
ThalaVision
T H A L A S S E M I A  F O U N D AT I O N  O F  C A N A D A  N E W S L E T T E R

26th Annual Valentine’s 
Dinner Dance
The Valentine’s Dinner Dance is the Thalassemia Foundation of 
Canada’s largest annual fundraiser. The Foundation relies on the 
event to raise much-needed funds to support thalassemia patients 
and their families, and to assist in funding research on treatment  
for the disease.

On Saturday, February 21, 2015, over 500 friends, family members  
and medical professionals attended the 26th annual event, which 
was held at Riviera Parque Dining, Banquet & Convention Centre 
in Concord, Ontario. As guests arrived and enjoyed the delicious 
antipasto bar, they were serenaded by The Motown Boys, who 
performed some of the biggest hits in Motown music.

Throughout the evening, attendees had the opportunity to peruse 
and purchase the beautiful accessories on sale by A Glitter of  
Hope Jewellery. They were also able to purchase tickets for the  
50/50 draw and add their names to the bidding lists for the  
exclusive items for sale in the silent auction. 

The Masters of Ceremony, Angela Marra-Sudano and Tony 
Gentilucci, officially welcomed guests to the event, and led them 
through the various portions of the evening, such as the drawing of 
the raffle and door prizes and the announcements of the recipients  
of the Foundation’s numerous awards.

One award presented was the Appreciation Award, given for 
outstanding support and contributions to the Thalassemia 
Foundation of Canada, and for always being ready to lend a hand. 
The recipient of this was Tony Tsao, a Trustee of the Foundation. 

Another award given out was the Hourglass Award. This was presented 
to Karen Charpentier, a Clinical Nurse Specialist at The Hospital  
for Sick Children, for demonstrating comfort, caring, dedication and 
compassion towards thalassemia patients.
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Last year was a busy and exciting one for the 
Thalassemia Foundation of Canada (TFC), 
and I am pleased to share parts of it with you. 

Our focus has always been to ensure the 
highest quality of care for thalassemia patients. 
After all, it’s our patients who inspire and 
motivate us to keep working, plan ahead and 
tackle whatever challenges the future holds. 

As Canadians, we are proud of our universal 
healthcare system, which provides us with a 
safe and reliable blood supply. The system is 
instrumental to the health and wellbeing of the 
thalassemia community. The TFC continues 
to proudly collaborate with Canadian Blood 
Services at various stakeholder levels to ensure 

that our blood system remains safe, reliable 
and accountable for our patients and all 
Canadians in general. I would like to extend 
special thanks to all those selfless blood donors 
who provide the gift of life and maintain the 
supply of required blood every day so that our 
patients can live and thrive every single day. 

A large part of the TFC’s mission is educating 
patients and increasing their knowledge on 
the management of thalassemia. To this end, 
we undertook a number of initiatives last year  
to boost thalassemia education and awareness. 
On May 9, the TFC, together with The 
Hospital for Sick Children, hosted a patient 
and parent workshop so we could meet and 
greet with some of the younger patients and 
families in the thalassemia community. The  
event was a huge success, with many new 
friendships made. 

Another great initiative – and one of my 
proudest moments since being involved with 
the TFC – was hosting Lifelines: A Canadian 
Conference on Health and Thalassemia. 
The conference was held in Toronto from 
September 25-26, and nearly 300 delegates, 
consisting of healthcare professionals, patients 
and families, attended the function over  
the two days. The keynote speaker, Dr. Paul 
Telfer, Honorary Consultant Haematologist  
at Barts Health NHS Trust (based at The  
Royal London Hospital), gave a compelling 
presentation on various issues affecting non- 

transfusion-dependant thalassemia patients. 
The conference featured many other excellent 
speakers, who provided updates on topics 
such as chelation therapy, late cardiac effects, 
Hepatitis C, fertility and pregnancy, and 
gene therapy. Interactive workshops were 
held each afternoon, led by a number of  
“expert” patients, in order to engage dialogue 
from delegates on specific topics. The 
conference was a great opportunity to both 
create new collaborations and strengthen 
existing collaborations within the Canadian 
thalassemia community. We had patients 
and healthcare professionals representing and 
attending from Calgary, Vancouver, Ottawa 
and Montreal. These are indeed exciting times 
for thalassemia care, when you consider the 
comprehensive care now available across 
Canada and the prospect of curative therapy 
for all thalassemia patients in the form of 
gene therapy and transplantation. A special 
thank you goes out to Dr. Richard Ward for 
his tireless support and for ensuring that the 
program was enriched with current topics 
relevant to all in our community. Thank you 
also to all conference committee members, 
speakers, volunteers and all who attended  
and supported this conference and made it a 
great success that we can all be proud of.

On May 30, 2015, I and a number of past 
and current TFC members had the honour 
of attending a dinner dance celebrating 

Helen Ziavras
President, 
Thalassemia Foundation of Canada
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100 years of the Sons of Italy. I would like 
to extend congratulations to Josie Cumbo, 
then the Canadian National President of 
the Sons of Italy, for being the recipient of 
the prestigious Chris Bennedson Memorial 
Award. The award is named after a past 
TFC president, and is given for exemplary 
service and commitment to the thalassemia 
community. You may be interested to know 
that Josie was the first woman president at the 
national level for the Sons of Italy in 94 years. 
What an accomplishment! (Recently, Joseph 
Monachino was named the Canadian National 
President of the Sons of Italy.) Thank you to 
the Sons of Italy for their continued support; 
they have always been great collaborators in 
our vision for the future.

I would like to take this opportunity to invite  
you all to the Thalassemia Foundation of 
Canada’s 27th Annual Valentine’s Dinner 
Dance on Saturday, February 20, 2016, 
at Riviera Parque Dining, Banquet & 
Convention Centre in Concord, Ontario. 
(See the advertisement on page 18 for more 
information). This is the TFC’s grandest 
fundraiser of the year and we rely on the 
funds from this event to meet the Foundation’s 
objectives, including providing enough research 
grant money to ensure necessary scientific work 
is being completed. I look forward to seeing  
you there and thank you for supporting all the 
hard work done by our dance committee to 
ensure this is a successful event.

Another event I’d like to tell you about is 
our Guelph Chapter’s annual dinner dance, 
led by Anita Aimola, a thalassemia patient.  
Anita continues to put much effort into 
producing a wonderful event that everyone 
can enjoy. She is a true thalassemia hero who 
is determined to constantly do what she can  
to raise awareness and funds for research. 
Thank you to Anita, and to all the volunteers 
who help her year after year, for your relentless 
work and support! This year’s dance will be 
held on April 16 at the Italian Canadian Club, 
so come out and join us for a fun evening.

