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Advocating

patient-led research

By Kirsten Lerstrøm, 

Chair 
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Disclaimer
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LUPUS EUROPE is a patient led umbrella organization of

national lupus patient groups.

LUPUS EUROPE is a UK Charity No 803768

LUPUS EUROPE operates on funds from membership fees, 

donations, project partnerships, pharmaceutical sponsorships

and other such support for general operations and specific projects.

Industry sponsors for operations and initiatives are GSK, UCB, 

Merck, Lilly and other smaller grants fx for annual convention. 

LUPUS EUROPE Board of Trustees are elected to office and 

serve on a voluntary basis and do so without personal honorarium.



3

LUPUS EUROPE

Established in 1989

24 national lupus 

groups:

Between 10- 6,000 

members each

Total membership of 

+30,000

Approx 500,000 

diagnosed with lupus 

in Europe*
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http://ard.bmj.com/content/early/2007/07/05/ard.2007.070367.full.pdf+html?hits=10&FIRSTINDEX=0&FULLTEXT=eular+sle&SEARCHID=1&gca=annrheumdis;ard.2007.070367v2&


4

Complex and complicated:

Autoimmune, connective tissue +
Multifacetted, multidimensional

Almost all organs and body

systems

Anchored in Rheumatology, but 

also other specialties could be

involved

Average diagnosis age: 37 years

Time to diagnosis: 7 years*

9 out of 10 is female*

- at the time of creating career

and establishing family!
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http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full
http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full
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DAS28 – disease activity score 28 joints

http://www.rheumatology.org/Practice-Quality/Clinical-Support/Quality-

Measurement/Disease-Activity-Functional-Status-Assessments
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Only one compound in 60 years!

1955 Antimalarias approved

for treatment of lupus

1959 Prednisolone approved

for lupus treatment

2011-12 Belimumab approved

by FDA and EMA*

More than 100 open lupus 

trials on clinicaltrials.gov, but 

so far only belimumab has 

passed phase III
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http://www.lupus.org/magazine/entry/access-to-care-what-is-being-done-and-for-whom
https://clinicaltrials.gov/ct2/results?term=lupus&Search=Search
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Treatment not good enough

Almost half out of employment

within a few years of diagnosis*

For the majority of those

remainíng in employment, it is 

on considerably reduced terms*

We NEED to do better
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http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full
http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full
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Living with Lupus – Next Move

WHY DID WE DO THIS?????

“... But after reading the questions again, I realized that 

this most certainly concerns me. Again I was reminded 

how different my career could have turned out if Lupus 

had not interfered.

Thank you „someone‟ for having the interest in and 

bothering to collect this information about us with Lupus. ” 

From a comment on one of the social networks when Survey II Living 

with Lupus was launched
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Effect on patients’ careers

In total, 27.7% (310/1121) patients (mean age 36 years) had 

to change their career within 1 year of diagnosis
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Structure

Fatigue Severity
Scale (FSS)

Work Productivity 
Impairment (WPAI)

Lupus Quality of 
Life (LupusQoL)

Demographics
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Planning

Programming

Communication

Administration

Facilitation 

Part 1 –

Design & Translation

Testing

Distribution 

Follow-up

Counseling

Analysis

Supervision

Presentation 

Organization

Co-ordination Language 
Contacts

Clinical 
Advisory 

Committee 
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Yvonne Norton MBE

Fériel Bouabida

Simone Müller-Pretis

Stefania Di Masso

Blanca Rubio

UCB SA

LUPUS EUROPE

Prof. David Isenberg, 
Univ. College London, UK

Prof. Caroline Gordon, 
Univ. Birmingham, UK

Prof. Matthias Schneider, 
Heinrich-Heine-University 

Düsseldorf, Germany

Organization

Clinical 
Advisory 

Committee 

Language 
Contacts

Co-ordination
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Common campaign

for 

World Lupus Day

From LUPUS 

EUROPE 

international 

contact to fellow

colleagues in 

member groups
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Tame your wolf – tame your lupus

It is the firm belief of LUPUS 

EUROPE that:

• Being involved in one’s own 

disease

• Adherence to treatment

• Having the patient’s voice 

heard in projects and trials

- will help improve the situation 

for people living with lupus

Tame your wolf – tame lupus is 

the theme for the campaign 

World Lupus Day 2015
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https://drive.google.com/file/d/0B2L6zuWUUmlDVzU2OUZUTHh5Q28/view?invite=CO7swNYG
https://drive.google.com/file/d/0B2L6zuWUUmlDVzU2OUZUTHh5Q28/view?invite=CO7swNYG
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LUPUS EUROPE – engagements, f.x.:

• EULAR Recommendations

– Comorbidities

– Lactation on RA and SLE treatment

– Womens Health Issues

• European applications

– FOREUM

• REFRACT,  DORIS, ”When the wolf bites its offspring”

– EU Horizon 2020 

• United, iManage

• International Initiatives

– T2T, DORIS, Uniting World Lupus Groups
EPF Nordic Regional Seminar Nov 2015
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Who are we representing patients

• Patients = diagnosed with lupus

• EULAR trained Patient Research Partners

• Trained from other sources

– LSE, EURORDIS, EUPATI and more

Lupus specific training is wanted
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Thank you
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