ThalaVision

Winter 2014-2015

25th
Annual
Valentine’s
Dinner Dance
From its inception, the Thalassemia Foundation
of Canada has held a gala dinner as its trademark
fundraiser. On Saturday, February 22, 2014, the Foundation
celebrated an incredible 25 years of hosting this renowned event. It was
an evening unlike any other and it was a true testament to — and celebration
of — the hard work and successes of the Foundation over the last quarter century.
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2014 was full of great achievements that I’m very proud of.
A celebration of the Thalassemia Foundation of Canada’s
25 years of history was held in February at Riviera Parque Dining, Banquet & Convention
Centre; 600 guests gathered to commemorate this incredible milestone. Among our
distinguished guests, we had the honour of welcoming Mike Colle, MPP, Eglinton
Lawrence, who presented the Foundation with a plaque for our 25 years of outstanding
achievements. The evening was full of stories and memories of past events, and all the
guests had a great time dancing the night away.
On March 19, the Foundation, in collaboration with the Sickle Cell Awareness Group
of Ontario and Sickle Cell Disease of Canada, held a focused action day at Queens
Park in Toronto in order to ratify support for Bill 165 to establish Sickle Cell and
Thalassemia Care Ontario. The bill was introduced in the house by Mike Colle, and is
intended to facilitate and improve the coordination of health care resources, to promote
awareness, and to educate and advocate on behalf of individuals who have sickle cell
or thalassemia disorders and their families. I, along with other delegates, met with
various MPPs to discuss three key activities which, if implemented, would greatly
improve the quality of life for individuals with these conditions. Our objectives are
to establish a well-coordinated genetic counseling and referral process for carriers of
these hemoglobinopathies in Ontario; to create a registry to identify the number of
affected individuals; to study the impact of these illnesses; and to ensure that all of
our patients have access to quality comprehensive healthcare.
We are continuing to follow-up with the Ministry of Health for Long Term Health on
these issues and hope to see a well-coordinated effort within the healthcare system.
You, along with your family and friends, can do your part by emailing your MPP and
stating your support for Bill 165. I am very optimistic for the future because I see
positive changes starting to take place; this is thanks to our close collaborations with
governments, hospitals, healthcare workers and pharmaceutical companies, and their
continuing support of our efforts to achieve optimal standards of care for all patients
in Canada.
Also in March, both the sickle cell and thalassemia communities joined to hold the
first Red Blood Cell Patient Forum. The event, which was held at Toronto General
Hospital, was developed by patients to inspire and motivate other patients. This
unique forum featured educational presentations, visual and performing arts segments,
and a talent show. The goal was to recognize and develop leadership skills in patients;
promote partnerships between patients and the healthcare system; and to strengthen
patient support. A second forum is being planned for April 18, 2015, so mark your
calendars and stay tuned for further details about the event, which promises to be even
bigger and better than the first one.
I am pleased to say that the Thalassemia Foundation of Canada’s collaboration with the
Canadian Organization for Rare Disorders, the Network of Rare Blood Disorders, and
the sickle cell community continues to strengthen as we support our joint advocacy efforts
towards improving care for thalassemia patients and all other patient groups facing similar
challenges. We must continue to make an effort to intensify the voice of patients in policymaking procedures and promote research and education where needed for thalassemia and
other hemoglobinopathies. Ultimately, our goals are to improve overall patient care and to
have timelier access to new treatments.

Every year on May 8, we celebrate International Thalassemia Day. It is a day to increase
worldwide awareness of the condition and to unite the voice of all patients and partners to
build a stronger community. This day was established by the World Health Organization in
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order to commemorate all of our thalassemia heroes
and raise public awareness and prevention measures.
It is a day we observe with great enthusiasm as it
gives us hope for the future. Over the last five years,
the Thalassemia Foundation of Canada has held
a walk-a-thon fundraiser on the Sunday in May
closest to the 8th. Our goal is to promote thalassemia
awareness and raise much-needed funds to continue
the Foundation’s efforts. We encourage you to come
out and walk with us this year. It’s a great way to
support a worthy cause and enjoy a beautiful walk
in the park!
The future is looking brighter as the Foundation
moves towards accomplishing our new goals and
initiatives – with the patients’ needs always in the
forefront of everything we do. We will be recruiting
volunteers to assist in accomplishing some of our
goals. If you have any time to dedicate to our cause,
please email us at info@thalassemia.ca and let us
know of your availability. Our Foundation relies
solely on volunteers to function; we are lucky to
have such great people working so hard to ensure
a better life for others. We are truly indebted to the
many volunteers who have selflessly given of their
time and efforts over the years. Thank you!
I hope you enjoy reading this edition of our newsletter
as much as we enjoyed putting it together for you. If
you have anything you would like to see in future
issues, or wish to submit an article or photos, we
would love to hear from you. Simply email us at the
address featured above.
Last but not least, always remember that we are
uniting our efforts to ensure that all thalassemia
patients receive quality healthcare and that they
are well-informed about their condition – because
strength, indeed, lies in knowledge.
“Our greatest weakness lies in giving up. The most
certain way to succeed is always try just one more
time” – Thomas A. Edison
With warmest wishes,

Scholarship Awards
By Tony Falcitelli

The 2014 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 the 2014 Secondary Student Excellence Award is
Cassandra Malandrino of Toronto, Ontario. Cassandra is in Grade 11
at St. Mary Catholic School. She has been part of the student council,
cheerleading team, and improv team. Cassandra would like to become
a teacher and continue to inspire students. We congratulate Cassandra
on winning this award and wish her success with her educational and
career goals.

The 2014 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
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 the 2014 Corrado Falcitelli Memorial Scholarship Award
is Saba Azooz of Toronto, Ontario. Saba graduated with an Honours
Bachelor of Science degree (majoring in Biology and Psychology) from
the University of Toronto. We congratulate Saba on winning this award
and wish her success in all her future education and career endeavours.

Helen Ziavras
President, Thalassemia Foundation of Canada

The due date for the 2015 Secondary Student Excellence
Award and the 2015 Corrado Falcitelli Memorial
Scholarship Award is January 30, 2015.
We encourage all secondary and post-secondary
students to apply. Please visit thalassemia.ca for details.
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It is amazing to think about how far the
Foundation and the Valentine’s dance have
both come. What started off as a gathering
of 75 people in a church basement held
by a fledgling non-profit has turned into
one of the most elegant and anticipated
events of the year held by a charitable
organization that is recognized the world
over for its support of thalassemia patients
and scientific research. From the very start,
all funds raised at the dance have gone
towards supporting thalassemia patients
and their families, and to assisting in
funding research on treatments for the
disease.
The popularity of the
Foundation and the work
it does was obvious at the
milestone event, as nearly
600 guests showed their
support by attending the
2014 dance. Held at Riviera
Parque Dining, Banquet
& Convention Centre in
Vaughan, Ontario, the event awed everyone
in attendance. As guests entered the hall’s
expansive foyer, they were able to peruse
the glittering array of accessories available
for sale at the jewellery kiosk, purchase
their tickets for the grand prize draw, and
make their preliminary selections of the
exclusive items up for bid in the silent
auction.
As guests entered the hall, you could hear a
collective gasp as they took in the stunning
décor around them. The colours of the
Foundation logo inspired the dramatic look
of the room, and the hall had the feel of a
winter wonderland thanks to the hints of
silver used in honour of the dinner dance’s
25th anniversary. As the guests began
enjoying the delicious food on offer at the
deluxe antipasto bar, they were entertained
by deVah Quartet, a high-energy all-female
string quartet known for its unique take
on every musical genre, from indie rock
to alt pop. And when guests got to their
seats, they were treated to a sweet gift – an
hourglass-shaped chocolate, in honour of
the Foundation logo.
The entertaining and engaging Masters of
Ceremony, Tony Gentilucci and Angela
Marra, officially welcomed guests to the
event, and led them through the various
portions of the evening, such as the drawing
of the bountiful raffle and door prizes and
the announcements of the recipients of
the Foundation’s numerous awards. The
Foundation understands the importance of
recognizing people for their contributions,
efforts, and spirit, and this was especially
true at last year’s dance as it marked

25 years of honouring people for their
successes. The Hourglass Award, given for
demonstrating comfort, caring, dedication
and compassion towards the thalassemia
community,
was
presented to Jennifer
Palmer, a beloved
nurse in the adult
clinic at Toronto
General Hospital.
The final award
presentations
were
for the 2014 Corrado
Falcitelli Memorial Scholarship Award and
the 2014 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 fulltime post-secondary education program,
in order to provide an incentive to patients
who are continuing their education. The
2014 recipient of this award was Saba
Azooz. 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. The winner of
this award was Cassandra
Malandrino.
The Thalassemia Foundation of Canada
is grateful to all of the recipients for their
hard work and dedication to its cause.
The evening also included a special
presentation of a video created by Nico
Monteleone of Visionart. The video was
made especially for the 25th anniversary
celebration, and included interviews with
Board members, thalassemia
patients and their family
members, and thalassemia
doctors from both the
Hospital for Sick Children
and Toronto General Hospital.
The video was introduced
by Angela Polsinelli, the
creator of the Thalassemia
Foundation of Canada, and
Tony Marra, one of the first
-4-

and longest-running presidents of the
Board. They described how important it
was, as parents of thalassemia patients, to
get the Foundation up and running, and
detailed the difficulties they
faced throughout the process.
They also shared the triumphs
they experienced along the way,
and shared how pleased they
are with how far treatments and
care for thalassemia patients
have come. The video then
perfectly captured both the
efforts put forth by the members
of the Thalassemia Foundation of Canada
over the last 25 years, and the difficulties
experienced by thalassemia patients on a
daily basis; this gave the audience a true
understanding of how difficult it can be
to raise awareness and funds for such a
little-known disease, and what it is like as a
patient living with this chronic illness.
As in the past, 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
2014. The cheque for this donation was
presented by the Board members at the
dance.

