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LETTER FROM THE EDITOR

EDITOR
TOM ÖRESLAND

ECCO NEWS is now distributed in 30 
European countries and in 19 of these 
we have national editions and cover 

all doctors with an IBD interest. In the re-
maining countries we only reach those who 
actively have requested to subscribe and then 
the Austrian edition is distributed since this is 
the country where ECCO is legally registered. 
Altogether more than 25 000 newsletters are 
distributed 4 times every year. We started in 
a modest scale 3 years ago with the hope of 
eventually being able to distribute a copy to 
every doctor with an IBD interest throughout 
Europe and it now seems that we are almost 
there. 

ECCO is a young and very successful organisa-
tion. Initially started as an umbrella organisa-
tion for the national IBD study groups in Eu-
rope, the organisation has gradually taken on 
a lot of tasks with the ultimate goal of promot-
ing European IBD research and care. ECCO is 
now open for individual membership. ECCO 
has an own scientific journal, the Journal of 
Crohn’s and Colitis, JCC, and organises a con-
gress every year, next is Hamburg. Courses 
for young gastroenterologists and nurses, 
workshops throughout Europe, scholarships 
for young researchers, collaboration with the 
patient organisation (EFFCA), networks for 
young gastroenterologists (YECCO) and con-
sensus statements are the other main activities 
that the organisation has engaged in this far. 
ECCO also organises the IBD section at the 
UEGW.

ECCO is now going into a second phase with 
more people involved, a more defined struc-
ture with fairly democratic rules and one can 
see that this will make us even stronger. There 
is however also a danger in this, with the pio-
neers gradually leaving and more people be-
ing involved there is a risk of stagnation, loss 
of enthusiasm and loss of focus on key ques-
tions. My hope is that ECCO NEWS will be 
part of the glue that will make the organisation 
prosper in the coming years. The content of 
the newsletter is meant to reflect what’s going 
on in ECCO, but we are also open for other 
IBD related material and have an ambition to 
be pan-European. However we depend very 
much on you readers to give us input both in 
terms of written material but also with input 
on what should be printed. Many thanks to 
our eminent senior writer Per Lundblad we 
have no shortage of articles, but you may have 
thoughts on what should and perhaps what 
not should be covered by the newsletter. Your 

opinions are much appreciated. Very few of 
us have English as our mother tongue but 
don’t be shy, correct language is not the main 
issue. 

ECCO NEWS is financed by the pharmaceu-
tical industry and without this support the 
magazine would not exist. We are in this 
respect in the same situation as most of the 
educational and a good deal of the research 
activities in inflammatory bowel disease. 
Thus the agenda is often not set by the pro-
fession alone, but in close collaboration with 
the industry. One can have an opinion about 
this, but it is the way market economy works 
and there is probably no better system that 
will function in practice. However, we should 
perhaps be a bit more aware of these facts 
both when reading ECCO NEWS and when 
participating in congresses. Some fields in 
IBD will not be covered as much as is appro-
priate and others will be overexposed.

This leads me into another burning question, 
being a colorectal surgeon I find that many 
of my colleagues have less interest in IBD 
today than they had some years ago when 
pouch surgery had its heydays. Arguably the 
big leaps forward in medical therapies with 
the immunomodulators, new biologicals and 
all other progress in molecular biology and 
genetics has shifted focus away from surgery. 
Still today IBD patients are operated and sur-
gery remains one of the therapeutic modali-
ties. ECCO would be even better with some 
surgeons taking an active role and why not 
also have some more pediatricians, patholo-
gists and others with an IBD interest join the 
organisation? So if you have colleagues that 
might be interested give them a hint. They 
can at least have the information provided 
by a free subscription to ECCO NEWS. All 
that’s needed is sending a postal address to 
ecco@mediahuset.se.

TOM ÖRESLAND, EDITOR
Dept of GI Surgery

Akershus University Hospital
N-1478 Lorenskog, Norway

tom.oresland@ahus.no
tom.oresland@medisin.uio.no 
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UC IN A HISTORICAL PERSPECTIVE

U lcerative colitis (UC) was first de-
scribed in 1859 by Samuel Wilks 
of London, but it was not until the 

early 20thcentury that it became a well rec-
ognized clinical entity. The treatment at 
the early 20th century was empirical, ane-
doctical and inefficacious. Consequently, 
hemorrhage, peritonitis and sepsis were 
frequent complications of the disease 
and ineluctable causes of death. Such an 
outcome was the result of an empirical 
medical treatment mainly consisting of 
in bed rest, high calory-protein, low resi-
due diet, vitamin supplement and blood 
transfusion. Also topical treatment was 
tried to ameliorate prognosis, but rectal 
instillations of various substances such as 
hydrogen peroxide, silver nitrate, tannic 
acid, bismuth didn’t modify the clinical 
course of the disease that was invariably 
dangerous and disabling. The patients of 
the old series showed therefore high mor-
tality rate ranging from 30% in the severe 
forms to 60% in the fulminating forms.

The surgical approach to UC throughout 
the years has varied considerably with the 
operative procedure in the early 1900’s 
being appendicostomy, caecostomy and 
ileostomy. These procedures were associ-
ated with many technical problems and 
complications and didn’t resolved patients’ 
problems. In the following years, the in-
troduction of antibiotics and the modifica-
tion in the ileostomy procedure by Brooke 
dramatically improved the results of the 
operation. Surgery became a curative 
procedure in the 1950’s with the introduc-
tion of total proctocolectomy with end 
ileostomy. During these early years the 
reluctance to wear an uncomfortable bag 
led patients to be referred for surgery very 
late and in a severely debilitate state and 
prognosis was invariably poor. Therefore, 
until 1950 the mortality for UC continued 
to be high with reports of 75% in the Bir-
mingham (UK) series in 1933 and 22% in 
the Oxford (UK) series in 1950. 

The introduction of corticosteroids in the 
1950’s dramatically improved the progno-

sis of patients with severe ulcerative colitis. 
The strategy based on intensive medical 
treatment, early detection of risk factors 
and early surgery progressively reduced 
the mortality rate to less than 1%.

This intensive intravenous corticosteroid 
regimen, known as the Oxford regimen, 
consisted in stopping oral alimentation 
except water, intravenous administration 
of 3 litres of fluid per day with potassium 
and vitamins B and C, blood transfusions, 
prednisolone-21-phosphate 60 mg (or 
hydrocortisone 400 mg), tetracycline 1 g. 
Hydrocortisone 100 mg was administered 
via the rectum. If no definite improve-
ment was observed after 5 days of inten-
sive treatment surgery was recommended 
(early surgery). 

