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Earlier this year, members of the CFA had the privilege of attending the Fabry International Network (FIN) meeting in Portugal. Gathered together were patient leaders, clinicians, researchers, and advocates from across the globe each committed to improving the lives of those affected by Fabry disease. What stood out most to me was this simple but powerful truth: rare is everywhere

In every country, on every continent, there are individuals and families living with Fabry.  

The FIN meeting served as a reminder that we are not alone in this work. Instead, we

are part of a growing, global community united by shared purpose and compassion.

Throughout the meeting, we explored critical issues: from clinical advances and

multidisiplinary care to mental health, menopause, and youth engagement. We

learned about creative advocacy initiatives, emerging therapies, and ways to better

support families across all stages of the Fabry journey. 

Action Step for the CFA 

Dawn Laney presented on the intersection of menopause and Fabry disease, which is a critical

and under-discussed topic for women living with Fabry. This is a topic the CFA would like to

continue learning about to share with our community. 

Thank you to Fabry International Network for 20 years

ofdedication, advocacy, and leadership!



Prairie province patient

empowerment meeting and youth

& young adult summit



You reminded us that while our paths differ,
we can still choose how we move through

them. 

                                                  - Fabry Patient 

What I Took Home From The Summit



 “It felt so good to talk about mental health
openly. Sometimes we focus so much on

the physical side — I needed this reminder
that my emotional well-being matters too.”

— Fabry patient, Alberta

“Being with others who just get it, that
alone is powerful. I left feeling more

connected and more informed.”

— Parent of a young adult patient

“It wasn’t just information. It was
empowerment. I learned how to ask better
questions and advocate for myself with my

care team.”

— Young adult living with Fabry

REFLECT IONS:
“Dr. Khan made me feel hopeful for the first

time in a long time, I believe better
treatments are coming and that someone
truly understands what we go through.”

— First time participant, Fabry patient
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Patients and Families living in BC

Patient Empowerment Meeting
coming soon!

Learn from experts in
the Fabry field. 

Connect with others
going through similar
challenges.

Hear from Dr. Seema
Kanwal who shares a
functional medicine
perspective.

Get more tools in your
toolbox to live well
with Fabry.



The Canadian Fabry Association hosted a transformative 10-
week wellness series led by Dr. Seema Kanwal, a Naturopathic
Doctor with a deep understanding of chronic illness and rare

disease care.

Through this intimate and engaging virtual program,
participants explored essential dimensions of whole-person

health — from hormonal balance and anti-inflammatory
eating, to sustainable lifestyle strategies that support energy,
sleep, and stress management. Each session was grounded in

science but delivered with compassion, meeting Fabry
patients where they are.

One of the most impactful elements of the series was its
interactive and personalized approach. Participants were

invited to bring their Fabry-specific questions, allowing Dr.
Kanwal to tailor guidance to individual needs and concerns.
This format not only provided education, but also created a
safe, collaborative space for reflection and empowerment.

We’re grateful to Dr. Kanwal for her time, expertise, and
thoughtful care. As we continue to center holistic support in
our community offerings, we look forward to building on the

success of this series. 

We are offering
this 5-part

workshop to
the Fabry

community for
$25.00

Empowering Health Through Functional Medicine:

https://courses.drkanwal.com/cc/YqzXK-nX3iU


Episode 12: A Modern Era in Cardiac Care: Fabry Disease AI,
& the Power of Partnership - Dr. John Jefferies 

Episode 11: EMDR Therapy & Fabry - Linda Quaranta

Episode 10: Fabry & Mental Health - Christine Leighland 

Episode 9: Decision Fatigue - Jennifer Seidman 

FABRY PODCAST 
A PLACE FOR IMPORTANT CONVERSATIONS

TO LISTEN
SCAN THE QR CODE
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GET CONNECTED 

Website: www.fabrycanada.com 
Facebook: Canadian Fabry Association 
Instagram: Canadian Fabry Association
X: CdnFabry
LinkedIn: Canadian Fabry Association



IN PARTNERSHIP WITH

KGA offers mental health, family, work, and home support, referrals, webinars, and other resources
explained at:

 https://www.youtube.com/watch?https://www.youtube.com/watch?v=BvU5NKdOGnI&t=192s

Please note that the video was recorded before our CFA partnership so the CFA is not mentioned in
the video, but the entire program applies to the Canadian Fabry community also. 

**Please use the webinar link above rather than the inactive link in the image below.

The NFDF and CFA teams



Make a donation

Make a Donation

Your generosity directly contributes to the events
and initiatives that bring patients and families
education, support, and a sense of community. It
enables the CFA to continue to advocate, bring
awareness, and support research. 
To make a donation to the Canadian Fabry
Association visit www.fabrycanada.com.

 Or  send a cheque to the address below:

The Fabry Charity Association
1964 Hawkridge Dr. 
Thunder Bay, ON.
P7J 1H2

Thank you for making an impact, it makes a difference.

http://www.fabrycanada.com/


To read
the full
article

https://investor.sangamo.com/news-releases/news-release-details/sangamo-therapeutics-announces-positive-topline-results


Thank You
for your support

Sponsor Corner

We would like to thank all of the physicians,
specialists, and medical professionals that
have helped in so many ways. From
providing guidance on medical terms and
details to caring for members of our
community every day.

We would also like to thank all of the
patients and family members that have
volunteered their time and energy to assist
in all the many ways that are necessary in
the creation of such a large effort. It is
through their efforts that we hope to inform
and build a community of Fabry patients for
the benefit of patients, their families, and
caregivers. 

Thank you to our industry leaders for your
support and collaboration. We receive
financial support from Pharmaceutical
companies who are currently committed to
advancing medical research, developing
groundbreaking treatments, ensuring access
to essential medications, and continuing to
create hope for Fabry patients.

All your support empowers us to achieve
our mission and create positive change in
the world.

We would like to thank all of our supporters
that helped make this newsletter possible.


