
2015 Alexion Financial Support to Patient Advocacy Organization 

Alexion is committed to transparency and developing and maintaining trust-based relationships with stakeholders, the public and 

patients.  Accordingly, Alexion is publicly disclosing, on an annual basis, a report listing the names of all patient advocacy organizations 

supported, the nature of funding received by each and the financial amount per activity.  This chart represents a good faith attempt and best 

efforts by Alexion to identify and report this information from all available sources and to provide a full and transparent reporting of all financial 

support provided by Alexion to patient advocacy organizations around the world in calendar year 2015.  This chart may be amended if and when 

new information is identified for inclusion.  The funding listed in this chart is reported in the respective local currencies of the recipients. 

Alexion’s Global Policy for Interacting with Patient Advocacy Organizations defines PAOs as not-for-profit organizations (including umbrella 

organizations to which they belong), mainly composed of patients and/or caregivers that represent and/or support the needs of patients and/or 

caregivers.   

Organization Description Country 
Funding Amount (in 

local currency) 

APEC (Asociación de pacientes con Enfermedades del 
Complemento) 

To support patients with complement disorders, 
diagnosis, transportation and Association 
maintenance. Argentina 500,000 ARS 

APEC (Asociación de Pacientes con Enfermedades del 
Complemento) 

To support patients with complement disorders, 
diagnosis, transportation and Association 
maintenance. Argentina 500,000 ARS 

APEC (Asociación de pacientes con Enfermedades del 
Complemento) 

To support patients with complement disorders, 
diagnose, transportation and Association 
maintenance. Argentina 1,100,000 ARS 
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APELRA (Asociacion de Pacientes de Enfermedades 
Lisosomales de la Republica Argentina)  

To support patients with complement disorders, 
diagnose, transportation and Association 
maintenance. Argentina 600,000 ARS 

Fundación ENHUE 

To support and improve education, access to 
diagnosis, and treatment of patients suffering 
from rare diseases. Argentina 10,000 USD 

 
 
 

Fundacion ENHUE* 

 
 
Support for ENHUE’s rare disease patient advocacy 
activities.  

 
 
 

Argentina 

 
 
 

10,000 USD 

 
 
 
 
 

 Rare Voices Australia  Membership of Industry Roundtable Group.  Australia  13,636.36 AUD 

aHUS Patient Support Group Australia  
Unconditional grant to aHUS Patient Support 
Group Australia. Australia 40,000 AUD 

Associacao Dos Familiares, Amigos E Portadores De 
Doencas Graves (AFAG) 

To support the organization's program and 
education activities in 2015. Brazil  1,672,000 BRL  

Associadao Paulista dos Familiares e Amigos dos 
Portadores de  Mucopolissacaridose (APMPS) 

 
To support the organization's program and 
education activities in 2015. Brazil  320,000 BRL  

 
Associacao Braslieira dos Portadores de Doenca de 

Hunter e outras Doencas Raras (Casa Hunter) 
 

To support the organization's program and 
education activities in 2015. Brazil 50,000 BRL 
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Associacao Braslieira dos Portadores de Doenca de 
Hunter e outras Doencas Raras (Casa Hunter) 

To support organization's efforts for case 
management and support services for patients. Brazil 100,000 BRL 

Associacao Braslieira dos Portadores de Doenca de 
Hunter e outras Doencas Raras (Casa Hunter) 

Project awareness raising program for the diseases 
and continuing education. Brazil 200,000 BRL 

 
 
 

Associacao Sergipana de Pessoas com Doencas Raras* 

 
 
 
Support for Annual Symposia. 

 
 
 

Brazil 

 
 
 

1,200 USD 

 
 

Associacao Paulista dos Familiares e Amigos dos 
Portadores de Mucopolissacaridoses e DOENCAS 

RARAS* 

 
 
 
 
Support for APMSP’s rare disease day for 2015. 

 
 
 
 

Brazil 

 
 
 
 

2,800 USD 

Canadian Association of PNH Patients  
To support the organization's disease awareness 
activities. Canada  148,500 CAD 

The Kidney Foundation of Canada  General education of renal diseases in SW Ontario. Canada 2,500 CAD 

The Kidney Foundation of Canada Sponsorship of gala fundraiser. Canada 3,000 CAD 

The Kidney Foundation of Canada 
Silver level sponsorship of kidney transplant and 
organ donation summit. Canada 3,500 CAD 
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The Kidney Foundation of Canada Sponsorship for SW Ontario celebrity event. Canada 10,000 CAD 

The Kidney Foundation of Canada Sponsorship of Shine a Light Kidney Gala. Canada 3,500 CAD 

 
 
 
 

aHUS Canada 

 
 
 
To support the organization's disease awareness 
activities. 

