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WINTER 2007 ISSUE 

Editor’s Letter  
Welcome to our Winter 2007/2008 edition. 
Apologies for the delay in producing this edition, but as 
I hope you will see it was due to getting as much as 
possible into it. 
This addition has a focus on research and studies on AS. 
Primarily as one of the key questions I am asked at the 
likes of our information sessions or at the MASTER 
programme in the Mater Hospital is “what is being done 
about understanding the disease?” 
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With that in mind we have two articles, both by the 
ASIF vice President, Prof. Dr. Ernst Feldtkeller, on the 
international meetings that are held regularly on 
rheumatic topics in general that include specific 
discussions on AS. 
Through these articles you will see that a significant 
amount of time and effort is going into all aspects of 
undertsanding our condition, its cause, its prognosis and 
its management all over the world. 
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As an association with a significant stake in 
understanding this condition we have the opportunity to 
contribute to two research studies over the next few 
months. 
The first one is being promoted by the Ankylosing 
Spondylitis International Federation (ASIF) and is being 
led by Monika Østensen. Details of the study and the 
questionnaire to support it are contained inside. 
Secondly, we are supporting a study here in Ireland 
being completed on the psychology of living with 
AS. Once again details of the study and the 
questionnaire to support it are contained inside. 
It is important to assemble this information as 
quickly as possible in order to facilitate its 
analysis. With this in mind we would need to 
have your replies by the 20th of February 2008. 
This gives you over a month to complete the 
questionnaires and return them in the pre-
addressed envelopes supplied. 
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If you have paid this year’s 
subscription thank you. 
If not please pay as it helps an 

organisation like ours greatly when 
members pay promptly. 
In the past we have occasionally issued 
reminders to people regarding renewals. 

We have decided not to do that this year as it is an 
extra burden on our meagre resources.�
�����������������  
In order to save on that previously mentioned 
overburdened resource, from next year we will not be 
issuing receipts for membership renewals unless people 
specifically require them. 
The membership letter will have an additional box 
which you can use to indicate/”tick” whether you want 
us to post you a receipt. 
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ASAS Workshop 2007 
By Prof. Dr. Ernst Feldtkeller, ASIF Vice President. Reprinted 
from ASIF News 5, March 2007. 
 
Ankylosing spondylitis has gained so much attention in 
medical research that quite a number of prominent researchers 
in many countries concentrate their research on our disease 
and their treatment. They meet regularly at international 
congresses, put their forces together for common research 
projects and present the results in common publications. 
Many of them are very good friends and call themselves by 
their first names. 
Some years ago a working group emerged from this 
cooperation. 
Originally they concentrated on the unification of assessment 
methods for estimating the disease outcome. 
The group therefore adopted the name ASsessment in 
Ankylosing Spondylitis international working group (ASAS). 
Meanwhile the group deals with all questions arising in 
connection with unified action in diagnosis and treatment of 
Spondyloarthritides and in particular also edits common 
recommendations for the management of AS. 
ASAS president is 
Désirée Van Der Heijde 
(Maastricht, see 
photograph on the right). 
Members of the ASAS 
Steering Committee are 
also Maxime 
Dougados (Paris), John 
Davis (San Francisco), 
Joachim Sieper (Berlin), 
Jürgen Braun (Herne) 
und Sjef Van Der Linden 
(Maastricht). 
You may apply for membership in this prominent group if you 
are a responsible author of at least 5 scientific publications on 
AS. I am the only scientist without a medical profession in 
this group and was encouraged to apply for membership in 
2005. 
ASAS members meet three times in every year for workshops: 
during the annual congress of the European League against 
Rheumatism (EULAR), during the annual congress of the 
American College of Rheumatism (ACR), and in a separate 
two-days workshop at the working place of one of the ASAS 
members. The aim of these workshops is not the presentation 
of final research results but the discussion of ongoing projects 
and agreement about how they should be continued. 
This year’s workshop took place on January 19-20 2007 in 
Bath, a spa in the South-West of England, in the thermal 
springs of which already the Romans sought a cure and in 
which the ASIF foundational meeting took place in 1988. The 
town was acknowledged by the UNESCO as World Cultural 
Heritage because of its unique harmonic architecture. Bath is 
also the location of the Royal National Hospital for 

Rheumatic Diseases whose doctors 
Andrei Calin and Millicent Stone 
organized this year’s workshop. 
Dr. Calin opened the meeting with a 
lecture on the role of patient 
organisations in the conduct of AS 
research. Maxime Dougados (Paris, 
see photograph on left) reported a 
new evaluation of the 

ASAS/EULAR recommendations for the management of AS.  
 
