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28th Annual Valentine’s
Dinner Dance
On Saturday, February 25, 2017, the Thalassemia Foundation of
Canada held its 28th annual Valentine’s Dinner Dance. The formal
gala is the organization’s largest fundraiser; this year over 500 guests
attended the event. Each year, funds raised at the dance go towards
supporting thalassemia patients and their families, and to assist in
funding research on treatment for the disease.
Once again, the function was held at Riviera Parque Dining,
Banquet & Convention Centre in Vaughan, Ontario. As in the past,
throughout the evening guests were able to buy their tickets for
the 50/50 draw and make their selections of the exclusive items up
for bid in the silent auction.
As the deluxe antipasto bar opened and guests started enjoying the
delicious food on offer, they were entertained by The Motown Boys,
who performed some of the biggest hits in Motown music.
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.
The first award presented was the Appreciation Award, given
for outstanding support and contributions to the Thalassemia
Foundation of Canada. The recipient of this award is always ready
to lend a hand; and the recipient this year was Tony Falcitelli.
The second award given out was the Hourglass Award. This was
presented to Brooke Allegman, for demonstrating comfort, caring,
dedication and compassion towards thalassemia patients.
Continued on page 4 ➤➤
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President’s Message
You see, hope is the conviction that, no matter
the circumstances, God’s plans for our lives are
for good and not for disaster. As humans, we
need hope. We can’t live without it. It is the only
thing that pulls us out of the deep trenches of the
pain and hurt in life. As a thalassemia patient,
I, along with my family, have always held on
to hope; the hope that there will always be the
kind generosity of blood donors to keep me
and all others who are dependent on monthly
blood transfusions alive. We are so blessed and
fortunate to have all those selfless people who
give of themselves so freely to help those in need.
Helen Ziavras

President,
Thalassemia Foundation of Canada
Greetings to all of our valued readers and hope
you enjoy this summer issue of our newsletter!
We have put together a review of what we have
been up to this past year and all the events we
are looking forward to for the year ahead.
I’ve been thinking and talking about hope lately
and the importance of it in a person’s life. You
see, “hope” is a big word that carries a lot of
weight. We hope that we have good health, and
food and shelter for our family and ourselves.
We hope for love and light in our lives, and
for the best for our children. We hope that there
is peace and goodwill, and that those we love
who have fallen ill will regain their strength. We
also hope for justice and political stability.
There is always hope for everything in our lives.
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For me, hope lifts my eyes. Hope lets me see
what could be. Hope tells me there is more.
Hope forces me to keep walking, searching,
loving, and leads me to faith.
I hope for you all to join the Thalassemia
Foundation of Canada (TFC) this year as it
moves forward in achieving its goals with new
initiatives and activities.
During the past year the Foundation board has
been trying to build on new goals that it hopes
will reach people across the country. As you will
read in the next few pages of our newsletter,
we have been actively participating with
various organizations, such as Canadian Blood
Services (CBS), Canadian Organization for Rare
Disorders, Network of Rare Blood Disorder
Organizations, Ministry of Health and Longterm Care, and the Sickle Cell community.
We do so with the aim of improving quality of
care for thalassemia patients and other patient
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groups fighting for the same goals – to have
access to quality treatment and standards of care
for all patients living in Canada.
The TFC is working tirelessly towards attaining
a high quality of life for patients. It does this
through promotion of genetic screening,
advocating for appropriate therapies and
treatments, educating patients and Health
Care Professionals, and raising research funds.
The Board is thankful to all its dedicated
volunteers and medical and nursing experts
for their continued support in helping the
board attain its goals.
Health Canada announced the approval of a
submission from CBS and Héma-Québec to
reduce the blood donation ineligibility period
for MSM (men having sex with men) from
five years to one year. These changes took effect
on August 15, 2016. The TFC and CBS held
a town hall meeting in Toronto on June 14,
2016, to provide patients and families with an
opportunity to hear about the changes CBS was
proposing and to learn about the efforts made by
CBS to first consult with relevant stakeholders
to ensure the continued safety of our blood
supply. The Foundation’s continued participation
and dialogue with CBS on blood safety and
supply issues is its number one priority; the
board also ensures that the concerns of every
thalassemia patients are always heard.
I was honoured to attend the two-day National
Liaison Committee meeting held by CBS in
Continued on next page ➤➤
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Ottawa last September; also in attendance
was Josie Sirna, TFC’s representative on the
Committee. The main speaker was Dr. Graham
Sher, CEO of Canadian Blood Services and
former hematologist at Toronto General
Hospital, who gave a year-in-review report on
domestic markets in Canada pertaining to key
issues in driving plasma issues forward, noting
that the demand and supply is widening. The
focus of the talk was on paid versus unpaid
plasma donation, as well as public paid donation
versus private paid donation. The relevance
of this is that if donors are paid for plasma
donation, will they soon also be paid for blood
donation? The TFC is paying close attention
to this matter and is keeping communication
open with CBS to ensure that, as a stakeholder,
its voice is heard on this very important
issue. The highlight of the two-day event was
attending a gala dinner recognizing individuals
at the heart of Canada’s blood system – those
who donate regularly to ensure that those who
need blood receive it. One of the recipients
being honoured had marked his 500th blood
donation. Now that is commendable!
Every year on May 8 we pause to observe
International Thalassemia Day. It is a day of
remembrance and awareness and a day of
promise for a better tomorrow. It is truly a day to
unite our voices and create a strong solidarity of
support as we move forward to achieve our goals
for access to quality treatment and quality of life
for all patients around the world. Let us observe
this special day with the rest of the world and
do our part in raising awareness by telling others

Upcoming Events
for 2017 & 2018
Roma Fence Group of
Companies’ 21st Annual
Golf Invitational
August 30, 2017
The Country Club & Montecassino
Woodbridge Inc.

