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Dear Readers,

As we reflect on the journey we've shared in the past year, we are grateful for
your continued support. Your engagement with CanPKU+ is a driving force

behind our efforts to bring you informative, inspiring, and educational content.

Thank you for being an integral part of the CanPKU+ community. We look
forward to another year of shared experiences and meaningful connections.

Here's to a fantastic year ahead!

Wishing you and your loved ones a joyful, prosperous, and Happy New Year!

Warm regards,

Marjorie Guhl
CanPKU+ Newseditor
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We moved our Date to Mar 8 - 10, 2024 for camp MagniPHEque due to low
registration. We thank those who have registered and for your continued

support. 

Click for more info

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=S%2fm8KNMbQbNB0t5SoFFOrFxXfgYpxkBlP62v6DTfa%2f2hpSDDOz57glDWEd59a5V094zKCLJEF6uzQZUKym7EMdh6U4wX27exBIzl%2bwF7pP8%3d


1/24/24, 12:58 PM Canadian PKU and Allied Disorders Inc. Mail - CanPKU+ January 2024 Newsletter

https://mail.google.com/mail/u/0/?ui=2&ik=4da7e733d6&view=lg&permmsgid=msg-f:1788585411584584124 5/46

As we look ahead to celebrating Rare Disease day, we also look forward
to seeing how you celebrate or recognize the day. If you share to social

media, consider using the hashtag #WeCanRare and
#RareDiseaseDay2024.
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CanPKU+ feels it is important to represent our community using REAL
faces of those who are affected by each disorder, where we can. If
you would like to be featured on our promotional or educational
materials, flyers, website and more here is how!

1. Complete a RARE FACES photo release

2. Grab a favorite photo of the person with Rare in your household

3.  Email them both to info@canpku.org

Then keep your eye out and you may just see yourself featured online
or in print on our materials!

mailto:info@canpku.org
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Medical Student Volunteer
CanPKU+ has been very fortuntate to be able to work with various Medical Students who
projects. From boots on the ground at events to updating documents and helping to solv

We want to provide recognition for their pa
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Connect on LinkedIn 

Currently interested in or working on the following:

Nationwide HCU Newborn Screening

Creation of products and resources for those living with Rare

Previously worked on:

Classwork - Updated PKU and the Brain's Treatment Pages

Connect on LinkedIn: 
Currently interested in or working on the following:
Nationwide HCU Newborn Screening
Drive to Thrive - CME Accredited webinar
Previously worked on:
Classwork - Nationwide HCU Newborn Screening LaunchPad

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=c2YlflBkAgN4CLjfTEn5YqmsokIRG%2bUbh2YsNyujk392J%2bKT3nyBNY49xrGF%2fLCSWB0QJGRFUHCm%2bF6XynLdjWrV984%2fzoQOhMbKyRnbzjQ%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=fykbhMYRzuR1bvFbs91LMwedG1Df6wPOn5jszcXMbOFZgaaO7%2bD5B5yTlvjxZi7nAVSuax2pGEoV2SjempsAaQhEabU4jMXIGTa2vL6xT74%3d
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Connect on LinkedIn
Currently interested in or working on the following:
Drive to Thrive - CME Accreditated webinar
Previously worked on:
Classwork - Drive to Thrive - CME Accreditated webinar LaunchPad

Connect on LinkedIn

Currently interested in or working on the following:

CanPKU's submission to Health Canada to contribute to the regulatory modernization of foods cate

Previously worked on:

