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UNITING PEOPLE WITH LUPUS
EUROPE THROUGHOUT EUROPE

Advocating
patient-led research
By Kirsten Lerstram,

SChair
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Disclaimer

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.

EPF Nordic Regional Seminar Nov 2015



LUPUS EUROPE

EPF Nordic Regional Seminar Nov 2015

¥

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
iIn Europe*


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&

Complex and complicated: B!
Autoimmune, connective tissue + L
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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!


http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full
http://rheumatology.oxfordjournals.org/content/early/2013/09/18/rheumatology.ket300.full

DAS28 — disease activity score 28 joints @}!p!s@

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 Il
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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

Treatment not good enough @\%@

EUROPE

Almost half out of employment
within a few years of diagnosis*

For the majority of those
remaining 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

Living with Lupus — Next Move gy
WHY DID WE DO THIS?7?7?7?7 LYRYS

“... But after reading the questions again, | realized that
this most certainly concerns me. Again | 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 Il Living
with Lupus was launched



Effect on patients’ careers

Did lupus affect your career?

Respondents (%)
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France Germany Italy Spain UK

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

Demographics
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Fatigue Severity | Work Productivity Lupus Quahty of
Scale (FSS) Impairment (WPAI) Life (LupusQoL)
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Organization LRSS
Clinical Co-ordination Lang uag
Advisory Contacfls

Committée

Counseling

Anal
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Organization LUPUS
Clinical Co-ordination Lang uag
Advisory Contacfls
Committée

- Prof. David IsenbergbK . Yvonne Norton MB

Univ. College London
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laiens Assistant
s very fatigued due

Name: Kirsten - has lupus
Nationality: Daish
Occupation: Sales Manager

Status: Had 1 retre oarly doe

0 Spes

-Mdetmer
28% came within | year of diagnosis

“ 52% are still in paid employment

§ For those having

OF LIFE AND WORK TIVITY:

g
avmer Wt ‘5
Lupus Day

References: (FRI0243) IMPACT OF LUPUS  For further information about lupus and member countries/
ON FATIGUE, HEALTH-RELATED QUALITY Groups of LUPUS EUROPE please contact the address below:

Name: Augusta - has lupes
Nationalicy: falian

Occupation: |ssurance consultart
Status: Has 10 work part time due
to lupes

56% daily activity impairment
due to lupus i.e. shopping,
exercise, childcare etc.

RESULTS FROM THE LUPUS EUROPEAN
ONLINE (LEO) SURVEY, EULAR 2011
Sesvior: Epidemiology, heolth services
and outcome research

(OPO277-PARE) LUPUS EUROPEAN
ONLINE (LEO) SURVEY: A PATIENT -
DRIVEN SURVEY TO EXAMINE THE

LUPUS

EUROPE IMPACT OF LUPUS, EULAR 2011 Abstract
Session: From ebstroct to concrete the
works for you! variety of PARE org

Lupus DK
Gigtforeningen
Gentoftegade 118
DK-2820 Gentofte, Denmark

Tel: +45-39-77 80 00

The Lupes Esropean Ontine - LEO - Survey spported by UGS © 2042 LUPUS EUROPE. Al ghe smermd
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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 v
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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

¥

LUPUS EUROPE - engagements, f.x.: LUPUS

« 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
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Who are we representing patients LUPUS
« Patients = diagnosed with lupus
« EULAR trained Patient Research Partners

 Trained from other sources
— LSE, EURORDIS, EUPATI and more

Lupus specific training is wanted

17
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