The TFC has embarked on an exciting 
collaboration with the Sickle Cell Awareness 
Group of Ontario called Learning for Life 
Series. In this venture, we are focusing on 
a number of topical issues with the aim of 
educating and inspiring our communities. 
The first event in the series, held on September 
12, 2015, was Adhering to Iron Chelators 
and Other Therapies. It provided a platform 
for patients and their families to ask questions 
that could otherwise prevent/reduce adherence 
to a treatment program; improve compliance 
to treatment; and improve quality of life and 
better health outcomes. The second event 
in the series, held on November 21, 2015, 

in affiliation with The Hospital for Sick 
Children, was Post Secondary Education 
Learning. This forum was aimed at our young 
adult patients to empower them as they enter 
college or university, as well as to give them the 
tools to work with so they can find help and 
answers to their questions as they navigate the 
education system. Please check our website 
(thalassemia.ca) for information on future 
Learning for Life Series events. 

I look to 2016 with much anticipation and 
optimism regarding achieving the goals we 
have planned. One of these goals is to expand 
our network of healthcare providers across  
the country. Doing so will enable us to share 
information, and ensure patients and families 
countrywide have easy access to all of the 
experts who help us every day to live well with 
thalassemia. In order to do this, we require 
the commitment of our healthcare providers 
to guide us in this direction, as well as the 
support of our community. And to achieve 
this and other initiatives, we need to unite  
and support each other, as this is the only way 
we can accomplish anything nationally and 
make an impact across the country.

With warmest wishes,

Helen Ziavras
President, Thalassemia Foundation of Canada

Thalassemia Foundation 
of Canada’s 27th Annual 
Valentine’s Dinner Dance

February 20, 2016
Riviera Parque Dining,  
Banquet & Convention Centre

Contact: Christina Marra 
Tel: 416.735.1180  
Email: cmarra@romafence.com

Thalassemia Foundation of 
Canada – Guelph Chapter’s 
22nd Annual Dinner Dance 

April 16, 2016
The Italian Canadian Club

For more information on  
current and future events 
please visit us online at: 

thalassemia.ca/ 
events-fundraisers 

Upcoming Events  
for 2016

Our focus has always been to 
ensure the highest quality of 
care for thalassemia patients.

Contact: Anita Aimola 
Tel: 519.821.5802  
Email: bellaimola@hotmail.com

Bowling for Thalassemia 
Fundraiser

June 10, 2016
NEBs Funworld in Oshawa

Contact: Fame Risorto 
Email: risortofame@hotmail.com

Roma Fence Group of 
Companies’ 20th Annual  
Golf Invitational  

August 17, 2016
Golf course to be announced

Contact: Christina Marra 
Tel: 416.735.1180  
Email: cmarra@romafence.com
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26th Valentine’s Dance

The final award presentations were for 
the 2015 Corrado Falcitelli Memorial 
Scholarship Award and the 2015 Secondary 
Student Excellence Award. The Corrado 
Falcitelli Memorial Scholarship Award is 
given to a Canadian citizen with thalassemia 
major or intermedia who is registered in a 
full-time post-secondary education program, 
in order to provide an incentive to patients 
who are continuing their education. The 
recipient of this award was Cody Chau. The 
Secondary Student Excellence Award is given 
to a Canadian secondary school student with 
thalassemia major, to recognize thalassemia 
patients who demonstrate determination, 
commitment, and enthusiasm, and to 
motivate and encourage thalassemia patients 
to continue to work through life’s challenges 
and contribute to their community. Khadija 
Fazal received this award.

The Thalassemia Foundation of Canada is 
grateful to all of the recipients for their hard 
work and dedication to its cause.

Dr. Kevin Kuo, a Staff Hematologist in 
the Red Blood Cells Disorder Program at 
Toronto General Hospital, was the esteemed 
guest speaker at the 2015 gala. Dr. Kuo both 

educated and entertained the crowd with 
his informative and heartfelt talk, and the 
Foundation thanks him for his involvement 
in the event. 

Finally, thanks to the efforts of all donors, 
sponsors and other supporters of the 
Valentine’s Dinner Dance, the Thalassemia 
Foundation of Canada was able to donate 
$110,000 towards thalassemia research  
in 2015. The cheque for this donation  
was presented by the Board members at  
the dance. 

After the formal part of the evening the 
guests were ready to let loose, and New 
Image Band let them do exactly that, 
playing a great mix of classics and current 
Top 40 hits.

The Thalassemia Foundation of Canada 
would like to thank everyone involved in 
the event, especially the volunteers who 
gave so freely of their time, and the donors 
and sponsors who continue to amaze with 
their endless generosity. Without your help 
and support, this event – and the success 
of the Thalassemia Foundation of Canada – 
would not be possible.

Save the Date 
and Sponsorship 
Opportunities
Our next Valentine’s Dinner Dance 
is fast approaching! Join us Saturday, 
February 20, 2016, once again at 
Riviera Parque Dining, Banquet & 
Convention Centre. The evening 
will feature musical entertainment, 
a gourmet meal, and great prizes. 
We look forward to welcoming you 
to another unforgettable event in 
support of a great cause. For more 
information, or to learn how you 
can get involved or sponsor the 
event, please contact:

Christina Marra
Tel: 416.735.1180  
Email: cmarra@romafence.com

Mailing address:
340 Falstaff Ave.
Suite 204
North York, ON  
M6L 3E8
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Contributors

Acadian Driveaway 

A Glitter of Hope Jewellery 

Alumarail Manufacturing Inc. 

Angela Marra-Sudano 

ApoPharma 

Avante Property Services 

Bassett Direct 

Beneplan Inc. 

Ber-Cool Ltd. 

Bodyworx Vitality 

Brian Boyd 

Cindy DiNino 

Dr. Kevin Kuo 

Entourage Photography 

Eric Pesce 

Eurofase 

Fazzari & Partners LLP 

Heather Lee (Immanuel Florist) 

Josie Cumbo 

Maranello Motors 

Marygrace Bancheri 

Order Sons of Italy of Canada 

Prestige Land Maintenance 

Roma Fence Ltd. 

Sam & Bessie Calabria 

Sam & Dina Falcitelli 

Sandra Salvino 

Signature Bindery Services Inc. 

