






CAF: Why do you support the work of CAF?

We have received great support from CAF over the past 9 
years I love being able to give back in some way and contrib-
ute in the effort toward researching how to make the lives of 
our loved ones better.

CAF: Do you have any advice to new parents of children  
with thalassemia? 

I know from experience how difficult it is to digest the news 
that your child has any sort of health condition. Nothing truly 
alleviates this initial shock, regardless of how many children 
with thalassemia you have. Just know that thanks to research 
and modern medicine, thalassemia is manageable. Life is dif-
ferent but still beautiful and normal. Raise your children to see 
the beauty in the life they lead and see how fortunate they are 
always. Sometimes, we take it harder than our children and we 
just need to remember our kids are watching and learning from 
us! We have to keep a positive outlook and remind them that 
they are strong and capable of anything.

CAF: What is your greatest hope for your children and  
other children with this disorder? 

Of course an easy cure would be great, but I honestly don’t 
focus my thoughts on this. I just hope that they always see the 
positive and understand that in life, this is just a bump in the 
road. It doesn’t define them and won’t hold them back from 
their dreams as long as they stay positive and mentally strong.
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CAF: What challenges did you face?

I remember when Josephine started kindergarten she had an 
enlarged spleen. The teacher, knowing Josephine’s condition 
and that she had thalassemia, wouldn’t allow her to play on the 
playground. The teacher would hold her hand and keep her 
on the side while the other children played. Josephine cried as 
she told me about this and I was heartbroken for her. I was so 
angry at the teacher, but I realized it was ignorance. I immedi-
ately went up to the school to explain to her that they should 
be careful, but never treat her differently or ostracize her in 
that way. Thank goodness my husband was able to go to work 
and I was blessed to be a “stay-at-home” mom which allowed 
me to be there for Josephine, as well as Gloria, and tackle 
these kinds of situations head on. 

We faced many other challenges, including having to take Jo-
sephine from doctor to doctor as a baby. We wanted to find the 
right doctors to diagnose and treat her. When she had to go for 
treatments I remember driving long distances to the hospital 
through blizzards and major traffic jams. We worried about her 
getting sick from a virus or other infection which could be life 
threatening as well as putting her through surgery and oth-
er medical procedures. It was so heartbreaking to learn that 
we couldn’t even donate blood for her, ever, because we are 
thalassemia trait carriers. It was very tough to see your child 
trying to “fit in” with other children, often pretending there was 
no illness, or her being ostracized because of it. These chal-
lenges were very stressful, fearful and frustrating. It’s still sad 
to realize there is no universal cure but I rely on my faith to get 
me through. 

Unfortunately, we didn’t find out about the Cooley’s Anemia 
Foundation until Josephine was in her late teens so it was a 

Joycelyn Bila is hosting the third annual Care Walk in Buffalo, 
NY on June 3. Joycelyn began organizing this walk in honor of 
her daughter Josephine Bila and Kristina Wagar. This year, the 
Walk is dedicated to the memory of Michael J. LoCurto, who died 
this past December at age 46 due to complications related to 
thalassemia. We thank Joycelyn for sharing her story with the 
community, and for her dedication to educating the community 
about thalassemia through op-eds in newspapers, appearances 
on television news, and through the Buffalo Care Walk.

CAF: Could you tell us about yourself and your family? 

I (Joycelyn) live in Buffalo with my husband of forty-three years, 
Nicolo. We have two beautiful, grown daughters; Josephine 
and Gloria. I am an artist and writer and my husband, a some-
what retired home improvement contractor. I met him through 
his friends who were dating my friends, while in high school. 

CAF: How did you learn that you are carriers of beta  
thalassemia? 

When I was seventeen I started becoming weak and jaundiced 
after months of treatment with iron and B12 injections My 
general physician was very concerned since he couldn’t figure 
out what was causing this. After being hospitalized, I was seen 
by a hematologist who performed a bone marrow test to check 
for thalassemia. The test results showed that I was a carrier 
of the thalassemia trait and therefore, had thalassemia minor. 
When Nick and I got married, we were told there was a chance 
we could have a child with thalassemia, so we went for genetic 
counseling. That was when we found out he carried the thal-
assemia trait as well. When I got pregnant there was concern 
that the baby would have thalassemia since there is a one in 
four chance that could happen with every pregnancy. We were 
devastated when Josephine was born with thalassemia major. 

