2020

Name of Patient Organisation

Deutsche Sarkoidose Vereinigung
Deutsche Sarkoidose Vereinigung
Deutscher Psoriasis Bund e.V.
Deutscher Psoriasis Bund e.V.
Herzschwdche Franken e.V.
Lungenfibrose e.V.

Lungenfibrose e.V.

Lungenfibrose e.V.

ProRetina Deutschland e.V.
ProRetina Deutschland e.V.

Action for Pulmonary Fibrosis, Lichfield, UK

Action for Pulmonary Fibrosis, Lichfield, UK

AFPEFPI, Rhone, France

Amici Obesi Onlus, Milano, Italy

ANDAR Herault, Montpellier, France

APDE-AS PT Doentes Esclerodermia, Monaco,
Portugal

APDE-AS PT Doentes Esclerodermia, Monaco,
Portugal
ASIF, London, UK

ASIF, London, UK

Asociacion de familiares y enfermos de fibrosis
pulmonar, Madrid, Spain

Asociacion espanola de esclerodermia, Madrid,
Spain

Payments to patient organisations 2020

Amount

900,00 EUR
1.077,57 EUR
600,00 EUR
600,00 EUR
550,00 EUR
575,00 EUR
350,00 EUR
117,60 EUR
1.000,00 EUR

20.000,00 EUR

1.524,08 EUR

725,00 EUR

1.430,50 EUR

300,00 EUR

1.690,65 EUR

1.384,17 EUR

500,00 EUR

30.000,00 EUR

2.773,40 EUR

1.429,14 EUR

500,00 EUR

~\ Boehringer
I|||I Ingelheim

Nature of support

Fordermitgliedschaft

Reisekosten

Honorar

Honorar

Honorar

Honorar

Honorar

Reisekosten

Honorar Facebook Kampagne

Sponsorship

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship Gold Annual

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
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Name of Patient Organisation

Asociacionespanola de esclerodermia, Madrid,
Spain

Asscociacao Nacional de Espondilite
Anquilosante (ANEA)

Associacdo de Doentes Obesos e Ex-Obesos de
Portugal (Adexo), Odivelas, Portugal

Association for Spine Osteoarthritis and
Morbus Bechterew East Jutland

Association Francaise des Po et des RIC (AFP
RIC9), Paris, France

Association Francaise des Poet des RIC (AFP
RIC9), Paris, France

Association France Spondyloarthrites, Paris,
France

Association Vie Et Ceeur, Naintre, France

Cardioalianza, Barcelona, Spain

Cardioalianza, Barcelona, Spain
Cittadinanzattiva Onlus, Rome, Italy

Colitis-Crohn Foreningen, Odense, Denmark

Crohn & Colitis Ulcerosa, Brabant, Belgium

Cystic Fibrosis Europe aisbl
Digestive Cancers Europe, Overijse, Belgium

Digestive Cancers Europe, Overijse, Belgium

Digestive Cancers Europe, Overijse, Belgium

Drustvo psoriatikov Slovenije, Maribor,
Slovenia

Payments to patient organisations 2020

Amount

1.459,16 EUR

899,00 EUR

650,00 EUR

1.344,46 EUR

1.706,70 EUR

1.468,90 EUR

1.261,00 EUR

550,00 EUR

550,00 EUR

700,00 EUR
10.000,00 EUR

150,00 EUR

150,00 EUR

20.000,00 EUR
50.000,00 EUR

1.371,27 EUR

125,00 EUR

258,00 EUR

Nature of support

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship European Patient Rights Day
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Membership

Sponsorship

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
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Name of Patient Organisation

Edipermia Panhellenic Association of Patients
with Psoriasis and Psoriatic Arthritis
Edipermia Panhellenic Association of Patients
with Psoriasis and Psoriatic Arthritis
Edipermia Panhellenic Association of Patients
with Psoriasis and Psoriatic Arthritis
EFCCA, Brussels, Belgium

EORTC, Brussels, Belgium

EUFAMI, Brabant, Belgium

European Cancer Patient Coalition (ECPC),
Brussels, Belgium

European Cancer Patient Coalition (ECPC),
Brussels, Belgium

European Federation of Allergy and Airways
Diseases Patients Associations, Brussels,
Belgium

European Federation of Allergy and Airways
Diseases Patients Associations, Brussels,
Belgium

European Federation of Allergy and Airways
Diseases Patients Associations, Brussels,
Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &
Related Disorders Federation (EU-IPFF),
Gentbrugge, Belgium

Payments to patient organisations 2020

Amount

300,00 EUR

560,00 EUR

200,00 EUR

33.500,00 EUR
20.000,00 EUR
20.000,00 EUR

15.000,00 EUR

30.000,00 EUR

25.000,00 EUR

30.000,00 EUR

1.144,69 EUR

6.000,00 EUR

15.000,00 EUR

35.000,00 EUR

6.000,00 EUR

40.000,00 EUR

37.500,00 EUR

Nature of support

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship Membership

Sponsorship Patient Day

Sponsorship

Sponsorship Annual Congress

Sponsorship Annual Congress

Sponsorship Be-Long

Sponsorship Sustainable

Travel expenses and consulting fee for

representative attending patient organisation

advisory board meeting

Sponsorship Covid 19

Sponsorship Rehabilitation Grant

Sponsorship Gold Membership

Sponsorship COVID-19 Projects

Sponsorship Awareness Campaign

Sponsorship Summit remaining payment
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Name of Patient Organisation Amount