Once the award presentations and speeches
were complete, guests were eager to get
to their feet and take advantage of the
exhilarating mix of classic oldies and
current Top 40 hits as performed by the
very talented New Image Band. They also
had the opportunity throughout the evening
to take candid shots – with props and all!
– at the photo booth set up by Entourage
Photography. Towards the end of the
evening, deluxe prizes, including
a large flat-screen television and a
BBQ, were given away to a number
of lucky winners. Seeing the joy on
their faces was the best way to end
such an incredible evening!
The Thalassemia Foundation of
Canada would like to thank everyone
involved in this milestone event,
(continued on next page)
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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.
Our next Valentine’s Dinner Dance is fast approaching! Join us on Saturday, February 21, 2015, once again at Riviera Parque Dining,
Banquet & Convention Centre, for another unforgettable event in support of a great cause. For more information on the dance, or to
learn how you can become involved or sponsor the event, please contact Christina Marra at 416.735.1180 or cmarra@romafence.com.

Grand Prize Sponsors

CityWide Door & Hardware Inc.
Falcitelli Family
Masters Insurance/Financial

Centrepiece Sponsors
Beneplan Inc.
Bianchi Presta LLP
Fazzari Partners LLP

Décor Sponsors

Fazzari Partners LLP
Roma Fence

Art Gallery of Ontario
Avante Property Services
Denise Daye
Gus and Paula Badali
Italpasta
Noi Folino Hair Salon
Prestige Land Maintenance
Tony Gentilucci (OMNI TV)
Totera Fine Foods
Villa Charities

Special Thanks

Favour Sponsor
Future Shop

Video Sponsor
Eastern Power

General Event Donations
Alumarail Manufacturing
LiUNA – Local 183
Nature’s Emporium

Prize Donors

The Foundation
also extends its sincere
gratitude to all those
who sponsored tables
and/or donated
gifts for the evening’s
raffle prizes. Your
generosity is greatly
appreciated!

A Glitter of Hope Jewellery
Angela Marra
Bassett Direct
Brian Boyd
Cindy DiNino
Entourage Photography
Grace Bancheri
Heather Lee (Immanuel Florist)
Maria Chiarlitti (Ti Amo Decorating)
Nico Monteleone (Visionart)
Signature Bindery Services Inc.
Tony Gentilucci

Thank you to our Sponsors
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by: Stefanie Polsinelli

Over the past few years, the adult thalassemia clinic
at Toronto General Hospital (TGH) has seen a number
of staff changes. ThalaVision would like to introduce
its readers to the latest members of the TGH family.
For this issue, ThalaVision gets to know Kate Uchendu,
one of two nurse practitioners working in the Red
Blood Cell Disorders Clinic (RBDC). Kate has been
a part of the team since February 2012.

Disease Directorate with patients, families and
communities with exposure to active Tuberculosis.
I was in Toronto Public Health for five years and wanted
to get back into full-time clinical practice working
with patients. In 2009, I returned to the University
of Toronto for my Masters in Nursing, with a nurse
practitioner focus, and graduated in 2011. Prior to
joining the clinic, I was working as a clinical nurse
specialist in Geriatrics in the Emergency department
at St. Michael’s Hospital. When I saw the nurse
practitioner position in the RBDC, I was very keen on
the position because I felt like I would be a great fit
for it. I was already reasonably informed about sickle
cell disease but had no real exposure to thalassemia.
I was very keen to get the job because I was convinced
I could contribute to the program in the area of quality
improvement and patient education.

Kate, what does your position entail, exactly?
I will start by stating what nurse practitioners do in
general. Nurse practitioners (NPs) are registered nurses
with additional education and experience who are able
to order and interpret diagnostic tests, communicate
diagnoses, prescribe pharmaceuticals and perform
specific procedures (Health Force Ontario, 2014).
My position in the RBDC clinic involves comprehensive
assessments of patients that focus not only on their
physical complaints but also on psychosocial and
emotional wellbeing using a holistic approach. This
involves assessing regularly transfused patients in
the Medical Surgical Day Unit and non-transfused
patients in the clinic. Part of patient assessment
and care planning involves working with patients to
develop a comprehensive care plan that addresses all
the issues that can potentially impact the patient’s
health and wellbeing.

What were your thoughts on the clinic and the
patients when you first started working here?
I was very curious. I did not have much experience
with thalassemia so I spent countless hours studying
to help me understand not just the complications of
thalassemia but also the genetic basis of it, as well
as sickle cell disease. I continue to be fascinated with
studying and understanding hemoglobin disorders.
I find it very interesting that patients with the same
genetic disorder manifest very different complications
and react very differently to various treatments.
I recently wrote an article in the RBCD newsletter
entitled “Why am I so Sick, and he/she is so Well?”
on the great variability in clinical presentation of
patients with sickle cell disease. As there is similar
variability in thalassemia disorders, I will be writing
another article looking more in-depth at thalassemia.
I see the great variability in thalassemia disorders
as I get to know patients with thalassemia that span
the spectrum from non-transfused to transfusion
dependent. Getting to know the patients better also

Tell us a bit about yourself and how you came to be
working in the thalassemia clinic.
I graduated from the University of Toronto Bachelor
of Nursing Program in 2006. I was first hired at TGH
in the Cardiovascular Surgery department as a staff
nurse working with patients who had just undergone
bypass heart surgery. I really enjoyed my role as
a staff nurse, but I was also very curious about public
health and decided to get into Toronto Public Health.
I liked working as a Case Manager in the Communicable
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helped me recognize how knowledgeable and informed
patients are and I quickly realized that I could also
learn a lot from the patients, as well.

I also want to take this opportunity to thank you all
for welcoming me into the program and giving me
an opportunity to participate in your care. It is very
rewarding to work with patients with thalassemia and
sickle cell disease. I am passionate about my work and
I look forward to continuing to engage with you in the
months and years to come.

What are some of the good/unique aspects to the
clinic, and what do you think could be improved
on?
The strongest part of the clinic is the excellent clinical
team we have. The inter-professional team that we
currently have is made up of very knowledgeable
and committed staff members. As you may know,
TGH is a centre for training residents and fellows in
hemoglobinopathy care. We have a strong focus on the
most recent evidence and research to drive our clinical
practice. In terms of what can be improved upon,
I think we can all agree that we need a nicer [treatment]
space that will be more relaxing and private for our
patients.

Colleen Johnson, the second nurse practitioner, was
interviewed in the winter 2013 issue of ThalaVision.
To read her story, visit thalassemia.ca.

ThalaVision

is now accepting ads!

What are you personally hoping to bring to the
clinic?
I hope to bring my passion for quality improvement
and patient education to the clinic. The pilot project
for cross-match collection at LifeLabs is a quality
improvement project that I am currently leading for the
clinic. We are hoping to use this pilot to demonstrate
that we can reduce the number of hours patients have
to spend waiting for transfusion if they are crossmatched ahead of time. Additionally, I am working
with the entire RBDC team to make sure staff nurses
in the Medical Surgical Day Unit are getting up-to-date
education and information on caring for patients with
thalassemia and sickle cell disease. With regard to
patient education, I plan to send out a comprehensive
patient education survey to get the input of patients
on how they want to learn new information on
thalassemia and sickle cell disease. It is my hope
that we can leverage cutting-edge technology to make
sure that we can reach our patients with up-to-date
information, even if they are in remote locations.
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What do you hope to see in the future – in the
clinic, with the patients, etc.?

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.

I am hoping to see the clinic continue to partner with
patients as we look for new and innovative ways to
meet the ever-changing needs of our diverse patient
population. I also want to see our program continue
to be an attractive training ground for residents,
fellows, nurses and social workers with an interest in
hemoglobinopathy care.
You really have the patients’ attention now with
this interview: what is one thing you really want to
impart to them?

For ad rates, specs and deadlines,
contact Stefanie Polsinelli at
stefanie.polsinelli@thalassemia.ca.

Your input counts! We really appreciate your feedback!
If you have suggestions on what we can do to improve
the quality of care you are receiving, please share your
concerns directly with a member of the RBDC team.
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Guelph Chapter’s
20th Anniversary Celebration

By Anita Aimola (President, Guelph Chapter)

Once again the Guelph Chapter of the Thalassemia
Foundation of Canada held a successful fundraising event
– but this time, the annual dance was held in honour of the
Chapter’s 20th anniversary! The milestone celebration took
place on March 8, 2014, at the Italian Canadian Club of
Guelph.

its anniversary celebration. This brings the total contribution
by the Chapter to the Thalassemia Foundation of Canada
to approximately $250,000 over the past 20 years. What
an accomplishment – and it was only possible through the
continuous support the Chapter has received over the last
two decades.

