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François Laroche, president of the Canadian Hemophilia
Society – Quebec Chapter

From January 28 to February 3, 2010, Mylene D’Fana and I,
as delegates of the Canadian Hemophilia Society –
Quebec Chapter, visited our partners at l’Association

tunisienne des hémophiles (ATH) to participate in a number of
medical and organizational events with our Tunisian “twins.”

Friday, January 29 was set aside for a roundtable with
representatives of the CHSQ and the ATH, as well as
representatives from the national hemophilia organizations of
Morocco and Algeria. The agenda focused on the experiences
of each organization with regards to patient registries and
fundraising activities. It was very interesting to learn a little
more about the experiences of hemophilia organizations from
the Maghreb in these two areas, the strengths and
weaknesses, and areas needing improvement. Participants
agreed on the importance for
hemophilia organizations to have
patient registries, independent of
those existing in hospitals, with
restricted but useful information on
members in order to better represent
their needs. This information is also
valuable for program planning and
development.

In terms of fundraising, each
organization has had good results,
with good ideas for special events
including some with pharmaceutical
sponsorship. However, more emphasis could be placed on
developing financial autonomy (through benefit events, sale
of promotional items such as reusable bags with the
organization’s logo, etc.), and obtaining government support
through advocacy and lobbying. 

The afternoon was devoted to the Third National
Hemophilia Day, featuring a medical symposium focused on
prophylaxis, organized by the ATH under the auspices of the
Tunisian Hematology Society and in collaboration with Bayer.
Following presentations by Drs Emna Gouider (Tunisia),
Georges-Étienne Rivard (Canada), Phu Quoc Lé (Belgium) and
Assad Haffar of the World Federation of Hemophilia, there
appeared to be consensus regarding the application of
prophylaxis in Tunisia according to the following principles:
prophylaxis must be started after the first joint bleed and
thereafter given on a treatment schedule suitable for the

child, using the recommended dose based on the number of
units per vial (between 20 and 35 IU/kg), which is once weekly,
with the possibility of twice a week for recurrent bleeds.

The option of daily prophylaxis for adults at a dose of 
10 IU/kg was put forward. In terms of type of product to use,
the suggestion was to begin therapy with plasma-derived
product because it contains von Willebrand factor, and
furthermore because some studies have demonstrated that
plasma-derived products have a two to three times less
likelihood of inhibitor development. However, after 50 days of
exposure to plasma-derived factor, the risk of developing
inhibitors is very low, at which point switching to recombinant
product is recommended because it offers the best safety from
pathogens, particularly emerging ones.

The next two days were devoted to training sessions for the
ATH Board of Directors. On Saturday, Mylene D’Fana gave a
presentation on recruiting volunteers and keeping them
involved. There were good discussions on how to adapt
strategies for the Tunisian context. This was followed by a
working session on program planning and development. The
ATH already has a solid foundation in this regard so we
focused on refining certain aspects, in particular establishing
deadlines and individual responsibilities to facilitate
organizational logistics. We also stressed the importance of
succession planning so as not to wear out key volunteers and
thereby ensure a dynamic organization.

Sunday was reserved for a
presentation and workshops on
governance. Starting with the ATH’s
mission and values, my presentation
focused on the key conditions of good
governance. I stressed the importance
for the ATH to establish clear general
regulations and internal policies (on
pharmaceutical relations, conflicts of
interest, member support, etc.) in
order to provide a framework for the
work to be done by members of the
organization and their respective

roles and responsibilities. Other aspects addressed included
the creation, role and mandate of working committees,
financial statements, codes of procedure and rules of order to
ensure the proper conduct and functioning of the organization.
Once again, ATH members actively participated and the
discussions were very productive. Some points were simply a
matter of review, while others were signposts for the future work.

In closing, on behalf of the CHSQ, Mylene D’Fana and
myself, I would like to thank the members of the ATH Board of
Directors for the wonderful welcome, their attentive
participation, committed involvement, and above all for the
outstanding personal qualities that they emanated throughout
our visit.

Chokran (Thank you) Emna Gouider, Taoufik Raissi,
Kaouther Zahra, Amel Derwaz, Rania Kammoun and Amdouni
Hamma. Beslama (Goodbye and see you soon).
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