Supreme Financial 

TD Commercial Banking 

(Pine Valley & 7)

Ti Amo Decorating 

Tony & Gino Falcitelli 

Tony Gentilucci (OMNI TV) 

Tony Marra

Table Sponsors

Adelina & Sergio Ceccarelli 

Amedeo & Enza Salituro 

Angelo & Rita Viola 

ApoPharma Inc. (Apotex) 

Avante Property Services 

Cindy DiNino 

Ciro & Angela Polsinelli 

Eastern Power Ltd. 

Fame & John Risorto 

Fazzari & Partners LLP 

Joe & Patricia Costa 

John & Anna Maiorano 

Masters Insurance 

Mike & Silvia Livia 

Nick & Helen Ziavras 

Novartis 

Order Sons of Italy Canada 

Remo Ferri Group of Automobiles 

Roma Fence Ltd. 

Stefanie Polsinelli 

The Falcitelli Family 

Tony Marra 

Tony Tsao

Thank You to All 
Contributors and 
Table Sponsors!

➤ ➤ thalassemia.ca
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Lifelines: A Canadian 
Conference on Health 
and Thalassemia 
By Bessie Calabria

The Thalassemia Foundation of Canada, in partnership with the 
Canadian Haemoglobinopathy Association (CanHaem), hosted 
its first Pan-Canadian conference entitled Lifelines: A Canadian 
Conference on Health and Thalassemia from September 25-26, 
2015. The conference was an opportunity to showcase Canadian 
and International speakers of the highest calibre presenting 
discussions on state-of-the-art developments in thalassemia care 
and research. We were honoured to have our keynote speakers,  
Dr. Ellen Fung, Dr. Paul Telfer, and Dr. Alexis Thompson.

The conference had a balance of presentations and workshops 
designed to share information and promote discussion. There 
was a wide variety of topics covered, including gene therapy, 
bone health, chelator updates, and thalassemia intermedia. Each 
workshop had a healthcare provider and patient representative 
leading the group discussions, allowing attendees to benefit from  
both perspectives.

The conference also presented an opportunity for healthcare 
providers, patients, and families to network within the thalassemia 
community both during the conference and at our cocktail 
reception. For remote patients and families with newly diagnosed 
children, this experience can be invaluable. 

The conference was a huge success and we look forward to 
collaborating with CanHaem in future to host similar events.  
A special thanks goes out to the organizing committee for all of 
their hard work and dedication.

Thalassemia Family 
Education Day 
By Helen Ziavras

On May 9, 2015, a Thalassemia Family Education Day was held  
with our thalassemia community at The Hospital for Sick Children. 
The event provided a way for families and patients to educate 
themselves and to meet members of the Foundation, hospital staff,  
and fellow thalassemia community members. 

Several topics were discussed at the event, including: The Transition 
Clinic and Process; Research: Why it is Important; Reflections on 
Living with Thalassemia (from adult thalassemia patients); Bone 
Marrow Transplantation vs. Transfusion Standard Care – Making the 
Choice in 2015. There was also a very enlightening presentation by 
Cassandra Malandrino, a patient at The Hospital for Sick Children, 
who spoke about the approach to life when a family member  
has thalassemia. 

Thalassemia Family Education Day also provided the opportunity  
to hear the needs of, and challenges faced by, families whose children 
have chronic conditions, and to share inspiring patient stories. Thank 
you to all who attended and made this event such a success.

Continuing Education
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Patients Partnering  
in their Care
By Heather Gordon  
Social Worker (Red Blood Cell Disorders Program)

The Red Blood Cell Disorders (RBCD) Program at Toronto 
General Hospital engaged patients to partner in their care by 
creating a forum that provides clinic members with a platform 
to educate and raise awareness about RBCD, collaborate with 
various stakeholders, and create a community environment. 
The Thalassemia Foundation of Canada plays a key role as a  
community partner in the annual Red Blood Cell Patient Forum. 

After a successful first forum in 2014, a second event was 
held on April 18, 2015, with a total of 34 patients and nearly  
20 stakeholders taking part in the program. 

Here a few of the successes  
from the most recent forum:
•  Over 98% of the attendees graded the forum as excellent  

or good
• Patients developed strong leadership skills
• Peer relationships and support networks were enhanced
•  Patients strengthened their ability to organize and 

facilitate meetings
•  Hospital and community leaders increased their 

collaborations
•  A resource guide was designed to assist with the planning 

of future forums

The next forum will be held on April 30, 2016, from 9:00 a.m. 
– 5:00 p.m. at Toronto General Hospital (1EN Main Library).  
If you are interested in helping to plan the forum or you would  
like to attend, please contact me at 416-340-4800 ext. 3866.
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Continuing Education

Understanding  
Alpha Thalassemia
By Manuela Merelles-Pulcini 
Clinical Research Nurse Coordinator, 
Hemoglobinopathy Program,  
The Hospital for Sick Children

Healthy hemoglobin (the protein that carries oxygen) is formed 
when you have four globin proteins, two of which are alpha globin 
proteins and two of which are beta globin proteins. In general, the 
particular globin protein chain that is affected as a result of a gene 
mutation is what determines the type of thalassemia a patient has. 
For example, in beta thalassemia, there is a mutation that affects the 
beta globin gene production, causing a deficiency in the beta globin 
proteins. Similarly, in alpha thalassemia, the nonfunctioning alpha 
globin gene results in a deficiency of the alpha globin proteins. 

In alpha thalassemia there are four genes (two inherited from the 
mother and two inherited from the father) that are involved in 
making the alpha globin proteins. The number of mutated genes 
that are inherited from each parent will determine the severity of 
the thalassemia. The most severe form of alpha thalassemia is alpha 
thalassemia major (Bart’s hydrops fetalis). This occurs when all 
four alpha genes are missing (see diagram). 

In utero, the main hemoglobin that is circulating to support the 
fetus’ life is fetal hemoglobin, which is made up of alpha globin 
units. Problems with the fetal hemoglobin are what differentiate 
beta thalassemia major from alpha thalassemia major. Babies with 
beta thalassemia major are born with normal hemoglobin levels 

that start to decrease (resulting in anemia) after several months. 
Alternatively, in alpha thalassemia major, fetal hemoglobin is not 
produced because of the genetic mutations affecting all four alpha 
genes, so in these patients, anemia starts before the baby is even 
born. Survival of these patients is only possible if transfusion therapy is 
started in utero and then continued after birth and throughout the 
patient’s life. 

Fortunately, alpha thalassemia can be very successfully treated,  
provided the diagnosis is made early in the pregnancy. This 
patient population can also do very well throughout life with  
a detailed, comprehensive and multidisciplinary approach to the 
patients’ care.