As always, the Chapter welcomed its guests to an evening
filled with great food and enjoyment, all for a very worthy
cause: supporting the work of the Foundation. Emcee Mark
Moretti and deejay Sam Lucchese kept the guests entertained
and on the dance floor the whole evening. Helen Ziavras,
president of the Thalassemia Foundation of Canada, was
the guest speaker at the dance, and gave a heartfelt
talk that inspired her audience. I was humbled to be
presented with an award that evening, and I thank the
Foundation for selecting me for the honour.

I know I speak on behalf of all thalassemia patients and their
families when I say that we are so grateful for the support
that all of our attendees, volunteers and sponsors have shown
over the past 20 years. Thank you so much!

I’d like to thank Peter Muratis, who designed the
beautiful programs that helped us commemorate our
milestone event. Special thanks also go out to the
event committee members (Tilda Aimola, Adriana
Carlino, Lina Finoro, Lucy Mattucci, Kathy Muratis and
Diane Wagar) and volunteers. It is because of your support
throughout the years that the Guelph Chapter has grown the
dance to the successful event it is today.
Thanks to the generosity of all the donors and supporters of
the event, the Guelph Chapter was able to raise $12,000 with

Photos courtesy of SNAPD Guelph.

The Guelph Chapter’s 21st annual dance will be held on
Saturday, April 18, 2015, at the Hanlon Convention Centre.
For more information, contact Anita Aimola at 519.821.5802 or bellaimola@hotmail.com.

By Mohamed Hasham

Many people out for a Sunday morning run or stroll through
the park stopped by the registration desk to learn about the
event and the Foundation’s numerous activities.

On Sunday, May 4, 2014, the thalassemia community
gathered once again for the Walk-for-Thalassemia, to raise
awareness, support and much-needed funds for research
on the latest treatments – and ultimately, a cure – for the
disease.
Over 100 family and friends of thalassemia patients met
in Ester Lorrie Park in Etobicoke to celebrate International
Thalassemia Day with a walkathon. Everyone in attendance
had an opportunity to catch up with friends before and
after the walk and listen to Top 40 music hits spun live by
a professional deejay. The children who took part in the
event made new friends and got a chance to have their face
painted by a clown on site, as well!

The Thalassemia Foundation of Canada would like to
sincerely thank everyone who participated in the walkathon
in some way, whether it was through donation pledges,
sponsorship of the event or countless hours of volunteering
to help with the preparation and clean-up. Special thanks
go out to the main sponsors, LiUNA – Local 506 and
Surve Construction, for once again making the event
possible through donation of goods and services. Thank
you also to the Running Room for helping to organize and
maintain registrations for the big day. Everyone’s support
and contributions helped us raise nearly $7,000 for the
Foundation through this one fun event.

Participants of this 4th annual walkathon were blessed with a
bright, sunny day in which to walk or run the course through
the picturesque east side of the park. Ambitious runners had
the opportunity to complete a 10 kilometre route, while the
majority completed a five kilometre walk.

Stay tuned to thalassemia.ca and your email inbox for more
details on next year’s walkathon. We also encourage you to
send your thoughts and suggestions to info@thalassemia.ca
on how we can improve the event for next year. See you in
spring 2015 for the fifth annual Walk-for-Thalassemia!

All registrants received a bright red t-shirt, donated by
LiUNA – Local 506, and enjoyed some refreshments, fresh
fruit and snacks donated by Surve Construction. After
completing the course, participants were treated to fresh
popcorn, made on site at
an old-fashioned popcorn
stand, also courtesy of
LiUNA – Local 506.
The walkathon has become
a great opportunity for the
Thalassemia Foundation of
Canada to build awareness
in the local community.
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Coping With Stress

Using Mindfulness-Based
Stress Reduction

T

hink of a time when you
engrossed yourself in sports,
art, music, or dance and how
you were focused on the sensations
of your body at the present moment.
If you have experienced this, then you have
engaged in mindfulness.
This is what it is. Mindfulness can be
defined as non-judgmental awareness
of our thoughts, emotions, and bodily
sensations at the present moment. It means
focusing on the here and now within
ourselves and allowing us to feel as we do
without casting judgment. Mindfulness
developed out of ancient Buddhist
meditation practices. In more recent years,
Dr. Jon Kabat-Zinn has transformed the
concept into what are commonly referred
to as mindfulness-based stress reduction
(MBSR) programs. He describes MBSR as
“an increased awareness of all aspects of the
self, including body and mind, heart and
soul” (Inner Care, 2014). Growing evidence
supports the use of MBSR for a variety of
physical and mental health concerns (The
Greater Good Science Centre, 2014).
This is how MBSR can benefit patients.
It reduces stress for those living with
chronic illness and can be used for pain
management. In a study conducted by Dr.
Barbara Thompson in 2007, 13 people with
chronic conditions participated in an eightweek long MBSR program. The results
showed that MBSR training led to enhanced
occupational adaptation, an increased
sense of empowerment, and a new way
of living (Thompson, 2009). Mindfulness
can help to improve your concentration

and overall happiness by engaging you in
your daily activities and enabling you to
better appreciate life’s pleasures (Harvard
University, 2013). “Mindfulness also
brings about a well-studied physiological
change that can help lower your blood
pressure, heart rate, breathing rate, oxygen
consumption, adrenaline levels, and levels
of the stress hormone cortisol” (Harvard
University, 2013).
This is how you can engage in MBSR.
The Mindful World website offers a variety
of at-home MBSR exercises. Below
are three quick examples. For more
detailed
instructions,
visit
http://
www.themindfulword.org/2012/mbsrmindfulness-based-stress-reduction/.
1. Awareness Exercises: Imagine your
thoughts, feelings and sensations as objects
floating down a stream. Focus on these one
at a time and then simply deposit them
back into the stream and allow them to
float away.
2. Body Scan: Lie down with your eyes
closed. Slowly scan up and down your body
for tightness and soreness. If you find a
tight spot, stop and breathe into it until it
relaxes.
3. Walking Meditation: While you walk,
focus on sensations of the body moving.
Aim to walk with no tension; relax into
it, letting your hips and shoulders swing
easily. Breathe with your footsteps.
You can listen to guided meditation videos
online via the links below or download free
mindfulness apps on your phone (i.e. the
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Mindfulness Daily app):
• http://www.healthandwellness.
utoronto.ca/Mindfulness- Meditation.htm
• https://chopracentermeditation.com/
home/?acode=oprah
• http://marc.ucla.edu/body.cfm?id=22
This is what makes MBSR so great:
• It can be used at home
• You don’t have to spend any money
• It can improve your health
• You can get involved in your community
• It can change your outlook on life
We challenge you to try this new concept
if you’re not doing so already. We are
excited to see that a number of patients
are engaged in various forms of MBSR
strategies. Although the strategies may
not follow the exact definition of MBSR,
they do encompass the same principles
and lead to the same positive outcomes.
The key is finding a way to manage stress
and focus on the present by integrating
your mind, heart, body and soul.
References:
1. Harvard University (2013). The magic of mindfulness:
Simple, life-changing steps to get engaged and get healthy.
Harvard Health Letter, September 2013.
2. Inner Care (2014). Mindfulness-Based Stress Reduction
(MBSR).
Retrieved
from:
http://www.innercare.ca/
mindfulness-based-stress-reduction.php
3. The Greater Good Science Centre (2014). What is
mindfulness? Retrieved from: http://greatergood.berkeley.
edu/topic/mindfulness/definition
4. Thompson, B. (2009). Mindfulness-based stress
reduction for people with chronic conditions. British
Journal of Occupational Therapy, 72(9), 405-410.
Excerpted with permission from the Spring/Summer 2014 edition of the
Red Blood Cell Disorders Quarterly Newsletter.
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Types of
Meditation
Meditation is an umbrella term for the many ways to a relaxed
state of being. There are many types of meditation and relaxation
techniques that have meditation components. All share the same
goal of achieving inner peace.
Ways to meditate include:
• Guided meditation. Sometimes called guided imagery or
visualization, with this method of meditation you form mental
images of places or situations you find relaxing. You try to use as
many senses as possible, such as smells, sights, sounds and textures.
You may be led through this process by a guide or teacher.
• Mantra meditation. In this type of meditation, you silently repeat
a calming word, thought or phrase to prevent distracting thoughts.
• Mindfulness meditation. This type of meditation is based on
being mindful, or having an increased awareness and acceptance
of living in the present moment. In mindfulness meditation,
you broaden your conscious awareness. You focus on what you
experience during meditation, such as the flow of your breath.
You can observe your thoughts and emotions, but let them pass
without judgment.
• Qi gong. This practice generally combines meditation,
relaxation, physical movement and breathing exercises to restore
and maintain balance. Qi gong (pronounced CHEE-gung) is part
of traditional Chinese medicine.
• Tai chi. This is a form of gentle Chinese martial arts. In tai
chi (pronounced TIE- CHEE), you perform a self-paced series of
postures or movements in a slow, graceful manner while practicing
deep breathing.
• Transcendental meditation. In transcendental meditation, you
use a mantra, such as a word, sound or phrase repeated silently, to
narrow your conscious awareness and eliminate all thoughts from
your mind. You focus exclusively on your mantra to achieve a state
of perfect stillness and consciousness.
• Yoga. You perform a series of postures and controlled breathing
exercises to promote a more flexible body and a calm mind. As you
move through poses that require balance and concentration, you’re
encouraged to focus less on your busy day and more on the moment.
References:
• http://www.mayoclinic.org/healthy-living/ stress-management/in-depth/meditation/art20045858
Excerpted with permission from the Spring/Summer 2014 edition of the Red Blood Cell
Disorders Quarterly Newsletter.
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On October 24, 2014, past and present Board
members of the Thalassemia Foundation of
Canada and their family members had dinner
with Seraphina Sammarco, the founder and
president of the Vancouver Thalassemia Society
of British Columbia. Also in Toronto for a visit
and present at the dinner were Pasquale and
Peter Sammarco, Seraphina’s husband and son,
respectively, as well as Sue Daugulis, President
of Venue West Conference Services. The dinner
was held at Mastro Roberto Trattoria & Pizzeria
in Woodbridge, Ontario.