CAF: What were the biggest questions, concerns and fears 
you had about raising a child with thalassemia? 

First, no one on either side of our families had ever heard of 
thalassemia, never mind anyone ever having it. It was very 
frightening to think that our child needed blood transfusions to 
survive along with learning about all the challenges she would 
face, physically and emotionally. We wondered what would life 
be like for her as a child with what was then and perhaps even 
now considered a disability? How would she go to school if 
she needed to have blood transfusions? Would she be able to 
keep up? How would other children treat her? What if she gets 
a fever or any kind of illness, what will be the outcome? 

VOLUNTEER SPOTLIGHT:  
BUFFALO CARES: THE BIL A FAMILY BRINGS  
COMMUNITY TOGETHER FOR CARE WALK

LIFELINE



challenge for us to not have other parents in the same situation 
to talk to as we watched Josephine deal with this on her own 
because she didn’t know anyone else with thalassemia. These 
were the days before we all had computers, smart phones and 
social media. One other challenge was wondering if we want-
ed to take the chance on having another child who could pos-
sibly be born with thalassemia. We decided to place our trust 
in God and six and a half years after Josephine, I gave birth 
to our daughter, Gloria, who miraculously doesn’t have thalas-
semia. She is not even a carrier of the trait. Having a second 
child presented different challenges as we tried to keep things 
as normal as possible for Gloria, since attention was usually fo-
cused on Josephine’s health. We tried to give them equal time 
and attention as well as make them feel equally loved, healthy 
and safe. We are proud to say they both grew up to be respon-
sible, caring women of strength, dignity and great courage.

CAF: Your daughter Josephine is on the CAF Board of Direc-
tors and is a great advocate for the thalassemia community. 
You must be very proud of her. What have your greatest joys 
been parenting a child with thalassemia? 

One of the greatest joys is seeing how Josephine could grow 
and blossom despite all the challenges which not only included 
having thalassemia but the normal everyday challenges every 
child must face in keeping up with their peers. Just getting 
through a school day was sometimes difficult, but she perse-
vered and went on to receive a Bachelor of Arts degree as 
well as a Master’s Degree in Social Work. We know we have 
done the best we could to make sure she had the best care 

and everything we could do to provide as normal a life for her 
and her sister. We are beyond proud of the woman Josephine 
has become. Watching her grow from a shy, insecure child into 
this beautiful, talented, educated and profound human being 
is an amazing blessing. To see her impact on the thalassemia 
community around the world is inspiring and brings tears to our 
eyes. Not only is she a true thalassemia warrior in every sense 
of the word, she is our hero.  

CAF: What made you decide to begin your own Care Walk? 
Your Care Walk is honoring both your daughter Josephine 
and the late Michael LoCurto. Could you tell us about Mi-
chael and why you wanted to honor him in this way? 

I decided to begin my own Care Walk because, having a child 
with thalassemia, it is a cause close to my heart. I wanted to do 
something to help bring awareness to the community about 
the impact thalassemia has on those who have it, especially 
since most people have never heard of it. I also want to make 
sure we are getting the info out there in support of the CAF to 
ensure that every child, parent and family dealing with thal-
assemia has this important resource to help them. I also feel 
it is my way of bringing the community together in an import-
ant but fun way, while giving back to the thal community and 
helping those affected. Organizing the Care Walk led me to 
befriend two thalassemia families up here, the Wagars and the 
LoCurtos. Michael LoCurto was a Buffalo native who was well 
loved not only by family and friends, but by the community 
he served as a Buffalo Common Council Member and Deputy 
Commissioner of the Erie County Department of Environment 
and Planning. Michael’s parents came out to help with the first 
two Care Walks with Michael being able to attend one. They 
were also visitors to our home and our connection through 
thalassemia makes us all one family. He was a remarkable, 
brilliant, funny, caring individual who did much to help rebuild 
his community and the businesses there as well as fight for the 
underdog. My family admired him very much although we wish 
we had gotten to know him better. He, like Josephine, went out 
into the world to make a difference. We always hold the Care 
Walk in honor of Josephine, as well as Katrina Wagar, but this 
year we are holding it in Michael’s memory, not only because 
he was a thalassemia warrior, but since his death, thalassemia 
has been spoken about on all the news channels and in all the 
articles written about him. His family wants people to know that 
this blood disorder exists. People need to listen and something 
needs to be done to find a universal cure. No parent should 
have to say goodbye to their child whether that child is a tod-
dler, a teen or an adult. 