Jürgen Braun from Herne (Germany) presented the results of a 
survey on the question how the impact of the disease should 
be determined. Most important elements will be the disease 
activity (BASDAI: pain, fatigue, and morning stiffness), 
functional limitations (BASFI), radiological damage (m-
SASSS and mobility measurements), and the quality of life, 
but also time dependences (how many months per year etc.). 
Annelies Boonen from Maastricht mentioned that patients 

(but not doctors) 
regard reduced 
energy and drive 
as another 
important impact 
of the disease 
(comment by 
Anthony Russell 
from Canada: also 
healthy persons 
sometimes have 
problems with 

energy and drive). 
Joachim Sieper from 
Berlin (carrier of DVMB 
research prize of 2006, 
works on an archive of 

images of ankylosing spondylitis and invites to submit 
educational images which will also be made available via the 
internet. 
Jane Zochling from Australia reported her preparatory work 
for an international patient register for AS research as it exists 
already in Denmark, Norway and Spain. She presented a list 
of data which will be collected in this register.  
The question whether the “disease duration” is defined as the 
time since the first symptoms connected with ankylosing 
spondylitis, or as the time since the diagnosis of ankylosing 
spondylitis, was already discussed at the ASAS workshop of 
2005 in Amsterdam, after in some scientific publications the 
duration since the diagnosis of ankylosing spondylitis was 
called “disease duration” and 
I had criticized this definition. 
The participants of the ASAS 
workshop in 2005 accepted 
both definitions and invited 
me to be co-author of a 
publication in which this 
decision was presented. I 
refused and instead submitted, 
together with ASIF president 
Jon Erlendsson, a letter-to-
the-editor in which we 
emphasized the very long 
average diagnosis delay and 
also that, though some patients 
do not exactly remember the 
year of their first symptoms connected with ankylosing 
spondylitis, the error is even worse if an estimated value is 
replaced by the definitely much later year of the diagnosis. We 
proposed therefore to use the term “disease duration” only for 
the duration since the first symptoms connected with 
ankylosing spondylitis, whereas the duration since diagnosis 
may also be mentioned but should never be called “disease 
duration”. Our letter can be read in the web-site of the Annals 

Joachim Sieper (member of ASAS 
steering committee, left) in 
discussion with ASAS vice 
president Maxime Dougados at the 
ASAS workshop of January 2006. 

Robert Inman from Toronto, (who will 
organize the next ASAS workshop in 
January 2008) talking with Robert 
Landewé from the University of 
Maastricht, the Netherlands            

Walter Maksymowych (Canada, 
on the left) talking with Jürgen Braun ( 
Germany) in a coffee break of the workshop 
in Bath. 
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of Rheumatic Diseases under the address: 
www.annrheumdis.com/cgi/eletters/65/11/1518#726 
In this year’s ASAS workshop in Bath our proposal was 
welcomed very much and Sjef Van Der Linden declared it to 
be basis of future ASAS 
work. 
ASAS president Désirée 
Van Der Heijde 
presented in a lecture the 
differing definitions of 
the Bath Ankylosing 
Spondylitis Metrology 
Index (BASMI, a 
composite index 
summarizing five 
mobility measurements 
into one value). In the 
year 1994 a definition 
was published in which 
each of the 5 
assessments was 
converted, with the 
help of a table, into a score out of 0, 1 or 2, and the sum of the 
5 scores was called the BASMI. One year later, a second 
definition was introduced in which every assessment was 
converted into a score out of 0 to 10, and the mean of the 
scores was called the 
BASMI (green step function shown in the diagram below). 
In 2005, I proposed to Désirée Van Der Heijde to replace the 
step function by a straight line (blue in the diagram below), 
and determined also the linear formulas by which the scores 
can be calculated when the assessments have been entered 
into a computer. 
Désirée Van Der Heijde und Robert Landewé from the 
University of Maastricht compared all three BASMI 
definitions by entering realistic values from a drug study. 
They found that the definitions with 2 steps and with 10 steps 
result in very different BASMI values, whereas the 10-step 
BASMI and the linear BASMI differ only by the rounding 
errors connected with the BASMI10. They concluded that it 
should therefore be defined in every publication, which of the 
BASMI versions were applied. 
Désirée Van Der Heijde and Robert Landewé detected that the 
linear BASMI definition has the best sensitivity to change, a 
property which is important in clinical trials. They concluded 
that the BAMSI10 and the BASMIlin have clear and relevant 
advantages as compared to the BASMI2, and that the main 
advantage of the new BASMIlin over the BASMI10 is its 
practicability in computer evaluations in clinical trials. In a 
concluding vote the participants of the ASAS workshop 
accepted the BASMI10 and the BASMIl in to be preferred 
measures for the mobility of patients with AS. More about 
BASMI and its new definition will be presented at the ASIF 
Council meeting taking place in September 2007 in 
Jáchymov. 
In 2006 Walter Maksymowych from the University of Alberta 
in Edmonton (Canada) proposed, together with 8 co-authors, 
another composite index for characterizing the mobility of 
patients with ankylosing spondylitis: 
The Edmonton Ankylosing Spondylitis Metrology Index 
(EDASMI) in which the hip joint mobility is determined by 
measuring the straddling of the lower legs with closed knees 
of the sitting patient, instead of the impractical measurement 
of the intermalleolar distance with the patient lying supine. 
After the workshop in Bath, Walter Maksymowych asked me 
to help him with the development of a linear EDASMI. 