The Roma Fence
Group of Companies’
19th Annual
Golf Invitational
Wednesday, August 26, 2015
The Country Club
1:00 p.m. Shotgun Start
For more information on this event,
contact Christina Marra at
cmarra@romafence.com
or 416.735.1180.

By Fame Risorto

By Fame Risorto
It’s amazing when a vision or idea develops into
something successful. And when that success continues
to occur, year after year, it’s even more incredible. This
is how things started four years ago, when Roger and
Susanna Simoes suggested they turn their annual pig
roast into a fundraising event to support the Thalassemia
Foundation of Canada. The event has grown and become
a perennial favourite, raising thousands of dollars for the
charitable organization.
The Simoes hosted their
4th annual pig roast on
August 16, 2014, in Bradford,
Ontario. Although the weather
didn’t cooperate, this did
nothing to stop the relatives
and friends from coming out
and enjoying the incredible
food that was lovingly prepared. Guests feasted on
deliciously barbequed pork and chicken, as well as the
side dishes that each of the attendees brought along. In
the end, there was enough food to feed an army! And
thanks to everyone’s efforts and generosity, more than
$4,100 was raised this year!
A special thank you must be extended to Jose and Alvaro
DaSilva, John and Linda Hodgson, and, last but certainly
not least, Roger and Susanna Simoes. Roger, your
tireless efforts – from procuring the food and all other
amenities to gathering financial donations – ensure this
event will be a success year after year. Susanna, all of
the event planning and prep work that you do is a huge
undertaking, and is greatly
appreciated. The support in
helping to raise awareness
of
thalassemia
and
financial assistance for the
Foundation from everyone
involved in the barbeque
touches the Risorto family’s
heart.
Thanks once again, community of Bradford!

As usual, guests were excited for the annual Bowling for
Thalassemia fundraiser. But this time around, they were also
excited about the FIFA World Cup soccer championship, which
was happening at the same time. Participants at the bowling
event were asked to wear their favourite FIFA team jersey to
show their support.
Fundraising efforts for the 5th annual bowling tournament far
exceeded expectations. The event, which was held at NEB’s Fun
World in Oshawa on June 13, 2014, raised more than $25,000 –
a record for the event! (All net proceeds will go to the Thalassemia
Foundation of Canada.) This incredible feat would not have
been possible without the financial support of the event’s lane
sponsors. A heartfelt thank you goes out to all these generous
folks, who contributed to the cause without even blinking an
eye.
Getting the fun “Rock ‘n Bowl” night started, family and friends
laced up their shoes and hit the lanes while dancing to the
upbeat rock tunes playing. From the delicious pizza supplied
by NEB’s to the amazing door prizes generously donated by
numerous sponsors, the fundraiser was a great night out for the
entire family.
While the event looks like fun and games, it’s much more than
that. It is an effort to plan such a fundraiser, and it would not have
been possible without the generosity of time and resources from
the following individuals: Lisa Braccia, Lisa D’Annunzio, Mary
D’Addario, Rose DelGatto, Rose Giordano, Rose Iammarino,
Angela Merlo and Maria DiPalo. My mother, Annette Calderone,
the greatest “raffle ticket queen” of all time, did an amazing job
at managing the tables and promoting sales. Pat Iammarino,
Joe D’Addario and Tino
Merlo provided muchneeded help by walking the
aisles selling 50/50 tickets.
Finally, I would be remiss
to not mention the great
support and assistance
given by my husband,
John Risorto, and sons,
Jonathan and Marco
Risorto. Lastly, thank you
to SNAPD Oshawa, for
promoting the event and
taking beautiful pictures
that
truly
captured
what a great time the
bowling tournament was
and the fun had by all
in attendance.
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Research Grant Competition
Celebrates 20 Years
By Angela Covato, Coordinator of the Medical Advisory Board

L

ast year marked the 20th anniversary of the Thalassemia
Foundation of Canada Research Grant Competition. Each year,
the Foundation 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 Thalassemia Foundation of Canada has a long history of
supporting innovative and important research in thalassemia.
We are proud that our established grant program has funded
numerous individuals who were fairly early in their careers and
who have continued 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., and Professor of Laboratory Medicine
and Pathobiology at the University of Toronto.
Currently, we are funding the following two research grants:
1. Perception of Thalassemia Patients towards Thalassemia
Prenatal Diagnosis Programs; An International Multicenter
Study Principal
Investigator: Dr. Ali Amid, The Hospital for Sick Children,
Toronto
Date of Completion: December 2015
2. The use of the Calcium Channel Blocker Amlodipine as
adjuvant Treatment to Iron Chelation for the Prevention of Iron
Overload Cardiomyopathy
Principal Investigator: Dr. Maria Giovanna Trivieri, University
Health Network, Toronto
Date of Completion: December 2015
Over the years, we have partnered with esteemed organizations
such as Canadian Institutes of Health Research (CIHR), The
Hospital for Sick Children (Sick Kids), the University of Toronto,
and many others. Our biggest accomplishment is that, with the
help of our donors and supporters, we have awarded approximately
$700,000 to support thalassemia research in Canada since the
research program’s inception.
We look forward to continuing to support this necessary
research and value the ongoing support of this important work.
The research conducted over the past 20 years has proven
to not only extend the lives of patients with thalassemia,
but also to be an essential component to improving the
quality of life of those that are affected by and live every day
with thalassemia.

Red Blood Cell Patient
Forum 2014
By Heather Gordon
The goal of the University Health Network
(UHN) is to improve service delivery and patient
satisfaction across the network’s four hospital sites
in all programs, clinics and departments. UHN is
promoting a culture of consistent service and practice excellence,
and providing opportunities for patients to have their voice heard
at all times.
The Red Blood Cell Disorders program (RBCD), part of the UHN,
created a survey for thalassemia, sickle cell, and other red blood
cell disorders patients who participated in small group discussions
at Toronto General Hospital (TGH) from January to November
2012. The survey identified the following issues in this patient
community: dissatisfaction with their care; the willingness to
provide input into their care and receive further education on their
illness; the desire to better cope with their illness; and the need
to strengthen peer support. Based on the patients’ input, social
workers Heather Gordon and Joseph Kalath invited patients to join
a seven-month program in which they could attempt to resolve/
achieve the above issues. The program culminated in a one-day
patient forum on March 22, 2014, at TGH.

The Forum
Patients led the forum from planning to implementation. Through
visual arts, performing arts, power-point presentations and
motivational talks, patients presented coping strategies while
also getting to display their interests and talents. The topics
addressed were: Transfusion and Blood Safety; Nutrition; Aging
with a Chronic Illness; Self-Management; Illness Perception; and
Emergency Room Care. (Physicians also presented at the forum.)
Thanks to all of the presentations, healthcare staff members in
attendance were able to see patients not only as partners but also
as leaders in healthcare.
(continues on page 23)
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What is it like to raise a family as a thalassemia patient?
My family has known from the start that there are times
when my energy level is not optimum, and we have adjusted
accordingly. Every member in our household has a chore and
I am not one to try to do everything on my own. For example,
since they were each seven years old, my children have been
setting and clearing the table, as well as making their own
beds and bringing the laundry down to the laundry room.
The Thalassemia Foundation of Canada is pleased to announce
that at the Annual General Meeting in April 2014, a couple
of new members were elected to the Board. The Board is
always happy to welcome newcomers to its ranks because
it understands the importance of having fresh and varied
voices in its roles. ThalaVision would like to introduce you
to the newest Board members, and in this issue
we get to know Trustee Nesrin Berrak, who also happens to be
a thalassemia patient.
Tell us about your childhood and growing up with
thalassemia.
My mother was very overprotective surrounding my
thalassemia, however, this made it possible for me to stay on
track with all my medications. When I was a child, the future
was bleak for thalassemia patients, but I was spurred on
by my family’s optimism. I always wanted to push past the
boundaries that were set up for thalassemia patients in those
days; for example, my gym teacher questioned my decision
to join [a running group called] the Kilometer Club. He
backed down, however, once he saw that I could not only keep
up with but also surpass the other students.
Tell us a bit about yourself now.
I am a full-time mom of three boys whom we adopted five years
ago. During my spare time I volunteer on the Parent Council –
one of which I chair – of three schools. My passion in life is writing
about humorous moments in my everyday life on my blog, The
Extreme Mother (www.Facebook.com/theextrememother).
In December I launched a website, TheExtremeMother.com,
which focuses on issues surrounding parenting children
with special needs, raising children in an LGBT-sensitive
atmosphere, and being a parent with thalassemia.
Tell us a bit about your family.
In April, my husband and I will be celebrating our 25th
wedding anniversary, and I must say, I couldn’t have made it
this far without him! Our three boys – 15, 12 and 10 years of age
– deal with issues surrounding hearing impairment, ADHD,
social pressures and LGBT rights on a daily basis. When I was
recently hospitalized for a month due to a femur fracture,
I came to realize that my children are resilient and mature.