CAF: What is your greatest hope for people with  
thalassemia? 

My greatest hope is that people with they understand that, 
even though they have thalassemia, it does not have them! 
We always told Josephine that she can do and be anything 
she wants to be because nobody is more special than her and 
thalassemia doesn’t define who she is. I hope people with thal-
assemia do their best to live their best lives and be their best 
selves despite it, because they are stronger than they know. 
They are thalassemia warriors! 

Josephine Bila

Michael J LoCurto
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CAF is proud to present our annual Gala on Thursday, June 
7, 2018 at the Lighthouse at Chelsea Piers in Manhattan. Nick 
Leschly, chief bluebird of bluebird bio, will accept the Human-
itarian of the Year award on behalf of the company, which is 
conducting clinical trials in gene therapy for beta-thalassemia, 
as well as developing treatments for other conditions. Tracy 
Antonelli will receive the Patient Recognition award in acknowl-
edgement of her triumphs over the challenges of living with 
thalassemia and her adoption of three children with thalas-
semia from China.

With its lentiviral-based gene therapies, T cell immunotherapy 
expertise and gene editing capabilities, bluebird bio has built 
an integrated product platform with broad potential application 
to severe genetic diseases and cancer. bluebird’s investiga-
tional one-time gene therapy has the potential to eliminate 
or reduce chronic blood transfusions in patients with transfu-
sion-dependent β-thalassemia. 

In making this announcement, Peter Chieco, incoming National 
President of the Cooley’s Anemia Foundation Board of Direc-
tors, said, “For years, the Cooley’s Anemia Foundation has 
been a champion of gene therapy as a potential curative ap-
proach to thalassemia. We are thrilled to have this opportunity 
to recognize the exceptional work and dedication of bluebird 
bio in this exciting area. bluebird bio’s commitment gives hope 
to thalassemia patients here in the United States and around 
the world.” 

“bluebird is deeply honored to receive this year’s Cooley’s 
Anemia Foundation Humanitarian Award and we accept it on 
behalf of all living with thalassemia,” said Nick Leschly, chief 
bluebird, bluebird bio. “Our work is just beginning and we are 
dedicated to proving our belief that a one-time gene therapy 
holds the potential to transform the treatment of thalassemia 
and improve the lives of patients. We could not have made the 
progress we’ve made, or look to the road ahead, without the 
tremendous partnership of the thalassemia patients and their 

families who have participated in our clinical studies, the study 
investigators, and patient advocacy organizations who come 
together with a common purpose to advance treatment.”

Cooley’s Anemia Foundation is also honoring Tracy Antonelli, 
recipient of the Patient Recognition Award. Tracy is part of a 
new generation of thalassemia patients who, thanks to advanc-
es in care, are living longer, fuller lives. In years past, patients 
had little hope of living far into adulthood, getting married or 
starting careers. With newfound hope, people like Tracy are 
overcoming their obstacles and enjoying life experiences 
previously closed to them. One way in which Tracy has chosen 
to share this sense of hope is through adoption of children with 
thalassemia who would otherwise have little chance of growing 
and thriving.

“Many children in other parts of the world do not have access 
to the exceptional standard of care that is available here in 
the United States,” said Mr. Chieco, adding that about 10% 
of patients in the Cooley’s Anemia Foundation database are 
adopted from overseas. “Tracy’s selfless sharing of herself 
as a mother who can personally relate to the struggles these 
children face is an inspiration. These adorable children are 

CAF’S ANNUAL  
GAL A ON JUNE 7  
IS A CELEBRATION  
OF HOPE

“Our work is just beginning and we are 
dedicated to proving our belief that a one-
time gene therapy holds the potential to 
transform the treatment of thalassemia and 
improve the lives of patients. ”   		    

 – Nick Leschly, chief bluebird, bluebird bio



Do you have a  
Primary Care Provider?
Most people with thalassemia need a Primary Care 
Provider (PCP) to treat non-thalassemia related issues.