 
Your Rheumatology Questions Answered 
Q: NSAIDS - IS THERE ANY ROLE FOR COX-2 
INHIBITORS?  

A: Routine use of COX-2 inhibitors at present is not 
recommended because of the increased risk of cardiovascular 
events associated with these drugs. Longitudinal studies are 
ongoing to fully investigate the extent of the increased 
cardiovascular risk. 
Taken from Modern Medicine, Irish Journal of Medicine 
December 2005. 
 

Dr. Bernard Connor Bursary 
To recognise and celebrate innovation and 
pioneering work in Rheumatology. 
 
Connor, born in Kerry in 1666, was the first to describe 
Ankylosing Spondylitis, although he did not give it a name. In 
a letter in French, published in Paris in 1693, he described the 
appearance of part of a skeleton: pelvis, lumbar and dorsal 
spine, and ribs up to the mid thoracic level. An English 
version was included in Connor’s book Dissertationes 
Medico-Physicae published in Oxford in 1695. 
 
It is important that we recognise the achievements of Dr. 
Bernard Connor; he was both pioneering and enduring in his 
work, and it is with this in mind that Abbott will sponsor the 
Dr. Bernard Connor Bursary in Rheumatology. 
The Abbott sponsored Dr. Bernard Connor bursary will 
recognise and celebrate the best innovation and pioneering 
work in Rheumatology and will be awarded to a Department 
of Rheumatology that demonstrates innovation and enduring 
work in clinical or educational practice. The bursary will be 
awarded to an initiative that is already in place or to a 
potential project that could be implemented on receipt of 
funding. The bursary will not be awarded for the purposes of 
pursuing clinical research. 
We will keep you posted on where this award goes (Seoirse) 

Millicent Stone from the Royal National 
Hospital for Rheumatic Diseases, Bath 
(center) speaking with Femke Hoekstraat 
from the university of Maastricht (left), 
secretary of Désirée Van Der Heijde who had 
organized the workshop, and with 
Anne Grethe Jurik, radiologist at Århus 
hospital 
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Rheumatology in the Gaudi city: 
Report on the 2007 EULAR congress in 
Barcelona 
By Prof. Dr. Ernst Feldtkeller, ASIF Vice President. Reprinted 
from ASIF News 6 November 2007. 
The Catalan architect Antoni GAUDI (1852–1926) had 
psoriatic arthritis since he was a child. Nevertheless he 
created everywhere in Barcelona buildings so magnificent that 
one speaks of the “city of architectonic wonders” that attract 
streams of tourists today. GAUDI’s Sagrada Familia (church 
of the Holy Family) is shown on every Barcelona leaflet, 
though the town offers, with the partially preserved Roman 
city wall the National Museum of Catalan Arts full of 
Romanesque apsis frescos from small churches in the 
Pyrenees and with the large number of Romanesque and 
gothic crucifixes in the Museu Frederic Marès, also a lot of 
other exceptional attractions. 
On 200 years Gaudi estimated in 1883 the construction time 
of the Sagrada Familia, the main tower of which is planned 
with 170 m height. Today the construction work is continued 
intensively. Thus the church is at the same time a magnet for 
visitors and a huge building site. 
Again a mammoth congress 
Every year two large rheumatology congresses take place 
worldwide: Always in June the European Congress of 
Rheumatology, organized by the European League against 
Rheumatism (EULAR) and always in November the American 
Congress of Rheumatology, organized by the American 
College of Rheumatology (ACR). This year’s EULAR 
congress took place from 13 to 16 June in Barcelona (Spain). 
The number of participants surpassed all past records with 
12,000. The program committee had selected 175 papers from 
30 countries to be presented orally and 1,481 papers to be 
presented as posters out of more than 3,300 submitted 
abstracts. Posters had the advantage that they could be studied 
in peace, whereas in oral presentation it was not allowed to 
take photographs of the slides because of copyright reasons. I 
will therefore report here mainly on some of the posters which 
are interesting for patients with ankylosing spondylitis. 
In the opening ceremony the Catalan minister for health 
welcomed us in the language of her people which was not 
allowed to be used during the Franco dictatorship and is now 
again one of the official languages (besides Spanish) in 
Catalonia (we know similar stories also from other countries). 
Early diagnosis of ankylosing spondylitis 
Dr. Henning C. Brandt and another 6 researchers in Berlin 
stated that it is rather impossible to distinguish between AS in 
an early state and chronic back pain of non-inflammatory 
origin without X-ray or magnetic resonance images (i.e. just 
with the help of mobility tests). 
Course of the disease 

