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EULAR in Prague

by Lucinda Blauw, chair of IOYR

After the Boad meding in Harddvangen in
March, five members of the board did meet during
the EULAR Congress in Prague in June. There
they talked about the lagt things concerning 1YC
and the generd assembly.

News about the M anifesto

The latest news about the ‘People with Arthri-
tiRheumatism in Europe Manifesto’ has been
presented for the press in Prague, Czech Republic
in June 2001, during the EULAR Congress. In the
months before an audit (research) was conducted
to gan information about the different organisa
tions for people with arthritisrheumatism and the
level of hedth service in Europe. This information
IS going to be used as a bass againg which the
Manifesto initiatives and efforts will be measured.

Right after the EULAR Congress the deering
group met and discussed how to promote the
Manifest in the different countries in Europe. One
of the idess is to st up a mentoring system in
which the members of the steering group will take
respongbility for certain countries.

Another project will be the Manifesto website,
which will be launched at the Internationd Arthritis
Day — 12 October 2001.

And presentations will be made during the Inter-
nationa Y outh Congress in Norway - July 2001,
the meeting of Arthritis & Rheumatism Interne-
tiond in Canada — August 2001, and hopefully
aso at ameeting of the Bone and Joint Decade.
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The Manifedto is dready avalable in alot of lan
guages, please check www.ioyr.org for more i
formation.

EULAR

The board of IOYR was represented in big num-
bers a the EULAR-congress in Prague in May
2001 thanks to a generous sponsor gift from
Pharmacia

Vilma, Catherine, Lucinda, Georg and Dorte did
al have the posshility to tak with people from
organisations from al over Europe (and other
parts of the world) to inform them about IOYR
and tell them the latest news about 1Y C 2001. A
lot of good contacts were established.

The members of the board aso gave information
about the Manifesto for and by people with arthri-
tisrheumatism in Europe. They helped a a stand
at the congress where it was possible to get infor-
mation and contacts about the Manifesto. Many
people visited the stand and showed grest interest.
In the beginning of the congress there was a press-
briefing about the Manifeto and besdes that
Catherine and Lucinda together with other mem-
bers of the Manifesto-steering-group had
speeches both at the Socia Leagues Programme
and a the Scientific Programme about the Mani-
festo. Very many and good possibilities to spread
the information.

The Socid Leagues Programme was set up
around the ten themes from the Manifesto. During

Page 1



the firg day the themes were ‘To develop and
recognise nationd and internationa organisations
of people with arthritigrheumatiam’, ‘Disability
politics — Living without barriers and ‘Providing
fully accessble education and work’. During this
day Catherine had a speech about her persona
experiences in education and work. She told
about both negative and podtive things, with the
main point that it is often other peoples thinking
and dtitude that makes it easy or difficult to have a
job or get an education if you have rheumatism.
You can be pogtive yoursdf, but if your sur-
rounding makes it difficult for you it might be im-
possible to get an education or ajob. If your boss
and colleagues on the other hand are interested in
making things easer you will aso be a better em
ployee if you don't have problems concerning
your rheumatism at work.

The program of the second day was a joint ses-
son with the hedth professonas and the last part
adso with medical / research colleagues. The
themes of the day were ‘To ensure doctor’s and
dlied hedth professond’s awareness of people
with rheumatism/arthritis and ‘Communication &
Partnership’. The lectures were about the impor-
tance of a good reationship with a rheumatologist
and atherapist — from a person with arthritis point
of view, the importance of a good relationship with
a person with arthritis — from a doctor's and a
hedth professond’s point of view, the training of
doctors by patients within the ‘Patient Partners
project, the priorities of patients at ther first con-
aultation, the influence of patients on hedth care
and socid care, the partnership in a multidisciplin-
ary programme, €tc.

The lagt day was about the activities of the socid
leagues, now and in the future.

| OYR-member organisation:

Spain

by Montse Sanchez-Oro

AJER (Asociacion de Jovenes con Enfermedades

Reuméticas): Spanish Organisation of Youth with
Rheumatism was set up in October 2000, during
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our 4™ National Congress.

Our organisation is made up of young people aged
18-35 years with dl sorts of rheumatic diseases.
We dso have a medica committee made up of
doctors, psychologidts, lawyers, etc. We are trying
hard a to socidly integrate young people with
rheumétic diseasesin Spain.

Our dructure is that each loca branch of AJER
chooses one representative, who attends ration-
wide mesetings held twice a year. The decisons
made are communicated to the locad branches.
Thereis one yearly meating with al members.

AJER used to be financed by LIRE (Spanish
Rheumatic League, our mother organisation) but
since 2000 we have been independent, so we are
now supported by the State (on a yearly bass),
and through socid welfare acts that we help LIRE
to organise.

The presdent of AJER is on the Board of LIRE
S0 we keep short lines of communication.