Early surgery was an innovation of the 
cortisone-period. To assess the validity 
of early surgery, Goligher from Leeds, in 
1967, compared the outcome of a severe 
attack of UC in two consecutive groups 
of patients. In the first (observed between 
1952–63), the patients were treated with 
corticosteroids and late surgery, in the 
second (observed between 1964–66) with 
corticosteroids and early surgery. The 
overall mortality rate in the two groups 
dropped from 11.3% to 1.3%.

As to early detection of risk factors, tha-
chycardia, fever, reduced number of intes-
tinal sounds, hypoalbuminaemia, hypoka-
laemia, metabolic alkalosis and elevated 
CRP were recognized to be the most use-
ful tool. 

In patients with an acute attack of se-
vere UC, daily abdominal X-rays, taken 
in the supine and erect position, provided 
very useful diagnostic features.

Increased small-bowel gas, and occasional 
distension of the stomach, is a frequent 
finding on plain abdominal X-ray film, 
being present in approximately 50% of 
patients with severe colitis. The finding 
of persistent small-bowel distension on 
plain abdominal X-ray film characterizes 
a subgroup of patients at high risk for the 
development of toxic megacolon, and in-
dicates that they have a condition that we 
have called “impending megacolon”. The 
early detection of impending megacolon 
is very important, in clinical practice, as 
it has been shown in a prospective study 
on patients with severe UC in which mor-
tality due to toxic megacolon was zero 
when megacolon was preceded by intes-
tinal distension and intensive therapy was 
promptly started.

Once mortality was reduced near to 0% 
gastroenterologists changed the primary 
outcome of treatment seeking to avoid 
colectomy and possible heal the mucosal 
lesions. Currently, two drugs are used as 
rescue therapy to avoid surgery in severe 
UC: Cyclosporine and Infliximab. How-
ever, despite high clinical remission rates 
achieved with both Cyclosporine and Inf-
liximab, about 50% of the treated patients 
ultimately will come to colectomy over the 
next few years. The need for new, safer and 
more effective drugs in the medical thera-
py of severe UC is therefore pressing.

RENZO CAPRILLI
Past-president of ECCO

Rome, Italy

Historical Evolution of 
the Management of Severe Ulcerative Colitis

Renzo Caprilli
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NATIONAL SOCIETY PRESENTATION 

Inflammatory Bowel Disease in Greece
The Hellenic Society of Gastroenterol-
ogy (HSG) was founded in the 50’s by 
a group of French educated friends as a 
club rather than scientific society. 

With the advent of therapeutic en-
doscopy in the 70’s there was a 
surge in the interest for Gastro-

enterology. However, as a subspecialty of 
Internal Medicine Gastroenterology was 
envisaged purely as an endoscopic neces-
sity and was treated rather as a ‘potential 
threat’ for the academic establishment of 
physicians and surgeons. Therefore, Gas-
troenterologists’ enthusiasm proved insuf-
ficient to allow our specialty to flourish in 
the Academic environment. Consequently, 
although there were GI services in various 
academic and non academic Hospitals at 
least in the capital’s area, there were only 
two nonacademic GI Clinics that treated 
patients with IBD, one in Evangelismos 
Hospital, Athens, and the other in Tza-
neion Hospital, Piraeus. 

The foundation of the Greek NHS in the 
80’s gave ground for a rapid development 
and expansion of GI Departments and 
Clinics in State Hospitals. Academic GI 
departments were founded in new pro-
vincial Universities. A power machine 
had been set in motion ‘releasing’ enthu-
siast new gastroenterologists in the pro-
fession. Private GI practices were soon 
spread throughout the country. The HGS 
grew steadily and gained wide apprecia-
tion whereas the economic success of the 
1st UEGW held in Athens in 1992 allowed 
the Society to accommodate its activities, 
finance the edition of the ‘Hellenic Journal 
of Gastroenterology’, and offer grants for 
research projects to young gastroenterolo-
gists. More recently, the newly established 
Hellenic Digestive and Health Foundation 
has offered generous grants for postgradu-
ate studies abroad and its members have 
free on line access to more than 40 inter-
national journals.

How did IBD fit to this environment? 
IBD, a previously unrecognized medical 
problem in Greece, has attracted physi-
cians’ attention during the last 30 years. 
Dramatic environmental, dietary and life-
style, changes in a rapidly westernized, 

over-wealthy and highly spending soci-
ety have probably contributed in what is 
widely believed to be a true increase in 
the incidence of this disease. However, in-
creased awareness for IBD by more skilled 
physicians and the widespread application 
of endoscopy has also contributed to an 
earlier diagnosis of insidious IBD cases. 
In the last 20 years we have witnessed a 
rapid increase in the incidence of Crohn’s 
disease in view of a rather stable or slightly 
increased incidence of ulcerative colitis. 
However, what is more important, we are 
witnessing a more aggressive disease be-
havior especially in patients with Crohn’s 
disease. Nowadays, IBD seems to be a real 
problem in Greece with approximately 
1000 new patients every year. It is esti-
mated that approximately 1200 patients 
are receiving biological therapies, a figure 
that certainly underestimates the true de-
mands of this patient population. 

How did the GI society respond to this 
changing environment? As mentioned 
earlier even before the foundation of the 
Hellenic IBD club there were GI Clinics in 
Athens and Piraeus with special interest for 
IBD which apart from treating IBD patients 
produced pioneering research work. Phy-
sicians in the newly founded Universities 
in Heraclion, Crete, and Ioannina, Epirus, 
participated actively in superb EEC-fund-
ed IBD epidemiological studies. Newly 
formed NHS IBD-Centers in Tzaneion 
and St Panteleimon hospitals in Piraeus, 
and George Papanicolaou Hospital in Sa-
lonica expanded high-quality services for 
IBD patients (Figure 1). Furthermore, ex-
cellent Gastroenterologists and Paediatri-
cians with special interest for IBD offered 
their services in various academic and non-
academic GI departments, both in Athens 
and in the provinces. As a result, the new 
generation of trainees is exposed to a wide 
variety of stimuli which further increases 
interest on IBD. In addition, independent 
research groups have greatly influenced in-
terest for basic research in GI Immunology 
and Genetics of IBD amongst young biolo-
gists and molecular geneticists. 

