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Fig. 1: Guidelines for adult LCH are approved and included into the web portal.
Login will be removed after publication in a peer reviewed medical journal.

Histio Net | asieall [NQRUMIN i 0e dadl | alal / Sl /Bl

bl gl o 3055 A1« Questions / REpONSes « gnodl « Histio Net «

Questions / Réponses
S8 a1 G oS5 A0

= 2 o
9 Histio Net ot

R 77 :
>f doted-1

- 51 B o b of s o - 2
T— ol sl gl - 3

Sl 525 ol Bl sVl o b

5 e ol

bl padlp e - 1

Execuive o oy Lo 158 Gl s il b IS 3] e ¥ o Sl o 55 58 ¥ Lo M1, el
4 Cogtsostfl 4o3¥l o8 o) 2000 o 0o i

sl 4558l 2 0 S -
03 300 opbamdll A1 2 S
£33 o Uama €36 13 8l s
sk sy ] 5 el

e il 0l il iy B
€100 g0 gl sy Ul -

s g gl b
gl .l ol o g 01
(68 a1 a5l i)

NI PN

Fig. 2: The Arabic version of the Histio Net webportal is available since June 2012.

FAQ about rare diseases are already available. Translations are ongoing.

1 Chinese 1200
2 Arabic 422

4 English n
5 Spanish 322
6 Bengali 207

8 Russian 167
9 Japanese 125

11 French [Source: Encarta 2007]

Fig. 3: New languages which will make histio net contents available to large groups of
native speakers (in millions) are a main Chinese language, Portuguese, Russian, and
Japanese. Voluntary translators are very welcome to contact histionet@web.de.
Language tool incl. IT support (web publication of translated contents) is provided.
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BACKGROUND

Each year about 600-1000 children and adults
in the European Union develop Langerhans
Cell Histiocytosis (LCH) and associated
syndromes. Diagnosis is sometimes difficult
and once confirmed, patients and treating
physicians have to look for scientifically
approved information concerning adequate
diagnosis, therapy and follow-up. The situation
in many other countries worldwide is even far
more difficult. The possibility to assess in native
language is a key issue for many patients and
even doctors in EU and beyond.

METHODS

30 international partners have contributed to
create a secure multilingual webportal for
histiocytosis specialists, attending doctors,
patients, and other people concerned with LCH
and associated syndromes. This project has
received 3 years of European funding and is
currently sponsored by 3 European patient
associations: Histiocytose France, Histiozytose-
Hilfe Germany and LCH Belgium.

RESULTS

The established webportal ,Histio Net* provides
guidelines for childhood LCH, maps of experts
for 9 countries, frequently asked questions
about rare diseases in general, Langerhans cell
histiocytosis, and hemophagocytic lympho-
histiocytosis, and many links to international
patient associations and study groups.

Recommendations for adult LCH are approved
and will be published soon. The technical tool
for a keyword administrated literature database
is available. At present, many contents are
accessible in Arabic, English, German, Polish,
French, Bulgarian, Italian and Spanish.

CONCLUSION

The Histio Net webportal is the first internet
presence providing scientifically approved
consensus based information about histio-
cytoses in many different languages. It is an
important contact point for everyone worldwide
who is concerned by or interested in
Langerhans cell histiocytosis and associated
syndromes. It provides the technical basis for
additional languages in order to make
information available in countries which are
currently under-represented in the international
group of histiocytosis experts.

.v§ Groupe d'Etude o 7 %
‘:%{: hisfiocyf‘gsg”‘ L CS H

)i

THE HISTIOCYTOSIS RESEARCH TRUST

e HistiozytoseHilfee.V.

St. Anna Childrens Cancer Research Institute, Vienna, Austria;

Fig. 4: Examples for maps of experts for Langerhans cell histiocytosis in dlfferent
countries. Red: childhood LCH, blue: adult LCH, purple: both.
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Fig. 5: Frequentation of the histio net webportal (visits per month).

The average visit duration is more than 3 minutes (max. 58 min.) with an average
of 4 visited pages per visit (max. 16 pages). 20% of the visitors access the
webportal more than once. 2/3 of the visitors are referred to the webportal via
search traffic and less than 10% use a mobile device (source: google analytics).
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Fig. 6: Frequentation of translated histio net pages (visits in 3 months). Translation
increases the frequentation considerably (source: google analytics).
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Fig. 7: Percentage of inhabitants using the internet on a regular basis (green).

Internet Usage - Growth 2000-2011

North America [7] 153% [Source: Eurostaf]
Oceania / Australia [T]214%
Europe 7:| 376%
Asia [T 7e0%
Latin America / Carib. 7:| 1205%
Middle East | ] 2245%
Africa 1 ]12988%

Fig. 8: The lower the percentage of inhabitants using the internet on a regular
basis, the higher the growth of internet usage in the last decade.
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