 
 
 
 

Canada 

 
 
 
 

100,000 CAD  

aHUS Canada 
To support the organization's disease awareness 
activities. Canada 50,000 CAD 

CORD (Canadian Organization for Rare Disorders) 

Support for educational and awareness activities 
regarding the implementation of the Rare Disease 
Strategy. Canada 50,000 CAD 

CORD (Canadian Organization for Rare Disorders) 

Support for 2015 Rare Disease Day, Conference 

Sponsorship and Gala. 
Canada 30,000 CAD 

Canadian Association of PNH Patients 
To support the organization's disease awareness 
activities. Canada 148,500 CAD 
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Aplastic Anemia Myelodysplasia Association of Canada Patient education and support projects. Canada 40,000 CAD 

Network of Rare Blood Disorder Organizations Sponsor rare blood disorder education day. Canada 10,000 CAD 

Canadian Liver Foundation* Support for program activities.  Canada 998.28 USD 

Fundación de Apoyo Solidario a Pacientes con 
Enfermedades Raras (FUNDAPER) 

To support the organization's program and 
education activities in 2015. Colombia 1,401,251,777 COP 

Colombian Federation for Rare Diseases (FECOER)   
To support the organization’s rare disease 
advocacy efforts. Colombia 60,000,000 COP 

Asociacion Colomiana de Pacientes Con Enfermedades 
de Deposito Lisomal (ACOPEL) 

 2016 Support of the organization's patient 
programs. Colombia 27,592,600 COP 

Asociacion Colomiana de Pacientes Con Enfermedades 
de Deposito Lisomal (ACOPEL)  Support the organization's patient programs. Colombia 3,000,000 COP 

Asociacion Colomiana de Pacientes Con Enfermedades 
de Deposito Lisomal (ACOPEL)* To support the organization’s program. Colombia 4,000 USD 
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Croatian Alliance for Rare Diseases Patient networking and awareness raising in 2015. Croatia 10,000 EUR 

Association pour l’Information et la recherche sur les 
Maladies Rénales Génétiques (AIRG) 

Support the association’s communications 
activities.  France 15,000 EUR 

Hypothosphatasise Europe 

Support for the organizations activities in 
particular the translation and dissemination of 
material on HPP from French into English, set up 
of a HPP Day in France, translation of website from 
French into other languages (e.g. English, Spanish).  France 22,000 EUR 

Association HPN France Patient communication on HPN & medular aplasia. France 15,000 EUR 

Association HPN France Patient communication on HPN & medular aplasia. France 20,000 EUR 

EURORDIS 

To provide unrestricted funding for EURORDIS  - 
supporting EURORDIS’ work to improve conditions 
for people throughout Europe who are living with 
a rare disease; To support the preparation and 
delivery of a multi-stakeholder conference on rare 
diseases. France 20,000 EUR 

 
 
 

EURORDIS* 

 
 
 
Sponsorship of Gala Dinner. 

 
 
 

France 

 
 
 

10,000 EUR 
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Association de Recherche sur les Microangiopathies 
Thrombotiques et autres maladies rares hématologiques 

To support organization’s research activities. France 726 EUR 

Renaloo To support a patient meeting. France 1,136 EUR 

Sifting Lichterzellen 

 
T-shirts donation to the patient group for the rare 
disease day events.  Germany 953 EUR 

Hypophosphatasie Deutschland e.V. 

 
T-shirts donation to the patient group for the rare 
disease day events. Germany 953 EUR 

ProRare Austria MPGN & aHUS Selbsthilfe 
T-shirts donation to the patient group for the rare 
disease day events. Germany 953 EUR 

HPP Deutschland 
Support Patient Association for an Annual Patient 
Meeting. Germany 10,000 EUR 
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Osteogenesis Imperfecta Federation Europe (OIFE)  
Support for the organization’s annual meeting and 
seminar bringing together patients and clinicians.  Germany  10,000 EUR 

Associazione A.M.E.N.A. Onlus  To support the association.   Italy 5,000 EUR 

Associazione Culturale Onlus "Giuseppe Dossetti": 
Valori-Sviluppo e Tutela del Diritti   

To support the initiatives of the National Leading 
Civil Rights and Rare Diseases Advocacy 
Association. Italy 8,000  EUR 

Associazione Onlus DOMOS Sez Campania To support the organization's 2015 activities. Italy 7,999 EUR 

Associazione Siciliana Bambini Nefropatici  To support the organization. Italy 3,000 EUR 
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A.S.A.E. A.I.L. Cagliari To support the organization. Italy 4,000 EUR 

