
The opening speeches at the Medical Symposium with representatives from the Association sénégalaise des hémophiles, the World Federation of
Hemophilia, the Centre national de transfusion sanguine, family physicians, the Ministry of Health and the Quebec Chapter of the CHS.
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By Patricia Stewart

The Québec Chapter (CHSQ) has
been working with the Association
Sénégalaise des hémophiles (ASH)

since 1997 and it has been a true learning
process.

Over the years, communication differ-
ences had to be overcome on both sides for
us to come to a working agreement. World
Federation of Hemophilia Congresses gave
us the chance to meet our partners face to
face, ask specific questions and learn more
about each other’s needs and expectations.
Canada has a North American work ethic
of efficiency, speed and productivity. Africa
works at a different speed with an oral tra-
dition and demanding protocol. Our prior-
ities were not necessarily those of ASH and
vice-versa. There were also cultural differ-
ences to which we had to adjust. It took
time to clarify all this.

A working plan was signed in
November 2000 when François Laroche,
CHSQ volunteer, and Claudine Amesse,
nurse at the HTC at l’Hôpital Ste-Justine,
visited Senegal. Some of the goals identi-
fied then included increasing diagnosis
(only 10% of hemophiliacs were  diag-
nosed), equipping a permanent office for
the ASH with a computer, fax and printer,
sharing French educational materials on
hemophilia, physiotherapy as well as med-
ical information, improving treatment for
hemophiliacs by funding medical person-
nel to attend WFH congresses and sharing
information on volunteer organizations.
Funding for these projects came from a
number of sources including the WFH,
CHS, CHSQ and the cooperation of
l’Hôpital Ste-Justine.
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QUÉBEC – SENEGAL 
Twinning Project

In addition to the above, there have
been a number of accomplishments and
encouraging results:

• The number of hemophiliacs diag-
nosed in 1999 was 118. In 2002 this num-
ber rose to 201, a 70% increase. There was
also a 24% increase in the number of
patients followed during the year.

• Information sessions for families were
held during the visit in November 2000.

• Conferences for doctors, physiothera-
pists, pharmacists and families were held
during the visit by Patricia Stewart
(CHSQ), Assad Haffar (WFH) and Nichan
Zourikian, physiotherapist from l’Hôpital
Ste-Justine, in March 2003.

• Treatment itself has slightly improved.
While the only concentrates Senegal

receives are donated through the WFH,
partly thanks to the lobbying efforts of
the President of ASH, Mrs. Anta Sar, and
the treating hematologist, Dr. Saliou
Diop, blood donations in Senegal are now
tested for hepatitis B and C as well as
HIV and the Centre national de transfu-
sion sanguine (Blood Transfusion
Service) is able to make cryoprecipitate in
an emergency. However the triple bags
necessary for this process are expensive
and difficult to obtain, so this treatment
is not used regularly.

In future, Dr. Diop will be working with
the Hemophilia Centre in Lille, France as
part of a WFH medical
twinning project. He,
along with lab techni-
cians and physiothera-
pists, will have access
to training specifically
for hemophilia care.

The treatment and
organization models in
Senegal and Québec
are extremely different.
We’ve gained a great
deal from the sharing
of experiences, not to
mention from personal
contacts. Members of
the CHSQ have
increased their appreci-
ation for the services hemophiliacs enjoy
here and are committed to continuing our
efforts by sharing our knowledge and
expertise with other organizations. We are
richer for the experience.

The official opening of the office of the Association sénégalaise des hémophiles at the Centre national de transfusion sanguine in Dakar.
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THE

FACTOR
David Page, 
CHS Blood Safety Coordinator

Gene Therapy: 
Two Steps Forward,
Two Steps Back
By David Page

T
wo views were put forward at the Sixth
Workshop on Gene Therapies for
Hemophilia organized by the National

Hemophilia Foundation in La Jolla,
California on April 25-26, 2003. One view
was that research in gene therapy has been a
failure, that it has reached a dead end, and
that there is little hope for a cure. The second
view was that, despite recent setbacks, basic
knowledge is growing every year, that novel
approaches are being investigated, and that
gene therapy remains the answer for the hun-
dreds of thousands of people who suffer from
hemophilia A and B. Whatever their view,
most speakers acknowledged that the chal-
lenges have been greater than anticipated and
that a cure through gene therapy is still, at
best, several years away.