One of the greatest things I have been proud to experience is my
family’s abundant empathy – and while I do no believe it is my
thalassemia that brought it about, as a mom with thalassemia,
it helps tremendously to be surrounded by empathy.
What advice do you have for other thalassemia patients,
when it comes to managing their own care while raising a
family?
Do not be a martyr. Delegate tasks and train your children (and
your spouse) from a young age to help out. We had many broken
or chipped plates while my children were getting the hang of
setting the table, but it was worth it. I will never forget when
my two youngest came home from an overnight school camping
trip. During their trip, the students were put into groups and
each group was responsible for setting the tables and cleaning
up after the meals. “Mom, the kids don’t even know how to
wipe a table properly!” they exclaimed. “And they are all 10and 11-year-olds!” they added with shock.
Also, as far as medicine [to treat the thalassemia] is
concerned, take it first, before you start breakfast or whatever
you need to do for the family. Remember, if your health is
taken care of last, your health won’t last.
What made you get involved with the Thalassemia
Foundation of Canada – and why now?
I have always believed in the mission of the Foundation,
and before there was the Thalassemia Foundation of
Canada there was TAG [Thalassemia Action Group], which
I was a part of. However, to put it bluntly, I was always
saddened and discouraged by the high mortality rate of
thalassemia patients and had to separate myself for a
very long time. The last 15 years have brought about very
positive changes for thalassemia patients, and now that
I have some free time, I wanted to help in any little way that I
could.
What are you hoping to bring to the Board?
I have participated in and organized various fundraising
activities in the last 10 years and I hope to be able to contribute
what I have learned from these. Also, I am not afraid to try
something new and welcome any opportunity to make a
difference.
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Roma Fence
Golf Invitational
On

August 27, 2014, The Roma
Fence Group of Companies’ 18th
annual Golf Invitational took place
at RedCrest Cardinal Golf Course
in King, Ontario. The event was
held in support of the Thalassemia
Foundation of Canada.
The fun day started with a barbeque
lunch and was followed by a full day
of golf. The nearly 150 golfers who
attended the tournament also enjoyed
fresh food like fruit and porchetta on
the course. And, as an added treat,
there was even an ice cream truck
parked at the 4th hole!

After the tournament, the golfers
and other guests enjoyed a seated
dinner with full service bar at
Montecassino Place Woodbridge.
Each golfer received a prize, and a
lucky few even won awards for their
performance in the tournament.
After dinner, guests enjoyed live
entertainment, an auction and raffle
prizes.

research and to provide necessary
medical equipment for thalassemia
patients.

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 18th annual Golf Invitational
a success. Your support is greatly
The purpose of the Roma Fence appreciated, and we look forward
Golf Invitational is to raise much- to seeing you at this year’s event!
needed funds for the Thalassemia
Foundation of Canada. The funds Stay tuned to www.thalassemia.ca
are dedicated to education and for full 2015 tournament details.

Thank You to Our 2014 Contributors and Hole Sponsors
Acculink Fence & Wire
Advanced Entry Systems of Canada
Alliance Creative Marketing
Anscon Contracting Ltd.
ApoPharma Inc.
Ber-Cool Ltd.
Bianchi Presta LLP
Bolton Steel Tube
City Environmental Services
Cobra Float Services
Custom Compactors (2010) Inc.
Daily Commercial News
Del Metals
DeSantis Crane Services Inc.
Duracrete Concrete Fence Products

Falco Steel Fabricators
Fernview Construction
Future Temp Glass
Hantec Solutions
J. Castator & Son Fencing
Kon-Strutt Construction
Leone Fence Company
LiUNA – Local 183
LiUNA – Local 506
Master Halco
Masters Insurance
MastroRep Sales
Mircom/Gardia Inc.
Montecassino Banquet & Event Venue
Multitube Inc.
Ontario Mechanical Equipment Sales

Peninsula Construction
Platinum Printing Group
Powell Contracting
Pronto Reproductions Ltd.
Pro-Star Excavating & Grading
Reed Construction Data
Rocky River Construction Ltd.
Roma Fence Ltd.
Sam Falcitelli
Sevenview Chrysler
Sometrik Contracting Ltd.
The Falcitelli Family
The Fence People
Tom Gadbois
W.I.G.S.

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 a 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 their 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).
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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
The Mission of the
of generous donations from the public. Our team of volunteers
Thalassemia Foundation of Canada
consists of patients and non-patients who either serve on our
Board or as general members; members donate their valuable
To support and fund thalassemia scientific
time and effort toward the Foundation’s numerous activities
research, treatment, patient services, public
and projects.

awareness and education.

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.

Our Goals
To provide patients and caregivers with 		
accurate and up-to-date information on 		
thalassemia research and treatment.

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 2015; access to books, brochures and
information on thalassemia; and detailed information on
upcoming events and fundraisers.

To help patients navigate through the
health care system, while providing 		
beneficial resources and support services
to the thalassemia community.

In order to become a member for 2015-2016, please
complete the membership information on the form found
on the back page of this newsletter 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

To further research and innovation in 		
thalassemia treatment and care.

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.

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.

Thalassemia Foundation of Canada
340 Falstaff Avenue, Suite 204
North York, ON
M6L 3E8

For a copy of the gift-in-kind donation form,
please contact Christina Marra at
cmarra@romafence.com
or 416.735.1180.

Tel: 416.242.THAL (8425)
info@thalassemia.ca
thalassemia.ca
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Donor Corner: A Spotlight on Mike Livia
Donor Corner highlights a different individual each issue who has donated
a lot of his/her time and exerted extraordinary effort to raise awareness
and funds on behalf of the Thalassemia Foundation of Canada. These
people exemplify the meaning of hard work, fearlessness, and dedication
to a common cause.
This issue of ThalaVision puts the spotlight on Mike Livia.
Mike is a 39-year-old thalassemia patient who lives just outside of Toronto,
Ontario. He and his family have long been involved with the Thalassemia
Foundation of Canada; Mike was a Board member for many years and his
wife, Silvia, is currently the Vice President of the Board. The Foundation
extends warm thanks to Mike and his family for their hard work, support,
and dedication to its cause.
Mike sat down with ThalaVision to explain what it’s like to live with
thalassemia while making a living and raising a family, and why he’s
determined to assist others like him.

Tell us a bit about your childhood
and growing up with thalassemia.
I was diagnosed with thalassemia at the age
of two. I started treatment right away, and
was a patient at Toronto’s Hospital for Sick
Children. I had a normal childhood, going
to school and playing sports. I remember
when my mother would bring me to the
hospital once a month and I would stand
on the bottom of the IV pole, and she
would push me around as if I was on a
ride. I also remember my mom chasing
me around the house, so that I could do
my nightly injections of Desferal [an iron
chelator]. I never made it easy for her! At
20 years old, I transferred over to Toronto
General Hospital, where I am still a patient
now.

Now tell us a bit about yourself
– how did you get into your line
of work, what are your hobbies/
interests, etc.?
I am married with two children. I met my
wife in high school and we got married
when I was 25. We have two sons: Diego
is eight years old and Domenic is six years
old. I am self-employed, and my hobbies
include riding motorcycles, restoring
classic cars, and watching my children play
hockey.

What is it like to raise a family as a
thalassemia patient?
As for anyone else, raising a family is
tiring! It is a bit tough when your kids have
more energy than you do! I feel fortunate
to be raising my boys in a time with great
advances in thalassemia treatment; the
advances of medicine and overall care have
allowed me to live a life with minimal
impact to my family.

What

are some challenges your family
has encountered because of the fact that
you have thalassemia, and how have you
overcome them?

When our first son was born in 2006, I was on
Desferal, doing nightly 10-hour subcutaneous
injections. This was a challenge, because my
son would often pull on the tubing, and it was
awkward to hold him when the needle was in
my stomach. Now, I am on a daily chelator
called Exjade, which involves diluting tablets
with orange juice and water so that I can drink
them. Most days, my wife mixes the Exjade
and my kids bring it to me, running into my
room yelling, “Special delivery, daddy!” Exjade
has been a positive lifestyle change for me, as
it is much easier and does not include painful
injections.

What

advice do you have for other
thalassemia patients, when it comes to
managing their own care while raising a
family?