that we are here and fighting everyday for the
wellbeing of our patients – and eventually a cure.
Last spring, Novartis introduced its new iron
chelator, Jadenu. It was only given to those who
had private insurance, leaving a lot of patients
without access to it. I am happy to report that,
after attending a meeting along with members
of the Sickle Cell Disease Association of Canada
this past February, we were able to petition
Suzanne McGurn, Assistant Deputy Minister
and Executive Officer of Ontario Public Drug
Programs, to have Jadenu reimbursed to all
patients through the Ontario Public Drug
Program (OPDP) as of April 17, 2017. This is a
great success for us, as it gives equal access for all
our patients to benefit from this new chelator.
I would also like to advise our patients and
parents that the Thalassemia International
Federation (TIF) is hosting its 14th International
Conference on Thalassemia and other
Haemoglobinopathies and 16th TIF Conference
for Patients and Parents from November 17-19
at the Grand Hotel Palace in Thessaloniki,
Greece. TIF is a non-profit, non-governmental
organization founded in 1986 by a small group
of patients and parents representing mainly
national thalassemia associations in Cyprus,
Greece, UK, USA, and Italy (i.e. countries in
which thalassemia was first recognised as an
important public health issue and in which
the first national programs for its control,
including prevention and clinical management,
had begun to be promoted and implemented).
TIF has evolved into an umbrella federation,

with 119 member associations in 57 countries
of the world safeguarding the rights of patients
to quality health and other care. The TFC is
pleased to announce that there are limited
sponsorship opportunities (at $1,000 per person)
available for this event. Additionally, there
will be a full sponsorship under the Naushy
Mullani Memorial Travel Bursary, which
includes full coverage for flight and three-days’
accommodation for one patient to attend the
conference. If you are interested in applying
for this sponsorship opportunity, please visit
thalassemia.ca to access the application form.
Don’t delay in submitting your application!
As we move towards a better future for
thalassemia patients, we must remember the
adage that it takes a village to raise a child. The
TFC needs your support to continue the good
work that is being done and to help the Board
take the Foundation to the next level. Each one
of us has a bit of time to spare depending on what
we consider our priorities to be. I am asking that,
if you have some extra time, send us an email at
info@thalassemia.ca and introduce yourself to
the Board; we need volunteers to help us achieve
our goals and initiatives. We would love to hear
from you. Remember, our strength is in our
numbers and together we can move mountains.

Helen Ziavras
President, Thalassemia Foundation of Canada

Thalassemia Foundation
of Canada’s 29 th Annual
Valentine’s Dinner Dance

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

February 24, 2018
Montecassino Woodbridge Inc.

thalassemia.ca/
events-fundraisers

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

Contact: Christina Marra
Tel: 416.735.1180
Email: cmarra@romafence.com
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28th Valentine’s Dance

Photo courtesy of GMAX Photography

The final award presentations were for
the 2017 Corrado Falcitelli Memorial
Scholarship Award and the 2017 Secondary
Student Excellence Award. This year,
the award was given to two winners
for each category. Gulrukh Afridi from
Mississauga and Julianna Lupo from
Scarborough won the 2017 Secondary
Student Excellence Award, and Arman
Dhillon from Calgary and Pedro Oliveira
from Mississauga won the 2017 Corrado
Falcitelli Memorial Scholarship Award.
The Thalassemia Foundation of Canada
is grateful to all of the recipients for their
hard work and dedication to its cause.
Dr. Uma Athale, Co-director of the Joint
Hemoglobinopathy Clinic at McMaster
Children’s Hospital, was the esteemed Guest
Speaker at the 2017 gala. (She is also the
Program Director of Subspecialty Training
in Pediatric Hematology/Oncology, and an
Associate Professor of the Department of
Pediatrics, both at McMaster University.) Dr.
Athale moved the crowd with her informative
and heartfelt talk, and the Foundation thanks
her for her involvement in its event.
Finally, many thanks to the efforts of all
donors, sponsors and other supporters of the

Photo courtesy of GMAX Photography

Valentine’s Dinner Dance, the Thalassemia
Foundation of Canada was able to donate
$110,000 towards thalassemia research.
After all the award presentations and
speeches, guests let loose on the dance floor,
moving to the funky mix of classic oldies
and current Top 40 hits played by Veriation
DJ Services.

Without your help and
support, this event would not
be possible.
The Thalassemia Foundation of Canada
would like to thank everyone involved in
the Dinner Dance, 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.
Next year’s Dinner Dance will be held on
Saturday, February 24, 2018, and this time,
the party will take place at Montecassino
Woodbridge Inc., in Woodbridge, Ontario.
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The evening will feature entertainment, a
gourmet meal, great prizes, and much more!
The Foundation hopes to see you there, in
support of its great cause.

Save the Date
and Sponsorship
Opportunities
29th Annual Valentine’s Dinner Dance
Saturday, February 24, 2018
For more information on the Dinner
Dance or to learn how you can become
involved or sponsor the event, please
contact:
Christina Marra
Tel: 416.735.1180
Email: cmarra@romafence.com

Thank You to All
Contributors and
Table Sponsors!
Contributors
Acadian Driveaway
ApoPharma Inc.
Avante Pools & Landscapes
Beneplan Group Inc.
Ber-Cool Ltd.
Blue Star Construction
Cindy DiNino
Fazzari & Partners LLP
Gus & Paula Badali
Immanuel Florist (Heather Lee)
Joe & Patricia Costa
LA’s Specialty Kitchen
Dr. Laura DiNino
Lina Maiorano
Maranello BMW
Mary Siomis
Marygrace Bancheri
Order Sons of Italy Canada

Platinum Printing Group
Prestige Land Maintenance
Pure Energy Wellness Lofts
Remo Ferri Group of Automobiles
Rick Kalkanis
Roma Fence Ltd.
Sam & Bessie Calabria
Sam & Dina Falcitelli
Samantha Shewnarine
Signature Bindery Services
TD Commercial Banking (Pine
Valley & Hwy 7)
Tony & Gino Falcitelli
Tony Gentilucci (OMNI TV)
Tony Marra

Table Sponsors
Adelina & Sergio Ceccarelli
Amachris Corporation
Amedeo & Enza Salituro
Angelo & Rita Viola
Anna D’Amico
Anthony Teti
ApoPharma Inc.

Avante Pools & Landscapes
Cindy DiNino
Ciro & Angela Polsinelli
Eastern Power Ltd.
Fame & John Risorto
Fazzari & Partners
Gino Varone
Joe & Patricia Costa
John & Anna Maiorano
LiUNA – Local 506
Masters Insurance
Mike & Silvia Livia
Nick & Helen Ziavras
Novartis
Order Sons of Italy Canada
Roma Fence Ltd.
Stefanie Polsinelli
Supreme Financial
The Falcitelli Family
Tony Marra
Tony Tsao

➤➤ thalassemia.ca

Photo courtesy of GMAX Photography

T H AL ASSE M I A F O UN DAT I O N O F C AN ADA N E W S LET T ER

5

Continuing Education

New Life, New Habits
By Heather Gordon, MSW, RSW
Excerpted from the Winter 2016 edition of the
RBCD Newsletter