Your hematologist can collaborate with your PCP 
about how thalassemia might affect your general 
healthcare needs.

CAF CARE WALK • MAY 6, 2018
Annual fundraising event and opportunity to bring together 
the thalassemia community and its supporters around the 
country. Funds raised support medical research to fight thal-
assemia as well as patient support services for thalassemia 
patients across the country. 

Join Care Walk 2018 at bit.ly/carewalk2018.

CAF ANNUAL GALA • JUNE 7, 2018

RSVP at bit.ly/CAFGala2018.

CAF 2018 PATIENT-FAMILY CONFERENCE 
JULY 6–8, 2018 • ATLANTA, GEORGIA
Contact sgilbert@thalassemia.org if you wish to be put on a list 
to receive additional information when it becomes available.

Register by June 12 at http://www.docbw.com/meet/caf/.

UPCOMING EVENTS
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blessed to be brought up by someone who is in all ways an 
exemplary role model; their lives and futures have been altered 
in an amazing way.”

“I am proud of the achievements I have made in my life pro-
fessionally in the field of clinical research, but my proudest 
accomplishment is being a mother to these amazing children,” 
says Tracy Antonelli. “I knew from when I was very young that 
I wanted to adopted a child from China. When I learned that 
children were being abandoned because of their thalassemia, 
my mind was made up. I am so honored and humbled to be 
recognized by the Cooley’s Anemia Foundation. Thanks to 
years of tireless work by the Cooley’s Anemia Foundation, I 
know that the future is very bright for my daughters.”

The 2018 Gala Chairman, Frank Fusaro, President, The Forum 
Group; Chairman, Columbus Citizens Foundation; and Member 
of the Board of Directors of Cooley’s Anemia Foundation an-
nounced, “Your support of our efforts on behalf of our patients 
and their families is very appreciated. Please join us on June 
7th to help us honor these deserving individuals and to meet 
some of the members of our thalassemia family and many of 
us who support them. I hope to see you at the Lighthouse at 
Chelsea Piers at 6:00 on June 7th!”

To RSVP, visit bit.ly/CAFGala2018.

SANGAMO THERAPEUTICS 
AND BIOVERATIV  
THERAPEUTICS BEGIN 
NEW CLINICAL TRIAL FOR 
TRANSFUSION-DEPENDENT 
BETA-THALASSEMIA

Sangamo Therapeutics and Bioverativ Therapeu-
tics have begun a Phase 1/2 study of gene editing in 
patients with transfusion-dependent beta-thalassemia 
in the U.S. This trial will investigate whether increas-
ing the production of fetal hemoglobin can reduce or 
eliminate the need for blood transfusions. Participat-
ing patients will have their CD34+ blood stem cells 
removed and genetically edited in order to boost their 
production of fetal hemoglobin (HbF). This process is 
completed without the use of integrating viral vectors. 
These edited stem cells will then be infused back into 
patients after receiving conditioning chemotherapy to 
make room for the new cells in the bone marrow. The 
trial will enroll 6 patients between the ages of 18 and 
40 with transfusion-dependent beta thalassemia. The 
first trial site has just opened in Oakland and additional 
trial sites are expected to open soon. Further informa-
tion is available at:  
http://bit.ly/SangamoBioverativeTrial

The Cooley’s Anemia Foundation provides information on se-
lect clinical trials that may be of interest to the thalassemia pop-
ulation. This information is provided for educational purposes 
only and does not imply an endorsement of any trial. Patients 
who are considering participating in a clinical trial and do not 
know what questions to ask may want to consult with CAF 
Patient Outreach Director Sandy Gilbert (sgilbert@thalassemia.
org) who can help them determine what questions they should 
ask the investigators to determine if a trial is right for them.

In Memoriam
We regretfully report the loss of Coolely’s anemia  

patient MICHAEL J. LOCURTO and extend our  
sympathies to his friends and family.
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The mission of the Cooley’s Anemia Foundation is to increase life expectancy and
enhance the quality of life for those impacted by thalassemia, a class of genetic blood
disorders, most of which require regular blood transfusions and aggressive
management of chronic iron overload - the predominant cause of early death. We do
so by funding medical research to advance treatment and curative approaches, by
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by educating medical professionals and the general public.