 In agreement with 
the results of a 
survey of the 
German AS patient 
organisation of 1996, 
P. Atagunduz and 4 
other researchers in 
Istanbul (Turkey) 
found that the 
ankylosis progresses 

faster in male patients with AS on average, compared to 
female patients with the disease. However female patients are 
handicapped more severely on average. 

Dr. Xenofon Baraliakos in Herne, Dr. Joachim Listing in 
Berlin (Fig. 1) and 2 other researchers found that the 
Ankylosis continues to progress faster, on average, in patients 
who have already spinal bridges, compared to other patients 
with AS. 
Dr. Percival D. Sampaio Barros (Fig. 2) and 5 other 
researchers in Brazil observed 111 patients with an 
undifferentiated spondyloarthritis over 10 years and found 
that thereafter 37% had developed AS, 9% psoriatic arthritis, 
that 16% continued to have an undifferentiated 
spondyloarthritis and that in 37% the disease had 
disappeared. 
R. Sengupta and 6 other researchers in England and Canada 
evaluated measurements of the tragus-to-wall distance of 182 
patients with AS who had visited the hospital for rheumatic 
diseases in Bath several times within the past 32 years. They 
found that the distance of the tragus (the cartilage in front of 
the auditory canal) from the wall increased within 10 years by 
29% on average in male patients, however only by 17% in 
female patients. 
In a somewhat different composition the researchers 
investigated, under the overall control of Dr. Millicent Stone 
(Hospital for Rheumatic Diseases in Bath), how the disease 
activity (assessed as BASDAI = Bath Ankylosing Spondylitis 
Disease Activity Index) and the functional limitation (BASFI 
= Bath Ankylosing Spondylitis Function Index) changes with 
increasing disease duration. Whereas the BASDAI almost 
does not change over a long part of the disease duration, the 
BASFI increases slowly with increasing disease duration. 
The progression was less rapid than reported in the literature. 
The authors attribute this to the intense training program of 
the hospital. 
Regular inflammation flares 
Likewise under the overall control of Dr. Millicent Stone 7 
researchers from England and Canada reported that 98% of all 
patients with AS included in their study experience flare-ups 
in their disease. 74% had a flare in the year before the hospital 
visit. Only 18% reported a pattern with relapsing or remitting 
disease activity between the flares. 
Consequences in profession and family 
Dr. Francis Guillemin from the university in Nancy presented 
(pictured on the right), together with psychologist Martine Roch 

(pictured on the left) 
president of the AS 
patient 
organisation in 
France, and 6 other 
researchers, the 
results of 
interviews with AS 
patients in France. 
61% of the 
patients reported to 