What are your habits? What new habit do you foresee? How do
you make a good habit stick?
From completing a daily workout, to not getting a good night’s
sleep, we all have some habits that are good and some that need
improvement. “Habits” are a pattern of behaviors that a person
engages in regularly and easily, to the point where the behavior
becomes automatic. For example, brushing your teeth is a task
that we do on a regular basis, and minimal thought is required to
perform the action.1

for higher functioning – analyzes, performs, and memorizes
the behavior. After repeating that same action many times, the
information needed to complete the action transfers to the basal
ganglia for the creation of new connections between brain cells.4
Habits that we perform unconsciously are behaviors that have
become conditioned responses to stimuli. For example, when one
goes to a party and begins to feel anxious, one may automatically
reach for a glass of wine to help them relax. In this scenario, anxiety is
the stimuli that provoked one to perform the habit of drinking wine
to cope with the discomfort.
Addictions such as smoking, drinking, drug use, gambling,
shopping, social media use, and eating are suboptimal coping
strategies used to alleviate negative feelings, and have the potential
to cause major disruption in a person’s life. The long-term impact
of using these negative coping strategies on a regular basis can
be very damaging to a person’s physical, mental, and emotional
health. However, the short-term rewards that a person may
experience – such as relaxation, positive emotions, and a boost in
energy – are strong enough to cloud a person’s ability to make
healthier decisions, and thus reinforce maladaptive behaviors.5

Setting Your Direction, Planning Your Path, and
Creating New Habits
Forming new, healthy habits with the goal of self-improvement
is quite achievable with proper planning. Here are a few tips to
get you started in making positive changes and continue moving
in a positive direction:

How Do You Create Good Habits?
Can you recall learning to ride a bike, read a book or swim for the
first time? It may have been difficult or even seemed impossible,
but with effort and practice, it became easier. It may take three to
six months for your new habit to set in; however, with continued
repetition and time, it takes less effort and becomes a habit. There
are reasons why humans develop automatic behaviors. They help
us complete tasks without needing to put significant thought into
the task, allowing us to complete these actions more efficiently,
and use our brainpower for new or difficult tasks that require more
focus and attention.
Studies have shown that the brain processes habits thousands of
times faster than actions that require a thorough thought process
to successfully perform.2 However, when engaging in habitual
behaviors, our higher cognitive processes such as reasoning and
decision-making functions at lower levels, hence why we have the
ability to engage in certain routines without being mentally aware.3

The Neuroscience Behind Habit Formation
Neuroscientists have discovered that a certain part of the brain
called the basal ganglia plays a significant role in transforming
behaviors into habits. When a person first performs a new action,
the cerebral cortex – the part of the brain that is responsible

6
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THINK
Changing old behaviors that are familiar in our lives requires
a lot of thought, focus and effort. If you have a bad habit that
you want to break, it is important to reflect on why you engage in
these behaviours in the first place.6 Ask yourself, How do I feel?
What do I do? Why do I do it? When you discover what may
trigger your bad habit, it will not only help you understand your
own patterns of coping, but it will also give you the tools needed
to break the bad habit.
It is vital to assess how your habits affect your life, both in the
present and in the future. Ask yourself, Will my habits make me
healthier and stronger, or will they cause serious health issues? Are
they affecting my work/relationships/finances/daily functioning in
a negative or a positive way?

It is crucial not to get discouraged when you experience a relapse
in engaging in unhealthy behaviors. Setbacks happen all the time,
and it is normal to feel the urge to go back to old habits.11 Instead,
be persistent; continue reaching for your goals. Remember, the
more you practice, the closer you will be to success. See below for
a list of resources that may help you along your journey. Happy
Goal Setting!

IMAGINE
There is a lot of power in visualizing your success. Think about the
desired change that you want to make, and imagine what barriers
you may face to fulfilling your goals, and how you will overcome
them.7 Strategically planning how you will get from point A to
point B will make the process easier. Being able to foresee the
potential benefits of changing your behaviors (better health,
relationships, and finances) may inspire, motivate and empower
you to maintain focus and achieve success at a faster rate.

Resources
Mind Shift

http://www.anxietybc.com/resources/mindshift
Calm

http://www.calm.com/
FitBit

https://www.fitbit.com/ca
http://www.artofmanliness.com/2012/11/20/power-of-habits/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3163829/

References
1 Claiborn, J. & Pedrick, Cherry. (2001). The Habit Change.

Oakland, CA: New Harbinger Publications, Inc.

PRACTICE
The start of your journey will be the most difficult; therefore,
creating small, doable goals will help. For instance, a person
may start with taking their lunch on time once a week and
then gradually increase the frequency, until it becomes habitual.
It is important to repeat the behaviors that aid us in what we
are trying to accomplish so that these behaviors become habits
that will replace old, bad ones that are not good for our health.8
Going back to the lunch example, one could rationalize that taking
lunch on time will lead to better work performance and having a
more productive day.

Optimize Your Chances of Success
• Make your goal specific and realistic. You may choose to

set incremental goals and reward yourself each step that
you are closer to achieving your goal.9

• Seek support from your family doctor, a therapist, family,
and friends. You may also receive positive reinforcement
from support groups with people who have similar goals.10

2,6,7,8 Stosny, S. (2014, August 16). Changing Habits: Choose

What You Focus On and Practice, Practice, Practice. Psychology
Today. Retrieved on December 2015 from https://www.
psychologytoday.com/blog/anger-in-the-age-entitlement/201408/
changing-habit.
3 McKay, B. & McKay, K. (2012, November 20). Unlocking the

Science of Habits: How to Hack the Habit Loop & Become the
Man You Want to Be. Retrieved on January 2, 2016 from http://
www.artofmanliness.com/2012/11/20/power-of-habits/.
4 McKay, B. & McKay, K. (2012, November 20). Unlocking the

Science of Habits: How to Hack the Habit Loop & Become the
Man You Want to Be. Retrieved on January 2, 2016 from http://
www.artofmanliness.com/2012/11/20/power-of-habits/.
Seger, C. A., & Spiering, B. J. (2011). A Critical Review of
Habit Learning and the Basal Ganglia. Frontiers in Systems
Neuroscience, 5, 66. http://doi.org/10.3389/fnsys.2011.00066.
5 Konkoly Thege, B., Woodin, E. M., Hodgins, D. C., Williams,

R. J. Natural Course of Behavioural Addictions: A 5-year
Longitudinal Study. Bio Med Central Psychiatry, 1-14.
8-11 Goodes, J. (n.d.). The Science of Habit: How to Succeed in

2015. Retrieved on December, 2015 from http://breakingmuscle.
com/sports-psychology/the-science-of-habit-how-to-succeed-in-2015.