I hope that all thalassemia patients take charge
of their health. Ask questions of your health
care workers and know what is going on with
your body. If you are unsure of something, get
clarification. If something doesn’t feel right,
get it checked out. You know yourself best, so
you are the best judge of your personal health
situation. Also, talk to other patients – it always
helps to compare notes, and know that you are
not alone.

What are your hopes for the future for
your family?
I hope to grow old with my wife and see my
children happy and healthy. I hope to meet my
grandchildren.
-18-

What are your hopes for the future
for thalassemia patients?
I hope that thalassemia patients are able to
lead normal, long lives, with options for
treatment that best suit their lifestyle. My
biggest hope is to see a cure, and to one
day celebrate the memory of thalassemia.

You

were a previous Board member
of the Thalassemia Foundation
of Canada, and you continue to
volunteer on the committees of
the Board’s various fundraisers.
What motivates your involvement
with the Foundation?

The Foundation is a big part of my life. I
have been involved for almost 20 years, and
have met some of my closest friends while
working on these various committees. I
am involved because I want to help raise
awareness about thalassemia and help with
fundraising. I also want to keep up-to-date
with research and developments towards
finding a cure for this disease.

What

advice do you have for
patients who are thinking of getting
involved with the Foundation?

I encourage patients to reach out to the
members of the Foundation and get
information on how to become involved.
The Board is always looking for people
to provide new insight. It’s a great
way to meet people in the thalassemia
community, and keep informed with
current events, fundraisers, research and
advocacy. Personally, I have always found
comfort in being part of the Foundation,
and being surrounded by people who are
familiar with thalassemia.

Update

By Riyad Elbard, Treasurer, Thalassaemia International Federation
Thalassaemia International Federation
(TIF) is moving forward on a new phase
for increasing education
on thalassemia among
patients and parents, and to
improve capacity-building
for national thalassemia
associations in various
regions of the world. TIF
has realized that regional
conferences should be
considerably more targeted
in order to meet their
ultimate goal of building
capacities, and to offer
participants the opportunity
to gain appropriate essential
knowledge on their disease. The
realization is based on the experience of
previous regional conferences, as well as
the understanding obtained at the Patient
& Parent Capacity Building Workshop
held during the 15th TIF International
Conference for Patients & Parents in
Abu Dhabi, United Arab Emirates, on
October 21, 2013.
TIF has initiated a completely new phase
in addressing the needs of patients – the
need to concentrate more on building
capacities. This need is mostly due to the
lack of capacities of national thalassemia
associations from around the world, in
terms of promoting the self-management
of patients and subsequently increasing
adherence to the various treatment
protocols. The need is also due to the
associations’ inability to be competent
and valuable stakeholders for the
promotion and amendments of policies
directly or indirectly related to the health
and quality of life of patients.

than to the educational programmes of TIF and
other NGOs. Therefore, it is extremely important
to ensure that the inheritance of this knowledge
and experience is passed on to
the younger generation, and to
involve new health professionals
in
the
hemoglobinopathies
network in the context of TIF’s
educational programme. In this
context, TIF will ensure that
regional conferences are truly
focused and educational, by
targeting the participation of both
patient advocates and medical
specialists for the two parallel
sessions (scientific programme
and patients/parents programme).
The 4th Pan-European Conference on
Haemoglobinopathies & Rare Anaemias,
hosted by TIF in collaboration with the Greek
Thalassaemia Federation, marked the beginning
of this new phase. Held November 7-9, 2014,
in Athens, Greece, the conference brought
together specialists and experts in the field of
hemoglobinopathies and rare anemias, as well as
patient representatives from European countries.
The programme of the conference provided
a unique platform for the exchange of
knowledge and experiences between
participants. The rich and multifaceted
scientific programme focused on issues
related to prevention, iron chelation,
methods of treating complications,
developing criteria for hemoglobinopathy
reference centres and their accreditation, and the
impact of the economic crisis on the health sector.
Through interactive discussions, the programme
– dedicated to patients with thalassemia and other
hemoglobinopathies – focused on developing
skills in both patients and patient associations in
Europe. The patient programme covered issues
concerning the creation of a successful patient
association with economic sustainability and a
development strategy to achieve its objectives.
The conference highlighted the remarkable
achievements of the patient/parent community
throughout the last decades, and the struggle
to preserve these successes and rights against a
backdrop of economic austerity.

Another reason for this change
of direction is the realization that
the number of experienced and
knowledgeable medical and health
professionals from around the world
in the field of hemoglobin disorders is
rapidly declining – mainly due to the
retirement of the older generation. Also,
there are numerous specialists who are TIF’s priorities also include concentrating
more committed to science and research efforts on promoting safety and adequacy of
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blood worldwide, and exploring new
possibilities through which the number
of voluntary non-remunerated blood
donation services can be considerably
strengthened. To promote blood
adequacy for patients around the world
and to prevent wasteful practices, TIF
has approached official Health bodies
– such as the WHO Blood Safety
Department, the International Federation
of Blood Donors, the European School
of Transfusion Therapy, the International
Haemovigilance Network, and the
Council of Europe – and asked them to
consider the inclusion of uncomplicated
hemochromatosis patients as blood
donors, which will strengthen general
blood adequacy worldwide. The
European Directorate for the Quality of
Medicines and Healthcare of the Council
of Europe responded to this, expressing
an interest to put this matter on its
agenda.
TIF is working on
strengthening collaboration
with the WHO Blood
Transfusion Safety department
through joint activities
to raise awareness about the safety and
adequacy of blood, especially in countries
of high prevalence of hemoglobin
disorders. In fact, TIF would like to become
an NGO in official relations with the
Blood Transfusion Safety department; this
would be in addition to TIF’s longstanding
collaboration with the Noncommunicable
Diseases department.
Through the Association of Southeast
Asian Nations (ASEAN), TIF has
made great efforts to promote
hemoglobinopathies in the
agendas of selected affected
countries. ASEAN is a strong
socio-economic body which
oversees health and other matters
in 10 countries of South East Asia.
TIF submitted a report on the current
status of hemoglobinopathies in ASEAN
member states to the ASEAN Secretariat,
for the 8th Senior Officials’ Meeting on
Health Development, which was held
in August of 2013; the report was then
circulated to the concerned focal points
in the ASEAN Health Cooperation.
TIF also organized a meeting during the
12th ASEAN Health Ministers’ Meeting
in Hanoi, Vietnam, last September. The
aim of the meeting was to bring together
the health ministers of ASEAN member
states, key medical specialists and other
influential officials, for a discussion of
avenues through which TIF can raise
the profile of thalassemia in the health

(continued on next page)
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agendas of these countries, and assist them in implementing
effective prevention and adequate management programs for
thalassemia.
Continuing its work, TIF participated
in the Patient Advocacy Session of the
19th Annual Congress of the European
Haematology Association held in Milan,
Italy, on June 12-15, 2014. The session
was dedicated to patient organizations
that work together to advocate issues
of common interest in the field of
hematological diseases. TIF’s participation at this important
conference included the distribution of TIF’s educational material
at a dedicated exhibition booth, and launching of the new
Guidelines for the Clinical Management of Transfusion Dependent
Thalassaemias with extensive distribution to hematologists.

Health Adds Life to Years! As healthcare is changing, so are patient
needs and government regulations. With an evolving landscape
and overwhelming expectations, the transformation of
healthcare systems is becoming all the more necessary to
meet the needs of this changing environment. Providing
patient-centred quality healthcare is critical to transforming
health. TIF renews its commitment to be involved in a
variety of initiatives and collaborations to improve the
quality of healthcare and make it more patient-centred.
Collaborations with other healthcare entities, nationally,
regionally, and internationally, are a vital pillar of TIF’s
work. Through maintaining the quality and standards
of TIF’s educational programme, the organization continues to
fight for patient-centred healthcare systems that can respond
to the historic realignments of our industry and economy. If we
can ensure that people are living healthier and longer lives, the
opportunities will be greater and the costs to society lesser.