Associazione  Sud Italia Trapiantati 

 
Purchase laboratory equipment for supporting the 
research. Italy 4,000 EUR 

Associazione Donatori di Midollo Osseo e di Cellule 
Staminali Emopoietiche 

Support the scientific research on diseases that 
currently benefit from Bone Marrow 
Transplantation.   Italy 7,000 EUR 
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Associazione Italiana contro le Leucemie-Linfomi-
Mieloma Salerno sez. "Marco Tulimieri" Onlus 

Support the Hematology Department of the 
hospital located in Pagani by supporting the 
volunteers, purchasing equipment, grant the staff 
for qualified training and providing support to 
patients and their families. Italy 5,000 EUR 

AIL - Associazione Italiana contro le Leucemie-Linfomi e 
Mieloma Onlus - Sez. Avellino 

Support the patients affected by hematological 
malignancies and improve the quality of their 
lives. Italy 5,000 EUR 

Associazione Italiana contro le Leucemie, Linfoma e 
Mieloma AIL Salento  - Sez. AIL della provincia di Lecce 

Onlus 

Support the volunteers, purchase equipment, 
grant the staff for qualified training and provide 
support to patients and their families. Italy 15,000 EUR 
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AIL COSENZA Fondazione "Amelia Scorza"  ONLUS 
Support the scientific research in the field of 
hematological malignancies. Italy 2,000 EUR 

Associazione Italiana contro le Leucemie, Linfoma e 
Mieloma  Onlus - Sez. di Parma 

Support scientific activity and epidemiological 
research. Italy 4,000 EUR 

Associazione  Sud Italia Trapiantati 
Support scientific research at the kidney and 
transplantation center. Italy 20,000 EUR 
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Associazione Italiana Contro le Leucemie-Linfomi e 
Mieloma - Milano e Provincia Onlus 

Support the scientific research and organize the 
assistance for people affected by leukemia and 
other blood cancers. Italy 15,000 EUR 

Associazione Italiana contro le Leucemie-Linfomi e 
Mieloma Sez. di Bologna Onlus Support scientific and epidemiological research. Italy 5,000 EUR 

Progetto ALICE Onlus - Associazione per la lotta alla 
sindrome emolitico uremica Support all statutory activities.  Italy 15,000 EUR 
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Associazione Umbra Studio e Terapia Leucemie e Linfomi 
Onlus 

Support the scientific research in patients with 
hematological neoplasia. Italy 8,000 EUR 

Saisel Tsubasa no Kai  
Support the organization's disease education 
activities in 2015. Japan 500,000 JPN 

NPO PNH Club  Grant for the 2015 program activities.  Japan 5,000,000 YEN 

NPO PNH Club (PNH Patient Advocacy Organization  Support for program activities in Q3 and Q4. Japan 10,000,000 JPY 
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HIPPSA-JP 

HIPPSA-JP - Hypophosphatasia Support 
Association of Japan - Support organization for 
2016. Japan 1,000,000 JPY 

 
 
 
 
 

HIPPSA-JP 

 
 
 
 
 
Travel and speaker fee for HPP meeting. 

 
 
 
 
 

Japan 

 
 
 
 
 

62,200 JPY 

Organization Mexicana de Enferrnadades Raras (OMER) To support event on June 29 - July 3 2015. Mexico 70,000 USD 

Proyecto PideunDeseo* Support for the organization’s activities. Mexico 476 USD 

Dutch Kidney Association 

Support for the organizations activities in 
particular supporting a working group for aHUS 
patients, activities to mark Kidney Donor week.  Netherlands 15,000 EUR 

Association of Patients with MPS and Rare Diseases  Support for Association of Patients for general 
activity and organization of Annual Conference: 
“Rare Disease Crossing Borders Together.” Poland 40,000 PLN 

Interregional patient organization "Another Life" 

Support for patient meeting. Russia  310,000 RUB 
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Interregional patient organization "Another Life" 

Support for Round table meeting. Russia 320,000 RUB 

Interregional patient organization "Another Life" 

Third all-Russia colloquium "Live differently". Russia 800,000 RUB 

Interregional patient organization "Another Life" 

Support for aHUS Day. Russia 200,000 RUB 

Interregional patient organization "Another Life" 

Support for patient meeting. Russia 300,000 RUB 

Center of patients care "Genom" 

 Round table on Rare Diseases-"Rare diseases 
yesterday, today, tomorrow" (Saint-Petersburg) Russia 30,000 RUB 

Center of patients care "Genom" 

 Round table  on Rare Disease ( "Rare but equal") 
(Arkhangelsk) Russia 50,000 RUB 