be tired, 71% found that the effort they had to make in 
activities of daily life is larger than that of healthy people, 
73% reported that they nevertheless maintained their level of 
activity, 35% that they ask close relatives or friends for help, 
and 13% that they ask colleagues for help. 52% of the patients 
reported concerns of the disease for their professional life, 
18% concerns for their love life, and 40% concerns for their 
leisure activities. Also concerns of the disease for the state of 
mind and fears are reported in detail. 
Assessment of spinal mobility and ankylosis 
Prof. Walter Maksymowych from the Alberta University in 
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Edmonton (Canada, Fig. 4) compared the Bath Ankylosing 
Spondylitis Metrology Index (BASMI, with 10-step 
definition), the Edmonton Ankylosing 
Spondylitis Metrology Index (EDASMI) where the cervical 
rotation is measured with a tape measure and a modification 
where a goniometer is used. He concluded that the 
discriminant capacity of the EDASMI is improved by the 
angle measurement and that this modification is of equal value 
as the BASMI. Many rheumatologists believe that they can 
spare themselves the use of a goniometer in spinal mobility 
measurements. 
The progression of ankylosis in AS is normally assessed 
nowadays with the modified Stoke Ankylosing Spondylitis 
Spinal Score (m-SASSS), based on counting the changes of 
vertebral bodies visible in X-ray images. Dr. Xenofon 
Baraliakos from Herne showed in his lecture that the 
assessment of the m-SASSS is not without pitfalls: The 
Syndesmophytes typical for AS can easily be confused with 
Osteophytes which have nothing to do with AS. 
Syndesmophytes and Osteophytes may be distinguished by the 
angle at their front edge. Osteophytes are not often also in 
patients with AS. Because they do not change however, 
confusion does not influence the change of the m-SASSS. 
Disease mechanism 
Dr. Heiner Appel and 6 other researchers from Berlin 
investigated tissue specimens left from spinal surgery in 
patients with AS and found in the zygapophyseal joints 
“islands of cartilage” surrounded by new bone formation, 
instead of a continuous cartilage layer. 
The investigations revealed new insights into the disease 
mechanism of AS which may also have therapeutic 
consequences. 
Associated symptoms 
J. Sanz and 9 other researchers from Spain analysed the 
Spondyloarthritis register in Spain and searched for 
prognostic factors for the progression of ankylosis. They 
found that neither the BASDAI, BASFI or BASRI (Bath 
Ankylosing Spondylitis Radiology Index) nor the involvement 
of peripheral joints or the presence of iritis is a prognostic 
factor for the extent of ankylosis in spondyloarthritis patients. 
Charlotte Wiell and 9 other researchers from the University of 
Copenhagen using ultrasound examined joints, tendons, and 
entheses of patients with AS who started an anti-TNF therapy 
because of inflammatory spinal pain. They found 
inflammatory changes in many finger joints which however 
did not cause any trouble to the patients. 
N. Karoli and A. Rebrov from the Medical University in 
Saratov (Russia) found in 31% of patients with AS (more 
frequent than in the general population) arteriosclerotic 
changes. High body mass index and duration of smoking were 
more important risk factors in patients with AS than in the 
general population, whereas inflammation markers (ESR and 
CRP) had no influence on the frequency of arteriosclerosis. 
Related diseases 
In psoriatic arthritis the TNF blocker Etanercept is an 
effective medication. Dr. Kurt De Vlam and 2 other 
researchers from the Catholic University of Leuven (Belgium) 
observed that the time to relapse after withdrawal of the drug 
is 9.5 weeks on average. 
D. K. Kerimovic-Morina and V. Mladenovic in Belgrade 
(Serbia) observed that Reiter’s syndrome (a special type of 
reactive arthritis) is much more seldom in females than in 
males (among 988 patients only 10% were female). They also 
found that in female patients with Reiter’s syndrome the age 
at disease onset lies more often between 40 and 59 years than 