Team lead for classwork on creation of Roadmap for Drug Development

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=ADCsQ7YYhWiWk%2bOKyiqvevFgbYSXgbzOgdrTjroKpft6B034Es96LfMH9Bky6f6YqJZT3WS1ckF8kiTQEMDvCJ3tyL6to7ZeiouBqpnD6qY%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=aDfmi1R%2fljulBkO4FO8OscNlLcHImspqrpJsVv0SFXKcdUUNi6cXeiWPY382g0t3bPYbi5GRrjtyDIromq3w8MIta5U7zBmrAMjHhd7yagk%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=4jy72v%2bBTO03DEqs%2bRB8mWmGmpcCfXXXbT%2bnrAZAi8Cx8AcyxL8Hj87DSoEMh5Lo25NbMGxs9aC0U6gZm8JBw3rL0Vm6jFFv8UHbTEJ1lVs%3d
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Connect on LinkedIn
Currently interested in or working on the following:
Camp MagniPHEque
Previously worked on:
Camp MagniPHEque and Regional Events

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=6x2Cqjt6lqj0bqq73r9EeY4IkmxSzUJC15Kc1sFrU3jkQG3JshIcL2kkiwMLRrl6CW2rIr%2bSo6Ljrw5v70uLbZFFw3OYxnVuxdgM6pVmPtE%3d
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Connect on LinkedIn: 

Currently interested in or working on the following:

Nationwide HCU Newborn Screening

Drive to Thrive - CME Accreditated webinar

Creating Resources for various Rares

Previously worked on:

Classwork - Nationwide HCU Newborn Screening LaunchPad

We thank those Medical Students who have worked with CanPKU+ in the pa

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=813rQDQnREFuuytGjx81m4bxMlkhjRpYy78JQemEwji1ZWSATUF0%2fMaMCGFg7w4eQxgllWmx5NKwQIVuZOZBRzKBiZoXQ3KFDL8uD43d%2ftM%3d
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Mila, born in October 2018 in Canada, entered a challenging journey with
Homocystinuria (HCU) just a week after her birth. Her parents received a phone call
revealing her diagnosis of "Classical Homocystinuria," prompting a week-long stay

at British Columbia Children’s Hospital. A dedicated medical team worked to
stabilize Mila's elevated levels, creating a treatment plan involving B6, Folic Acid,

Betaine, formula, and regular blood work. Despite concerns about her diet,
potential developmental issues, and the social aspects of growing up with dietary
restrictions, Mila adapted well to treatment, displaying resilience and spirit. Her
parents emphasize the importance of support and community in navigating the
challenges posed by HCU, and their goal is to ensure Mila's condition doesn't

define her, allowing her vibrant personality to shine through in various aspects of
life.

(Published in 2023) Shared with permission from full story here

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=MTRaib4tuLrAWdllwJa0%2f3Ts7ccXYDno69zjxkTkmqb4lJkQJfqK6TYZ9Zt4MoiSXOfpaiHt6cN5xhnHbM9mu1CwSimpWHVsmgtphqxDPPY%3d
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Recently received donations:

Joyce Swain
Rebecca Weatherhead 

Sylvia Beairsto
Monika Joerg-Pfiffner

Melanie Colter
Bev Goorts

Paul Pietrkiewicz
Jérémie Dion-Latour

Rahm Glezos
Sherry Guhl
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y
Cynthia Kushnier
Rebecca Goorts
Connie Cook   

Barbara Marriage
Colleen O'Connell-Campbell

Canada Life Reinsurance in support of Victoria who has been impacted by
PKU

Mary Cavanagh

2023 Giving Tuesday Update! 
For the second year in a row we participated in Giving Tuesday. Giving Tuesday is a
worldwide generosity movement. On the last Tuesday of November people from
around the globe donate to causes that are near and dear to their hearts. We raised
over $1400 this year and are beyond thankful to every single person who donated,
shared our social media posts, and sent us words of encouragement! Without all of
your support, this would not be possible. The money raised goes directly back into
the CanPKU+ community to support our members and their families. Thank you
again to everyone who supported this fundraising initiative. 

Fundraising:

CanPKU+ is always looking for new and innovative fundraising ideas. If you or
someone you know has a great fundraising idea, please reach out to Melissa
at fundraising@canpku.org. 