Unfortunately, the HSG was short-
sighted regarding its infra-structure. The 
sudden transformation of a club into a 
society caught the old generation of phy-

sicians by surprise and they were unable 
to conceive the changing demands of the 
modern era. For long time, the bylaws of 
the HSG did not encourage the formation 
of sections. Attempts for establishing mo-
tility, IBD and upper GI sections within 
the society failed. As a result, Gastroen-
terologists with special interests on H. 
pylori, IBD, motility, etc created scientific 
associations which were more flexible, 
independent but inevitably weakened the 
mother-society. The idea for an IBD study 
group was conceived in this environmen-
tal setting by physicians from Tzaneion 
Hospital, Piraeus, Academic Medical 
Center in Ioannina, and G Papanicolaou 
Hospital in Salonica; this soon grew up as 
a Hellenic IBD Study Group which is now 
a member of the ECCO. 

The Hellenic IBD Study Group now num-
bers approximately 160 active members. 
Physicians (Gastroenterologists, surgeons, 
radiologists, pathologists, etc) or scientists 
that are actively involved in patient care, 
clinical and/or basic research, etc can be 
members of the Society. The Governing 
Board consists of 7 members: President, 
President elect, General Secretary, Treas-
urer, and three members. The general as-
sembly takes place every other year and a 
newly elected member replaces the out-
going President. By constitutional bylaws 
the President and the General Secretary 
served as representatives of the Society to 
the ECCO. 

The Society organizes a 3-day Panhel-
lenic Meeting on IBD every year (Figure 

Figure 1. IBD Centers in Greece, 2008.



ECCO NEWS  2/2008 5

NATIONAL SOCIETY PRESENTATION 

2). During the meeting original basic and 
clinical research work is presented. Scien-
tists are encouraged to submit work that 
has been presented in International Fora 
so that delegates are aware of the local 
scientific production. Poster awards are 
offered to the best quality abstracts. Fur-
thermore, clinical and basic science top-
ics are carefully selected in order break-
through developments in IBD be critically 
presented. World-leading IBD experts are 
invited to transmit the attendees their own 
personal views and experience on ‘hot and 
controversial’ topics (Figure 3). Alongside, 
round tables, controversies, difficult cases, 
and other topics are thoroughly discussed 
so that delegates have a global view on 
recent developments in the field of IBD. 
In addition, lectures on therapeutic issues 
sponsored by the Industry are presented at 
the end of the core meeting. Special topics 
are organized for the Crohn’s and Colitis 
Patient Association. 

Members of the Hellenic Study Group have 
greatly contributed to the scientific activi-
ties of ECCO and have served as panelist 
in the process of creating the ECCO guide-
lines on Crohn’s disease and ulcerative col-
itis. They also participate in international 
clinical trials on IBD and continue publish 
original scientific work from this country. 
Young scientists are working as research 
fellows in world-leading European and 
USA IBD centers on Greek and/or ECCO 
funded projects. However, the Society re-
alizes that there is still plenty to be done 
to help in establishing unifying criteria for 
treating IBD in Greece. One action to be 
taken is the adaptation of the ECCO guide-
lines on Crohn’s and ulcerative colitis to 
the Greek environment. A further step to-
wards this aim will be a joined meeting of 
Greek gastroenterologists with special in-
terest for IBD with ECCO representatives 
to help implementing the ECCO guide-
lines in Greece. There are also plans for 
educational activities aiming at improving 
access to biological therapies, national IBD 
registries, and national registries for bio-
logical therapies, research projects, grants 
for young investigators, etc. There are also 
plans for creating a network of IBD nurses 
that would greatly improve our services to 
patients. The Hellenic IBD Study Group 
is in close co-operation with the mother 
Society, the Hellenic Society of Gastro-
enterological, but also the Professional 
Union of Gastroenterologists and the Hel-
lenic Digestive and Health Foundation for 

supporting activities related to Physician 
and Public awareness for IBD and patient 
education.

Are there any threats? 
Well, progress may have a price: In 2002, 
there were 394 practicing gastroenter-
ologists in Greece. At the end of 2006 
this number reached 575 (Table 1), i.e. 
5.06/100.0001 a figure much higher than in 
USA (3.9/100.000), France (3.48/100.000) 
and England (1.41/100.000) (Table 2).2 The 
outlook is even gloomier, because approxi-
mately 30 new gastroenterologists are 
added to the profession every year.3 The 
latter is due to the high number of Greek 
graduates from Foreign Medical Schools, 
the inability of the State to divert trainees 
to Primary Care Medicine, and the lack of 
barriers to medical specialties. Gastroen-
terologists are unevenly distributed. There 
are 7.2–7.7 GI specialists/100.000 in Ath-
ens and Salonica but 7/52 country prefec-
tures lack completely any GI services. This 
is especially true for isolated mountain ar-
eas but also some tourist destinations dur-
ing the off-season period. Consequently, 
access to specialized IBD Centers may be 
limited for certain parts of the population. 
On the other hand, the State encourages 
very cheap and easy access to specialist 
outpatient clinics in tertiary Hospitals. 
These Hospitals offer open access outpa-
tient endoscopy at 70–100% re-imburse-
ment from State Insurance Companies. 
In the meantime, travel reimbursement is 
offered to IBD patients for getting special 
treatments in IBD Centers. There is also 
90% re-imbursement for classical IBD 
medicines whereas (so far) biologicals are 
fully reimbursed. 

References:
1. OECD Health data 2007: How does Greece 

compare.
2. Moayeddi P, Tepper J, Hilsden R, Rabeneck 

L. International comparisons of manpower 
in gastroenterology. Am J Gastroenterol 
2007;102:478-81.

3. Bobotsi P. Is there inflation in Gastroenterol-
ogy in Greece? Archives of the 27th Meeting of 
the Hellenic Gastroenterological Association, 
pp 302-5. 

4. Mantzaris GJ. Issues that affect access to bio-
logical therapy: a practical perspective from 
Greece. In ‘ECCO Workshop ‘Optimising bio-
logical therapy: practical considerations, cur-
rent practice and future prospects’. Barcelona 
20th January 2008’. ECCO News, in press.

MAkIS MANTZARIS

Figure 2. Advertising flyer for the 2008
National IBD Meeting, Island of Corfu,

20–22 June, 2008.

Figure 3. Prof W. Reinisch lecturing 
during the 5th Annual Greek IBD Meeting, 

Island of Syros, 2006.