in male patients, females had significantly more often the 
post-enteropathic form of the disease compared to males, and 
sacroiliitis and spondylitis were less frequent in female 
patients. 
Therapy recommendations 
L. Gossec and 13 other members of the Assessment in 
Ankylosing Spondylitis international working group (ASAS) 
asked 1,507 rheumatologists concerning the ASAS/EULAR 
recommendations for the management of AS published in 
2006. 
The result was that the rheumatologists to a great extent 
agreed with the recommendations (mean 8.9 on a scale from 0 
to 10), that however the extent of use of the recommendations 
is far less. The smallest extent of use was attributed to 
recommendations no. 4: „The non-pharmacological 
management of AS should include patient education and 
regular exercise. Physiotherapy can be individually or better 
in groups. Patient associations and self-help groups may be 
useful“. 
An obstacle in the use of this recommendation may be that the 
extended information of freshly diagnosed patients with AS 
concerning the appropriate posture and the appropriate 
working place does not really belong to 
the specialities of a rheumatology-oriented doctor for internal 
medicine. 
D. Durmu�  and 6 other researchers from the university in 
Samsun (Türkei) tested a 12-weeks lung function training and 
compared it with usual exercises. They concluded from the 
results that for patients with AS a timely and regular lung and 
posture training (besides other forms of physiotherapy) should 
be prescribed. 
B. Poortmans and 5 other researchers from the Free 
University in Brussels tested a 6-weeks rehabilitation program 
with intensive physiotherapy to improve mobility, muscle 
strength and fitness. Also the disease activity (BASDAI) and 
the quality of life could thus be improved.  
N. E. Ndosi and 3 other researchers from the university in 
Leeds (England) investigated the requirement of patient 
education for patients with AS and psoriatic arthritis. Both 
groups judged the patient education as “very important” in 
relation to pain, feelings, the disease process, treatment and 
for self-help measures and “fairly important” for support. 
Female patients indicated more educational needs than their 
male counterparts. 
Dr. Daniel Aletaha and 3 other researchers from Vienna 
indicate that the mobility restrictions in AS consist of a 
reversible part (due to muscle tensions) and an irreversible 
part (due to osseous changes). The reversible part, responding 
to therapy, is larger in the first years with the disease than 
after a long disease duration. 
Adalimumab, the newest TNF-alpha blocker 
Dr. Hildrun Haibel from Berlin reported in her lecture the 
efficacy of the new TNF-alphablocker Adalimumab (trade 
name Humira) in 46 patients with ndifferentiated 
spondyloarthritis (potentially developing AS after some time), 
which did not respond sufficiently to NSAIDs. 
In 68% of the patients an improvement of 20% was observed 
and in 55% an improvement by 40%. after 12 weeks of 
treatment 23% of the patients fulfilled even the ASAS criteria 
for a partial remission (improvement to less than 2 on a scale 
from 0 to 10). Thus Adalimumab is the first TNF-alpha 
blocker for which the efficacy was proved also for an early 
state of AS in which radiological changes are not yet 
detectable. Serious adverse events were observed in 2 of the 
patients: one operation of the nose with laryngotracheotomy, 
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and one hospitalisation because of pain of preknown ovarial 
adhesion. 
Prof. Dr. Gerd Burmester from Berlin gave a lecture on the 
efficacy of Adalimumab in patients in whom the other TNF-
alpha blockers were not sufficiently effective or were not 
tolerated. The good response rate is especially remarkable 
because one could have expected that these patients are 
especially difficult to be treated. The pattern of adverse events 
did not differ from that observed in patients who are treated 
with a TNF-alpha blocker for the first time. 
Prof. Désirée Van Der Heijde from the Netherlands and 8 
other researchers presented results of a 2-years study for 
evaluating the long-term efficacy of Adalimumab. An 
improvement by 20% was achieved in 79% of the patients, an 
improvement by 40% in 67%, and a partial remission (see 
above) in 39% of the patients. The therapy had to be 
discontinued because of serious adverse events by 4.5 patients 
per 100 patient-years of treatment. 
In another poster Prof. Désirée Van Der Heijde and 8 other 
researchers reported that Adalimumab improves pain and 
laboratory signs also in patients with a totally ankylosed 
spine. 
Prof. Dr. Philip J. Mease and 10 other researchers, mainly 
from the USA and Canada, reported that Adalimumab is also 
effective against psoriatic arthritis. Per 100 patient-years of 
treatment 2.4 severe Infections, 0.5 malignancies and 
altogether 5 adverse events occurred which made a 
discontinuation necessary. 
Antibodies against TNF-alpha blockers 
Dr. M. K. De Vries and 7 other researchers from Amsterdam 
observed that in 29% of the AS patients treated with 
Infliximab antibodies against Infliximab had been created and 
that in most of them the efficacy of the drug had decreased. In 
more than half of them also allergic infusion reactions 
occurred. Extended studies are necessary until a prognosis is 
possible, in which of the patients the creation of anti-
infliximab antibodies are to be expected, to avoid useless but 
expensive infusions and allergic reactions. 
Inflammation and ankylosis, two independent 
processes 
The question whether the ankylosis of the spine is an 
inevitable consequence of the inflammation and whether the 
progression of the ankylosis can be retarded by anti-
inflammatory drugs, is of increased importance since the 
introduction of TNF-alpha inhibitors. In Barcelona a special 
session was dedicated to this question under the headline 
“Ankylosing spondylitis: is inflammation uncoupled from 
ankylosis?”. 
Prof. Dr. Frank P. Luyten from the Catholic University in 
Leuven (Belgium) presented in his lecture the results of 
animal studies which showed that blocking the inflammation 
by TNF-alpha inhibitors or corticosteroids does not prevent 
the creation of new cartilage or bone structures. Also Prof. Dr. 
Georg Schett from the university in Erlangen (Germany) gave 
a similar view and assumes an independent process which 
drives the formation of new bone. 
Prof. Dr. Désirée Van Der Heijde reported in her lecture that 
in a comparison of a group of patients treated over 2 years 
with infliximab and another group without anti-TNF-alpha 
therapy no difference in the progression of osseous ankylosis 
(measured as m-SASSS) was observed. The anti-TNF-alpha 
therapy suppresses the inflammation quite effectively. An 
influence on the osseous ankylosis has however not been 
found. 
Dr. Robert Landewé from the university of Maastricht 