Research Grant Update
In August 2015, members of the Thalassemia Foundation of  
Canada (TFC) and the Medical Advisory Board met to discuss 
amendments to both the Medical Advisory Board and the grant 
program funded by the TFC. The following two changes were 
determined:

1.  Two new committee members, Dr. Farzana Sayani and  
Dr. Alex Sheftel, were added to replace outgoing 
members. The Medical Advisory Board now consists of 
the following members:

•  Dr. Doug Templeton (University of Toronto), Chair
• Dr. Kostas Pantopoulos (Lady Davis Institute, Montreal)
• Dr. Farzana Sayani (University of Pennsylvania)
•  Dr. Alex Sheftel (Ottawa Heart Institute)
•  Dr. John Wu (BC Children’s Hospital)

2.  The amount of the research grant award was increased 
from $30,000-$40,000 to $40,000-$50,000 to better 
align with grants provided by other Canadian charitable 
organizations. The increase will commence with the 
2016-2017 grant cycle.

Alpha 1 Alpha 2

Alpha 1 Alpha 2

Normal (4 alpha genes)

Alpha Thalassemia Major (0 alpha genes) 
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Fundraising Events

21st Annual Thalassemia 
Foundation of Canada 
Guelph Chapter Dinner 
and Dance
By Anita Aimola  
President (Guelph Chapter)

It was another memorable evening as friends and family came out 
on April 18, 2015, to the Hanlon Convention Centre to support 
the Guelph Chapter of the Thalassemia Foundation of Canada. As 
we welcomed people from near and far to our 21st annual dinner 
dance, we expressed our gratitude on behalf of our Chapter and  
the Foundation as a whole.

The event, which included dinner, dancing, a silent auction, and 
a raffle, raised approximately $12,000. This money will be used to 
help fulfill the Foundation’s mission of funding medical research  
and patient care.

The highlight of the evening was the presentation of awards to three 
deserving individuals. The first award was the Hope Award, given to 
Adam Aimola, a patient who has shown tremendous courage and 
determination in the fight against thalassemia. The second award 
was the Appreciation Award, presented to Kathy Muratis, who has 
been a dedicated committee member and a strong supporter of the 
Foundation. The third award was another Appreciation Award,  
given to Peter Muratis, who has also shown a dedication to our  
cause by designing the evening programmes and tickets for our 
events. These individuals are incredible pillars of strength and bring 
hope to the thalassemia community.

I would like to take this opportunity to thank all of the sponsors 
and donors who made the raffle possible, as well as all the volunteers 
– such as the emcee, Mark Moretti – who gave of their time and 
services to make the event a success. And I’d like to express my 
sincere gratitude to the event committee members – Tilda Aimola, 
Lucy Mattucci, Diane Wagar, Adriana Carlino, Kathy Muratis, and 
Lina Finoro – for all their hard work and support. 

22nd Annual Thalassemia  
Foundation of Canada Guelph 
Chapter Dinner and Dance
We look forward to welcoming you all at this year’s dance, 
being held on Saturday, April 16, 2016 at the Italian 
Canadian Club in Guelph. For more information, contact:

Anita Aimola
Tel: 519.821.5802  
Email: bellaimola@hotmail.com

L-R: Anita Aimola, Adam Aimola, Kathy Muratis and Peter Muratis.
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Fundraising Events

Roma Fence 
19th Annual  
Golf Invitational 
The Roma Fence Group of Companies’ 
19th annual Golf Invitational took place 
at The Country Club golf course in 
Woodbridge, Ontario, on August 26, 
2015. The event was held in support of  
the Thalassemia Foundation of Canada.

Over 100 golfers attended the event, 
which started with a barbeque lunch and 
was followed by a full day of golf. They 
enjoyed snacks and refreshments, such as 
porchetta donated by Montecassino Place 
Woodbridge, fresh fruit, and ice cream,  
as they played on the course. 

After the tournament, the golfers and other 
guests enjoyed a seated dinner, with an 
antipasto bar as well as a full service drink 
bar, at Montecassino Place Woodbridge. 
Each golfer received a gift, with a lucky 
few winning prizes for their performance 
in the tournament. Neil Pemberton won 

Closest to the Pin, John Sproviero won 
Closest to the Barrel, and Winston Penny, 
Mike Penny, Richard Vivian and Randy 
Christopher won Best Foursome. Other 
attendees were fortunate enough to take 
home great raffle prizes. 

The purpose of the Roma Fence Golf 
Invitational is to raise much-needed 
funds for the Thalassemia Foundation 
of Canada. The funds are dedicated to 
education and thalassemia research and to 
provide necessary medical equipment for 
thalassemia patients. 

Thanks go out to all supporters at the golf 
tournament, including Scotiabank, on 
whose behalf Adrian Storino delivered a 
$2,000 donation.

The Thalassemia Foundation of Canada 
and The Roma Fence Group of Companies 

would like to express their gratitude 
to all those who put forth an effort to 
make the 19th annual Golf Invitational a 
tremendous success. Your support is greatly 
appreciated, and we look forward to seeing 
you at next year’s event! 

The purpose of the Roma 
Fence Golf Invitational 
is to raise much-needed 
funds for the Thalassemia 
Foundation of Canada.

The Roma Fence 20th 

Annual Golf Invitational 
Contact Information  
and Hole Sponsorship
The 20th annual Golf Invitational will 
take place on August 17, 2016. For 
more information, or to learn how to 
sponsor the event, please contact:

Christina Marra
Tel: 416.735.1180  
Email: cmarra@romafence.com

Mailing address:
340 Falstaff Ave.
Suite 204
North York, ON  
M6L 3E8
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Acculink Fence & Wire Inc.

Advanced Entry Systems of 

Canada

Anscon Contracting Ltd.

ApoPharma Inc.

Ber-Cool Ltd.

Bolton Steel Tube

Borg Fence

City Environmental Services Ltd.

Cobra Float Services

Duracrete Concrete Fence 

Products

Falco Steel Fabricators

Fernview Construction

Grape Brands Ltd.

Leone Fence Company

LiUNA – Local 183

LiUNA – Local 506

Masters Insurance

MastroRep Sales

Medallion Fence

Mircom/Gardia Inc.

Montecassino Banquet 

& Event Venue

Ontario Mechanical Equipment

Sales

Peninsula Construction

Platinum Printing Group

Powell Contracting

Pronto Reproductions Ltd.

Pro-Star Excavating & Grading

Rocky River Construction Ltd.

Roma Fence Ltd.

Royal Fence

Sam Falcitelli

Sevenview Chrysler

Sometrik Contracting Ltd.