Every day, we strive for longer and healthier lives for all patients with thalassemia.
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CAF is happy to welcome two new
additions to our staff: Sandy Gilbert,
Our Patient Outreach Director, and
Mary Woldegiorgis, our Development
and Communications Associate."

Sandy Gilbert

Sandy will work on several exciting
initiatives developed under a cooperative
agreement between CAF and the Centers
for Disease Control (CDC). One of these
initiatives is to ensure that the CAF Patient
Database is as complete and up to date
as possible, which will be a benefit both
in terms of better understanding patient
needs and more effectively communicating
with our patients and families. Another
CDC-supported initiative is to keep the
thalassemia patient community up-to-date
with important medical information which
may lead to improvements in their health.

In addition to her work on the cooperative
agreement, Sandy will work with
thalassemia experts to develop CAF-
approved Standards of Care guidelines
for the treatment of thalassemia.

Sandy received her undergraduate degree
from the University of Pennsylvania, with a
double major in Biology and Economics. She
earned a PhD in Molecular Biology from the
Massachusetts Institute of Technology. She
also conducted post-doctoral research in
genetics at the University of Chicago, where
her work led to the identification of several

genes which underlie neurological disorders
in mice and in humans.

Prior to joining CAF, Sandy worked for many
years in the pharmaceutical industry
developing medical education programs. In
that role, she helped to educate physicians
and nurses about new treatments for a
variety of diseases. She also has
experience in the clinical trial setting, after
managing several clinical trials for heart
failure.

Mary Woldegiorgis

Mary is our newest team member, joining us
as Development and Communications
Associate. Mary will be leading our efforts
to conceptualize, build and maintain a
mobile and social fundraising strategy
to increase funding for patient advocacy
programs, medical research to advance
treatment, and education initiatives for
both the patient community and healthcare
professionals. With a keen interest in
community building, Mary is excited about
launching new digital platforms for the
thalassemia community to share personal
stories and exchange meaningful dialogue
in honor of CAF’s legacy of integrating
community support structures into day-to-
day life. Mary studied International
Development at UCLA and has a strong
background working with nonprofits both
domestically and internationally, specializing
in fundraising. Mary loves hiking and the
outdoors and is thrilled to be joining teams
across the nation prepare for our next
annual CAF Care Walk!

CAF is excited to welcome Sandy and Mary
to our team; their expertise and enthusiasm
make them valuable new members of the
CAF community.

CAF Welcomes
Two New
Staff Members

We regretfully report the
loss of the following

Cooley’s Anemia patients

Martin Chalupa

Salvatore Sparacio
Tierra Fant

Zayna Connolly

and extend our sympathies
to their friends and family.

•

In Memoriam
•

counsel whoever may be in need, keeps
us up to date on all of the newest
advancements science has to offer, and
so on. They wouldn’t be able to do that
without our help!

Zayna’s motto was “Be Happy.” Our friends
and family have rallied behind us ever since
we learned that Zayna had thalassemia and
she would be so proud of the thalassemia
community that has come together to
support us and each other after her passing.
She would want each of us to continue the
fight, to continue to raise funds and

patient who is no longer with us. She works
very hard to set up the Care Walk every
year and we are so blessed that she has
taken Team Zayna under wing! If it wasn’t
for her, I don’t know if I’d be able to get
everything together in time, while dealing
with our recent loss.

The first Care Walk we went to was
in 2012. Zayna was only 3 months old
at the time and couldn’t really participate.
The following year, she still wasn’t up and
running around. Last year was the first year
Zayna really got to enjoy herself and
participate in all of the fun activities the
Suffolk Chapter had set up for the young
children. She loved tattoos and immediately
got a dragon placed on her arm. After that,
Zayna and her cousins had a blast in the
bounce house! She was in her element:
outdoors, mingling with the crowd and
showing people that having a blood disorder
never held her back from being a fun loving,
energetic and spunky kid! Even though she
will only be joining us in spirit from now on,
our goal is to keep the energy up and show
people that the Care Walk is about having
fun while still raising awareness and funds
to help find a cure for this terrible disorder.

