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Dear Friends,

In 2012 we had our first Trustee Meeting in London on the last two days of
February and the first day of March. Our Touring Trustee Kirsten Lerstrgm
attended several congresses in the last months and reports on what she heard.
Next month EULAR will take place in Berlin where several Trustees will be present.
Good luck with your World Lupus Day Activities. And we need your help.

We wish you pleasant reading.
Trustees of LUPUS EUROPE

UK CHARITY COMMISSION REGISTERED ADDRESS:
St James House, 27-43, Eastern Road, Romford, Essex, RM1 3NH, United Kingdom | Registered Charity No. 803768

MEMBER COUNTRIES: Belgium, Cyprus, Denmark, Finland, France, Germany, Hungary, Iceland, Ireland, Israel, Italy, Malta, The Netherlands, Norway,
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*** Make LUPUS Work — LUPUS EUROPE works for you! ***

During the 2011 Annual Convention held in Copenhagen, LUPUS EUROPE delegates
agreed to promote World Lupus Day 2012. The theme being MAKE LUPUS WORK.

Results of the first Living with Lupus Survey (2009) — LUPUS EUROPE and Lupus
Foundation of America — drew attention to the detrimental effect lupus has on the
career/work of many people with lupus. It was agreed that further research was needed.

2010 the second Living with Lupus Survey: Career/Work Situation was set up on-line in
the 5 main languages used within LUPUS EUROPE. The organizing committee consists
of a team representing LUPUS EUROPE Medical Panel, UCB Pharmaceutical SA and
LUPUS EUROPE Members. The results are now referred to as LUPUS European Online
— LEO.
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Artwork has been made for member groups to use and promote for the celebrations.
See also the many entries in the worldlupusday.org for events commemorating
World Lupus Day 2012.



http://www.worldlupusday.org/

*** International Patients’ Organizations 5th Global Patients’ Congress — London,
March 17-19 ***
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170 people from 30 countries from all over the world attended the congress — mostly
representing patient organizations (being patients or staff). A few representatives from
industry took part at special, designated sessions.

The overall theme for this congress was Patient Centered Healthcare and it was great to
understand how far into decision making and health care planning patients are involved.
Nevertheless we still have WAYS to go.

Patient Centered Health Care is not that far away and it is very important for us as patient
organization to provide the necessary information to make this care come true.

On that note, our LEO results and other attempt to find out how it is to live with lupus in
Europe is of utmost value.

IAPOChair Durhane Wongdriegerand Opening Plenary Speakefsudie Lobban MBH-ounder, Syncope Trust and Reflex
Anoxic Seizure GroufJK) RuthNankanjg Executive Director and Founder of Sickle Cell Association of Ugdbdandg, John
Walsh Presidentand CEO, Alph& Foundation(USA)



*#* Drug Information Associations — European Meeting 2012, Copenhagen,
Copenhagen March 25-28 ***

DIA Euro Meeting is the congress for expert representatives from industry, academia, the
EU Commission, The European Medicines Agency, National Health regulatory
authorities, students and young professionals. DIA Patient Fellowship Programme
allowed 50 patient representatives to attend. More than 3000 people attended from 50
countries.

The three days were about regulatory affairs, safety and efficacy for human medicines,

di agnostics and devi ces. ificlidedipmanysessidnssititper spe
was also clear that practical enforcement of patient representation and understanding still

needs to be worked on. The Plenary discussion was an eye opener on the state of

European Health system.
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*** European Patients’ Forum Annual General Meeting + Strategic Seminar 2012,
Brussels , April 18-19, ***

As always this meeting took place in Brussels. LUPUS EUROPE has been attending EPF
meetingssi nce 2009. Here the ongoing matters of E
care are addressed. EPF members are either national patient groups or European

umbrella like ours (heart, lung, brain, cancer and many others). About 70 people attended
representing member organizations.

The meeting was focused on talks about future — what is the role of patient advocates,
what health system will there be and how can we influence the development.

*** Important new initiatives ***

IAPO was all about Patient centered healthcare — we have come far because the patient

involvement has been made necessary and written into legislation the most important

places. The remaining aspect is actually getting therewi t h pati ent s’ represe
trained and equipped to be ready in order to ensure the involvement.

The initiatives will be for the benefit of LUPUS EUROPE Members as well.


http://www.diahome.org/en/Flagship-Meetings/EUROMTG2012/Meeting-Program/About-our-Offerings.aspx
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T he P atAcademy is launched because of
the growing importance of patient views in policy
making, planning and execution of health care.

So with the planned education available for all patient advocates, volunteers at local,
regional or national and international level, patient organization will be able to boost their
own capacities and attract new resources.

The EPF also aim to offer special training to European umbrella member organizations
like ours to have the board members and others given the speed course of European
patients organization issues or fine tuning strategic plans to make them operational; The
EPF Capacity Building initiative. Lupus EUROPE members might also be interested in
following this project, as from next year national/regional training will take place in
countries/regions where in most need.
Finally, Eur opean Patient s’ Forum announced the ainm
the special EPF Youth Group, with networking, capacity building and great social

relations are encouraged among patient representatives between 18-25 years of age. 12

of the present groups were present at the meeting, but anyone interested in joining would

be welcome.

“? WHO Sasakawa Health Prize 2012 to Indonesian lupus group ***
On May 24™ the Indonesian lupus group Syamsi Duha Foundation will be awarded the
WHO Sasakawa Health Prize 2012 at the WHO General Assembly in Geneva.

The Indonesian lupus group is the only recipient of this prize in 2012.

See the full announcement lupus-europe.org/news

*** EULAR Congress 2012 June 6-9 in Berlin ***

- Together with the German Lupus Group we are happy to

= welcome all to our stand in EULAR Village.

It would be a special pleasure to greet all our contacts and
other visitors during EULAR.

& Meet up in EULAR Village stand 14: we will be there from
, Wednesday noon until Saturday noon.

Contact: Kirsten Lerstrgm vicechair@lupus-europe.org



http://www.patientsacademy.eu/
http://www.lupus-europe.org/info-center/news-archive/archive/2012/03/12/at-the-who-general-assembly-in-geneva-syamsi-dhuha-foundation-lupus-group-in-indonesia-will-receive-prize-/

*** Convention in Cyprus November 14-17 2012 in Cyprus ***

If you have any questions on Convention please contact Fatima Lavoll Convention
Manager conventionmanager@I|upus-europe.org

*** Elections in November ***

Fatima Lavoll, Convention Manager, and Peter Norton, Treasurer, will step down as
Trustees after their three year rotation. Our Chair, Yvonne Norton, will also step down in
November due to reasons of health.

Will you please think if you yourself or somebody from your group is interested in
standing candidate for one of these functions or just interested in offering some kind of
assistance to the European level of advocacy?

For more information on the position of Treasurer please contact Peter via
treasurer@lupus-europe.orq , for other vacancies please contact Kirsten Lerstrgm
vicechair@lupus-europe.org

We are pleased to be able to inform you that the money for a secretariat is now available
and we hope to find somebody for this job as soon as possible.

Marja Kruithof

Secretary LUPUS EUROPE
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