European Idiopathic Pulmonary Fibrosis &

Related Disorders Federation (EU-IPFF), 90.000,00 EUR
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &

Related Disorders Federation (EU-IPFF), 865,00 EUR
Gentbrugge, Belgium

European Idiopathic Pulmonary Fibrosis &

Related Disorders Federation (EU-IPFF), 130,00 EUR
Gentbrugge, Belgium

European Liver Patients Association (ELPA), 6.000,00 EUR

Brussles, Belgium

European Liver Patients Association (ELPA),
Brussles, Belgium

European Liver Patients Association (ELPA),
Brussles, Belgium

European Patients Forum
(EPF),Brussels,Belgium

EUROPSO, Polzela, Slovenia

20.000,00 EUR

550,00 EUR

30.000,00 EUR
50.000,00 EUR

EUROPSO, Polzela, Slovenia 774,00 EUR

EUROPSO, Polzela, Slovenia 258,00 EUR

EUROPSO, Polzela, Slovenia 774,00 EUR

EUROPSO, Polzela, Slovenia 518,50 EUR

Eurordis, Paris, France 10.000,00 EUR
Federation of European Scleroderma
25.000,00 EUR
Associations aisbl (FESCA), Tournai, Belgium
Federation of European Scleroderma
15.000,00 EUR
Associations aisbl (FESCA), Tournai, Belgium
Federation of European Scleroderma
Associations aisbl (FESCA), Tournai, Belgium
Federation of European Scleroderma

Associations aisbl (FESCA), Tournai, Belgium

50.000,00 EUR

42.581,07 EUR

Payments to patient organisations 2020

Nature of support

Eu-IPFF Survey- Evidence-generation study to
further shed light on optimal IPF/PF
management and care" and EU-IPFF Guidance
document for local launch of the
Benchmarking Report and extension fo the
repot to the new countries"

Consulting fee for representative attending

patient organisation advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting

Sponsorship Educational Training

Sponsorship NASH Social Media Campaign

Consulting fee for representative attending
patient organisation advisory board meeting

Sponsorship Patient Forum

Sponsorship

Consulting fee for representative attenting
Mocktrial Simulation

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship Roundtable

Sponsorship Covid 19
Sponsorship eWSC
Sponsorship World SSc Day

Sponsorship Covid 19
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Name of Patient Organisation

Federation of European Scleroderma
Associations aisbl (FESCA), Tournai, Belgium

Federation of European Scleroderma
Associations aisbl (FESCA), Tournai, Belgium
Foreningen for Rygsejlegigt og Morbus
Bechterew, Denmark

GILS Onlus Lotta Sclerodermia, Milano, Italy

GILS Onlus Lotta Sclerodermia, Milano, Italy

Global Alliance of Mental Iliness Advocacy
Networks-Europe (GAMIAN-Europe), Brussels,
Belgium

Global Alliance of Mental Iliness Advocacy
Networks-Europe (GAMIAN-Europe), Brussels,
Belgium

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland
Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Global Heart Hub, Galway, Ireland

Heart UK, Berkshire, UK

Hrvatska udruga oboljelih od sklerodermije,
Zagreb, Croatia

Payments to patient organisations 2020

Amount

4.622,67 EUR

1.500,00 EUR

672,27 EUR

1.389,80 EUR

500,00 EUR

25.000,00 EUR

25.000,00 EUR

550,00 EUR

15.000,00 EUR

15.000,00 EUR

15.000,00 EUR
25.000,00 EUR

40.000,00 EUR

162,50 EUR

15.000,00 EUR

550,00 EUR

550,00 EUR

440,00 EUR

Nature of support

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting

Sponsorship Membership (1/2)

Sponsorship Membership (1/2)

Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship 6th Annual GHH Capacity
Building Acadamy (1/2)

Sponsorship Faces of Heart Failure 2020
Campaign

Sponsorship Faces of Heart Failure 2020
Campaign 2

Sponsorship Roundtable Supporter
Sponsorship Cardio Diabetes Community
Building

Consulting fee for representative attending
podcast

Sponsorship 6th Annual GHH Capacity
Building Acadamy (2/2)

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
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Name of Patient Organisation

Irish Lung Fibrosis Assoc, Dublin, Ireland

Kidney Research, Cambrigeshire, UK
La Confédération pour 1a Lutte contre les
Affections Intlammatoires Rhumatismales

(CLAIR), Saint-Maur, Belgium

Liga Rheumatologica Espanola, Madrid, Spain

Liga Rheumatologica Espanola, Madrid, Spain

Ligue contre 1'obésité, Montpellier, France

Lithuanian Heart Failure Association, Lithuania
Lithuanian Heart Failure Association, Lithuania
Lung Cancer Europe (LuCE), Bern, Switzerland

