomorrow belongs to those
who prepare for it today.”

—Malcolm X



Privacy Statement:
Please note that CanPKU maintains member/participant/registration information for its
own use and does not rent, sell or otherwise provide any identifying information to
outsiders.
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