The Care Walk is one of the most important
fundraising events patients and their families
can participate in. Michael and I have been
lucky enough to work with likeminded
people who have one goal: working towards
eradicating thalassemia! It gives us the
chance to give back to the CAF so that
they, in turn, can continue their work in
helping to cure thalassemia. The Care Walk
is a chance for each of us to give back to
an organization that continues to generously
hold Patient/Family Conferences, helps

awareness for the disorder, and most of all,
to enjoy doing it every step of the way!
Don’t be ashamed to invite people to your
Care Walk because you think they won’t be
interested in donating to something they
don’t know about; invite people to share in
who YOU are and they will come to your
Walk because they want to support YOU!

It’s our job, as Zayna’s parents, to give back
to a community that has given us so very
much these last few years. Because of her,
we have met so many strong, intelligent and
inspirational patients, parents, siblings and

Zayna Care Walk (Cont’d from Page 3)

staff members. You have all become our
extended family and we love you with the
same love you had for Zayna. We will
continue to do whatever we can to continue
the fight against thalassemia because that is
what family does. The saying “blood is
thicker than water” never became less true,
once Zayna came into our lives. She
survived on the blood of strangers, not ours,
and that didn’t make her any less “ours.”
The Care Walk gives us a chance to
continue to keep her legacy alive.

WITH YOUR HELP, THE CURE I S WITHIN REACH!

BE A CHAMPION OF HOPE.  
YOUR DONATION MAKES A DIFFERENCE!
I WANT TO MAKE A DIFFERENCE BY MAKING A TAX-DEDUCTIBLE CONTRIBUTION OF:

    $35     $55     $100     $250     $500  OTHER $		    

NAME  									            

ADDRESS				       					       

CITY/STATE/ZIP				       				      

E-MAIL										           

Please make all checks payable to the Cooley’s Anemia Foundation.

MASTERCARD       VISA       AMEX      

CARD #     					      	    EXP. 		   

Mail to: Cooley’s Anemia Foundation 
330 Seventh Avenue, #200 New York, NY 10001 
All contributions are tax-deductible.
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This past year, the 7-Eleven United Franchise Owners of Long 
Island and New York unanimously adopted Cooley’s Anemia 
Foundation as their official charity of choice. This means that 
7-Eleven stores on Long Island volunteer to put donation boxes 
near their cash registers to collect spare change for CAF. This 
has already generated almost $17,000 since collections began 
in June of 2017. In addition, the UFOLI Board of Directors 
decided to give CAF a separate donation of $5,000 at their 
annual Holiday Party.

We are grateful to UFOLI and its members for their generosi-
ty. We are also most grateful to Michael Pouchie and Michael 
Presto, CAF Board Members and co-owners of National Distri-
bution Alliance, the premier newspaper and magazine distri-
bution company that serves, among others, the 7-Elevens of 
Long Island and New York. Mike and Mike and their colleagues 
at NDA make daily deliveries to all the UFOLI franchises and 
it was their initiative that caused the UFOLI Board of Directors to 
consider Cooley’s Anemia Foundation as their primary charity. 

Mike and Mike also volunteered to help CAF by serving as 
the hands-on overseers of the collection process. NDA staff 
provide the collection boxes, empty the contents, and give the 
proceeds to CAF. This is a terrific example of volunteers going 
out of their way to help our patients and families. 

UFOLI (7-ELEVEN) 
ADOPTS CAF AS ITS 
OFFICIAL CHARITY 

The UFOLI Board of Directors presented CAF with a check (number 711) 
for $5,000 at their annual Holiday Party on December 11, 2017. Pictured 
left to right are Basit Khurshid, UFOLI Sr. Vice President; Henry Acker-
mann, CAF National Development Director; Yousaf Naseer, UFOLI Pres-
ident; Michael Pouchie, President & COO, National Distribution Alliance 
LLC and CAF Board Member; and Nasir Ahmad, UFOLI Treasurer.
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Thalassaemia International Federation ( TIF)
has announced a new thalassemia fellowship
opportunity, established in honor of the late
Renzo Galanello, Professor of Pediatrics at
the University of Cagliari, Italy, and Director
of the 2nd Pediatric Clinic, Department of
Biomedical Sciences and Biotechnologies,
Ospedale Regionale per le Microcitemie.
Dr. Galanello was a respected and
valuable member of the thalassemia medical
community who passed away May 13, 2013.
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Leading thalassemia experts from around
the world will converge in Illinois in October
to participate in the Tenth Cooley's Anemia
Symposium. Presented by the New York
Academy of Sciences (NYAS) and the
Cooley's Anemia Foundation (CAF),
this major scientific meeting takes place
October 18-22, 2015 in Rosemont, IL.