If you are interested in hosting a fundraiser, Spare for Rare is an awesome way to
have a fun few hours of bowling at your local bowling Centre, and raise money for
CanPKU+. You can find more information about hosting a Spare for Rare event on
our website under the Events Tab then Fundraising, or you can reach out to our
Fundraising Chair, Melissa. 

mailto:fundraising@canpku.org
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CanPKU+ is looking for people who are willing to oversee
a Spare for Rare event in your community in May. We will supply support;

from setting up the event, advertising, pledge sheets etc.

Please contact Melissa about this exciting opportunity to support the
CanPKU+ Community
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Join the U Crew today at CanPKU+ Open for all adults living with rare
who need a listening ear, a place to talk, support each other, learn new

recipes, design tools to succeed. All rare disorders are welcome
(HCU,MSUD,PKU, UCDs etc)

Link: www.canpku.org/ucrewinvite

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=Bnsoa6hwV3FZCqQK9tuhbUJFumYN26lfpgF8JFu3sGj4EaLESPcx1ullEstUvcvAIxD7dpkWJLNsOGouRBOwy3C04RVNM9wHp7IwaO6BqoQ%3d
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We're on TikTok! 

Click here to find us!

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=u%2blueVoZYuFHODWHPgWVwEaDG%2bVt%2bK7Nja3gj6cEVluisxpy%2bqaoJfTFaob3vD4Oex1eTcJTIddCFTZlC2xYNq6Li%2f0p5mHQVOUmn8gzjY0%3d
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Guthrie-Koch Scholarship Program 

The Guthrie-Koch Scholarship Program was founded in 1997 to recognize outstanding
young adults with PKU pursuing higher education and provide financial support to
these efforts. 

Are you or do you know a high-school senior or current student pursuing an
undergraduate degree or technical school with Classical HCU, MSUD, an Organic

Acidemia, PKU, Tyrosinemia, or a Urea Cycle Disorder? Applications for the 2024-
2025 academic year are now being accepted at scholars.flok.org. The application

deadline is March 15, 2024.  scholars.flok.org 

http://scholars.flok.org/
http://scholars.flok.org/
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If you've had a successful DTC application, we'd love to hear
from you!

Please connect with Marjorie, our CanPKU+ news editor at
newseditor@canpku.org. so we can feature you and your story in

our next issue.

mailto:newseditor@canpku.org
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Happy new year from Synlogic! The Synpheny-3 is a clinical trial
enrolling now. Synpheny-3 is a clinical trial for adults living with PKU who are
unable to maintain blood Phe levels below 360 micromol/L. Canadians can
participate in any of the locations listed below, including a few new sites that
have opened recently:

Calgary, Alberta: MAGIC Clinic

Principal Investigator: Aneal Khan, MD

Hamilton, Ontario: Hamilton Health Sciences Corporation

Principal Investigator: Murray Potter, MD

Ottawa, Ontario: Children's Hospital of Eastern Ontario

Principal Investigator: Danielle Bourque, MD

Toronto, Ontario: University Health Network

Principal Investigator: Graeme Nimmo, MD

 

Different trial formats may be available depending on the site. Have
questions? Complete the questionnaire on www.pkuresearchstudy.com to speak
with Leyla, Synlogic’s Clinical Case Manager.  

Cick for more info!