TIF’s collaboration effort with the European Network for Rare
and Congenital Anaemias (ENERCA) continues to promote the
e-ENERCA project. The ultimate aim is to achieve – through
electronic means – access to the same level of services across
Europe, independent from the country of practice and the origin
of the patient. The main objective of TIF’s involvement is the
development of a European registry for rare anemias, including
thalassemia. After TIF’s participation in the ENERCA Executive
Committee Meeting, held in Barcelona, Spain, on April 30,
2014, TIF presented its first deliverables for the legal and ethical
requirements of the European community concerning electronic
registries for patients and the implications for sharing such
information between centres and countries. In the meantime,
information has been collected regarding the contents of the
registries with minimal clinical data, and the necessary data has
been gathered for the development of a more complete electronic
health record. Currently, the data is in the hands of computer
programmers at the University of Cyprus who are working on the
project. This registry will not only include thalassemia, but also
sickle cell disease and rare anemias.
The countdown is underway for the
creation of TIF’s mobile app, the aim
of which is to greatly aid and improve
the lives of people with thalassemia.
The Thal Health Web App will
help to connect the members of
the thalassemia community to one
another and to those who care for
them medically. The application is being
designed with active input from the thalassemia community
to ensure value, ease of use and applicability. The program is
currently in the testing phase; it is expected to launch by no later
than early 2015, and will reach millions of people around the
world living with thalassemia.
The Renzo Galanello Fellowship Programme, the purpose of
which is to train medical experts on thalassemia, is a new
TIF initiative that is supported by Novartis. Following
a thorough assessment, the selection committee for
the programme chose two medical experts: one
from Bangladesh and one from Nigeria. They were
selected out of 18 candidates from 11 countries.
The programme is well in progress, with the training
having started this past September.
TIF’s theme for 2015 will be Enhancing Partnership
Towards Patient-Centred Health Systems: Good
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Naushy Mullani Travel
Award Recipients
In 2013, the Naushy Mullani Travel Award was created to provide
assistance to thalassemia patients considering travelling in order
to educate themselves on current developments in thalassemia
treatment and research around the world, meet the medical
professionals who specialize in the field, and attend workshops and
share stories with others going through the same experiences.
The Mullani family created the award in memory of their beloved
family member – and past Board member of the Thalassemia
Foundation of Canada – who passed away on October 20, 2008.
The award is administered through the Foundation and is set up to
sponsor a thalassemia patient in order for him/her to attend a North
American or international conference.
Thanks to the profound generosity of the Mullani family, two lucky
Canadian thalassemia patients were selected as recipients of
the first award, and were able to attend the 2013 Thalassemia
International Federation International Conference in Abu Dhabi, in
the United Arab Emirates. In this section of ThalaVision, we hear
from the recipients, Jude Kamal and Salim Amlani, who describe in
their own words their experiences at the conference.
Jude Kamal
“Amazing” is how I can describe the 2013 TIF conference in Abu
Dhabi. I got to meet wonderful people who
became a part of my extended thalassemia family
from all around the world.
To me, that was a wonderful experience, and the
Naushy Mullani Travel Award has given me the
chance to participate in my first TIFF conference.
It has pushed me to participate in thalassemia
events; before I wrote my book, Thalassemia: My
Lifelong Companion, I had always isolated myself
from anything related to thalassemia.
TIF 2013 has helped me and many others step out
of our comfort zone to educate, share and bond
(continued on next page)

(continued from previous page)
with the people who can relate to us the
most. I was so excited to meet others who
have lived their whole life with what I have
lived with. I had never interacted with any
of them until the conference. I have to
admit, it is pretty sad that I have allowed
myself to live in a bubble for many years;
but I have managed to burst it, and that
is all that matters. All of a sudden, I had
this powerful voice in my head that kept
on telling me I needed to make a change
– first within myself and then within the
thalassemia world.

travelling to Abu Dhabi and attending the
TIF Conference. It has been a lifelong
dream of mine to attend an international
conference – not only to learn from the
presentations, but also (and mainly) to
have a chance to meet and learn from
other thalassemia patients and family
members from around the world.

My goal there was to positively influence others’ ways of thinking. I
was eager to know how the treatment for thalassemia varies from
country to country. I needed to know what my extended family was
thinking, feeling and experiencing. Most importantly, I wanted to give
every person that attended the hopes of tomorrow and the beauty
of today.
Aside from getting to meet everyone, I am also most grateful for the
presentations that I was able to attend. I couldn’t believe it when I
learned that there are so many doctors and patients who are working
hard every day to help us. The parents, families and friends that
attended were so supportive of the talks and I truly believe that they
are our most precious gifts in this world.
In my scarce spare time, I had the chance to visit landmarks and wellknown sites in both Dubai and Abu Dhabi with my dad, who stayed
with me and supported me the entire trip. Since I spoke the language
and was somewhat familiar with the culture, I adjusted fairly quickly
to the environment, and by the second day I became the official tour
guide for the group of Canadians that I befriended on the first day of
the conference.
By the end of the conference, I came to understand and acknowledge
how different my world is from so many people; how despite our
similar blood disorder, our bodies react differently. I was devastated
to learn that there are a lot of countries – like Palestine and Pakistan
– that do not provide support and treatment for thalassemia patients.
I was truly touched by the people from these countries, and their
dedication to attending the conference and being the voices of the
silenced ones in their countries.
I have to admit that on the last day of the conference, I was sad that
the journey had come to an end. However, I was extremely happy
that I got to meet amazing people. Every single one of those people
has turned thalassemia into a motivating factor in his/her life, and
they are going to do amazing things in the world.
I will cherish all the moments that I had on my trip, and the
deep, touching conversations I had with others. Everything
I experienced taught me one thing especially:
to be grateful.
Salim Amlani
I would like to begin by offering my deepest
gratitude to the Mullani family for creating the
Naushy Mullani Travel Award and for deciding
to award both Jude and I the first awards.
Having just finished reading Jude’s book, Thalassemia: My Life Long
Companion, I was as excited about meeting Jude as I was about

Along with meeting Jude and her father,
and getting to know them, attending the
conference was an amazing opportunity
to meet so many other thalassemia
patients and parents from all around the world. I took the opportunity
to get to know as many of them as I could, and to find out what the
treatment for thalassemia is like in their home countries and what
types of challenges they are facing. Hearing their stories made me
much more appreciative that I live in a country where my treatment
and care far exceed the treatment and care many of my fellow
thalassemia patients receive elsewhere. I am truly grateful to the
Thalassemia Foundation of Canada and all of the volunteers and
donors who have been such strong advocates for the treatment and
care of thalassemia patients in Canada. I’m very pleased that we can
also advocate for our fellow patients around the world through our
involvement with TIF and other organizations worldwide.
One thing I noticed at this conference was that the presentations
by the various doctors and experts were starting to make many of
us feel more worried and stressed about the future complications of
this disease. We all have different ways of coping with the negative
complications of the disease. I normally just try to ignore all the
talk about complications, and focus on staying compliant with my
treatments so that I can avoid these complications for a very long
time. However, listening to presentation after presentation about the
possible complications starts to weigh you down a little. But thankfully,
that was all quickly turned around by a very inspiring presentation
by fellow thalassemia patient Josephine Bila. Josephine’s positive
outlook on life, and call for us to all “be BOLD, be BRAVE, and be
YOU” really helped cheer us up and acknowledge that we each need
to: live in the present, look after ourselves the best we can, stay
positive, and give back when we can and help others. Life is short,
regardless of having a chronic condition, and we really need to live life
fully and happily. “Thank you, Josephine!”
Another thing I noticed as I spoke to other patients – and something
that I have also learned myself over the years – is that thalassemia
patients are starting to become more open about having this
condition, rather than hiding it from their family and friends. The fear
of being treated differently is quickly changing into a desire to educate
and to help make a difference. When I went through school, I also
tried to hide the fact that I had a medical condition; but looking back, I
wish I had taken the opportunity to educate my friends, teachers and
everyone I came into contact with about thalassemia. This is because
advocacy is one small way that we can all make a difference and
show that we can do anything we want – even with thalassemia. So,
as I learned from Jude and Josephine and so many other patients
from around the world, please be proud of who you are and don’t be
afraid to tell the world! Those who mind don’t matter, and those who
matter won’t mind!
I will always cherish the memories and friends I made by being able
to attend this TIF conference, thanks to the generosity of the Mullani
Family. I pray that the conference will continue to light the spark
of hope and a desire to make a difference in all the future Naushy
Mullani Travel Award recipients.
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Canadian Organization for Rare Disorders Update  
By Riyad Elbard

The partnership between the Thalassemia
Foundation of Canada and Canadian
Organization for Rare Disorders (CORD) has
been solid for many years. Joint collaboration
efforts were instrumental in achieving many
common goals, particularly in improving care
for adult thalassemia patients in the GTA and
access to Exjade, an oral iron chelator drug
essential for patients’ survival and better quality
of life. This partnership is vital as new innovative
therapies and emerging medical technologies
become available for thalassemia patients.

Patients, families, patient organizations,
researchers, clinicians, policy makers, and
industry partners joined CORD in making
Rare Disease Day in Ottawa last March a
huge success. On March 3, 2014, a total of
155 delegates engaged in significant dialogue
and deliberation to generate more than 100
recommendations for the Rare Disease
Strategy Consultation in Ottawa. These
recommendations were crafted into a draft
strategy around five key themes that was
expanded upon in a series of regional forums.

Beginning in 2005, CORD identified the need
for improved access to drugs for rare disorders
through both regulatory and reimbursement
channels. Over the past decade, CORD has
been working toward a pan-Canadian plan for
rare disorders, engaging regulators, payers,
researchers and clinicians working on rare
diseases, patients and their families, and
industry members.

CORD also hosted a gala dinner on March 2 to
celebrate Rare Disease Day. During the event,
the awards were presented to the following
recipients:

Throughout the past year, CORD has held
consultations with stakeholders in Canada
and international experts to identify the best
approach to improve reimbursed access to
drugs for rare diseases. From March to June
2014, CORD held multi-stakeholder forums to
discuss a Canadian strategy for rare diseases
and a framework for accessing new therapies.
Following these forums, CORD hosted a
summit with international managed access
program and orphan drug experts from the UK,
Italy, and Spain, as well as Canadian experts,
including clinicians, patients, payers, and
industry members. The participants strongly
agreed that managed access programs
provided the best option for orphan drugs, and
that these programs must be national in scope
and inclusive of all stakeholders.
The rare disease community is urging health
ministers to implement a pan-Canadian,
scientifically rigorous, inclusive, and transparent
process for orphan drug reimbursement in the
form of a managed access program. The next
steps for implementing such a program include:
setting up a pilot program which incorporates
learnings from existing programs; developing
a code of conduct; ensuring multi-stakeholder
engagement; establishing mandatory patient
registries; and promoting mutual trust between
stakeholders.