Stone Castle Realty

The Falcitelli Family

The Fence People

Tony Falbo

W.I.G.S.

Thank You to the 
Following 2015 
Contributors and 
Hole Sponsors

➤ ➤ thalassemia.ca



12 WINTER 2015-2016  |   THALAVISION

CORD: A Strategy 
for Rare Diseases 
is a Strategy for All 
Canadians 
By Riyad Elbard
Treasurer,  
Canadian Organization for Rare Disorders

The burden of rare disorders is significant and impacts not only 
those living with the disorders (one in every 12 Canadians), but 
also their families, the healthcare and social systems, the workplace, 
the economy, and our collective social welfare. The Canadian 
Organization for Rare Disorders (CORD) believes that Canada 
needs a rare disease strategy to facilitate and better coordinate the 
efforts of governments and stakeholders involved in addressing 
the current challenges, as well as to ensure that all people with 
rare disorders across the country can enjoy the same timely and 
quality health and social care as patients with more common 
diseases. Further to extensive stakeholder engagement, CORD has 
developed – and is calling for the implementation of – Canada’s  
Rare Disease Strategy.

CORD released a new strategy on May 25, 2015, that will help 
Canada catch up to the rest of the world with respect to caring 
for people with rare illnesses. This new strategy will encourage 
governments and healthcare providers to ensure that all Canadians 
living with rare diseases receive timely, quality care, regardless of 
what disease they have or where they live.

The new strategy recommends an improvement in detecting, 
treating, and preventing rare disorders. Awareness and community 
support are main components of the strategy, since people living 
with rare disorders can often feel isolated. The strategy also aims to 
improve the education of healthcare providers, provide sustainable 
access to therapy, and promote innovative research by supplying 
genetic researchers with the tools and support they need. 

Implementing this Strategy will help bring Canada in line with 
the vast majority of other developed countries that have already 
adopted national plans to improve the health of patients with rare 
diseases. Domestically, we have also already implemented national 
plans or strategies for diabetes, cancer, and mental illness. Canada 
now needs to do the same for people suffering from rare diseases.  

The federal government has an important role to play in helping 
implement this Strategy, especially with regard to rare disease 
research, establishment of rare disease centers of excellence, and 
implementation of a federal orphan drug regulatory framework. 
Regarding the latter issue, we understand that draft regulations 
have already been developed by federal officials and are ready to be 
published. Cooperation and leadership are needed to ensure that 
these regulations get adopted as quickly as possible to help facilitate 
patient access to much-needed new rare disease therapies in Canada. 
CORD will be monitoring progress against these goals with 
all stakeholders. Our shared success will be celebrated when 
policymakers from all levels of government and the rare disorders 

Partner Updates

Canada’s Rare Disease 
Strategy has a five-point action 
plan calling upon all levels of 
government to participate to:
•  Improve early detection and prevention
• Get the right care to patients as early as possible
• Enhance community support
•  Provide sustainable access to promising therapies
•  Promote innovative research

Implementing this strategy will help bring 
Canada in line with the vast majority  
of  other developed countries that have 
already adopted national plans to improve  
the health of patients with rare diseases.
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community can point to specific initiatives that have improved the 
lives of Canadians with rare disorders.

CORD developed a set of principles to help guide governments 
and stakeholders as they move towards achieving the five strategic 
goals. One of these principles is the need to be patient-centred. 
Specifically, CORD wants to emphasize the need to ensure that 
all programs or measures related to rare disorders start from the 
patients’ perspectives and are focused on addressing the needs of 
patients and their families. Patients and their families must be 
involved in every step of the process. 

CORD has assembled a team of Rare Disease Ambassadors to 
serve as spokespersons on behalf of the Strategy. The Ambassadors 
will be asked to share personal stories, help promote the strategy, 
participate in awareness events, and respond to relevant media 
inquiries. To help Ambassadors, CORD developed a spokesperson’s 
kit and a support program, starting with a one-day training session 
held on August 18, 2015. This session focused on the components  
of the Strategy, key speaking points, and media preparation.

A national tour to introduce the Strategy to politicians, healthcare 
providers, and patients is underway. To make this Strategy a reality,  
a commitment is required from all stakeholders, including the 
policy-makers and the general public. To that end, CORD is 
hosting a cross-Canada awareness tour that commenced in the fall 
of 2015 and will lead up to the annual conference on Rare Disease 
Day on February 29, 2016. 

A special training session, entitled Expert Patient Training in 
Health Technology Assessment, was held from November 19-20, 
2015, in Toronto. The purpose of the training was to provide the 
knowledge, skills, and practical tools to empower patients to take 
an informed and effective role in assuring that there is sustained, 
equitable, and affordable access to the most appropriate health 
technologies for all Canadians. The training also highlighted 
that patients are central to defining, monitoring, and evaluating 
the appropriate use of these technologies for individuals and the 
patient population collectively.

Following the training on November 19, CORD hosted Rare Finds, 
a fundraising event in Toronto to support rare disease research in 
Canada. The event gave guests the opportunity to sample rare  
culinary treats – some invented specially for the event – handcrafted 
by master chefs. 

Your support makes a huge difference! Please visit raredisorders.ca 
for information on CORD activities and events.

Cooperation and leadership are needed  
to ensure that these regulations get 
adopted as quickly as possible to help 
facilitate patient access to much-needed 
new rare disease therapies in Canada.
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Partner Updates

Thalassaemia 
International Federation 
News Update
By Riyad Elbard
Treasurer (TIF)

TIF is Recognized and Awarded – Twice!
I am delighted to announce that the Thalassaemia International 
Federation (TIF) has received two awards within the same calendar  
year! The prestigious Dr. LEE Jong-wook Memorial Prize for  
Public Health was presented to TIF for its outstanding global 
contribution in the field of public health. The award ceremony  
was held during the 68th World Health Assembly on May 21, 
2015, in Geneva. 

TIF’s success since its establishment in 1987 undoubtedly 
underlines and demonstrates the significant impact patient/parent 
organizations can have on the promotion of both disease-specific 
and health-oriented policies and programs. The empowerment of 
patients and parents across geographic, cultural, religious, social, 
and linguistic borders, and their transformation into equal partners 
with national and international health bodies in their journey, are 
major successes for TIF and will continue to constitute the main 
focus of its work. 

The second award presented to TIF was the Outstanding 
Contribution Award, which the University of Nicosia grants 
annually to individuals or institutions for their contribution to 
society. The announcement was made at a graduation ceremony 
held on June 25, 2015, at the University of Nicosia in Cyprus. This 
is not only a recognition of TIF work, but also of the importance 
of controlling and clinically managing hemoglobinopathies (many 
of which were fatal diseases only a few decades ago), and giving  
them the necessary attention and increasing their visibility in the 
wider community.