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=FEa%2fhhLuZXvX1ZPyIc50stU5MPQ6rFkX8vEjHukfDRKd6JLYYRUrNpvx4qqs1Y%2fPjXB%2fUF%2bPKK6ZHrzaAXgcuowXNmMYm%2fUzYfUE6M9J3tA%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=2WpXWKnxRhg%2bflCKMSeojGlb%2b%2fI%2bu4R4vDkqfCqiWJNMnKEfYaEvoxZPcyh637SAcszzs6%2fhl%2beHJcCspy2x%2buGEfI8Yv300oqyV1MEr3gw%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=g6rMQHvhEDXYN7HH2gvI3ccHUoFhtxCJkO5gqA4yJEx2EsPzza0Y%2bkI8BdS6x%2fIF3vemvwzc7nuMm%2f6f9isgr95lXofH58Uwz1B8914LLlU%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=g6rMQHvhEDXYN7HH2gvI3ccHUoFhtxCJkO5gqA4yJEx2EsPzza0Y%2bkI8BdS6x%2fIF3vemvwzc7nuMm%2f6f9isgr95lXofH58Uwz1B8914LLlU%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=g6rMQHvhEDXYN7HH2gvI3ccHUoFhtxCJkO5gqA4yJEx2EsPzza0Y%2bkI8BdS6x%2fIF3vemvwzc7nuMm%2f6f9isgr95lXofH58Uwz1B8914LLlU%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=g6rMQHvhEDXYN7HH2gvI3ccHUoFhtxCJkO5gqA4yJEx2EsPzza0Y%2bkI8BdS6x%2fIF3vemvwzc7nuMm%2f6f9isgr95lXofH58Uwz1B8914LLlU%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=FEa%2fhhLuZXvX1ZPyIc50stU5MPQ6rFkX8vEjHukfDRKd6JLYYRUrNpvx4qqs1Y%2fPjXB%2fUF%2bPKK6ZHrzaAXgcuowXNmMYm%2fUzYfUE6M9J3tA%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=0tXpZ6jOpRFt2Ea9jke5ILU62YcCl3cirPlz7tgK7rvfS3xDJdXheksHcG4lUPjGH%2fZ2nXs%2fIpTvrywfjQTsVIFuyQnmGIG6YZtVjBgS230%3d
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Feature Recipe
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Thank you to Jessica from the PKU Worldwide Support Group on Facebook for
this recipe! With the recent cold snap across Canada, a recipe like this is

perfect for those cold days. Such a versatile recipe. Add it to soups and more. 

Thank you for sharing, Jessica!

Updates and Articles of Interest

PTC Therapeutics to Present Recent Data for Sepiapterin at the Society
for the Study of Inborn Errors of Metabolism (SSIEM) Annual Symposium

https://www.globenewswire.com/news-release/2024/01/04/
2803824/0/en/Synlogic-Provides-Corporate-Update-and-Outlook-for-2024.html

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=dHxOE6SkZ%2bbgYY4zxuoc604bbHWJCXzYITTL%2bHiVE2OSyaU59ttumzi2wFB3r8FHflBA9aW46VTYxioJUvmW7ClyUrl4dFpuu034frFmS94%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=dHxOE6SkZ%2bbgYY4zxuoc604bbHWJCXzYITTL%2bHiVE2OSyaU59ttumzi2wFB3r8FHflBA9aW46VTYxioJUvmW7ClyUrl4dFpuu034frFmS94%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=dHxOE6SkZ%2bbgYY4zxuoc604bbHWJCXzYITTL%2bHiVE2OSyaU59ttumzi2wFB3r8FHflBA9aW46VTYxioJUvmW7ClyUrl4dFpuu034frFmS94%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=dHxOE6SkZ%2bbgYY4zxuoc604bbHWJCXzYITTL%2bHiVE2OSyaU59ttumzi2wFB3r8FHflBA9aW46VTYxioJUvmW7ClyUrl4dFpuu034frFmS94%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=dHxOE6SkZ%2bbgYY4zxuoc604bbHWJCXzYITTL%2bHiVE2OSyaU59ttumzi2wFB3r8FHflBA9aW46VTYxioJUvmW7ClyUrl4dFpuu034frFmS94%3d
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Pharmac Expands Funded Supplement Options For People With Inherited
Metabolic Diseases

https://www.scoop.co.nz/stories/GE2401/S00005/pharmac-expands-funded-
supplement-options-for-people-with-inherited-metabolic-diseases.htm

Revolutionizing treatment: Tandem Bio taps into placental cell power to
combat rare metabolic disorders