"I am absolutely delighted about the lineup
of speakers for the symposium this
October," Says Ellis Neufeld, MD, PhD,
Chair of the Scientific Organizing
Committee. "We have experts from around
the U.S. and around the world coming to
update each other and the Foundation on
exciting advances in thalassemia care and
treatment. By holding these symposia only
once per five or six years, we hope to
capture important new developments, and
this year’s symposium will be an outstanding
example. It’s important to remember that at
our 2009 symposium in New York, Exjade
was a 'new' therapy, and gene therapy was
a brand new development. Now in 2015,
gene therapy has taken amazing leaps
forward, gene editing therapies are on the
near horizon, and entirely new forms of

therapy like the activin-2 receptorantagonists
and hepcidin analogs are moving forward in
clinical trials."

“The symposia on which CAF and the
New York Academy of Sciences have
collaborated are among the most influential
events in the history of thalassemia,” says
CAF National President Anthony J. Viola.
“Each symposium is an enormous
undertaking, requiring painstaking work
by all those involved, but the effort is well
worth it. The opportunity to bring together
the finest minds in thalassemia from around
the world and to learn from their shared
knowledge is rare and precious. We are
grateful to Ellis Neufeld, CAF’s Medical
Advisory Board Chair, Brooke Grindlinger,
NYAS’s Executive Director of Scientific
Programs, and Gina Cioffi, CAF’s National
Executive Director, along with all the
members of the Scientific Organizing
Committee, for the incredible work they
are putting in to making this the best
Cooley’s Anemia Symposium ever.”

Laura Breda, PhD, who is now an Instructor
of Pediatrics with Weill Cornell Medical
College, attended the Ninth Cooley's Anemia
Symposium in 2009.

"I think that doctors and scientists at every
level of experience can benefit from the

Cooley's Anemia Symposia," relates
Dr. Breda. "Even though Cooley's anemia
is considered a rare disease, its
pathophysiology has a lot in common with
many other conditions malignant and non-
malignant. Cooley's anemia in fact shares
with other diseases features that are related
to a genetic defect of the beta globin gene
(like sickle cell anemia), iron overload (as in
hemochromatosis or MDS), extramedullary
erythropoiesis (as in polycitemia vera) and
osteoporosis (as in the aging population).
So though the symposium focuses on
thalassemia, it has implications beyond the
disorder itself. (Cont’d Page 12)

The Renzo Galanello Training Fellowship
Programme has been developed by TIF
with the support of Novartis Pharma, in
collaboration with the Whittington Hospital
NHS Trust in London, UK. The fellowship
offers 2 – 4 month support (depending on
the level of knowledge and needs) for one
or two physicians per year. The venue is the
Training Centre: Whittington Hospital NHS
Trust in London, UK, Magdala Avenue, N19
5NF, London, UK. The course will begin each
September.

The fellowship will include:

• A stipend of $2000 USD/month for each
successful candidate, which intends to
cover the successful candidate’s
accommodation, transportation and other
living expenses. Any expenses above this
amount will be the responsibility of the
successful candidate.

• A fee of up to $500 USD for each
candidate to the training centre for its
administrative needs.

TIF Establishes Renzo Galanello
Training Fellowship

• In addition to the above, the Fellowship
will cover each successful candidate’s
airfare (economy class) to and from his
country.

HOW TO APPLY

The application period will start on 1st of
May and end on the 31st of May 2015.
The Application Form will be available on
TIF’s website and should be completed
and returned to the Thalassaemia
International Federation, Cyprus,
by email, at thalassaemia@cytanet.com.cy
or tif@thalassaemia.org.cy,
or by fax at 00357-22-314552,
with the subject line
“TIF-Renzo Galanello Fellowship”.
In the event you cannot use email or fax,
a postal address is denoted on the
Application Form.

Dr. Ellis Neufeld

Dr. Renzo Galanello
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