TIF’s New Project
Recently, TIF embarked on a new initiative, focused specifically 
on educating patients, parents, and health professionals on the use 
of safe and effective drugs used in the management of thalassemia 
(and, more importantly, those that remove excess iron from 
the body (i.e. iron chelators)). This new initiative aims to cover  
all regions of the world, starting with the first Round Table  
meeting on the use of generic drugs in thalassemia, mapping the 
situation in the Middle East and North Africa. The meeting 
took place on July 29, 2015, at the Chronic Care Centre in 
Beirut, Lebanon – one of the Thalassaemia Reference Centres 
of the region. The meeting was coordinated by Dr. Androulla  
Eleftheriou, Executive Director of TIF, and Dr. Michael  
Angastiniotis, Medical Advisor of TIF, under the leadership of 
Prof. Ali Taher, a member of TIF’s International Advisory Panel 
and Head of its Regional Advisory Committee.

The Round Table meeting was a brainstorming activity for key 
medical physicians from the Middle East and North Africa with 
whom TIF hopes to form a strong and active network of health 
professionals, with the intent of fighting for safety and effectiveness  
of drugs for all patients. TIF’s position is: drug efficacy and patient 
safety should always outweigh the costs.

Renzo Galanello Training Fellowship
This fellowship was established in 2013 in honour of the late Renzo 
Galanello, Professor of Pediatrics at the University of Cagliari, Italy. 
This fellowship is part of TIF’s educational program and is offered  
to physicians and specialists in the field of hematology, pediatrics,  
or internal medicine. 

The fellowship was initially developed in collaboration with – and 
offered through – the Whittington Hospital NHS Trust in London, 
England, under the supervision of Dr. Farrukh Shah, Consultant 
Hematologist. In an effort to expand the reach of the fellowship 
and collaborate with other reference centres, the training will now 
be offered through University College London Hospitals, under the 
supervision of Professor John Porter, Professor of Hematology, and 
Dr. Perla Eleftheriou, Consultant Hematologist.

Furthermore, training will now be offered to four candidates for 
a period of two to four months, according to their needs. This is 
being done in an effort to educate more health professionals, thus 
contributing to the efforts to offer quality health care in as many 
countries as possible. The program started in 2015 and included 
successful candidates from Egypt, Nigeria, Pakistan, and Maldives. 

European Association for the Study of Liver
TIF was successful in including its perspective for the position 
papers on the topic of viral hepatitis, which has created an impact 
on the development and publication of the 2015 guidelines of 
the European Association for the Study of Liver (EASL). This is 
a big achievement for TIF as it indicates that the importance of 
hemoglobinopathies is finally being recognized.

TIF congratulates EASL for the inclusion of special groups, 
including hemoglobinopathies, for the treatment of hepatitis C 
in its guidelines. TIF also reinitiates its commitment to support  
the work of EASL, the World Health Organization, the World 
Hepatitis Alliance, and the European Union policy makers 
on the promotion of national programs for the prevention and 
management of viral hepatitis. 
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Educational Events
Educational events continue to be the  
focus for TIF. The 2nd Pan-Asian 
Conference was held in Hanoi, Vietnam, 
from September 26-27, 2015. The aim of 
the event, which brings together hundreds  
of participants from a wide range of 
disciplines from across the region, is to foster 
a forum of unprecedented interaction for 
patients, parents, and health professionals, 
while providing an excellent opportunity to 
network, learn about updates, and upgrade 
knowledge on hemoglobin disorders. 

This conference was organized by TIF in 
collaboration with the National Institute 
of Hematology and Blood Transfusion 
in Hanoi and the Vietnam Thalassemia 
Association, under the auspices of the 
Vietnam Ministry of Health.

During the conference, TIF also organized 
a meeting for all the Member Associations 

of the region. With a view to jointly plan 
for next steps, TIF encouraged every 
association to participate by requesting 
that at least two representatives from 
each attend the meeting. Through the 
Associations’ Exhibition Village, the 
meeting also provided a great opportunity 
for each association to promote its work 
and activities.

The first Pan Arab Thalassaemia & 
Haemoglobinopathies Conference 2015 
was held from November 19-21 in Abu 
Dhabi, United Arab Emirates. It was 
organized by the Emirates Society of 
Haematology, under the auspices of the 
H.H. Sheikh Sultan Bin Khalifa Al Nahyan 
Humanitarian and Scientific Foundation 

and the Sultan Bin Khalifa International 
Thalassemia Award (SITA). The scientific 
program included a range of sub-specialties 
in thalassemia and hemoglobinopathies, 
with a focus on care in Middle Eastern and 
Arab countries. The SITA award ceremony 
preceded the conference, and honoured 
individuals and groups that have made 
substantial contributions in the field of 
thalassemia and hemoglobinopathies.

TIF’s 2nd Pan-Middle East Conference 
and 5th Pan-European Conference are in 
the early planning stages, but it is known 
that they will be hosted over the next 
two years. Also, the highly anticipated 
TIF International Patient and Parent 
Conference and TIF International Scientific 
and Medical Conference will be held in  
the fall of 2017. Exact dates and locations 
are yet to be decided, so please stay tuned 
to thalassemia.ca for further details and 
information. 

An Update from 
the NRBDO
By Mohamed Hasham

The Network of Rare Blood Disorder 
Organizations (NRBDO) is a coalition of 
national patients groups, formed to share 
best practices in health care delivery for 
people with rare blood disorders such as 
thalassemia, sickle cell disease, hemophilia, 
porphyria and hereditary angioedema.  
The network celebrated its 10-year 
anniversary at its meeting in Mississauga 
May 2-3, 2015.

As part of the Thalassemia Foundation 
of Canada’s longstanding support of the 
NRBDO, the Foundation has recently 

helped the network in becoming an 
incorporated not-for-profit under the 
Canada Not-For-Profit Corporations Act. 
The NRBDO now has a board of directors 
that supports its day-to-day operation 
as well as member groups that provide 
strategic direction for the network. This 
will allow the NRBDO to grow and more 
effectively advocate on behalf of its member 
groups and support individual members  
in achieving their goals. 

The NRBDO continues to be a great tool 
for the Foundation to learn from other 
charity groups facing similar challenges 
and to share best practices and strategies in 
improving our operations. As an example, 
the NRBDO has been focused on goals that 
are also top-of-mind for the Foundation: 
comprehensive care, safety of the blood 
supply and a national thalassemia patient 
registry. 