Christianeh Sarkissian, PhD, mentioned here, also volunteers as a scientific
advisor to CanPKU+ and has for many years. 

https://www.digitaljournal.com/tech-science/revolutionizing-treatment-tandem-
bio-taps-into-placental-cell-power-to-combat-rare-metabolic-
disorders/articlehttps://www.linkedin.com/posts/christinehsarkissian_
revolutionizing-treatment-tandem-bio-taps-activity-7150878423555391488-
hGV3?utm_source=share&utm_medium=member_ios

https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=gtmv%2bNB4RXOm%2fu7l8K2NaTCAanbjfqcqHA6c18LARVwWvYOJ%2fSm5YrvlDW71m4aM0r0JIxTBE1BWVe5T4lhRyBACY%2bfMcsw5yGFzci%2fDXbM%3d
https://canpku.org/EmailTracker/LinkTracker.ashx?linkAndRecipientCode=gtmv%2bNB4RXOm%2fu7l8K2NaTCAanbjfqcqHA6c18LARVwWvYOJ%2fSm5YrvlDW71m4aM0r0JIxTBE1BWVe5T4lhRyBACY%2bfMcsw5yGFzci%2fDXbM%3d
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Canadian News

Opinion: Spend less on dental care and pharmacare, more on treatments
for rare medical disorders

Three million Canadians suffer from rare illnesses. Although drugs exist for
some of them, they are often prohibitively expensive

Nigel Rawson and John Adams, Special to Financial Post

https://financialpost.com/opinion/opinion-spend-less-on-dental-care-and-
pharmacare-more-on-treatments-for-rare-medical-disordershttps://www.
pennmedicine.org/news/news-releases/2023/august/penn-team-seeks-to-
create-treatments-for-3-rare-genetic-diseases
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ATTENTION THOSE LIVING IN BC!!

WE NEED YOUR HELP!!

CanPKU+ is joining The Gastrointestinal Society, as a member of the MedAccessBC Coalition, unveiled a
groundbreaking analysis shedding light on the concerning inequity in British Columbia’s public drug plan.
The findings underscore that BC not only allocates the least per capita but also provides coverage for fewer
prescription medicines compared with all other provinces in Canada.

While provinces nationwide have greenlit numerous medications in their public drug plans, BC stands
apart by denying coverage for crucial treatments. This denial has far-reaching consequences for patients
grappling with conditions such as acne, bone fractures, migraines, multiple sclerosis, schizophrenia, short
bowel syndrome, skin diseases, and more. Those affected are left with limited alternatives, unless equipped
with private drug insurance, the financial means for out-of-pocket expenses, or the ability to relocate to
another province.

More information on how you can help and join the efforts can be found at canpku.org/MedAccess-BC 

http://canpku.org/MedAccess-BC
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Excerpt from the Garrod Association Newsletter, December 2023 
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"Delayed and denied: The challenges faced by
Canadians with rare disorders due to ill-advised drug
policies" 

YouTube: https://www.youtube.com/watch?v=VVun0ujKMtk
MLI website: https://macdonaldlaurier.ca/event/delayed-and-
denied/
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John will be presenting a poster at the SIMD scientific conference in April
about a rare diseases patient registries project called INFORM-RARE. 

Poster abstract:

concentra�on in blood or other �ssues, and phenylalanine tolerance;
and for MPS: cogni�ve development, disease progression, and skeletal
and joint disease. Par�cipants will own their data and have control
over its use through consent-based op�ons, including sharing with
external researchers.

Conclusions: The Canadian PKU Registry and The Canadian MPS
Registry will support observa�onal and interven�onal research to
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Registry will support observa�onal and interven�onal research to
ul�mately improve care and outcomes for individuals with PKU and
MPS, respec�vely. The framework and methods described are scalable
to other rare diseases.

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
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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

CanPKU+ Sponsors
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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.

PTC Therapeutics will be returning as a Platinum Sponsor
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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.

www.canpku.org

http://w.canpku.org/
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