Gastroenterology

Physicians Universe 575

Academics/ 
NHS physicians

189

Private practice  
physicians

386

Gastroenterologists Universe, 2006

Country Gastroenterolo-
gists/100.000 

inhabitants

Health 
spending
% of GNP

Greece 5.06 10.1

USA 3.90 15.3

France 3.48 11.1

Australia 2.10 9.5

Canada 1.83 9.8

England 1.41 8.3

Table 1. Physicians Universe in Greece, 2006.

Table 2. International Comparisons of 
Manpower in Gastroenterology.

International Comparisons of 
Manpower in Gastroenterology 

Moayyedi et al. AMJG 2007
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ECCO Educational Committee Report
ECCO EduCom activities now develop 
throughout the year, with Educational 
workshops and IBD forums being held 
in various European cities all along the 
year. These activities aim at achieving 
one of the main goals of ECCO EduCom, 
which is to promote postgraduate and 
continuous medical education in IBD, 
by providing diverse forms of education, 
adapted to the needs of physicians in 
different parts of Europe. In addition, 
EduCom aims at facilitating the activi-
ties elaborated by the Young ECCO group 
(YECCO) and by the ECCO nurses group 
(NECCO). Educom is also concerned by 
the elaboration of consensus conferenc-
es. A subgroup of EduCom is specifically 
in charge of this aspect.

A need for a postgraduate course 
associated with the ECCO congress
The ECCO IBD Intensive Course for Jun-
ior Gastroenterologists has met a constant 
success over the seven years of its exist-
ence. By design, however, it is a small scale 
endeavour, offered to 2–3 young colleagues 
per member country, through a selection 
process held by the national IBD groups. 
When the first ECCO Congress was 
planned, it was obvious to combine the 
ECCO Course with the Congress, to offer 
an even broader education to the Course 
attendees. However, the co-organisation 
of the two events increased the awareness 
of the course among practicing gastroen-
terologists. Many were disappointed not 
to be able to attend the Course, and ex-
pressed the need for a formal postgraduate 
course as part of the ECCO Congress. In 
addition, the fantastic development of the 
Congress, which attracts larger and larger 
strata of practicing gastroenterologists, 
not all traditionally interested or trained 
in IBD, further increases the demand for a 
postgraduate course. Finally, the destiny of 
the Congress is to develop its role of ma-
jor IBD research forum, leaving less time 
available in its core program for medical 
education, once more highlighting the 
need to develop a postgraduate course. 
As the development of such a course will 
increase the overall length of the ECCO 
Congress with obvious major logistical 
implications, we need to carefully plan 
this potential development. A first step 
will be a questionnaire added to next year 

congress material, to firmly establish the 
need for a course and to define the con-
tent that the attendance to the congress 
desire. The 7th IBD Intensive Course for 
Junior Gastroenterologists 2009 will take 
place on February 4 (all day) and February 
5 (1/2 day), 2009 in Hamburg, just prior to 
the ECCO Congress. Paolo Gionchetti and 
Pierre Michetti will continue to take care 
of the course program and organisation.

Workshops
Educational workshops aimed at the dif-
fusion of the ECCO consensus on Crohn’s 
disease and on Ulcerative Colitis were de-
veloped and implemented in two Euro-
pean cities in 2007 (Zagreb and Vienna). 
Overall these workshops were highly ap-
preciated and described as successes (read 
detailed comments by Pr. B. Vucelic in the 
last edition of the ECCO News). Howev-
er, these two first rounds also taught us 
that this format of educational workshop 
is better suited for audiences in smaller 
countries and in places were access to 
CME is limited. As a result, we planned 
for 2008 to hold additional workshops 
in Kaunas, Lithuania (May 20, 2008), in 
Athens, Greece (September 13), in War-
saw, Poland (September 27), in Istanbul, 
Turkey (November 8), and in Oporto, 
Portugal (November 22). B. Vucelic will 
remain the central member of EduCom 
in this project.

ECCO Nurses Program
The second ECCO Nurses group (now 
called NECCO) meeting took also place in 
Lyon, alongside the other ECCO activities. 
The nurse program lasted 1.5 day, and was 
attended by about 60 delegates from a host 
of European countries. The development 
of this program and its success among IBD 
nurses throughout Europe are remark-
able. The opportunity to develop coordi-
nated nursing care for IBD patients, but 
also to harmonize aspects of clinical and 
epidemiological aspects of IBD research 
represent stimulating challenges, that the 
ECCO nursing team is keen to embrace. 
The full lectures of Lyon are available on 
the ECCO-IBD website, which also provi-
dea a complete list of contact details for 
national representatives regarding future 
meetings. The NECCO steering commit-
tee is to meet in April 2008 and start plan-

ning for the NECCO meeting in Hamburg 
in February 2009. Janneke van der Woude 
and Philippe Marteau have been very ac-
tive in helping NECCO steering commit-
tee to achieve their goals. The success of 
the first meeting in Lyon boosted the en-
thusiasm in this group. 

ECCO consensus conference group
Under the auspices of ECCO governing 
board and EduCom, a very stimulating 
consensus conference entitled “Guidelines 
on Opportunistic Infections” took place 
on December 14–15, 2007 in Nice. The 
organizing committee of this conference 
was composed of Profs J-F. Colombel, M. 
Lémann, Y. Yazdanpanah, N. Viget, and 
J-F. Rahier, who reported the outcome of 
the conference during a highly attended 
session at the Lyon ECCO Congress. The 
working party was made of 29 internation-
al experts, assembled in working groups 
that studied various types of opportunistic 
infections. The interest of the conference 
was to go beyond the risks associated with 
recently introduced medication, to review 
also the risks associated with the use of 
classical immunosuppressors and with 
steroids. This consensus conference is now 
being written and will appear in a next is-
sue of JCC. 

Last, I would like to take the opportu-
nity to thank Boris Vucelic for his strong 
dedication to ECCO and for having really 
created EduCom and developed a lot of 
its current activities. I had the pleasure to 
be part of the organization of the ECCO 
Intensive IBD Course since its first edi-
tion (organized also with Prof Miquel 
Gassull) and always enjoyed not only the 
enthusiasm of Boris for teaching but also 
his ability to overcome all difficulties with 
calm and professionalism. In addition, his 
continuous presence in the classroom, his 
stimulating comments to the faculty pre-
senting lectures, and his relaxed attitude 
contributed a lot to the spirit of the course 
and to the fantastic learning experience 
that the course represented for all the 
classes of students so far. Boris will stay 
with us in EduCom to insure continuity 
for a while, and I would like to also thank 
for demonstrating this positive spirit. 