T H AL ASSE M I A F O UN DAT I O N O F C AN ADA N E W S LET T ER

7

Queen’s Park

Queen’s Park
Education Reception
By Bessie Calabria
On February 27, 2017, together with the Sickle Cell Awareness
Group of Ontario, the Thalassemia Foundation of Canada hosted
an education reception for Members of Provincial Parliament at
Queen’s Park in Toronto. The Foundation put forth three requests
at the reception:
1. Counselling and referral process: Establishment of a wellcoordinated genetic counselling and referral process for
carriers of these hemoglobinopathies in Ontario.
While newborn screening for hemoglobinopathies is available in
Ontario and a growing number of other provinces, resources are
currently focused only on those patients with clinically significant
forms of the diseases; individuals with a carrier status may never
be aware that, as adults, they are at risk of having a child with
a significant disease if their partner is also a carrier. There is no
defined referral process for carriers of these disorders anywhere
in Canada. This represents an enormous missed opportunity to
provide pre-conception counselling and education.
2. 
Registry: A registry to identify the number of affected
individuals and its impact on Ontarians.
There is a need to gather accurate epidemiological data in order
to determine the true burden of thalassemia and appropriately

Research Grant Update
By Angela Covato, Coordinator,
Medical Advisory Board
Each year the Thalassemia Foundation of Canada (TFC) invites the
Canadian medical research community to apply for research fellowships
in areas that directly affect patients with thalassemia. These areas include
iron overload, chelation and measurement; quality of life; Hepatitis C;
osteoporosis; fertility; bone marrow transplantation; and gene therapy.
The TFC has a long history of supporting innovative and important
research in thalassemia. The members are proud that the Foundation’s
established grant program has funded numerous early career individuals
who have continued to stay in the thalassemia field and make important
contributions to the scientific and clinical study of thalassemia.
The amount funded for each grant is typically $30,000 to $40,000
per year. The research must be carried out in a recognized Canadian
institution, and the primary investigator applicant must be a citizen
or permanent resident of Canada. Each grant application is reviewed
by our Medical Advisory Board, which is comprised of a five-member
panel, chaired by Douglas Templeton, Ph.D., M.D., Professor of

8

S UMMER 20 17 | T HALAVI S I ON

Photo courtesy of GMAX Photography

plan healthcare resources. Although we are aware of the number
of patients in specialist clinics, there is lack of comprehensive
epidemiological information as a whole. Not every patient is known
to the specialist clinics. This lack of information hampers delivery
of services to patients as well as proper planning for treatment
options. The Foundation is also asking for the Ministry of Health
to commission a study of the burden of thalassemia in Ontario.
3. Comprehensive care centres across Ontario: Ensuring that
Canadians with hemoglobinopathies have access to quality
comprehensive healthcare.
Patients face a lack of access to medical and allied health care
professionals who fully understand hemoglobinopathies. There
is insufficient training for healthcare professionals across Canada
in this disease area. In addition, therapies such as iron chelation
are not widely available. The Foundation’s vision is provincial
support for insuring that appropriate care and treatment options
are available to every Ontarian with a thalassemic disorder.

Laboratory Medicine and Pathobiology, University of Toronto.

Currently, we are funding the following grant:
1.Plant secondary metabolites (phytochemicals) in iron
overload treatment
Principal Investigators: Jürgen Ehlting, Patrick Walters,
University of Victoria
Date of Completion: December 2018
This research study aims to identify novel iron chelators
from the roots of plants, with the hope of eventually
developing therapeutically relevant compounds, for which
there remains great need for patients with iron overload.

With the help of its generous donors, the fundraising efforts of the
Thalassemia Foundation of Canada have raised over $750,000 over
the past two decades to fund research projects related to thalassemia
and iron overload. The Foundation looks forward to continuing to
support research, as it is an essential component to improving the
quality of life for those with thalassemia.

Fundraising Events

23rd Annual Thalassemia
Foundation of Canada
Guelph Chapter Dinner
and Dance
By Anita Aimola
President (Guelph Chapter)
On April 8, 2017, the Guelph Chapter of the Thalassemia
Foundation of Canada celebrated another successful fundraising
gala. The event was held at the Italian Canadian Club and welcomed
guests from near and far who attended to support our fight
against thalassemia.

Photos courtesy of Snapd

Dr. Kevin Kuo, the guest speaker for the evening, took the stage
and graciously explained to the guests what thalassemia is all about,
providing an informative description of past, present, and future
treatment options. He also relayed the reality of what life is like for
a thalassemia patient, and presented information about new medical
research studies, giving a glimmer of hope for a better life to all
patients present. We thank Dr. Kuo for his tremendous dedication
to our cause.
Other highlights of the evening were the silent auction and raffle
draw. The Guelph Chapter would like to express its thanks to all
donors and generous supporters. Every year there is an abundance
of donations and this generosity is more appreciated than words can
express. I’d like to extend a special thank you for the porchetta that
was donated by Prime Care Pharmacy Arboretum, which everyone
indulged in and enjoyed.
My most sincere gratitude goes out to the dinner and dance
committee members – Tilda Aimola, Diane Wagar, Adriana Carlino,
Kathy Muratis, Lucy Mattucci, and Lina Finoro – whose support
and dedication are awe-inspiring. And to everyone else who came
out and supported us or helped in any way, your assistance is what
maintains an awareness of thalassemia and the lives it affects.
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Fundraising Events

Roma Fence
20th Annual
Golf Invitational
The Roma Fence Group of Companies’
20th annual Golf Invitational took place
at The Country Club golf course in
Woodbridge, Ontario, on August 17,
2016. The event was held in support of the
Thalassemia Foundation of Canada.
Many eager golfers attended the event,
which started with a barbeque lunch and
was followed by a full day of golf. Everyone
enjoyed snacks and refreshments 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 Woodbridge Inc.
Each golfer received a gift, with a lucky few
winning prizes for their performance in the
tournament. Other attendees were fortunate
enough to take home great raffle prizes.

Thank You to the
Following 2016
Contributors and
Hole Sponsors

The purpose of the Roma
Fence Golf Invitational
is to raise much-needed
funds for the Thalassemia
Foundation of Canada.
to all supporters at the golf tournament,
including: W.I.G.S for representing nine
groups in the tournament; Amedeo Salituro
for his assistance in procuring golfers; Linda
Natarelli, Tony Spadafora, Caitlin Van
Noort, Sugi Balasingam, and Silvia Livia
for their help on the course and with the
tournament set-up; Pat Magarelli for the
Hole-In-One vehicle donation; and Michael
Corrado from Platinum Printing for the
table programs for the dinner.
Special gratitude is extended towards
LiUNA – Local 506 for its support and
most recent $25,000 donation to the

Thalassemia Foundation of Canada.
Roly Bernardini, Lucas Bernardini, Joe
Pitassio, and Paul Pitassio from LiUNA
were presented with the Heart award
by a number of the Foundation’s board
members as a show of appreciation.
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
20th annual Golf Invitational a success.
Your support is greatly appreciated, and
we look forward to seeing you at this year’s
event on August 30!

