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* /Some news of your data entry in 2008

* Volume of rather stable activity and Counts of
treated patients identical

T In spite of a difficult context

T In spite of a decrease of numbers of the centres
(42 VS 52)

* Distribution by comparable speciality
« Deficit of data entry of the complications
« Definition diagnosis to specify

 \Confusion complications incidents
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PE and LDL actvity per year from 2000 to 2008
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Procedure number evolution per speciality
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* General data 2008
1 Patients :
« 990

1Procedures :
e 0662

1 Average number of procedure by patient
e 9,76

T Exchanged average volume:
e 3,35 litres
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Substitutes volume liters 2008
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Origin of the data 9662
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Procedure by speciality en 2008
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Average procedures by diagnostic in 2008

Hypercholestérolémie

- 20
familiale

Microangiopathie -

Thrombotique 10

Guillain-Barré 9

Myasthénie 8

Hyperviscosité 4
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Neurology patients by diagnostic in 2008

Myasthénie

Autres

polynévrites ..

Syndrome de
Guillain -Barré

Autres maladies
neurologiques

Polynévrite sans
précision

Sclérose en
plagues
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Nephrology patients by diagnostic in 2008
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Haematology patients by diagnostic in 2008

Microangiopathie Thrombotique

]

>

Viscosité plasmatique anormale

Myélome multiple (Maladie de
Kahler)

Macroglobulinémie de Waldenstrom

Autres hémopathies

Purpura thrombopénique
idiopathique

Gammapathie monoclonale

Total hyperviscosité

98
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Medecine interne : Patients par indication 2008
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Nombre moyen de séances par indication 2008

Hypercholestérolémie

- 20
familiale

Microangiopathie -

Thrombotique 10

Guillain-Barré 9

Myasthénie 8
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Complications immeédiates déclarées par an
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Complications les plus et les moins fréguentes

02006
02007
02008

Reactions allergiques Arythmies cardiaques sans

préecision
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e Past:

N

| « Old Registry » at the end of development

T Problem of Security

1 data entry complex

1 Patients difficult to find Absence of name and first name
1 Technical Mono or almost

1 Diagnosis Lists to reorganize

T Mix complications incidents

i Others
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e Past:

« Old Registry » at the end of development

 Data before 2000 Unavailable

* Property Management
1 On Site data Unavailable
T No Automated statistics
e Annual costs very high

1 Hosting : correct cost but reduced service
1 Management of the data very expensive
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e Present:

New registry was put online four months ago

1 Malin lines of the specifications
e Security
e Autonomy
o Easier data entry
e Exhaustiveness of apheresis techniques
« Evolutionary
e reasonable Cost
T Charter of functioning
e Data’s Availability for sites
e Partnership with the industrialists




SFH Registry Past - Present - Future

* Present:

New registry was put online four months ago

e Security : encrypted data

o Easier data entry

« Name and first name patients

« All apheresis technigues are available

* [tems lists are reorganized
1 Diagnosis
1 Complications
1 Incidents
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e Present:

New registry was put online 4 months ago

o Data until the year 2000 are available on the new
website.
1 About 70 000 procedures saved from the previous sites

« Management «free » on each sites
1 Site activities data
1 Statistics data continuously updated
e Improvement is permitted on demand

1 By site’s owner
1 By the webmaster
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e Present:

New registry was put online 4 months ago
e Costs

i Creation and data recovery: half the annual
cost of the previous registry

| Hosting and updating costs are equal to the
nosting price of the previous site alone.

| Data’s management is free.
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 Future :

1 Entries improvement
e Group construction in order to check quality
« Work on complications and incidents

e Convince centres to entry data, continue to do it or
start again.

e Extra bonus: To run from a « picture » to
completeness

1 To an European registry?
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 \When can you reach it?

 how can you reach it ?

T ADRESS http://lwww.sfhregistre.org/
1 Login : old Login in capital
1 Password : it will be Emailed

e How does it look ?
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Merci pour votre attention

I let n’hésitez pas a bloguer votre agenda
pour participer au congres 2010
a Marselille dans un cadre magnifique
et une ambiance inoubliable