At the most recent meeting November 
7-8, 2015, the member groups listened 
to presentations from three models of 
effective comprehensive care, including 
one by Dr. Jacob Pendergrast from the 
Hemoglobinopathy Program at Toronto 
General Hospital and Brooke Allemang 
from the Transition Support Program at 

The Hospital for Sick Children. These 
presentations are part of the NRBDO’s work 
in creating a framework of comprehensive 
care that individual member groups will 
then be able to use in their advocacy efforts 
at clinics across the country.

At the November meeting, the NRBDO 
also heard a proposal by a team at Canadian 
Blood Services to move from the current 
five-year MSM (i.e. men who have had 
sexual intercourse with other men) deferral 
policy for blood donors to a one-year 
MSM deferral, based on the latest scientific 
research and evidence from Canada and 
other countries around the world. NRBDO 
member groups then had an opportunity 
to ask questions and develop a proposed 
policy on behalf of the network for vote by 
their member groups. Topics like these are 
critically important to ensure the health, 
safety, and security of the blood supply 
for transfusion-dependent patients in 
the thalassemia community. At times like 
these, it is very important that the network 
and the Foundation express their position 
and advocate on behalf of the thalassemia 
patients. 

You can learn more about the NRBDO by 
visiting nrbdo.ca/.

TIF’s position is: drug efficacy 
and patient safety should 
always outweigh the costs.
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Falcitelli Scholarship

The purpose of this award is to provide an incentive to patients who 
are continuing their education. We hope this scholarship will inspire 
and motivate patients to reach their education and career goals.

The winner of this year’s Corrado Falcitelli Memorial Scholarship 
Award is Cody Chau of Vancouver, British Columbia. Cody is 
currently studying business in college, and plans to transfer to a 
university in British Columbia where he can continue his studies 
with a career goal of Marketing or Finance. Cody is involved in 
many volunteer activities, such as assisting with community 
nursing and neighbourhood housing, participating in political 
campaigns, and cooking/serving food for community members. 
We congratulate Cody on winning this award and wish him  
success in all his future education and career endeavours. 

The Falcitelli  
Scholarship Awards
By Tony Falcitelli

The 2015 Secondary Student Excellence Award
The Secondary Student Excellence Award is given to a Canadian 
secondary school student with thalassemia major. The purpose of 
this award is to recognize thalassemia patients who demonstrate 
determination, commitment, and enthusiasm. These qualities 
can be revealed through the candidates’ academic achievements, 
extracurricular activities and volunteer work. The Thalassemia 
Secondary Student Excellence Award is intended to motivate and 
encourage thalassemia patients to continue to work through life’s 
challenges, contribute to their community, and share their talents/
gifts with others.

The winner of this year’s Secondary Student Excellence Award is 
Khadija Fazal (right) of Mississauga, Ontario. Khadija is a member 
of her school’s business and fitness clubs, and participated in World 
Math Day; she plans on studying business after high school. We 
congratulate Khadija on winning this award and wish her success 
with her educational and career goals.

The 2015 Corrado Falcitelli Memorial  
Scholarship Award
In memory of Corrado Falcitelli, one of the past presidents of the 
Thalassemia Foundation of Canada, the Falcitelli family and the 
Foundation have created a scholarship award. This scholarship is 
awarded to a Canadian citizen with thalassemia major or intermedia 
who is registered in a full-time post-secondary education program. 

The due date for the 2016 Secondary Student Excellence  
Award and the 2016 Corrado Falcitelli Memorial 
Scholarship Award is January 22, 2016. We encourage  
all secondary and post-secondary students to apply. 
Please visit thalassemia.ca for details.

The Mission of the 
Thalassemia Foundation 
of Canada 
To support and fund thalassemia scientific research, treatment, 
patient services, public awareness and education.

A Cure Remains to be Found
Thalassemia is a lifelong condition that presents many unique 
challenges. The physical demands of the disease and the ongoing 
medical treatment needed for it can take a toll on patients and 
families, causing emotional distress and impacting the overall 
effectiveness of treatment, survival, and quality of life.

A cure needs to be found. Please do your part. Donate today.

Our Goals
•  To provide patients and caregivers with accurate and  

up-to-date information on thalassemia research/treatment.
•  To help patients navigate through the health care system, 

while providing beneficial resources and support services  
to the thalassemia community.

•  To further research and innovation in thalassemia  
treatment and care.

Donate
Thalassemia Foundation of Canada 
340 Falstaff Ave., Suite 240, North York, ON  M6L 3E8 
Tel/Fax: 416-242-THAL (8425)
info@thalassemia.ca | thalassemia.ca



THALASSEMIA FOUNDATION OF CANADA NEWSLETTER 17

What is Thalassemia?

What Is Thalassemia?
Thalassemia (derived from thalassa and anaemia, Greek for “sea” 
and “lack of blood,” respectively) is a genetic blood disease, also 
known as Cooley’s anemia or Mediterranean anemia. People born 
with this disorder cannot make normal hemoglobin, which is 
needed to produce healthy red blood cells.

Who Carries Thalassemia?
Thalassemia is most often found in people of Chinese, South Asian, 
Mediterranean, Middle Eastern, or African origin.

What is Thalassemia Major?
In thalassemia major, red blood cells are destroyed almost as soon as 
they are produced, and the bone marrow cannot produce a sufficient 
number to replace them. Children born with thalassemia major 
usually develop the symptoms of severe anemia within the first year 
of life. Lacking the ability to produce normal adult hemoglobin, 
those with thalassemia major experience chronic fatigue, paleness, 
jaundice, and slower growth development. Prolonged anemia will 
cause bone deformities and eventually lead to death within the 
first decade of life. The only treatment to combat severe anemia is  
regular blood transfusions and iron chelation.

What is Thalassemia Intermedia?
Thalassemia Intermedia is caused by one of the more severe thalassemic 
genes combined with a milder thalassemic gene. Children and adults 
living with thalassemia intermedia are moderately anemic but many 
patients survive without regular blood transfusions.

What is Thalassemia Minor?
People with a thalassemia mutation in one gene only are known as 
carriers or are said to have thalassemia minor. Thalassemia minor 
results in no anemia or very slight anemia. People who are carriers 
do not require blood transfusions or iron therapy, unless proven to  
be iron deficient.

How Can Thalassemia be Treated?
Regular blood transfusions allow patients with thalassemia to grow 
normally and be active. Unfortunately, transfusions result in excess 
iron in the body. Excess iron in vital organs increases the risk for 
liver disease, heart, endocrine and spleen complications, diabetes, 
osteoarthritis and osteoporosis – to name just a few. In some cases,  
it can also lead to premature death.