presented diagrams showing the time dependence of the 
osseous ankylosis in patients with AS which demonstrated 
how different the ossification can proceed, independent of the 
variation of the inflammation. He called to investigate triggers 
for the formation of syndesmophytes more carefully and to 
look for prognostic factors for the progression of the 
ankylosis. 
A lively discussion was instigated in which Prof. Dr. 
Joachim Sieper from Berlin asked that it be remembered that 
the formation of new bone as a repair process may be delayed 
by several years behind the inflammation. Prof. Dr. Sjef Van 
Der Linden from Maastricht emphasized that the results mean 
that patients with AS must not disregard their exercises, even 
under an anti-TNF-alpha therapy, to fight against their 
stiffening. 
Congress highlights 
The congress closed with three sessions in which the 
“highlights” of the congress were summarized: one session for 
patients (concentrating on rheumatoid arthritis), one for 
health professionals (physiotherapeuts etc.), and one for 
scientists which was led by Prof. Dr. Tom Huizinga from the 
university of Leiden (Netherlands) and EULAR president 
Prof. Tore K. Kvien (Norway). Prof. Huizinga emphasized 
two results as highlights of the congress. 
1. The results concerning inflammation and ankylosis were 
summed up by him in the sentence: “Control of the 
inflammation does not mean control of the disease”. 
Smoking and alcohol are inflammation promoters. Anyone 
who strives for a favourable course of the disease, should 
at all costs abstain from smoking. 
International cooperation in the frame of ASIF 

 At the first day of 
the congress a 
session on the 
international 
cooperation of 
patient 
organisations took 
place. ASIF 
president Dr. Jon 
Erlendsson 
(pictured on the 

right with the author left) gave a lecture on the aims and the 
success of our network. He mentioned; 
·  the ASIF member organisations in 26 countries 

worldwide with altogether 52 000 patients with AS as 
their individual members, 

·  the annual overview with details of all member 
organisations which is distributed in the beginning of 
every year, 

·  the ASIF News now appearing every half year, with 
interesting reports which my be reprinted by the member 
organisations in their journals, and 

·  research projects initiated by ASIF, the results of which 
have also been reported in the journals of many member 
organisations. 

�
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ASIF Study:  
Which anti-rheumatic drugs taken by future 
fathers or mothers may affect the offspring? 
Certainly some of you may search for an answer to this 
question.  

The spectrum of medications against rheumatic diseases 
like ankylosing spondylitis has been dramatically 
increased in recent years. An essential innovation in this 
respect are drugs (belonging to the "biologics") which 
inhibit the pro-inflammatory substance "TNF-alpha" in 
the human body. TNF-alpha blocking drugs have 
effectively decreased the disease activity in many 
patients with ankylosing spondylitis. Besides their 
positive effect, TNF-alpha blockers are, however, also 
connected with great uncertainty with respect to the 
question: How is it if a patient wants to become father 
or mother during the treatment with one of the new 
drugs? Which drug taken before or even during 
pregnancy may have a negative effect on the offspring? 
Only very little is known about this because new drugs 
are never tested with pregnant woman. Only tests with 
pregnant animals are available. They have never 
indicated a harmful influence on the offspring, neither 
when given to female animals nor when given to males. 
The uncertainty remains however how it is with humans.  

To close this gap of knowledge, a research project has 
been initiated in collaboration with ASIF. With the help 
of a questionnaire we intend to collect information on 
all pregnancies which ended later after  January 1st 
2000 where a patient with ankylosing spondylitis was 
engaged either as father or as mother, irrespective of 
any drug therapy or no drug therapy – we need to 
compare pregnancies where a drug has been taken, with 
pregnancies without any drug therapy.  

Please help us with the important question on whether 
specific drugs have disadvantages for offspring. If this 
can be answered patients with ankylosing spondylitis 
can in future be better advised than presently! 

Prof. Dr. med. Monika Østensen 
Zentrum für Mütterberatung und Familienplanung bei 

Rheuma-Erkrankungen 
Inselspital Bern, Switzerland 

Please return the completed questionnaire by 
20/02/2008 to ASAI, Carmichael House, North 
Brunswick Street, Dublin 7.  

 
 
 
 
 
 
 

 

ASAI Study:  
The psychology of living with Ankylosing 
Spondylitis? 
The disease of Ankylosing Spondylitis (AS) can cause 
great effect to a person's physical and mental health. 
Aside from the illness being a painful, progressive 
rheumatic disease with an uncertain prognosis there 
tends to be a very prolonged diagnosing factor with AS 
causing uncertainty and anxiety for its patients.  
"Patients in all countries were in a poor situation when 
patients had passed the long period of fear and 
uncertainty without a diagnosis." (Feldtkeller pg667 
2002). 
Studies like Revenson and Felton (1989) completed on 
Rheumatoid arthritis, which is part of the same family of 
conditions as AS, have shown that patients as a medical 
population appear to be at risk of psychological 
disorders and having a lower sense of well being. 
They also have been shown to have a poorer mentality 
of health when being compared to other patients with 
for example depression, psychiatric symptoms and self 
esteem issues (Revenson & Felton 1989). All of this 
results in acceptance of the illness being harder. 
 
