


Letter from the Editor:

Springtime is a time of renewal and new beginnings, and the start of a new
year is an opportunity to reflect on the past and set goals for the future. As we

emerge from the darkness of winter, we can look forward to longer days,
warmer weather, and the promise of new growth. Spring is a time of endless

possibilities.

As we move into the new year and the spring season, it's important to
remember that change takes time and effort. We may stumble along the way,

but it's important to stay committed to our goals and remain open to new
opportunities and experiences. So let's embrace this new beginning and all the

exciting things that it brings.

What are your new goals for your low protein diet?

Warmest regards, 

Marjorie Guhl



Inside this issue
Letter from the Editor

Update from our
President

We have a new logo!

Spring activity idea

Welcome: New Board
members

Community story:
Congrats!

What's new at
canpku.org?

Remembering Dr.
Charles Scriver
(1930-2023)

DTC Flyer 

Fundraising update:
Spare for Rare!

Zoom with us!

Upcoming Events

Feature Story

Drive to Thrive

Recipes

Updates and articles
of interest

Let's hear from you!

INFORM RARE

Canadian News

CanPKU Sponsors



.

We have a new logo! 
CanPKU+/CanPCU+ will be our acronym going forward in an effort to be more

inclusive of the other Allied Disorders we represent and assist. The move to
adding Denim (Jean/Gene) Blue was to better align ourselves with the

traditional colours recognized in various other areas of the globe. 



SPRINGTIME ACTIVITY IDEA

Growing a garden with your little ones can be a fun and educational activity for
both you and your children. It not only teaches them about healthy eating and
discipline but also helps them develop a sense of responsibility and
appreciation for the wonderful foods they can enjoy.

Here are some tips for growing a garden with your little ones:

Start small: Start with a small area that your child can manage. It can be
a small plot of land or even a container garden. This will help your child
feel a sense of accomplishment and encourage them to continue.

Choose the right plants: Choose plants that are easy to grow and
maintain, such as herbs, lettuce, carrots, and radishes. These plants
grow relatively quickly, which will keep your child engaged and excited
about the progress.

Involve your child: Involve your child in every aspect of the gardening
process, from choosing the plants to planting, watering, and harvesting.
This will help them develop a sense of ownership and responsibility
towards the garden.

Teach healthy eating habits: Encourage your child to try the fruits and
vegetables they have grown. Explain to them the benefits of eating
healthy, low protein foods and how the plants they have grown contribute
to their overall health.

Practice discipline: Gardening requires discipline and patience. Use this
as an opportunity to teach your child the importance of hard work,
perseverance, and delayed gratification.

Enjoy! And if you do start up a garden with your PKU'er, please send us your
photos at newseditor@canpku.org. We'd love to share with the community!





Congratulations to Lauren Harrison, from our PKU
community, and her team who won Silver at the 2022

Curling Club National Championships that took place from
November 21-26 in Edmonton at West Edmonton Mall.



They represented Ontario at the championship.



Did you know that we now have an interactive map showing all our
metabolic clinics as well as patient locations by postal code?

Adults and Children
Adults Only
Children Only



METABOLIC CLINICS IN CANADA:

https://canpku.org/Our-Allied-Disorders-in-Canada


We're on TikTok! 

Click here to find us!

https://www.tiktok.com/@canpkuandallieddisorders


It is with profound sadness that we share the news of Dr. Charles Scriver’s
death on Friday April 7th, 2023.  Charles passed in Montreal with his loving
family at his bedside. His wife Zipper, his four children Do-Ellen, Peter, Julie
and Paul, and several of his grandchildren had come home from all corners of
the earth to be with him. He died in the city he loved, in a McGill hospital, at the
top of Mount Royal, overlooking his beloved McGill University.  He was home. 

For those of us who knew him well, the loss will remain ever immeasurable.
For the many others whose lives he touched through his work and humanity,
he will be remembered as an extraordinary clinician and scientist whose life
was dedicated to making his very extensive research and that of others
meaningful for patients. He was the epitome of the physician scientist. Charles,
who studied at the Dent Lab in London in the early 1960's, brought the
techniques he learned to the US and Canada, establishing in North America
the study of inborn errors of metabolism. His contributions have had a seminal
influence on biochemical genetics. 

Charles was a truly warm and caring individual; a renaissance person, deeply
knowledgeable not only in science but in the arts - music, poetry, literature, and
language.  Those of us who heard his beautifully delivered lectures and/or
have read his equally beautifully written papers have indeed been fortunate. 

The formal obituary will be shared upon publication. 