Lung Cancer Europe (LuCE), Bern, Switzerland

Lupus Europe, Romford, UK
Macular Society, Hampshire, UK

Macular Society, Hampshire, UK
Munuais - ja majsaliitto, Helsinki, Finland

Norsk Revmatikerforbund: Diagnosegruppen for
systemisk skerlose, Oslo, Norway

Norsk Revmatikerforbund: Diagnosegruppen for
systemisk skerlose, Oslo, Norway

NVLE, Utrecht, Netherlands

OMCCV, Wien, Austria

Payments to patient organisations 2020

Amount

1.607,92 EUR

1.471,57 EUR

1.471,17 EUR

2.012,00 EUR

2.997,70 EUR

650,00 EUR

550,00 EUR

2.052,00 EUR

27.000,00 EUR

125,00 EUR

25.000,00 EUR
15.970,60 EUR

1.030,00 EUR

550,00 EUR

1.760,47 EUR

500,00 EUR

500,00 EUR

700,00 EUR

Nature of support

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
SPONSORSHIP & EMOTIONAL SUPPORT
PROJECT

Consulting fee for representative attending
patient organisation advisory board meeting
Sponsorship

Sponsorship Disease Information Films
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
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Name of Patient Organisation Amount Nature of support

Travel expenses and consulting fee for

Osterreichische Vereinigung Morbus Bechterew,
gng 1.771,80 EUR | representative attending patient organisation

Wien Austria
] ustr advisory board meeting
Consulting fee for representative attendin
Patient Denkt Mee, Voorburg, Netherlands 575,00 EUR . & . P . ‘g
patient organisation advisory board meeting
Consulting fee for representative attendin
Patient Denkt Mee, Voorburg, Netherlands 550,00 EUR & P 8

patient organisation advisory board meeting
Travel expenses and consulting fee for
2.711,69 EUR | representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
Pulmonary Hypertension Association Bulgaria 1.105,13 EUR | representative attending patient organisation
advisory board meeting

Consulting fee for representative attending

Retina International, Ziirich, Switzerland 4.800,00 EUR . . . .
patient organisation advisory board meeting

Patientenforeningen HS Danmark, Soborg,
Denmark

Psoriasisforeningen, Taastrup, Denmark 480,00 EUR

Eﬁy Castle Lung Cancer Foundation, Liverpool, 30.000,00 EUR | Sponsorship
Travel expenses and consulting fee for
967,27 EUR | representative attending patient organisation
advisory board meeting
Travel expenses and consulting fee for
Schwaiz - Verein Acne Inversa, Schweiz 1.708,70 EUR | representative attending patient organisation
advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
Scleroderma & Raynauds, London, UK 1.531,78 EUR | representative attending patient organisation
advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting

Roy Castle Lung Cancer Foundation, Liverpool,
UK

Schwaiz - Verein Acne Inversa, Schweiz 1.708,70 EUR

Scleroderma & Raynauds, London, UK 500,00 EUR

Stroke Alliance for Europe (SAFE), Bruxelles,
Belgium
Stroke Alliance for Europe (SAFE), Bruxelles,
Belgium
Stroke Alliance for Europe (SAFE), Bruxelles,
Belgium
Stroke Alliance for Europe (SAFE), Bruxelles,
Belgium

4.068,00 EUR | Sponsorship ESO-WSO Congress

28.250,00 EUR | Sponsorship Life after Stroke Forum

15.000,00 EUR | Sponsorship Action Plan for Europe (2/2)

15.000,00 EUR | Sponsorship Action Plan for Europe (1/2)
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Name of Patient Organisation

Stroke Alliance for Europe (SAFE), Bruxelles,
Belgium

The Pulmonary Fibrorsis Trust, Berkshire, UK

The Pulmonary Fibrorsis Trust, Berkshire, UK

The Pulmonary Fibrorsis Trust, Berkshire, UK

Un Respiro di speranza onlus, Rom, Italy

Union for International Cancer Control (UICC),
Geneva, Switzerland

Vivere senza stomaco, Ferrary, Italy

World Heart Federation, Geneve, Switzerland
World Heart Federation, Geneve, Switzerland

World Heart Federation, Geneve, Switzerland

World Heart Federation, Geneve, Switzerland

Payments to patient organisations 2020

Amount

20.000,00 EUR

2.086,02 EUR

125,00 EUR

600,00 EUR

2.510,18 EUR

25.000,00 EUR

979,53 EUR
212.494,68 EUR
30.000,00 EUR
2.214,00 EUR

550,00 EUR

Nature of support

Sponsorship Regional Conferences

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Consulting fee for representative attending
patient organisation advisory board meeting
Consulting fee for representative attending
patient organisation advisory board meeting
Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Sponsorship Mentoring Programm

Travel expenses and consulting fee for
representative attending patient organisation
advisory board meeting

Sponsorship World Heart Day

Sponsorship World Heart Day

Consulting fee for representative attending
patient organisation advisory board meeting

Consulting fee for filming
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