• Rare Disease Leadership Award: Maureen
Coleman
• Policy Maker Award: Marlene Haffner
• CORD Volunteer Award: Kirsten Harkins
• Scientific Award: Dr. Kym Boycott and
Dr. Alex MacKenzie
• Patient Organization Award: Regroupement
québécois des aladies orphelines (RQMO)
• Corporate Award: Novartis Pharmaceuticals
Canada Inc.
On March 4, CORD held another successful
Action Day on Parliament Hill. It was a great
opportunity for the 40 patients and family
members in attendance to visit with over 35
Members of Parliament, Senators, and key
government officials. Many of the political
representatives were aware of the Orphan
Drug Regulatory Framework and promised to
write to Health Minister Ambrose to urge its
implementation at the earliest opportunity this
year.
Following Rare Disease Day activities, regional
forums to develop the Canadian Strategy for
Rare Diseases were held across major cities,
beginning in Toronto on May 1-2, Montreal
on May 29-30, Vancouver on June 22-23,
and Calgary on June 24-25, followed by
Winnipeg and the Atlantic region later in the
summer. Patient experts on health technology
participated in these meetings to discuss a
range of topics, including Lifecycle Approach to
Drug Development and Access, Drug Review
Process and Drug Plans, Patient Input and
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Decision-Making, Framework for Canadian
Strategy for Rare Diseases, and Framework
for Appropriate, Responsible, and Sustainable
Access to Rare Disease and Specialized
(Targeted) Therapies.
Prior to the fall 2014 meeting of provincial
and territorial ministers of health in Banff,
Alberta, CORD urged them to adopt the
most viable solution to help the nearly three
million Canadians with rare disorders benefit
from life-extending and life-saving therapies.
Approximately half of the rare disease drugs
available to patients in the U.S. or Europe have
been approved in Canada and only half of
these are funded by public drug plans. CORD
is proposing a managed access program, a
model involving multiple stakeholders that
would provide patients with reimbursed access
to new therapeutics, with ongoing monitoring
for further evidence of safety, efficacy, and
cost-effectiveness over time. CORD is not
just bringing a moral and ethical request to
the table; it is offering the health ministers a
practical model – overwhelmingly supported by
the rare disease community – to provide access
based on the best international and Canadian
experience.
A Canadian solution to ensure access to orphan
drugs is becoming increasingly important as
hundreds of new therapies are currently in
development and coming to market in the next
decade.

Petition to the Minister of Health
A public petition was launched in the spring of
2014, calling on the Health Minister to implement
the Orphan Drug Regulations; the petition has
so far garnered over 11,000 signatures. This is
the opportunity to put a strategy together and
make rare diseases a priority in the next federal
budget and election in 2015.
In support of patients accessing new therapies,
the petition highlights the following points:
• Rare diseases are severe, progressive, and
life-limiting
• Early enrolment in clinical trials, or timely
access to approved drugs, can make a big
difference in quality and length of life
• Sadly, for decades, Canadians with rare
(continued on next page)

(continued from page 13)

(continued from previous page)

A video booth at the forum captured the patients’ feedback, and from
this, a video was produced for emergency room staff training and
development. Currently,
patient feedback is being
incorporated into RBCD
program planning.

diseases have had access to only about 60% of the drugs available in
other countries – and often up to six years after the other countries
• People in Canada with rare disorders are missing out on treatments
that could save or significantly improve their lives
The Orphan Drug Regulatory Framework has been created by Health
Canada and is ready to be approved by the federal government. If
approved, it will allow more effective treatments to enter the country at
a quicker rate. Announced by the Health Minister in October 2012, the
framework has been delayed several times, and we cannot wait any
longer.

Results
After the forum, a
survey was conducted to
evaluate both the sevenmonth program and the
forum. Thirteen patients
participated in the seven-month program and an additional 10
patients contributed to the delivery of the forum. Ninety three
people attended the forum and the survey results show that over
95% of the attendees rated the forum as excellent or good. Using
the first program and forum as a guide, a resource guide for future
forums has been created.

Express your support!

Sign the online petition by visiting http://rarepetition.ca.

NRBDO Update
By Mohamed Hasham

The social workers have noticed that, thanks to the program and
forum, patients have strengthened their leadership skills and their
ability to organize and facilitate meetings. They have also enhanced
peer relationship and support networks, and have increased their
collaboration with the hospital and community leaders.

The Thalassemia Foundation of Canada is proud
to be a founding member of the Network of Rare
Blood Disorder Organizations (NRBDO), a coalition
of national patient groups, formed to share best
practices in health care delivery for people with
rare blood disorders.

Continued Partnership with Patients
Due to the success of the program and forum, patients are now
influencing their care in other areas of TGH, including Emergency,
Transfusion and Strategic Planning (Policy Development).
Also, TGH has created a Certificate of Excellence Program so
that patients, families and staff members may all benefit from
exceptional service and the hospital’s commitment to quality
and accountability. (The Certificate of Excellence Program is a
recognition award to units/clinics/departments of their performance
and initiatives over a two-year period that exemplifies the practice
of UHN partners in Care
Service Standards.)

Face-to-face meetings are held biannually and
provide an opportunity for member organizations
to share exciting new developments in research
and patient care. Organizations are also fortunate
to learn new strategies and leverage partnerships
through our affiliation with NRBDO members, such
as the Sickle Cell Disease Association of Canada
and the Canadian Organization for Rare Disorders.
The meetings in June and October of 2014 were
focused on developing an NRBDO strategic
plan and creating working groups on advocacy,
education, communications, and patient care.
There were also opportunities to discuss the
latest developments in blood supply and safety,
the impact of new privacy legislation and patient
registries.

Patients would like to
establish the forum as
an annual event – and
in response to this, a
second forum will be
held on April 18, 2015.
We are calling out to
more patients to partner
with UHN and participate in the forum planning, coordinating
and co-facilitating. You can also register as a speaker and/or join
one of the Enhancing Care Committees. You have the power to
influence your care!

The next set of teleconferences and in-person
meetings will be about documenting the existing
processes and developing and implementing
working group priorities so that our collective
voices can be heard at the provincial and
national level.
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Resources, coaching and training are available for those interested
in the program. If you would like to attend the planning meetings,
please contact Heather Gordon at 416.340.4800 ext. 3866 for dates
and locations. (The program is restricted to patients in the RBCD
program and their family members and/or caregivers. However,
everyone is welcome to attend the forum on April 18.) Stay tuned
for further details about the upcoming forum!

O

n February 21 2015, the
Thalassemia Foundation
of Canada will be hosting
its 26th annual Valentine’s
Dinner Dance. Please join us in
celebrating this renowned event
in support of a great cause!
Saturday, February 21, 2015
6:30 p.m.
Riviera Parque Dining,
Banquet & Convention Centre
800 Hwy 7 West
Concord, Ontario
$110 per person

Bar ◆ Antipasto table ◆ Four Course Dinner
Silent Auction ◆ Dancing, Entertainment and much more

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

Reg. Char. # 119068492 RR0001

2015 Upcoming Events
26th Annual TFC Valentine’s Dinner Dance
February 21, 2015 ◆ Riviera Parque
Contact: Christina Marra at cmarra@romafence.com or
416.735.1180
Red Blood Cell Patient Forum 2015
April 18, 2015 ◆ Toronto General Hospital
Contact: Heather Gordon at heather.gordon@uhn.ca
21st Annual TFC Guelph Chapter Dinner Dance
April 18, 2015 ◆ Hanlon Convention Centre
Contact: Anita Aimola at 519.821.5802 or
bellaimola@hotmail.com
Patient & Parent Workshop
May 9, 2015 ◆ Sick Kids Hospital
Contact: Helen Ziavras at
Helen.ziavras@thalassemia.ca
5th Annual Walk-for-Thalassemia
May 2015
Contact: Mohamed Hasham at
Mohamed.hasham@thalassemia.ca
Roma Fence Group of Companies 19th Annual
Golf Invitational
Wednesday, August 26, 2015 ◆ The Country Club
Contact: Christina Marra at
cmarra@romafence.com or 416.735.1180
Pig Roast to Support Thalassemia
August 2015
Contact: Fame Risorto at risortofame@hotmail.com
Canadian Patient Conference
September 2015
Contact: Helen Ziavras at Helen.ziavras@thalassemia.ca

2015 Membership Form
Name:
Address:

Phone:
Email:
Additional donations can be submitted along with your $10 membership payment.
Thank you.
340 falstaff ave. suite 240
north york, on m6l 3e8

tel/fax: 416.242.thal (8425)

email: info@thalassemia.ca
Registered Charitable # 119068492 RR0001

website: www.thalassemia.ca