PIERRE MICHETTI
Chair EduCom
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INTERVIEW WITH J-F COLOMBEL

At the ECCO Conference in Lyon Pro-
fessor Jean-Frédéric Colombel became 
President of ECCO.
He is keen to establish collaboration 
between Gastroenterologists across Eu-
rope, and to put questions that are clini-
cally relevant back into studies.

W e meet Professor Colombel at 
the Department of Hepato-Gas-
troenterology, Hospital Claude 

Huriez, just after he has spent the morning 
seeing some out-patients at his clinic.

The Hospital Huriez is a part of the 
great complex of the University Hospi-
tal of Lille situated in the city of Lille in 
Northern France, very close to the border 
with Belgium.

Create links between people
Professor Colombel is a well known, world 
wide recognised, specialist in IBD. He is 
also one of the leading authorities on 
Crohn’s disease.

This is a fact acknowledged by other 
specialists in the field, but Dr Colombel 
himself has a more modest approach:

– My biggest success is about networks, 
my special skill is to create links to other 
people, he says.

It’s an understandable statement. Dr 
Colombel has all the qualifications of a 
good diplomat: 

He is a good listener, gentle and very 
polite, more eager to find the things that 
unite instead of those that divide, and he 
sees co-operation as the way for the future 
– both in general and for ECCO.

French example
He mentions GETAID, a network of 
French specialists mainly with an interest 
in IBD, as a positive example of what can 
be achieved this way.

– In GETAID we have performed clini-
cal trials. They stem from clinical ques-
tions that we are facing in clinical practise 
every day. Questions from us – not the in-
dustry. We are completely independent!

Dr Colombel exemplifies this with a 
study being carried out right now that 
concerns when to stop giving Infliximab 
to patients.

– What company would support a 
study of when to stop using their product, 
he asks rhetorically.

Dr Colombel says that he’s still amazed 
by the success of ECCO.

– Mainly this success is due to Profes-
sor Renzo Caprilli – ECCO’s “Founding 
Father” – but Dr Miquel A Gassull has also 
done a fantastic job, he points out.

Good questions
The spirit in ECCO is the same as in 
GETAID, according to Dr Colombel.

– It’s just about people. We’ve been 
successful because of the people involved 
– we’re good friends. Nobody has got a 
big ego, we’re keen to help each other out 
instead!

Therefore ECCO has also started clini-
cal trials of its own. 

– It’s a good way of establishing contact 
between colleagues across the barriers of 
culture and language in Europe, Dr Co-
lombel continues.

– The METEOR study is one example. 
It’s aiming to show superiority of meth-
otrexate over placebo in ulcerative colitis. 
And CYSIPHE – cyclosporine vs. inflixi-

mab in acute and severe colitis – is anoth-
er. These are old drugs – but the questions 
are good!

– But because the drugs are old, no 
companies would finance these studies. 
That’s where ECCO comes in. To me, they 
are important – if they are successful, they 
will not only provide us with answers, but 
also create more links between people. 

Another thing Dr Colombel firmly be-
lieves in is that it is important to promote 
young people.

– Therefore our Principal Investiga-
tors (PI:s) are often young. Both the stud-
ies I mentioned have young PI:s. And at 
the ECCO Conferences in Innsbruck and 
Lyon, all sessions had a young and an older 
chairperson, he points out.

Important meeting
It was thirty years ago that Dr Colombel 
first came to the Hospital Huriez. He had 
just finished his medical studies at the 
University of Amiens, and he decided to 
go to Lille as a Fellow. 

– I liked Lille, because it is a nice city 
– and bigger, he explains.

The same year Professor Cortot, who 

Professor Jean-Frédéric Colombel in Lille 
– the new President of ECCO

Professor Jean-Frédéric Colombel has worked at the Hospital Huriez for 30 years. 
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now is the head of the Hepato-Gastroen-
terology Department, came to the Hos-
pital. He and Dr Colombel soon became 
close personal friends.

– It was an important meeting for me, 
Dr Colombel recalls. 

– I decided to become a Gastroenter-
ologist in 1980 – partly because of the 
influence of Professor Cortot. It was a 
speciality that was both intellectual and 
practical at the same time, it’s a speciality 
that rests somewhere between surgery and 
medicine.

Register of IBD
In the early seventies there were not that 
many cases of IBD in Northern France, but 
at the end of the same decade they saw a 
dramatic change.

– The cases increased, so therefore we 
decided to start to do research. One of the 
results of this was that we created a regis-
ter called Epimad that started in 1988. 

– Today Epimad is the registry for IBD 
in Northern France. It has collected all 
IBD cases since 1988, and today 250 Gas-
troenterologists in the area contributes 
to it. New cases are collected – person-
ally – from their practises every month. It 
covers 6 million people, and we have ap-
proximately 15 000 cases registered.

Genetic studies
This area of Northern France is interest-
ing, because it has got many more cases of 
Crohn’s disease than of ulcerative colitis, 
says Dr Colombel.

– We can also see a lot of familial cases. 
This gave us the idea in the mid-nineties of 
starting genetic studies.

In 1996 these studies resulted in the first 
paper.

– We identified the locus of genetic sus-
ceptibility of Crohn’s disease. Then in 2001, 
NOD 2 CARD 15 itself was identified. 

A manifestation of this important dis-
covery stands at the entrance of the Lab of 
the Department. There we find an artist’s 
interpretation of the gene in the form of 
a sculpture.

Nuclear receptors, 
new drugs and probiotics
Dr Colombel takes us on a tour of the Lab 
and its facilities. The head of the lab is Pr 
Pierre Desreumaux. 

– One of the cleverest guys I’ve ever 
met, he comments.

– We have two rooms for cell culture: 
One room for establishing lines – very 
useful for in vitro studies – and one room 
for cellines established from surgical spec-
imens. We have also access to all models of 
experimental colitis in mice and rats, and 
specimens from patients, he explains.

The lab also has a room for extraction 
of RNA, and a room for extraction of pro-
tein.

– In IBD patients we are, among other 
things, working on nuclear receptors like 
PPR-Gamma.

– The research is targeting the devel-
opment of new drugs. New 5-ASA com-
pounds with better efficacy, for example. 

We are also working on probiotics with 
activity on inflammation and pain.

Studies and trials
In 1991 Dr Colombel became a Professor. 
To this date he has published approxi-
mately 400 papers (!).