One speaker spoke of a safe passage from
infusion therapy to gene transfer. She defined
successful gene therapy as bringing FVIII and
IX levels to a point where spontaneous bleeds
are prevented (5% of normal?), that one dose
is sufficient for life, that the therapy is not
toxic, that it sparks no immune reaction to
the gene or the delivery vector, that there is
no germline transmission of the vector from
generation to generation, and that the thera-
py is affordable. It is interesting to note that,
except for the frequency of dose, the issue of
affordability and the problem of inhibitors,
current infusion therapy already meets these
criteria.

A major setback to gene therapy occurred
in the last year when two children developed
a leukemia-like disease. The children were
part of a group of nine who had been cured
of severe combined immune-deficiency
(SCID) by inserting the missing gene using a
retrovirus. The U.S. Food and Drug
Administration ordered that trials using simi-
lar gene delivery vectors be stopped.

Phase 1 trials for hemophilia gene therapy
(to measure the treatment’s toxicity) have
also encountered setbacks, though none so
dramatic. All human trials involving gene
therapies for hemophilia are currently on

Hemophilia in Senegal
A Physiotherapist’s Experience

By Nichan Zourikian, Physiotherapist,
l’Hôpital Ste-Justine, Montreal

Ithank you for having given me the
opportunity to experience in person
how a country like Senegal and its peo-

ple try to deal with hemophilia, a relatively
rare and high-cost condition. No matter
how much one reads in books, sees pictures,
hears stories and tries to imagine and pre-
pare for the situation, it was really a sober-
ing and eye-opening experience.

After having given my three presenta-
tions, and exchanged with everyone
involved during the week we were there, it
became clear that most of the hemophilia
care and follow-up of patients was being
shouldered by Dr. Saliou Diop, a young,
bright and keen hematologist. Most of the
Senegal hemophilia association work was
likewise being carried out by only one per-
son, Anta Sar, a pharmacist and owner of
her own pharmacy.

The afternoon “physiotherapy work-
shop”, where various patients with their dif-
ferent musculoskeletal complaints came up
to the front to obtain a physiotherapy opin-
ion, was probably very helpful for everyone.
It was certainly a good way to show the peo-
ple, other physiotherapists and doctors
alike, “live” clinical cases, after having sat
through the previous two days of medical
presentations.

What really left me with a lasting
impression was a little 7-year-old who came
for an opinion on a knee synovitis. Upon
initial examination I noticed that his limp-
ing gait was way too pronounced for the
amount of knee swelling he presented! This,
especially since he was examined right after
another boy, slightly older, who had a very
similar swollen, chronic (non-acute)
knee with only the slightest evidence of a
limp! Sadly, further examination revealed

an almost completely paralyzed quadriceps,
already there for a relatively long 6 months,
likely due to an inadequately treated psoas
bleed. This resulted in femoral nerve
involvement and was complicated by inade-
quate rest and physiotherapy follow-up.
Another observation was that almost half of
the boys had either moderate or severe
hemophilia and still presented advanced
joint involvement typically seen in Canada
only in patients with inhibitors.

Notwithstanding the fact that lack of
adequate factor replacement was the pri-
mary cause of these patients’ handicap lev-
els, I ask myself the following question:
Could better education re the physiothera-
py/musculoskeletal complications and treat-
ment of hemophilia of the patients/
families as well as of the physios, physia-
trists and other doctors have helped to avert
the 7-year-old’s very tragic/unfortunate
handicap? 

The concept of a team approach was not
yet established, and patients were often
referred to the musculoskeletal specialists
(i.e. physiotherapists, physiatrists and
orthopedists) only after serious joint prob-
lems were established. Often when we asked
what was the treatment they were getting
for their musculoskeletal involvement, they
showed some basic passive joint stretches.
As I had mentioned to physios and patients
alike, the stretches were good, but there was
so much more to offer.

Physiotherapy treatment, as well as all
other medical care in Senegal, is not paid
for by the government and the people in
general cannot afford the basic health care
services that we take for granted here in
Canada. The musculoskeletal specialists
were aware of basic orthopedic principles,
but not of the special considerations of
hemophilia related problems. The patients
themselves and their families were unfortu-
nately not knowledgeable at all about their
conditions and hemophilia in general. Most
of the boys, for example, did not know
whether they were severe, moderate or mild.
One thing was certain though: everybody

present seemed eager to learn
more about hemophilia.

I will definitely keep in touch
with the doctors and physios 
and try to get across to them 
the importance of hemophilia
education.

*If anyone reading this is 
interested in becoming e-mail/pen
pals with a Senegalese boy, please
contact Nichan Zourikian at 
Tel: (514) 345-4607 or E-mail:
nichan_zourikian@ssss.gouv.qc.caNichan Zourikian, physiotherapist at Hôpital Ste-Justine in Montreal, examining a

young boy with severe hemophilia.