The researcher wishes to explore this further and to see 
if AS falls under this bracket of making it harder to 
accept the illness. It purposes that it may have a bigger 
effect on a patient as the disease is not immediately 
recognized by medical support. 
 
"Quality of life is an increasingly important outcome 
measure in medicine and health care" (Hickey et al 
1996), therefore it is an important area to study. Again, 
when researching this topic there was limited evidence 
of research completed on AS having an effect on the 
quality of life of a patient. 
There appears to be a gap in any research done on the 
particular effect this disease can have in the early to 
medium stages of its life cycle / diagnosis, therefore 
there is a valid / supportive reason for doing this 
particular study. 
This research will aim to provide more information for 
AS sufferers themselves and help with the personal 
management of the condition. 

Please return the completed questionnaire by 
20/02/2008 to ASAI, Carmichael House, North 
Brunswick Street, Dublin 7.  
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Dublin area Swimming Pools. 
The following pools are all heated & 
suitable for arthritis patients. 
 

1. Cheeverstown House, Templeogue 
Swim Classes for people with joint problems. 
Monday nights: 7.15 p.m./ 8.00 p.m. / 8.45 p.m. 
No booking required - Anne McCabe, Ph: 4905988 

2. Enable Ireland, Sandymount 
Swim Therapy - 2:30 pm / 3:30 pm Monday & Tuesday 
Places on a first come first served basis. 
Contact 01 2695608 for details. 

3. St. Vincents, Navan Road 
General hours available. 
Contact 01 8384906 for times or collect a list at the pool 

4. Central Remedial Clinic (C.R.C.), Clontarf 
General hours available. 
Contact 01 8057445 or 01 8339458 for details. 

5. Stewart’s Hospital, Palmerstown 
Adult Hours - Phone for times - Ph: 6269879 
 

Exercise Class for People with 
Ankylosing Spondylitis   

 
Monday nights 

Cheeverstown House 
Templeogue 
Dublin 12 

7 pm until 8 pm  

 
For more Info contact: 
 
info@ankylosing-spondylitis.ie 
  or 
Hugh Cassidy 01 8316678 
Seoirse Smith 01 8376614 

 
 

Mater Hospital, Eccles Street. 
The Physiotherapy Department, in the new building, 
have a class every Wednesday from 11.00 AM to 12.30 
PM. There is no charge, but a letter from your doctor is 
required. Both pool and floor exercises are completed. 
 

North Dublin Hydrotherapy 
Hydrotherapy programme group sessions of 1 hour per 
week over 10 – 12 weeks. 
For details contact Lisa Staines at 8 Castle Road, 
Clontarf, Dublin 3 or telephone 01 8337809. 

Cork Regional Hospital. 
Details are available from Oonagh Hurley in the 
Physiotherapy Department. Phone: 021 – 546400 

Cork University Hospital. 
Karen Buckley in the Physiotherapy Department is has 

tried to get a group going in the area.  
Details on Phone: 021-4922406 

 

Cavan General Hospital. 
Details from the Physiotherapy Department. 

Phone  049 - 61399 
 

Adare Physiotherapy Clinic. 
The Adare Physiotherapy clinic is running 
Hydrotherapy Courses in the Dunraven Arms Hotel & 
Leisure Centre. 
Details from Gay Murphy on 061-396888 or e-mail on 
adarephysio@esatclear.ie. 
 
 

 

Improved Rearward vision 
when driving! 
The “MultiFlex Adjust-A-View Safety Mirror” actually 
provides for simple attachment to the driver’s side sun 
visor giving a distortion-free image reflection in both 
the left and right side’s blind spots, and you can easily 
see the passengers in the backseat, too. The inventor 
says he has approached carmakers with his invention, 
but admits that they are proving a tough nut to crack.  
“But if it’s helping someone drive who otherwise could 
not, that’s all I care about,” he says with pride. 
See www.multiflexmirror.com for more information. 
On enquiring from the supplier about shipping 
internationally they have assured us that they have 
shipped to Ireland before and expect the shipping to 
cost $13.00. That means a total cost of $32.99 which 
seems good value! 
 
 

 