The Roma Fence 21st
Annual Golf Invitational
For more information, contact:
Christina Marra
Tel: 416.735.1180
Email: cmarra@romafence.com

or fill out the registration form
(on page 21) of this newsletter.
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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 research
and to provide necessary medical equipment
for thalassemia patients. Thanks go out
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Tony Falbo
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Fundraising Events
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Fundraising Events

25th Annual Nick Barbieri
Charity Bocce Ball
Tournament
By Riyad Elbard
LiUNA – Local 506 held its 25th Annual Nick Barbieri Charity
Bocce Ball Tournament on Friday, August 13, 2016, at its training
centre in Richmond Hill, Ontario. The organizers did a fantastic job
ensuring that everyone in attendance enjoyed a pleasant day filled
with a joyous brotherly atmosphere, fun activities, and plenty of
tasty food.
The event was a resounding success, raising over $113,000. Of that,
$25,000 was donated to the Thalassemia Foundation of Canada
(TFC), and another $25,000 was donated to Adaptive Canuck
ALS Foundation.
I was delighted to be able to express appreciation to the organizers
and thank them for their generosity in supporting the TFC.
I believe that labour unions in general have long been at the
forefront of the fight for civil rights, pay equity, and improving
work conditions for all. However, they are on top of the pyramid
of social responsibility when they raise funds for a humanitarian
cause in support of patient organizations, such as the TFC.
Special thanks go out to Roly Bernardini (President), Tony Do
Vale (Secretary and Treasurer), and Carmen Principato (Business
Manager) for their continuous support. LiUNA – Local 506 has
been a long-time supporter of the TFC through sponsorship of
events, such as the Walk for Thalassemia, the Valentine’s Dinner
Dance, and the Roma Fence Golf Invitational. In 2005, LiUNA –
Local 506 also made a $10,000 donation to the TFC.
Thank you to Christina Marra, Enza and Amedeo Salituro, and
Carlo Salituro for competing in the bocce tournament on behalf of
the TFC. Most importantly, I would like to express the Foundation’s
gratitude to Amedeo Salituro for his continuous efforts to
promote support for the TFC over the years and, specifically, for
strengthening the Foundation’s highly valued relationship with
LiUNA – Local 506.
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LiUNA – Local 506

Inter view with LiUNA –
Local 506
LiUNA – Local 506 has long been a supporter of the Thalassemia
Foundation of Canada. And now, at its most recent annual bocce
tournament, Local 506 made a donation of $25,000 to the
Foundation. ThalaVision had a chat with Isabella Costanzo, Office
Manager for LiUNA – Local 506, to say thank you once again for
the donation and ongoing support, and to learn more about the
organization’s philanthropic work.
1. In case people are not familiar with LiUNA – Local 506,
please explain a bit about what the organization does.
Proudly serving a wide range of workers in the I.C.I. and Industrial
sectors, LiUNA – Local 506 represents 8,000 members. Our
mandate is to continue to improve the wellbeing of all working
families and to ensure fair treatment in the workplace. We focus on
job creation, better wages and safer working conditions and building
better futures, together. In 1992, Local 506 established a Scholarship
Program for the sons and daughters of our members, assisting
them with high tuition fees so they may pursue their educational
dreams; fortunately, the awarding of these scholarships has been very
successful and has continued since. Through the Carmen Principato
Scholarship Fund, we offer scholarships and bursaries to members’
children, provided they attend a post-secondary institution on a
full-time basis. Local 506 supports and sponsors many charities,
fundraising initiatives and social events throughout the year. Unions
are considered not-for-profit organizations and hence do not receive
any tax initiatives when giving back to our communities.
2. 
What prompted LiUNA – Local 506 to get involved in
philanthropic pursuits?
As a Union, we believe that giving back to our communities is one
of our top priorities, and over the years Local 506 has assisted and
supported many worthy causes. Our aim is to maintain and improve
more than just wages, terms of employment and working conditions.
Our aim is virtually identical to most charities – helping people in
need. Local 506 is committed to giving back to the communities and
we are fortunate we have a job that affords us to assist communities so
they can continue to provide programs and services that give families
the skills and tools they need to build a successful future. Supporting
a charity can be a rewarding way to give back or aid people in need.
By doing our part to contribute to the communities, we continue to
add people to our circle of influence and gain opportunities to build
relationships within our communities. We also demonstrate what it
means when we say that we are “More than just a Union!”
3. What sort of activities/events does the Union host to raise
funds for non-profit organizations?
Twenty-six years ago, LiUNA – Local 506, in partnership with
the General Contractors’ Section of the Toronto Construction
Association, began its Annual Nick Barbieri Charity Bocce Ball
Tournament. Many of our guests have been supporting this charity

event since the inception and we thank them for being with us and
building the bonds of friendship and goodness through co-operation
and mutual respect. Each year the Committee selects one or more
charities that have, at one point, affected our members or their
families. We wish to extend our sincerest gratitude to all our sponsors,
donors and volunteers who lend their name and financial support.
We are always moved by the amount of contributions we receive.
It’s the philanthropic initiative that allows us to make a difference in
the community and above all, to those less fortunate. It’s this type of
kindness that directly benefits worthy causes and we are very pleased
to announce that through their generous donations we have been able
to make substantial financial donations to various charities.
4. What prompted LiUNA – Local 506 to choose the Thalassemia
Foundation of Canada as one of its preferred non-profits?
As a Union that has represented and protected so many workers in
this community, it’s incumbent on us to ensure that when those
workers, or their friends, families, loved ones or neighbours, require
care and assistance of any kind, they can count on us. We felt it was
a deserving charity and hope we made a small difference in support
of the Thalassemia Foundation of Canada. We know our donation is
benefitting a cause we care about to the fullest extent possible.
5. What can people expect from future fundraising initiatives of
LiUNA – Local 506?
We expect to see our volume of supporters increase. Fundraising
helps create a viable and strong organization. Building an active
donor base and bringing in long-term and ongoing support will
itself generate more funding opportunities and in turn allow us to
give back to more communities. The beauty of fundraising is seeing
people come together to help reach a common goal.
6. How can others assist with LiUNA – Local 506 fundraisers?
Giving is a human connection. Local 506 strives to make a meaningful
connection by showing people why they matter and how we can make
a difference in their lives. People share their stories and they matter to
us. Sharing them creates inspiration for others to follow their example.
People feel emotionally moved by someone’s story. We want people to
feel that they are not powerless in the face of need. We want people to
feel that they are changing someone’s life. Unity is strength!
T H AL ASSEM I A F O UN DAT I O N O F C AN ADA N EWSLET T ER
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Partner Update