Center of patients care "Genom" 

 

Round table on Rare Diseases (Crimea) Russia 

 
 
 

150,000 RUB 

Center of patients care "Genom" 

 

Round table on Rare Diseases (Blagoveschensk) Russia 

 
 

250,000 RUB 
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Center of patients care "Genom" 

 

Round table ( in Nizhny Novgorod) Russia 270,000 RUB 

Center of patients care "Genom" 

 Support for school for patients with metabolic 
disorders. Russia 465,000 RUB 

Union of patients and patient organizations on rare 

diseases 

 
 
International rare diseases day and patient 
meeting.   Russia 244,681 RUB 

All Russia society of orphan diseases 

International rare diseases day and patient 
meeting. Russia 200,000 RUB 

National Association "Genetics" 

 Round table in Saint-Petersburg to mark  
international Rare diseases day.  Russia 100,000 RUB 

National Association "Genetics" 

 

Support for research  project.   Russia 300,000 RUB 

National Association "Genetics" 

 

Participation at Mass Media in Moscow. Russia 200,000 RUB 

National Association "Genetics" 

 Placement of information materials in 
‘Bulletin/newsletter’.  Russia 222,000 RUB 
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National Association "Genetics" 

 

Provision of information on rare diseases. Russia 260,000 RUB 

National Association "Genetics" 

 

Participation at congress "Right for a drug".  Russia 500,000 RUB 

Nephro-league 

Action "Healthy kidney to everybody" devoted to 
the Kidney day. Russia 150,000 RUB 

League of patient defenders 

Participation at congress "Right for a drug" 
Moscow, May. Russia 400,000 RUB 

All Russia union of patients 

Participation at congress of patients November 12-
14, 2015. Russia 200,000 RUB 

Interregional patient organization “Road to life” 
2

nd
 Conference of Privlozhsky federal district 

“Road to Life” October 2-3, 2015. Russia 60,000 RUB 

Asociacion Sindrome Hemolitico Uremico Atipico 
(ASHUA) 

Grant supporting awareness activities including 
national and regional patient meetings and aHUS 
wristbands. Spain 20,000 EUR 

AE LALD  Asociacion Espanola Deficit De Lipasa Acida 
Lisosomal  

Travel expenses for an event.  

Spain 171 EUR 
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 Asociación Hemoglobinuria Paroxística Nocturna de 
España (HPNE) 

Grant supporting activities including the journal, 
national and regional patient meetings. Spain 35,000 EUR 

D'GENES ASOCIACIÓN 
Sponsorship of VIII National Congress of Rare 
Diseases. Spain 3,000 EUR 

Federación Española de Enfermedades Raras (FEDER) 

Annual sponsorship for disease education 
activities including a Rare Disease Awareness 
Campaign. Spain 25,650 EUR 

 
 
 

Fundacion Hipercolesterolemia Familiar* 

 
 
 
Support for the Foundation’s conference. 

 
 
 

Spain 

 
 
 

6,050 EUR 

Asociacion MPS Espana* Support for program activities. Spain 5,514.50 USD 

International Osteoporosis Foundation 
Support Skelton Rare Disease Capitation of 
Endorsing Partners Meeting.  Switzerland 35,000  CHF 

International Osteoporosis Foundation 
Support workshop rare congenital metabolic bone 
disorders.   Switzerland 38,000 CHF 

PNH aHUS Hasta Dernegi Patient Association Support for vaccination project. Turkey 190,000 TRY 
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PNH-AHUS ve Diger Kompleman Hastaliklari Hasta 
Dernegi -  To support 2015 Activities of aHUS PA, Turkey. Turkey 50,000 TRY 

aHUS UK/aHUS Alliance To support Global aHUS Meeting. United Kingdom 15,000 GBP 

PNH Alliance To support their planned 2015 activities.  United Kingdom  50,000 GPB 

aHUS-United Kingdom  Support aHUS patient family conference. United Kingdom 25,000 GPB 

PNH Support England and Wales To support the organization. United Kingdom 15,000 GBP 

CLIMB (National Information Centre for Inherited 
Metabolic Diseases)  HPP Patient Support. United Kingdom  10,000 GBP 
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NMO - Research UK  Support for annual meeting. United Kingdom 5,000 GBP 

UK Society for Mucopolysaccharide Diseases  
Grant to support the UK MPS Annual Conference 
June 26-28, 2015 in Coventry, UK. United Kingdom 5,000 GBP 

Transplant 2013 
Activities to increase the consent for Organ 
donation by increasing public awareness. United Kingdom 65,000 GBP 