– But I think only a few of them really 
changed clinical practise – it’s very diffi-
cult to judge, he says.

At present he’s involved in many studies 
– from basic research to clinical trials.

– For instance, we are running studies 
on the importance of some micro-organ-
isms such as E-coli and candida albicans 
in the pathophysiology of Crohn’s disease. 
Then we have several epidemiological 
studies, regarding natural history of IBD 
in children.

– Of course we run a lot of clinical tri-
als. Some of them are sponsored by phar-
maceutical companies, some of them by 
GETAID – and now some by ECCO!

Environmental factors
Dr Colombel shows us a map of the inci-
dence of Crohn’s disease in the region of 
Northern France. It’s quite remarkable. 

– It clearly shows a clustering of Crohn’s 
disease in certain areas that can’t be ex-
plained genetically. These clusters could 
suggest a new environmental factor, he 
adds.

As he points to the map, he mentions 
that the areas in red – which indicate a 
high incidence – are characterised by in-
tensive farming, and the blue areas (low 

The sculpture ”Espoir” by Jocelyne Tavernier is 
inspired by NOD 2/CARD 15, and is placed at 
the Lab.

The four areas Seine-Maritime, Somme, Pas-de-Calais and Nord form Northern France. 
Here a map of the incidence of IBD shows a remarkable clustering of the disease.
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incidence) are characterised by much cat-
tle. But he is also keen to point out that 
nobody knows if this is the answer.

– It’s always been more problematic to 
study environmental factors, compared to 
genes. 

– This is so because we must look at the 
environment before the disease. Therefore 
we need to perform prospective studies, 
and it’s something we plan to do in col-
laboration with our Belgian colleagues.

Back to the questions
Earlier this year, Dr Colombel wrote an 
article together with Alastair J M Watson, 
UK, and Markus F Neurath, Germany, 
entitled “The 10 remaining mysteries of 
inflammatory bowel disease”. It was pub-
lished in GUT 2008.

– More and more of the studies are 
driven by techniques, rather than hypoth-
esis these days, he says.

– But I want to get back to the ques-
tions! Questions that are relevant to the 
clinicians. There are so many things we 
don’t know: What explains the geographi-
cal and historical variation in the incidence 
of IBD? We don’t know. Why does smok-
ing exacerbate Crohn’s disease but protect 
against ulcerative colitis? We don’t know.

Dr Colombel explains that in order to 
find the answers to these and other ques-
tions, it’s essential to establish collabora-
tion with countries where the incidence 
for IBD is rising.

– As an example of that, a young person 
from Egypt is now coming to work with us 
here at Huriez.

But he has also done some time abroad 
himself – Dr Colombel has spent almost a 

year at the Mayo Clinic in the USA. He still 
keeps his American license plates for his 
car on a shelf in his study as a memento.

– I was there in 2002 and 2004. It’s one 
of my best memories. I’m a personal friend 
of Professor Sandborn, he says.

– For me, to go there, was like being 
back as a fellow again. 

Opportunistic infections
At Mayo, Dr Colombel studied the infec-
tions in patients receiving Infliximab.

– In ECCO we are now working on the 
Consensus on opportunistic infections 
– it’s being written right now. It should 
be available at the next UEGW in Vienna 
this autumn, and of course on the ECCO 
website.

Dr Colombel’s view is that this problem 
should be taken very seriously. He always 
makes sure to give a card to all of the pa-
tients receiving immunosupressants, so 
they will know who to get in contact with 
in case they develop a problem of any kind. 
There are five different telephone numbers 
on the card – even one to his mobile!

The research in Lille is very clinically 
orientated. Dr Colombel reveals that dur-
ing the last year he personally saw 1600 
out-patients. And 4–5 patients are hos-
pitalised for severe IBD per week at the 
Huriez Hospital.

– Since we are a Referral Centre, we 
are attracting the most severe cases in the 
area. Often these patients have side-effects 
such as malnutrition etc.

keen athlete
Dr Colombel starts his work at eight o’clock 
in the morning, and finishes twelve hours 

later on all week-days. He also works on 
Saturdays, but normally quits after lunch. 
On top of this, he is also a very sought af-
ter lecturer, and therefore travels a lot with 
his work. Since late February this year he 
is also the President of ECCO. We can’t 
help but wonder what he does for relaxa-
tion – if there is any spare time at all?

– I do a lot of sports – at least five hours 
per week, every week if possible, he an-
swers.

– I like biking, running and playing ten-
nis. I also like to spend some time with my 
family. I have four children, the oldest is 21 
and the youngest 14. My oldest son is in his 
second year in medical school.

So what are his feelings on being the 
new President of ECCO?

– Of course I’m very proud. I’m the first 
elected President of the Organisation. Pro-
fessor Caprilli and then Dr Gassull were 
appointed when the Organisation was 
founded.

– ECCO has been very successful and 
expansive. It has all happened so fast. We 
got many projects underway and that is 
good.

– But now, I think, is a time for con-
solidation – to make sure that ECCO will 
mirror the success of collaboration that 
characterise GETAID, says Professor Co-
lombel finally.

It’s time for him to finish off his work-
ing day by seeing more patients at Huriez 
Hospital.

PER LUNDBLAD
Senior Writer

Professor Alain Duhamel, Corinne Gower, MD, Biostatician Julia Salleron, 
Professor Colombel and Assistant Professsor Gwenola Vernier at a 
meeting discussing a future article for Gastroenterology.

The staff at the Lab, except for the Head, Professor Pierre Desreumaux, 
who unfortunately was not present when ECCO News made a visit.
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SciCom: Update
SIMON TRAvIS, SEvERINE vERMEIRE, YEHUDA CHOWERS, MATTHIEU ALLEZ, 

SILvIO DANESE, PIA MUNkHOLM

ECCO Fellowship 2008
ECCO Fellowships are created for young 
individuals <40 years, who submit an 
original research project to undertake 
abroad in a European hosting laboratory 
or department. That department under-
takes to guide the ECCO Fellow for the 
duration of the Fellowship (one year) 
and is responsible, together with the Fel-
low, for the successful completion of the 
project. The ECCO Fellowship for 2008 
was awarded to Alessia Grillo who comes 
from Padua and will work on ß-catenin 
signalling at the University of Bristol un-
der the supervision of Professor Massimo 
Pignatelli.

Role of ß-catenin signalling in primary 
subepithelial myofibroblasts of Crohn’s 
disease 
Alessia Grillo MD, Department of Sur-
gical and Gastroenterological Sciences, 
University of Padua, Italy.

