Annual Report
2021

published by the
DHR Office

Paul-Ehrlich-Insti é’
aul- rlc-nstltut,,;s

dhrd’

Deutsches Hamophilieregister



hr@ The National German Haemophilia Registry

Deutsches Hamophilieregister

dhrd

Deutsches Hamophilieregister

') Gesellschaft fur
A Thrombose STH =,
DEUTSCHE HAMOPHILIEGESELLSCHAFT : - ich- i s
zur Bekampfung von Blutungskrankheiten .V, ‘ und Hamostase- Pa u I Eh I’| |Ch | nstitut H

Interessengemeinschaft
Hamophiler e.V. forschung e.V.

The DHR office is located at the Paul-Ehrlich-Institut (PEI)



dhré

Deutsches Hamophilieregister

Office

Dr. Christine Keipert

Dr. Heike Duda
Birgit Haschberger

Janina Hesse

Olaf Henseler

Dr. Hanna Windecker

Committees

Steering Committee

For the Patient Organisations

DHG
Bjorn Drebing
Dr. Anna Griesheimer

IGH

Dr. Thomas Becker
Christian Schepperle (Vice chair)

For the medical society
GTH

Prof. Dr. Andreas Tiede (Chair)
PD Dr. Martin Olivieri

For the Federal Institute
PEI

Dr. Christine Keipert
Dr. Ute Vahlensieck

Scientific Committee

Representatives of

Patient Organisations
DHG, IGH

Medical Societies
BDDH, DGTI, GTH

Pharmaceutical industry associations
PPTA, VfA

National Association of Statutory Health
Insurance Funds
GKV-Spitzenverband

Private health insurer associations
PKV

Healthcare provider associations
DKG, KBV

BDDH (Berufsverband der Deutschen Hamostaseologen e.V.), DGTI (Deutsche Gesellschaft fir Transfusionsmedizin und Immunhdmatologie e.V.), DHG (Deutsche Hamophilie-
gesellschaft zur Bekdmpfung von Blutungskrankheiten e.V.), DKG (Deutsche Krankenhausgesellschaft e.V.), GKV-Spitzenverband (Spitzenverband Bund der Krankenkassen K6R), GTH
(Gesellschaft fur Thrombose- und Hamostaseforschung e.V.), IGH (Interessengemeinschaft Hamophiler e.V.), KBV (Kassenarztliche Bundesvereinigung K6R), PKV (Verband der privaten
Krankenversicherungen e.V.), PPTA (Plasma Protein Therapeutics Association Deutschland e.V.), VfA (Verband forschender Arzneimittelhersteller e.V.)



]
hfg} Development of patient numbers ‘I‘ }a{ 4

Deutsches Hamophilieregister

17.500
15.000
12.500

10.000

7.500
942 21
5.000 203 > 926
- 713 708 710 715 734 758
- == 620
2.500

2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021
REPORTING YEAR

NUMBER OF PATIENTS

o

mHA mHB mvWD mother factor deficiency diseases (deficiency of FI, Fll, FV, FVII, FX, FXI, FXIII)

Since 2008, the DHR has been collecting specific data from individuals with blood coagulation disorders in Germany.

Since the expansion of the Transfusion Act in 2019, in addition to persons with haemophilia A (HA), haemophilia B
(HB) and von Willebrand disease (vVWD), individuals with other factor deficiency diseases must now also be included
in individual or collective reports. The DHR has collected data from more than 17,000 patients since 2021.
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1 3 7 reporting facilities

In 2021, 137 clinics, treatment centres, and specialised medical practices reported data from a total of 17,036
patients. 2,993 patients gave their consent to an individual report. That is 514 more patients than in 2020 and 911

more patients than in 2019. 14,043 patients were recorded via the collective report.



]
l’éﬁ Reporting figures 2021 }a{ 6

Deutsches Hamophilieregister

Haemophilia A Haemophilia B

2.750 500
2.500
2.250

2.000

1495

1.750

1.500
250
1.250

Number of patients
Number of patients

1.000

750

500

250

savere moderate mild subclin. severe maoderate mild subclin.

Severity Severity

B Collective reports Individual reports B Collectivereports M Individual reports



[ J
hré} Reporting figures 2021 'I‘ }a{ 7

Deutsches Hamophilieregister

von Willebrand Other factor deficiency disorders
7000 2.000
286
1.750 102
6000
1.500
5000
2 2 1.250
3 g
= 4000 ©
g o
— S 1.000
> 5 55
0] o
-g 3000 IS
> 750
2 =z
2000 500
1000 250
0 . IS
VWD FI-Mangel Fll-Mangel FV-Mangel FVII-Mangel FX-Mangel FXI-Mangel FXIlI-Mangel
B Collective reports Individual reports B Collective reports Individual reports

In 2021, a total of 6,803 patients with von Willebrand disease and 4,434 patients with other factor deficiency
diseases were reported to the DHR. Only a small proportion of von Willebrand patients require treatment with
coagulation products.
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Data can be requested from the DHR for research purposes:
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Paul-Ehrlich-Institut issues
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Application approved or
partially approved

The documents needed to submit a request are available at www.pei.de/dhr. Applications can only be
submitted after consultation with the DHR office. After examination and decision by the DHR steering
committee, the Paul-Ehrlich-Institut issues the final decision. Applicants will receive a user agreement and the
policies for publication when they receive the decision on their application. Once the applicant has returned a
signed user agreement, they will receive the data to which they have been granted access.
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Data
from (electronic)
patient diaries

Report submitted via
internet application

Computer/server in the DHR

treatment centre

Report submitted via
interface

We would be very pleased if you would consent to the submission of an individual report, because this is the only
way we can collect the data that is so important for research.

It is also important to know that you as a patient are obliged to document your consumption and that you must pass
on the data you've collected to your attending physician at least once a year. If you use an electronic patient diary for
the documentation of your treatment, the information can be transmitted to the DHR via the treatment centre
server without having to enter it again manually in the internet application. This makes it easier for contributors to
submit reports and at the same time helps to avoid transmission errors. You are encouraged to discuss using an
electronic patient diary with the patient organisations DHG and IGH or your doctor.
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We thank all patients
who provide their data to the DHR
and the medical facilities
that collect and submit this data.

Contact: DHR Office, Paul-Ehrlich-Str. 51-59, 63225 Langen (Hesse), Email: dhr@pei.de, Tel: 06103-77-1860
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