National Organization for Rare Disorders, Inc. (NORD) 2015 Corporate Council Dues. United States 25,000 USD 

National Organization for Rare Disorders, Inc. (NORD)  Support 2015 PNH Patient Education Program. United States        502,630 USD 
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National Organization for Rare Disorders, Inc. (NORD) 2015 NORD aHUS Patient Education Program. United States         135,852 USD  

National Organization for Rare Disorders, Inc. (NORD) Sponsorship for 2015 Portraits of Courage Gala. United States 15,000 USD 

National Organization for Rare Disorders, Inc. (NORD)* Support for program activities. United States 23,250 USD 

The Atypical HUS Foundation  
The Atypical HUS Foundation - 2015 Program 
Support.  United States 125,000 USD 

The MAGIC Foundation 
Patient scholarship for 50 HPP patients/caregivers 
during the 2015 Patient Convention.  United States 50,000 USD 

The Transverse Myelitis Association 

To support the monthly Podcast Series and the 
Rare Neuro Immune Disorders Symposium on 
October 23-24 2015 in Dallas TX. United States 25,000 USD 



2015 Alexion Financial Support to Patient Advocacy Organization 

Soft Bones, Inc. 
2014 HPP Awareness Activities (paid in 2015 -
although 2014 project). United States 20,000 USD 

Soft Bones, Inc. 
Request for funds to support capacity building for 
establishment of Soft Bones Canada.  United States 100,000 USD 

Soft Bones, Inc.  
To support regional patient meetings in 
conjunction with ASBMR 2015. United States 5,000 USD 

Soft Bones, Inc. 
Support organization's Patient Meetings to 
provide HPP disease education and peer support.   United States   80,000 USD  

Global Genes 
2015 Global Genes aHUS Patient Education 
Program.                                         United States  705,000 USD 

Global Genes Corporate Alliance Membership Dues. United States 25,000 USD 

Global Genes 
Sponsorship of 2015 Patient Summit and Tribute 
of Champions - Gold Sponsorship.  United States 100,000 USD 
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Global Genes 
Support Teen Summit on October 9-11, 2015 in 
Orlando, FL. United States 245,000 USD 

 
 
 
 

Global Genes* 

 
 
 
Sponsorship for Tribute of Champions and 
Corporate Alliance 

 
 
 
 

United States 

 
 
 
 

15,000 USD 

National MPS Society 

Grant to support the National MPS Society 29th 
annual Family Conference September 17-19, 2015 
in Salt Lake City.  United States 3,000 USD 

American Liver Foundation 
To educate patients and providers about 
Lysosomal Acid Lipase Deficiency (LAL D).  United States 36,000 USD 

American Liver Foundation* Support for program activities.  United States 5,000 USD 

Aplastic Anemia & MDS International Foundation  Support for 2015 PNH Program.  United States  295,000 USD 

Aplastic Anemia & MDS International Foundation Support for PNH Communities of Hope. United States  90,000 USD 
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Aplastic Anemia & MDS International Foundation Sponsorship for PNH Walk. United States  18,000 USD 

Aplastic Anemia & MDS International Foundation Sponsorship for Patient Education Meeting. United States 35,000 USD 

Aplastic Anemia & MDS International Foundation PNH Webinar Series.  United States  90,000 USD 

Aplastic Anemia & MDS International Foundation 
PNH Patient Survey (paid in 2015 – although 2014 
project). United States 40,000 USD 

Every Life Foundation 
Sponsorship of 2015 Education and Awareness 
Activities. United States 30,000 USD 
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Rare Disease United Foundation Support for 2015 Rare Disease Day Activities. United States 6,000 USD 

National Kidney Foundation Disease awareness and education activities. United States 25,000 USD 

Utah Rare Support for 2015 Rare Disease Day Activities. United States 1,000 USD 

National Tay Sachs and Allied Diseases Association Support for 2015 Gala Event. United States 2,500 USD 

National Tay Sachs and Allied Diseases Association* Support for program activities. United States 1,000 USD 
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Guthy-Jackson Charitable Foundation 2015 Industry Council Dues. United States 25,000 USD 

Myasthenia Gravis Foundation of America 
Support for 2015 Disease Awareness and 
Education Initiatives. United States 25,000 USD 

American Kidney Fund Support for 2015 Gala Event. United States 10,000 USD 

LAL Solace* Support for program activities.  United States 35,932 USD 

LAL Solace* Support for program activities. United States 2,000 USD 
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National MPS Society* Support for program activities. United States 2,322.75 USD 

 

*Financial support to Patient Advocacy Organizations by Synageva BioPharma Corp. prior to Alexion  acquisition. 