Today, iron chelators (drugs designed to remove excess iron) have 
significantly changed the prognosis of thalassemia. Patients can 
grow and develop normally, with relatively normal heart and liver 
functions. Patients are living longer and having families of their 
own. Medical advances continue to improve the life expectancy 
and quality of life for those living with thalassemia. Treatments that 
are especially promising for the future include gene therapy, bone 
marrow transplants (in which donor bone marrow is inserted into  

the patient’s bones and begins producing normal, healthy blood 
cells), and cord blood transplants (in which stem cells rather than 
bone marrow cells are used in the procedure).

Do You Carry Thalassemia?
Many people from the areas of the world where thalassemia is  
common have thalassemia minor. Checking for thalassemia requires 
a special blood test, called HEMOGLOBIN ELECTROPHORESIS, 
which you must request from your doctor. This test can identify a 
carrier of thalassemia. If you, your parents, or ancestors are from 
an area of the world where thalassemia is common, PLEASE 
REQUEST a hemoglobin electrophoresis blood test from your 
doctor. It is important to identify yourself as a possible carrier of 
thalassemia. Carriers have a one in four (25%) chance with every 
pregnancy of having a baby with thalassemia major if his/her mate 
also has thalassemia minor. 

How do You Inherit Thalassemia?
Thalassemia is an inherited genetic disease. It is not transmitted 
through blood, air, or water. It cannot be caused by poor nutrition  
or medical conditions. If both parents carry thalassemia minor, their 
children may have thalassemia minor, they may have completely 
normal blood, or they may have thalassemia major. In each 
pregnancy there is a one in four (25%) chance that the child will 
have thalassemia major, a two in four (50%) chance that the child 
will have thalassemia minor, and a one in four (25%) chance that  
the child will have normal blood (see diagram above).

A Parent with  
Thalassemia Minor

A Parent with  
Thalassemia Minor

Thalassemia
Major/Intermedia

Thalassemia
Minor

Thalassemia
Minor

Normal 
Blood

The combination of one gene from the mother and one from the 
father leads to three different types of thalassemia: thalassemia 
major, thalassemia intermedia, or thalassemia minor.
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Special Events

A Bridge Across Silos
On October 13, 2015, Helen Ziavras (President, at right) and Nesrin 
Berrack (Trustee, at left) of the Thalassemia Foundation of Canada 
attended an event at the Empire Club of Canada in Toronto. There, 
they heard Dr. Graham Sher (centre), past thalassemia physician at 
Toronto General Hospital and current CEO of Canadian Blood 
Services, present a talk entitled A Bridge Across Silos: Collaboration  
for Innovation and Better Value in Health Care.  

Gift-in-Kind Forms Now Available
The Thalassemia Foundation of Canada now has gift-
in-kind forms which you can request if you would like  
to make a gift donation to the organization’s various 
charitable events. You will receive an associated tax receipt 
for the retail value of the gift.

For a copy of the gift-in-kind donation form, please contact:

Christina Marra
Tel: 416.735.1180  
Email: cmarra@romafence.com

ThalaVision is Now Accepting Ads!
Reach thousands of readers and promote your business while 
supporting a great cause. All proceeds from submitted ads 
go to the Thalassemia Foundation of Canada and its quest 
to fund thalassemia patient care and scientific research.

For ad rates, specs and deadlines, contact:

Stefanie Polsinelli
Email: stefanie.polsinelli@thalassemia.ca

27th Annual  
Valentine’s Dinner Dance 20th Annual Golf Invitational

Wednesday, August 17, 2016
Saturday, February 20, 2016 - 6:30 p.m

Riviera Parque Dining,  
Banquet & Convention Centre 

2800 Hwy 7 West, Concord, Ontario

Deluxe Bar • Antipasto Table  
Four-course Dinner • Silent Auction 

Dancing, Entertainment and much more

For tickets or more information, please contact  
Christina Marra: 416.735.1180 or cmarra@romafence.com 

Reg. Char. # 119068492 RR0001

For more information on this event, contact  
Christina Marra: 416.735.1180 or cmarra@romafence.com

GROUP OF COMPANIES
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Membership Sign-up

Dear Friend,

We are extending an invitation to you, your family members, friends 
and work colleagues to become members of our organization, the 
Thalassemia Foundation of Canada.

For years, the Thalassemia Foundation of Canada has successfully 
achieved its goals through the tremendous dedication of its 
Board members and other volunteer members, and the support 
of generous donations from the public. Our team of volunteers 
consists of patients and non-patients who either serve on our  
Board or as general members; members donate their valuable 
time and effort toward the Foundation’s numerous activities  
and projects.

By becoming a member, you will assist the Thalassemia Foundation 
of Canada in continuing to support and fund thalassemia-based 
scientific research, treatment, patient services, public awareness  
and education.

The benefits of becoming a member, just to name a few, include: 
a subscription to the Foundation’s ThalaVision newsletter; voting 
rights at our Annual General Meeting held in April 2016; access 
to books, brochures and information on thalassemia; and detailed 
information on upcoming events and fundraisers.

In order to become a member for 2016-2017, please complete the 
membership information on the form (right) and mail it, along  
with a $10 membership payment, to the address noted on the form.

Donations along with your membership fee would be greatly 
appreciated. Your donations will bring us closer to reaching our 
ultimate goal of finding a cure for thalassemia. 

Thank you for your support.

Silvia Livia
Vice President, Thalassemia Foundation of Canada

The Thalassemia Foundation of Canada values your 
financial contribution and support. Additional donations 
can be submitted with your $10 membership payment. 

Name:                                                                                 

                                                                                         

Address:                                                                                 

                                                                                         

City:                                                                                   

Province:                 Postal Code:                                                      

Email:                                                                                   

Phone No: (            )                                                                 

Please include your full name and address with your donation  
so a tax receipt can be mailed to you.

Registered Charitable #: 119068492 RR 0001

❑  Please send me updates and information about 
future fundraisers and events.  

❑  I would like to make a donation and enclose my 
cheque/money order for the following amount:

❑  $10.00 ❑  $30.00 ❑  $50.00 ❑                                                                                                                                                     
(Please make your cheque or money order payable 

to the Thalassemia Foundation of Canada)

340 Falstaff Ave., Suite 240
North York, ON  M6L 3E8 

Tel/Fax: 416-242-THAL (8425)
info@thalassemia.ca | thalassemia.ca

Additional Donations

2016 Membership Form
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