The Fellowship will be used to explore 
the pathogenesis of strictures that char-
acterise Crohn’s disease. Fibrosis in stric-
tures depends on extracellular matrix 
(ECM) deposition and under physiologi-
cal conditions, intestinal sub-epithelial 
myofibroblasts (ISEMF) are responsible 
for ECM deposition. The phenotype and 
activity of ISEMFs are strongly influenced 
by the surrounding environment, but the 
molecular mechanism(s) involved in the 
induction and persistence of a fibrogenic 
phenotype remain poorly understood. In-
terestingly, signal transduction cascades 
triggered by growth factors (TGFβ, EGF, 
integrins) and ECM, which are known to 

be up-regulated in the intestinal mucosa 
of CD, can converge on β-catenin where 
they induce nuclear translocation and en-
hance transcriptional activity. Dysregu-
lated β-catenin activity has been reported 
in other fibroproliferative disorders (such 
as keloid formation), suggesting that ab-
normal activity of these key regulatory 
proteins may be involved in the abnor-
mal healing process characterised by the 
chronic inflammation of CD. The research 
of the Fellowship will evaluate β-catenin 
signalling in tissue from patients with 
Crohn’s disease, using immunofluores-
cent confocal microscopy and comparing 
the expression and nuclear localization of 
β-catenin in mucosal myofibroblasts from 
patients with CD with controls. In vitro 
studies, will assess nuclear localization 
of β-catenin in primary-cultured ISEMFs 
from patients with CD and controls, using 
immunocytochemistry and Western-blot 
analysis. The role of β-catenin in the de-
velopment of a pro-fibrotic phenotype of 
ISEMFs will be determined by means of 
shRNA using an adenoviral vector against 
β-catenin. The effect of β-catenin knock-
down on myofibroblast proliferation, sur-
vival, migration and production of ECM 
components induced by pro-fibrogenic 
factors will also be examined. A report of 
progress will be presented at the ECCO 
Congress 2009 in Hamburg and a sum-
mary of findings reported in the Journal 
of Crohn’s and Colitis (JCC). 

ECCO Grants 2008
ECCO Grants are designed to support sci-
entific research in the country of origin. 

Each is worth €15000 and the details of 
how to apply are on the SciCom page of 
the ECCO website (www.ecco-ibd.eu). Six 
grants were awarded for 2008. One of the 
requirements of the Grants is that papers 
on the research supported by an ECCO 
Grant will be in published in JCC or Gut, 
or (if published elsewhere) a synopsis will 
be submitted to JCC for publication as a 
‘selected summary’. The ECCO name and 
logo are expected to be included on all 
printed matter or slide presentations. 

Immunosuppressive drugs and Foxp3+ 
regulatory T cell activity in inflammatory 
bowel disease
Holm Uhlig MD DPhil, University Chil-
dren’s Hospital, Leipzig, Germany.

The Grant will be used to investigate 
mechanisms by which immunosuppres-
sive drugs (and ciclosporin in particular) 
influence intestinal regulatory T cells, 
both in patients with IBD and murine 
models. Regulatory T cells have therapeu-
tic activity in mouse models of IBD. In the 
CD4+CD45RBhigh T cell transfer model of 
IBD, the adoptive transfer of CD4+CD25+ 
T cells into mice with established colitis 
reversed wasting disease, led to resolution 
of the colonic lamina propria infiltrate and 
recovery of normal intestinal architecture. 
CD4+CD25+ T cells expressing the tran-
scription factor Foxp3 accumulate and 
proliferate in the mesenteric lymph nodes 
and inflamed murine colon. Foxp3+CD4+ 
T cells are also present in patients with 
intestinal inflammation. Although regu-
latory T cells in IBD patients are clearly 
insufficient to control colitis, these cells 

SciCom promotes European research into inflammatory bowel disease and scientific 
integration on behalf of ECCO, through ECCO Fellowships, ECCO Grants and ECCO Travel 
awards. In addition, SciCom is responsible for recommending the scientific content of 
the IBD programme at UEGW, and the ECCO Congress. SciCom’s remit also covers ECCO 
Projects and it has a consultancy role both for investigator-initiated studies and for 
providing independent advice to industry. EpiCom is the epidemiological arm of ECCO 
and its head (Pia Munkholm) is an affiliated member of SciCom. SciCom encourages 
thinking outside the box, by being a conduit for challenging questions in IBD – which is 
the subject of the Pathogenesis Workshops initiated this year. 
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may be involved in the resolution of the 
intestinal lesions during remission. Pre-
liminary experiments have shown that 
local cytokine secretion leads to the accu-
mulation of regulatory T cells in close con-
tact with proliferating cells in the inflamed 
tissue. It is possible that IL-2 from prolif-
erating cells serves as a sensor of inflam-
mation and source of IL-2 for homeostatic 
expansion of the regulatory T cells within 
the inflamed tissue. Ciclosporin (used in 
acute steroid-refractory ulcerative colitis) 
inhibits the nuclear translocation of NFAT 
that is required for the transcription of 
genes that include IL-2. This blocks cell 
activation and proliferation. Our hypoth-
esis is that ciclosporin not only influences 
effector T cell activity, but also intestinal 
regulatory T cell homeostasis. The aim of 
the project is to investigate immunosup-
pressive strategies that not only block pro-
inflammatory effector pathways, but also 
maintain endogenous anti-inflammatory 
regulatory T cell activity.

Assessment of bioactive microspheres 
as a prospective novel treatment for 
fistulae
Richard Day PhD, Windeyer Institute, 
University College London, UK.

Chronic perianal fistulae are a chal-
lenging manifestation of Crohn’s dis-
ease and significantly impair the quality 
of life in patients. Fistulae can be filled 
with biomaterials to promote healing. A 

variety of ‘bioinert’ materials have been 
tested, ranging from fibrin glue to plugs 
fabricated from porcine small intestine 
submucosa, each with varying degrees of 
success. Improvement of the physical and 
chemical properties of the filler biomateri-
als is likely to deliver a better clinical out-
come. Microspheres are ideal structures 
for filling fistulae because they can be ef-
ficiently packed into asymmetrical voids. 
Once implanted the microspheres act as a 
scaffold, with predictable interstices pro-
duced between adjacent spheres guiding 
tissue infiltration. The project funded by 
ECCO will develop a microsphere-based 
device specifically tailored for the delivery 
of anti-TNF antibody into Crohn’s disease 
fistulae (figure). It is anticipated that tar-
geted delivery of anti-TNF antibody via 
microspheres filling the track will improve 
fistula healing. The project will investigate 
how different processing parameters affect 
the release profile and biological activity 
of the captured antibody. Once optimized, 
clinical studies are planned that will assess 
the efficacy of the microspheres in pro-
moting fistula healing.