A Celebration of Life will take place on Thursday, April 20th at 3:00 pm at the
L l Ch l 7141 Sh b k St t W t M t l H4B 1R6



Loyola Chapel, 7141 Sherbrooke Street West, Montreal, H4B 1R6,
CANADA. All are welcome.

For those who cannot attend, the link for the live stream is
-  https://youtube.com/live/GNDkqZXxWX4?feature=share

In lieu of flowers, donations can be made to the Scriver Family Prize in
Genetics at McGill or the Montreal Children’s Hospital Foundation, Genetics.

Christineh Sarkissian and Harvey Levy

https://youtube.com/live/GNDkqZXxWX4?feature=share


Did you know that May is PKU Awareness month?

Upload photos of any of the following challenges, (or make your own!) for PKU
Awareness month on Facebook, TikTok or Instagram. Use the hashtag
#WeCanPKU for a chance to be featured in our next issue!

-Preparing, Weighing, or Eating low protein food

-Fry Day Friday! (include how much phe is in your fries!)

-Eating out, Low Pro

-Delivery Day! (a photo when your low pro food arrives)

-Blood Test day

-Bottoms Up Formula!

-Paint your nails blue for PKU

-Traveling with PKU

-PKU Clinic Day



y

-PKU Strong- Achievement (a grade, a sport, stayed on track, etc.)



Update from our CanPKU President

Hello from sunny, warm Ajijic, Mexico.

I had a recent health event and wanted to let you all know and share the good
news outcome.

In late March, during 8 flights in 7 days (Canada-USA-Canada-USA-Mexico) I
began to experience shortness of breath walking long distances in airport
terminals. Then I had an episode of acute chest pressure (angina but not pain)
during major physical activity. The angina passed within 3 minutes. This had
not happened before and called for immediate investigation.

A cardiac stress test prompted a second angina episode. An angiogram
confirmed the tentative diagnosis. The main artery nourishing my heart muscle
had a severe, 90% blockage. One might say I was a time bomb for a heart
attack.

The hospital team of seven was expecting this and ready to intervene. (See
photo of operating room.)

They used an innovative procedure of targeted ultrasound to smash up the
blockage which was calcified plaque. Kind of like having a kidney stone in that
artery. (See diagram of obstructed artery.) They blasted the blockage 30 times
to clear it. This procedure is called lithotripsy.

Then they inserted a stent to keep that section of artery wide open. (See
diagram of stented artery.)

The angiogram, lithotripsy and stenting together took about one hour. I was
awake the entire time and only felt mild pain once when they expanded the
stent.

I was kept in hospital overnight for observation and initial healing. The
cardiologist said I could fly the next day, if I wished.

A follow-up check-up a week later indicated all is well.

I feel great and in better health than before. When your heart is getting a full
supply of blood (& oxygen in particular), life is better.

I want to note and praise the excellent diagnostic work up and interventions I
received from cardiologist Dr. Sergio Najar Lopez and team at Hospital San
Francisco de Asis in Guadalajara (Guadalajara is a mecca of health sciences



Francisco de Asis in Guadalajara. (Guadalajara is a mecca of health sciences
for all of Latin America, with 4 medical schools.  Dr. Najar trained in
Guadalajara, Mexico City & Madrid.)

It was all of 3 days from first angina attack to stenting. Not sure this would
have happened so quickly in Canada.

In a second piece of personal news, I am engaged to a fellow Canadian Teresa
Sande from BC who has been living part-time in Ajijic. When we first met - on
Christmas Day - I dubbed her “Saint” Teresa or in Spanish “Santa Teresa” so I
would not forget her name. She is a retired medical doctor and specialist.

She was right there at the time of the first angina attack and knew exactly what
it was and what to do. She has been with me every step of this journey. She is
my guardian angel and quite likely saved my life with prompt action. She truly
is my Santa Teresa.

John Adams
CEO & Co-Founder
Canadian PKU and Allied Disorders



Congratulations on your engagement, John, and we wish you all the best
during your recovery!









We are super excited to launch our T-shirt Fundraiser! We have shirts for
people with HCU, MSUD, PKU, UCDs and those who love them! We have
English. We have French. We can't wait to show you what they are...but

we want to keep them a secret until we launch!

Watch for it, coming soon!!

Nous sommes ravis de lancer notre collecte de fonds pour les t-shirts !
Nous avons des chemises pour les personnes atteintes de HCU, MSUD,
PCU, TCU et ceux qui les aiment ! Nous avons l'anglais. Nous avons le
français. Nous avons hâte de vous montrer ce qu'ils sont... mais nous

voulons les garder secrets jusqu'au lancement ! Surveillez-le ! À venir!!