Canadian Blood Services’
National Liaison Committee
and Annual Board of
Directors Meeting
By Josie Sirna
Email: jsirna@me.com | Twitter: @JosieSirna

Since its inception in 1998, Canadian Blood Services (CBS) has maintained
strong relationships with recipient groups, including those in the thalassemia
community. Ever since CBS formalized its engagement with stakeholders
through its National Liaison Committee (NLC), the Thalassemia
Foundation of Canada has participated and has been represented by a
thalassemia patient.
The NLC provides advice to the Board of Directors of Canadian Blood
Services. NLC is comprised of various stakeholder groups:
• Recipients of red blood cells (e.g. those with thalassemia, Sickle Cell
Anemia, Crohn’s and colitis) or blood products (e.g. those with hemophilia
or an immune system deficiency)
• Practitioners such as lab technologists, nurses, and physicians who monitor
blood use in hospitals
•
Community volunteers, recruiters, and donors usually found at the
regional level and representing four Regional Liaison Committees
NLC meetings aren’t the only place where CBS consults with recipients but
they are the main meeting point where stakeholders can connect with and
advise the Board of Directors on high-level policy issues.
Numerous blood issues are discussed at NLC meetings. Here are updates
from the last meeting, held September 2016:

Blood safety, including new and emerging transmissible
agents such as Zika virus, and known infections such as HIV
MSM donor deferral: The policy to reduce the deferral period of men
who have sex with men (MSM) from five years to one year was put in
place on August 15, 2016. After a gradual reduction in the time period
for MSM deferral, analysis of the research, careful modelling of risks,
and study of the donated blood over the last few years, it was concluded
that recipients of blood and blood products are not at a significantly
increased risk of transmitted blood-borne infections. A new research
fund will be established to increase and improve research in the area
of MSM blood donation. The Thalassemia Foundation of Canada was
invited to participate in a two-day research meeting in January 2017;
this meeting helped design the research agenda.
Emerging transmissible agents: Founded on a risk-based decisionmaking model, CBS and Héma-Québec, in consultation with the Canadian
regulator (Health Canada), implemented a 21-day deferral for donors who
travelled to zones where Zika virus has been identified. West Nile virus
testing still takes place seasonally to ensure blood donations are not infected.
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Donor health
Donation interval increase for female donors: CBS has recently
changed its collection policy for female donors who donate whole
blood. Female blood donors will now be asked to book their
donations 84 days (16 weeks) apart rather than every 56 days, as
was the standard interval for decades. The reason for the increased
interval between donations is to ensure that blood donors stay
healthy and that enough time has passed for donors to replenish
their iron stores.

Sufficiency of blood, plasma, and stem cell supplies
Plasma sufficiency: Plasma is the “water” part of a whole blood
donation; it contains valuable proteins that can be extracted out of
the plasma in a purified version for recipients. The most common
proteins that come from plasma are: albumin (used for burn patients),
clotting factors (used by people with hemophilia), and immune
globulins (used by people with immune deficiencies or auto-immune
disorders). CBS purchases and distributes plasma products for
Canadian patients; Héma-Québec does the same for Quebec. Most
of the plasma that is used to obtain these important plasma products
comes from private industry rather than from the voluntary, unpaid
blood donor system. The reason that private plasma is used, even in
Canada, is because the amount of plasma needed to fill the demand
for these important products cannot be met by our current donor
system. Canadian plasma collected from whole blood donations is
sent to companies for fractionation, but this amount represents only
30% of all of the plasma products used for Canadian patients. To
make up for the shortfall, 70% of plasma products given to Canadian
patients come from non-Canadian source plasma (mostly from the
USA). All of the plasma products purchased for use in Canada must
undergo the same rigorous safety requirements put in place for red
blood cells, but due to the large volume of plasma needed, most
private companies pay for plasma donations. It is likely that the
demand for plasma products will not go down; in fact, the demand
for plasma products is growing by 10% every year. With this ongoing demand for plasma, CBS is looking at other ways to obtain
more plasma from Canadian donors.
Continued on next page ➤➤

Partner Update
Continued from previous page ➤➤
Cord blood bank: The first “withdrawal” from Canada’s new national
cord blood bank was made for the benefit of a Canadian patient! As
well, the first withdrawal for an international patient was also made.
Stem cell donations: Storage of stem cell donations has become
so precise that stem cell quality can be predicted ahead of time.
Research has helped identify the characteristics of donors who can
provide the highest quality stem cell donations — young men, aged
17-35 years. CBS is now thinking about how best to reach out to
this part of our population to ask them to join the One Match bone
marrow registry.
Marketing: The turnover of blood donors is high. Every year, due
to aging, illness and other health issues, 40% of blood donors can
no longer donate and replacement blood donors need to be found.
CBS puts much time and effort into recruiting new blood donors.
Patients are always welcome to help in national and local recruiting
campaigns. If you would like to get involved, please contact Josie
Sirna at jsirna@me.com to be connected to CBS.

Productivity and other measures that compare CBS
to international blood systems
For a variety of reasons, the fresh blood discard rate is still higher than CBS’
targets. CBS will continue to work with hospitals to determine how to
reduce the amount of blood units that are discarded.
CBS still ranks lower than other blood systems around the world on the
measure of expense for a unit of blood. A blood unit in Canada costs more
than a blood unit in other western blood systems. CBS continues to look
for efficiencies without compromising safety or sufficiency of the supply.
A note from research on patient outcomes: Did you know that age of red
blood cells doesn’t make a difference on a patient’s clinical outcome?

Canadian Blood Services
Town Hall Meeting
By Josie Sirna
On June 14, 2016, the Thalassemia Foundation of Canada and
Canadian Blood Services (CBS) hosted a town hall meeting at
Toronto General Hospital to share information with respect to the
new MSM (men having sex with men) deferral policy change.
It was an opportunity for patients and their families to hear firsthand
about the recommended changes to the MSM deferral policy and
the rationale behind the changes. CBS provided evidence that
would support a reduction of the deferral timeline while not posing
any additional risk to patients. CBS also shared advancements in
screening and other countries’ experiences with a one-year deferral.