Our activities at the moment are;
Promotion activities for young people
Providing information by means of bro-
chures, articles, the Internet, etc.
Simulating and participating in research in
the fidd of rheumatism
Publishing in our news broadsheet
Holding mesting
Preparing and holding ayearly congress
Keeping in touch with other rheumatic a-
ganisations

Publications

We publish aticles amed a young people in
LIRE s bulletin. We dso have a webpage. In al-
dition, we' ve appeared on TV, and been inter-
viewed on the radio. An article about us appeared
inamedica magazine.

WEe ve also made two videotapes. one presented
by a famous basketball player and the other pre-
sented by the youth contact person of AJER,
Montse.
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| OYR-member or ganisation:

United Kingdom
by Catherine Gibb

Young Arthritis Care is a self-hep group run for
al young people with arthritis / rheumatism — any-
one up to the age of 45. We are not independent,
and recave our funding from our mother-
organisation — Arthritis Care. Arthritis Care is
UK’s largest voluntary organisation working with
and for everyone with arthritis, from every section
of the community.

The misson of Young Arthritis Care (YAC) ad
Arthritis Care (AC) is to empower people to take
control of their arthritis, their lives and their organi-
sion.

We provide information, training and support to
help people take control of their hedth and ther
lives. At the same time we campaign for raised
awareness about arthritis, and for better services
for people affected by arthritis.

Y oung Arthritis Care was formed at the end of the
1970s, but was origindly separate to Arthritis
Care, dthough it was founded by young people
who were members of AC at the time. In 1989 it
became a part of Arthritis Care. YAC is a user-
led organisation. It has a UK Committee with
representatives from Scotland, Northern Ireland,
Waes, and from North, South East, South West
and Centrd England. The UK Committee mesets
three times a year. The UK Committee has two
Chairs, one of whom is the YAC representative
on the Board of Trustees of Arthritis Care.

Arthritis Care has 7 Nationa/ regiona committees
(for Scotland, Northern Iredand, Waes, North
England, South East England, South West England
and Centra England), each of which has two
representatives from Y oung Arthritis Care.

Young Arthritis Care has a network of telephone

Contacts throughout the UK, who can offer infor-
mation and support, or sgnpost people to other
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agencies and Arthritis Care's nationa support
networks. The contacts are al volunteers with
arthritis, who work from home. These Contacts
are managed by development officers (paid em
ployees) who aso have arthritis. Some Contacts
aso produce a newdetter for the membersin their
area, and some organise a loca group, where
young people with arthritis can meet together -
cidly. Sometimes, the group may have a Soesker,
for example about complementary thergpies, or
from a Rheumatologist. In some aress there are
Contacts especidly for men, or for parents of chil-
dren with arthritis, or for teenagers.

Y oung Arthritis Care runs courses for young peo-
ple with arthritis, throughout the UK. All courses
are run by people with arthritis who have been
trained to ddliver the course, and include:
Teenage Workshops. a week long residen
tid course for teenagers with arthritis, which
helps them to live independently, reduces
their isolation and overcome the barriers that
often face young people with arthritis.
Person Development Courses. a resdentia
course for young people with arthritis held
over a weekend, which aims to build sup-
port networks, promote independent living,
reduce isolation and barriers.

A magazine “Arthritis News’ is published 5 times
ayear by Arthritis Care. “No Limits’ is the maga-
zine of Young Arthritis Care. It is published as an
8-page supplement of “Arthritis News’ three
times a year, and is amed a young people with
arthritis aged 18-25.

Y oung Arthritis Care is currently in the process of
changing its structure and organisation in response
to changes made within Arthritis Care over the
past few years —watch this space!!

Find addressesfor Spain and United
Kingdom at www.ioyr.org
Hereyou can also find information
about other member-or ganisations.
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News from www.ioyr.orqg

During the last month we have been working alot on our homepage.
Maybe you have dready visited the Ste and have seen al the changes and the news
about I'YC 2001...

Among the new things we ar e happy to mention

Debate-forum: We hope that you will find and give inspiration, ques-
tions/answers and get new contacts in the forum.

Guestbook: Show usthat you have visited our Site - and tell us what
you think about it and what you want on it.

Mailing-list: If you want to receive mails from IOY R with news you
should sign up on our new mailing-is.

The Aims of the IOYR

The overdl am of IOYR isto improve the Stuation of young people with rheumatism (aged 18-35) through
information exchange, sdf-help and palicy influence. Initidly the IOY R will focus on countries in Europe but
will work in the longer term on atruly world-wide basis.

The main aims of IOYR are;

To exchange information and experiences and to learn from and help each other.

To encourage the development of self-help in each of the countries.

To empower young people with rheumatism and enable us to get our voices heard.

To raise public and professona awareness of the Situation of young people with rheumatism and
change atitudes.

To exet palicy influence, both internationdly and nationdly.

To develop links between medica professonas and young people with rheumatism and increase un-
dergtanding.

To encourage more research into the experiences of young people with rheumatism.

ThelOYR isalegdly condituted organisation, registered in Germany. All activities are led by young people
with rheumeatism.

Moreinformation about |OYR? Please contact:

Chair LucindaBlauw - Zwanebloem 30, 7909 HL Hoogeveen - The Netherlands
Fax: ++31 842 123264 - www.ioyr.org - info@ioyr.org