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 

Recently received donations:

Stephen Schwindt

Click to donate

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.

https://canpku.org/sys/website/?pageId=1075294


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!)

April 22-2pm est.

Parents of those with
PKU (All ages of

PKU)

April 22-11am est.

https://www.canpku.org/event-5125498
https://www.canpku.org/event-5125536


Save the Date:
2023 CanPKU Events

Click to register-cliquez pour vous inscrire

https://www.canpku.org/event-5223344


Click to register-cliquez pour vous inscrire

Click to register-cliquez pour vous inscrire

https://www.canpku.org/event-5085096
https://www.canpku.org/event-4980735


Click to register-cliquez pour
vous inscrire

https://www.canpku.org/event-5015318


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

https://www.canpku.org/event-5016268
https://canpku.org/sys/website/?pageId=1075315


PCU BLOG: Relevant articles on the management of phenylketonuria on a daily basis.

If you follow my blog regularly, you may have read an article a few
months ago on nutrition labels. It contains all kinds of essential

information to analyze to help you make informed choices for your
diet.. This applies to everyone. On the other hand, in the case of

phenylketonuria, mathematics need to be included.

Click for full article

https://phenylcetonurie.com/2022/09/22/the-essential-calculation/#respond








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


I don't know why but Spring always makes me think of delicious baked
breads, rolls etc. Perhaps that is because of Easter. Thank you so much
to Brienna for sharing this delicious Cinnamon Bun recipe with CanPKU.

I will definitely give this a try with my little one. 



Do you have a favorite recipe?  Send them to us by filling out the
form below. This can be found here on our website. 

https://canpku.org/resources/Documents/PKU%20-%20English%20-%20Recipes/Recipe%20Book/(Fillable-single)_Personalized_Recipe_Book_EN_CanPKU.pdf


Click here to download the
Maximum recipe booklet.

Cliquez ici pour télécharger le livret
de recettes Maxamum.

https://nutricia-mcr.veevavault.com/ui/approved_viewer?token=45013-d82ce52d-d4f3-4303-8147-5f76276dffc6&email=Preview&orgid=00DF00000004zGeMAI
https://nutricia-mcr.veevavault.com/ui/approved_viewer?token=45013-bd82e86e-d1dd-4f6c-81d5-9ad8fcbe2ba5&email=Preview&orgid=00DF00000004zGeMAI


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

Cliquez ici pour télécharger le
document de suggestion de
mélange pour Periflex Advance.

Updates and Articles of Interest

Click for full article!

https://acrobat.adobe.com/link/track?uri=urn:aaid:scds:US:09aec712-ea6c-36e3-909c-0ac700489190
https://acrobat.adobe.com/link/track?uri=urn%3Aaaid%3Ascds%3AUS%3Adf12f0e8-edf0-35d9-9707-96a4d27b5c25&viewer!megaVerb=group-discover
https://ottawacitizen.com/opinion/adams-and-steele-canada-must-act-to-fund-drugs-for-rare-diseases


Video Link

"It was a historic day in Montreal with the public launch of the long-awaited
federal strategy on drugs for rare disorders.

It was an honour to be invited by Health Minister Duclos to attend and to
speak"

-John Adams, CanPKU President

This event was broadcast live and a recording is available on YouTube.  

https://www.youtube.com/watch?v=baQE3KNSwbM


Canadian News







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
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

(C l i t k 1@b h ) T h

mailto:tasha.wainstein@bcchr.ca
mailto:Carly.pistawka1@bcchr.ca


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

 

Thank you for your consideration

mailto:Carly.pistawka1@bcchr.ca
mailto:tasha.wainstein@bcchr.ca




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

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.

https://canpku.org/Downloadable-educational-resources
https://canpku.org/Update-your-Profile
https://canpku.org/how-to-use-the-website


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

https://www.biomarin.com/
https://www.cambrooke.com/
https://www.nutricia-na.com/
https://www.vitaflousa.com/about-vitaflo
http://innovativemedicines.ca/
https://www.innomar-strategies.com/
https://www.synlogictx.com/
https://www.phrma.org/
https://www.ptcbio.com/
https://www.canada.ca/en.html
https://www.redcross.ca/how-we-help/current-emergency-responses/covid-19-%E2%80%93-novel-coronavirus/emergency-community-support-fund
https://www.specialtyfoodshop.ca/
https://daiyafoods.com/


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