Are you interested in having a
voice at the table? Would you
like to contribute to Canada’s
blood system?
For more information and to explore ways to get involved
with CBS, please contact:
Josie Sirna
Email: jsirna@me.com

Honouring Our Lifeblood
 very year, CBS honours donors, volunteers, recruiters, and
E
companies that have contributed regionally or nationally
to the collection of blood donations with a gala dinner.
The gala is an evening dedicated to telling the stories of
these giving men, women and children; it is always such
an honour to hear the stories of individuals who give to
the lives of so many. As a recipient, the stories are always
so moving and especially humbling — without the system
working as it does, there would be no life for me and many
others, and it is always such a joy to be part of this night
of celebration.

T H AL ASSEM I A F O UN DAT I O N O F C AN ADA N EWSLET T ER
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Patients Connect

Share knowledge and experience and fight
for a better tomorrow in thalassemia!

INTERNATIONAL THALASSEMIA DAY 2017

Thalassaemia
Patients Connect
Thalassaemia International Federation (TIF) recently launched
“Thalassaemia Patients Connect”, a new project with the objective of
facilitating communication between patients and patient associations
around the world. The communication space includes a discussion board
(forum), a Facebook page, a WhatsApp chat group, a YouTube channel
and a Twitter account, and provides the opportunity for patients and
patient associations in geographically distant locations to connect and
exchange knowledge and experience on thalassemia-related matters.
Exceptional patient personalities with national and international
experience moderate the discussions on all channels. The members
of the Expert Patient Call Group live in countries around Europe and
America, and apply TIF policies; they are thus able to provide reliable
information in regards to formal positions. Medical advisors are also
part of the Thalassaemia Patients Connect team and may be called
upon to provide knowledge and expertise in the groups, accordingly.
Administrators and moderators are responsible for directing questions
and requests for medical advice to the team’s medical advisors.
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Patients and patient associations interested in participating in
this communication space can do so through http://thalassaemia
patientsconnect.weebly.com, and should contact Mr. Rawad Merhi
at thalassaemia-rm@thalassaemia.org.cy and Victoria Antoniadou
at thalassaemia-va@thalassaemia.org.cy. All participants are
required to provide written consent to allow TIF to use their personal
information on the proposed communication channels, in accordance
with EU regulations for personal data protection.
Connecting patient organizations will demonstrate to them how much
more they can do to benefit patients. They can contribute on a regional
and global basis to: advocate for the rights of thalassemia patients across
the globe; contribute productively to the development of new policies in
the area of health, society and education; and promote existing policies
in the area of health, society and education at the national, regional
(e.g., EU, ASEAN) and international (e.g., UN, WHO) levels.
A stronger connection with patients and patient groups will also
help TIF to improve its patient services. Elements of this project will
help TIF identify challenges, concerns, and problems that TIF may
not have been aware of earlier. By pinpointing which issues require
more effort, TIF can better address the needs of patients, and move
towards becoming a truly patient-oriented federation.

RCBD Program

Patient Engagement
at the Red Blood Cell
Disorders Program
The Red Blood Cell Disorders (RBCD) program has 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. Over the last three years, the forum has
evolved into an event with as many as 170 attendees. The forum
has helped patients develop leadership and organizational skills, and
enhanced peer relationships and support networks.
At the 2016 event, 38 patients were involved in the planning;
thanks to their hard work, 98 percent of the attendees reported the
forum as excellent or good, and there was a demonstrated increase
in collaboration between the hospital and community leaders. New
components were added to the event, including a creative room and
wall outlining the successes and celebrations of life beyond illness.
A number of patients held formal presentations on heart health,
mental health, and advance care planning, which were all very well
received; another patient performed a dance for the guests.
Survey results from patients involved in the forum showed an
increase in the patients’ knowledge and management of their
conditions, an improvement in their event-organizing skills, and
a higher level of confidence in their event planning and public
speaking skills.

Do You Want to Take Part in a
Future Forum?
We are looking for patients to partner with UHN and
participate in forum planning in the following ways:
• C
 oordinate, co-facilitate, speak at or join one of the
Enhancing Care committees
• Meeting location: Toronto General Hospital. The program
is restricted to patients in the RBCD program, and their
family members and/or caregivers.
• Resources, coaching and training are available for patients
interested in the program
For more information, please contact:
Heather Gordon,
Social Worker
Tel: 416.340.4800 ext. 3866

An Update from the NRBDO
 rom November 5-6, 2016, the Thalassemia Foundation of
F
Canada worked with the Network of Rare Blood Disorder
Organizations (NRBDO) to share information and build
each organization’s knowledge and capacity.

On September 8, 2016, board members of the Thalassemia
Foundation of Canada, along with guests Durhane Wong-Reiger
and Dr. Odame, had the pleasure of spending an evening with
Merula Steagall, President of ABRASTA, Brazil’s thalassemia
association. Updates were shared and an upcoming PanAmerican conference was discussed. Stay tuned for more details.

This meeting focused on discussions related to compensation
for donated plasma and advocacy updates regarding solvent
detergent plasma. It also included talks by guest speakers to
build understanding of the Patient Engagement model at
the Canadian Agency for Drugs and Technologies in Health
(CADTH) and the importance of patient surveys in effective
patient submissions to CADTH.

T H AL ASSEM I A F O UN DAT I O N O F C AN ADA N EWSLET T ER
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NRDBO Conference

Case for Comprehensive Care
for Rare Blood Disorders
The Network of Rare Blood Disorder Organizations (NRBDO) is a panCanadian coalition of not-for-profit organizations, working for high quality,
effective, accessible, interdisciplinary care for all Canadians affected by
rare blood disorders. The NRBDO is uniquely positioned to educate and
advocate at the highest level for Canadians affected by rare blood disorders.
For over a decade the NRBDO has focused on the “what” and “how”
of Comprehensive Care, helping both patients and healthcare providers
understand what it is and the benefits of this better model of care for those
living with rare blood disorders. This conference will present a case for the
“why” of Comprehensive Care, engaging decision makers in health care
– both government officials and hospital administration – with evidence
and a compelling argument that providing resources for comprehensive
care also has significant benefits for our healthcare system.
The conference will start with an overview on the current status of
comprehensive care for all rare blood disorders in Canada, and conclude
in the afternoon with breakout sessions for separate workshops designed
to inspire and motivate each patient group to develop an action plan that
will improve care that best meets the needs of their specific disorder. The
desired outcome is to improve Comprehensive Care for HAE and PID
patients in Canada, through collaboration with the health care providers,
patient groups, hospital administrators, and government. While the focus
is on comprehensive care for HAE and PID patients, emphasis will also be
on how similar heath care models would benefit other rare blood disorders.
The aim is to engage a multi-disciplinary audience composed of
health care providers, federal and provincial government officials,
hospital administrators, and representatives from the Provincial/
Territorial Blood Liaison Committee, Health Canada, PHAC, and
Canadian Blood Services.
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Conference Objectives:
1. Present evidence-based arguments for the “why” of
Comprehensive Care for HAE and PID patients: make
a cost-effectiveness case based in data; and outline the
many benefits to hospitals and governments.
2. 
Offer proven solutions from Canadian and
international models of comprehensive care which
increase cost effectiveness, and result is fewer hospital
stays and fewer days missed of work for patients
and caregivers.
3. 
Provide a forum for HAE and PID health care
providers to share their progress to-date on achieving
comprehensive care and the opportunity to actively
engage colleagues moving forward.
4. Provide inspiration and motivation for health care
providers serving our other patient groups.

Conference Topics will include:
• Best practices and innovative models of care delivery
(both Canadian and international)
• National Patient Registries
• Collaboration Strategies
• Systems to ensure access to care and therapies, including
home care and transition from pediatric to adult care
For more information, contact:
Jennifer van Gennip
Email: info@nrbdo.ca

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.

A Parent with
Thalassemia Minor

A Parent with
Thalassemia Minor

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.

Thalassemia Thalassemia
Major/Intermedia
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.

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).
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Falcitelli Scholarship

The Falcitelli
Scholarship Awards
By Tony Falcitelli
We are please to announce that this year, the Falcitelli Scholarship
Award was given to two winners for each of the two categories.

The 2017 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 winners of this year’s Secondary Student Excellence Awards
are Gulrukh Afridi of Mississauga, Ontario, and Julianna Lupo of
Scarborough, Ontario. Gulrukh wants to pursue post-secondary
education in the medical field (i.e. Pharmacy), and Julianna wants
to pursue post-secondary education to become a Registered Nurse.

The Falcitelli Family

who is registered in a full-time post-secondary education program.
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 winners of this year’s Corrado Falcitelli Memorial Scholarship
Awards are Arman Dhillon of Calgary, Alberta, and Pedro Oliveira
of Mississauga, Ontario. Arman is registered in the Bachelor of
Applied Science in Engineering program at Queen’s University,
and Pedro is registered in the Bachelor of Engineering program at
McMaster University.
Please also note that the winner of the 2016 Secondary Student
Excellence Award was Esther Chen of Toronto, Ontario, and the
winner of the 2016 Corrado Falcitelli Memorial Scholarship Award
was Reza Moradi Ghobadloo of Toronto, Ontario.
We congratulate all our winners on their awards and wish them
success in all their future education and career endeavours.

The 2017 Corrado Falcitelli Memorial
Scholarship Award

Scholarship Application

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

We encourage all secondary and post-secondary students
to apply for the Falcitelli Scholarship Awards. 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.
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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
c/o 10 Holland Drive, Bolton, ON L7E 1G6
Tel/Fax: 416 - 242 - THAL (8425)
info@thalassemia.ca | thalassemia.ca

21 ANNUAL
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GOLF INVITATIONAL
IN SUPPORT OF
THE THALASSEMIA FOUNDATION OF CANADA
W E D N E S D A Y , A U G U S T 3 0 TH, 2 0 1 7
Company Name___________________________________________________________________________
Address__________________________________________________________________________________
_________________________________________________________________________________________
Telephone #_____________________ Fax # _____________________ Contact: ______________________

Names of Players:
_____________________________________________

______________________________________

_____________________________________________

______________________________________

_____ I am a CLUBLINKS MEMBER
Number of Tickets Required ($225.00 Each)

#______

$______________________

#______

$______________________

* (Dinner Included) *

Dinner Guest Only ($75.00 Each)

Sponsorship Opportunity
Hole Sponsorship: $250.00 per hole

Total Amount $____________________________

Golf Cart Sponsorship: $750.00 (One Available)

Total Amount $___________________________

Donations
Would you care to make a donation?

Total Amount $____________________________

Prize Donation

____________________________

Kindly submit form along with payment to:
Thalassemia Foundation of Canada
c/o 10 Holland Drive, Bolton, ON L7E 1G6
Contact: Christina Marra

T: 905 951 9063 x 222
F: 905 951 6276
E: cmarra@romafence.com

PLEASE REPLY & REMIT PAYMENT ON OR BEFORE AUGUST 18TH, 2017

T H AL ASSEM I A F O UN DAT I O N O F C AN ADA N EWSLET T ER
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Ottawa Conference

Ottawa Thalassemia
Education Session
By Josie Sirna
CanHaem health care professionals met in Ottawa for their annual
meeting and biannual Sickle Cell Anemia conference on September
30, 2016. Thalassemia patients and family members gathered for
dinner and a thalassemia education session with Dr. Hatoon Ezzat,
Director, Adult Hemoglobinopathy Program of British Columbia
and Director, Hemosiderosis Program of British Columbia, St.
Paul’s Hospital.
Dr. Ezzat’s generosity with her time was only outdone by the
expert information she provided to those in attendance. She shared
vital information in a manner that was easy to understand, which
was appreciated by the adult patients.

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

Gift-in-Kind Forms Now Available
The Thalassemia Foundation of Canada now has giftin-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

Ottawa patients and others gathered for an education session
featuring Dr. Hatoon Ezzat from Vancouver.
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Membership Sign-up

Membership Form
Name:

Address:
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.

City:
Province:

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.

Email:
Phone No: (

)

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

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.

Additional Donations

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; access to books, brochures
and information on thalassemia; and detailed information on
upcoming events and fundraisers.

❑ 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:

In order to become a member for 2017-2018, 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.

❑ $ 10.00

❑ $ 30.00

❑ $ 50.00

❑

(Please make your cheque or money order payable
to the Thalassemia Foundation of Canada)

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.

Thalassemia Foundation of Canada
c/o 10 Holland Drive Bolton, ON L7E 1G6
Tel/Fax: 416-242-THAL (8425)
info@thalassemia.ca | thalassemia.ca

!

Thank you for your support.
Silvia Livia
Trustee, Thalassemia Foundation of Canada

Postal Code:

Please include your full name and address with your donation
so a tax receipt can be mailed to you.
Registered Charitable #: 119068492 RR 0001

T H AL ASSEM I A F O UN DAT I O N O F C AN ADA N EWSLET T ER
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