Genotype-phenotype interactions in 
Danish paediatric IBD patients.
Christian Jakobsen MD, University Hospi-
tal of Hvidovre, Copenhagen, Denmark.

This study is part of a larger study to 
investigate the epidemiology of paediat-
ric IBD in three Danish population-based 
cohorts: 1962–2006 covering Copenhagen 
County, 1998–2006 in Eastern Denmark 
and a three year prospective cohort initi-
ated in January 2007 in Eastern Denmark, 
Funen and Aarhus, which accounts for a 
population of nearly 650 000 children <15 
years. The study will examine first, the in-
cidence, prevalence, phenotypes, therapy 
and environmental factors, by question-
naire; second, genetic factors in the Dan-
ish paediatric IBD population; and third, 
the differences between two population-
based IBD cohorts – one adult and one 
paediatric. The ECCO Grant will be used 
for the genetic study. This will analyse the 
association between single nucleotide 
polymorphisms (SNPs) in IBD-related 
genes and the risk of developing IBD in 
children in Denmark, as well as exploring 
genotype-phenotype interactions. The 
study is planned to include 500 paediatric 
IBD patients with complete records of the 
distribution, pattern of disease, medical 

and surgical treatment. This cohort will be 
the largest paediatric IBD cohort to date. 
Controls will be taken as a random sample 
from the background population and will 
be asked to complete questionnaire re-
garding their health. It is hoped that this 
large paediatric study will discover new 
genotype-phenotype interactions and give 
an insight into IBD at an early age. 

The role of lymphangiogenesis in the 
pathogenesis of IBD
Silvio Danese MD PhD, Istituto Clinico 
Humanitas-IRCCS in Gastroenterology, 
Milan, Italy.

The lymphatic vasculature comple-
ments the blood vascular network and per-
forms the unique function of transporting 
extravasated fluid unidirectionally from 
tissues back to the blood circulation. The 
lymphatic vasculature also plays a funda-
mental role in immunity. Indeed, lympho-
cytes and antigen-presenting cells enter 
the lymphatic capillaries in the periphery 
and migrate through the lymph nodes to 
elicit acquired immune responses. Wound 
healing, cancer, autoimmunity and chron-
ic inflammatory diseases are all associated 
with blood angiogenesis. However, recent 
evidence suggests that robust lymphangi-
ogenesis also occurs in these conditions, 
and particularly in chronically inflamed 
tissues, such as in the inflamed synovium, 
psoriatic skin, kidney transplant undergo-
ing rejection, the intima of atherosclerotic 
lesions, and the lung or corneal inflam-
mation. Whether lymphangiogenesis also 
plays a role in the pathogenesis of IBD 
and whether its blockade is beneficial in 
chronic intestinal inflammation, remain 
to be determined. The ECCO will be used 
to evaluate lymphangiogenesis in human 
and experimental colitis as a component 
of IBD pathogenesis. 

Validation of the Inflammatory Bowel 
Disease Information System (IBDIS) 
software
Nikolaus Pedarnig BSc, Unidata GeoDe-
sign, Vienna, Austria.

IBDIS is a web-based documentation 
standard for patients with IBD. It is de-
signed as a ready-to-use tool for an elec-
tronic patient record with integration 
into the clinical routine, as a registry, an 
electronic case report form applied in 
clinical trials, a database for biobanking, 
or for health economic studies, with built-

Typical microspheres being developed for the 
ECCO project. The microspheres are highly po-
rous enabling cell infiltration and attachment, 
a high surface area:volume ratio for drug dif-
fusion, and higher encapsulation efficiencies 
compared with traditional microsphere fabrica-
tion processes.
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in tools for scientific analysis. The ECCO 
Grant will be used to validate each of the 
disease relevant parameters captured by 
IBDIS in a pan-European inter-observer 
study. ECCO members from 14 European 
countries have provided anonymised pa-
tient files that are available as .pdf-files in 
the members’ area of the IBDIS homepage 
(documentation.ibdis.net). Twenty ob-
servers (including members of Young 
ECCO and national representatives) will 
be asked to capture the data on IBDIS 
from these patient files. Interobserver 
agreement (IOA, an accuracy analysis that 
calculates the percentage agreement with 
a predetermined reference observer) will 
be analysed by Cohens kappa (κ) statistic. 
Intraobserver agreement (retest reliabili-
ty) will be evaluated by asking a randomly-
selected 7 of the observers to reevaluate 7 
(randomly-selected) medical records after 
another 12 weeks. IBDIS staff will support 
each observer. 

Biological markers to predict the out-
come of acute severe ulcerative colitis
Fraser Cummings MRCP, Gastroenterol-
ogy Unit, John Radcliffe Hospital, Oxford 
UK.

The timing of surgery in the manage-
ment of acute severe ulcerative colitis 
(ASUC) is one of the most challenging 
decisions in IBD management. The iden-
tification of biological markers which re-
liably predict outcome would have major 
benefits for patient management. It would 
allow earlier decision-making, especially 
with regard to rescue therapy or colec-
tomy, thereby reducing the risk of bowel 
perforation and complications associated 
with delayed decision-making. T-regula-
tory lymphocytes (T-regs) are potent sup-
pressors of the immune response and their 
numbers in the peripheral circulation have 
been shown to be inversely proportional 
to UC disease activity. We have prelimi-
nary data from a leukocytapheresis study 
showing that the pre-treatment number of 
peripheral CD4+CD28-FOXP3+ lympho-
cytes inversely correlates with response to 
treatment and in particular with the need 
for colectomy. Advances in high resolution 
mass spectrometry now allow the analysis 
of the serum proteomic signature of indi-
vidual patients at the femtomolar level. The 
ECCO Grant will be used to study T-regu-
latory subsets and proteomic signature 
to identify markers which might predict 

outcome in ASUC. It will also allow the 
role of both circulating and colonic mu-
cosal T-regs in the pathogenesis of UC to 
be further examined. Analysis of cell sur-
face expression and proteomic signature 
represents a summation of the interaction 
between genetic, immunological, bacterial 
and other environmental factors. 

ECCO Projects
ECCO Projects are major initiatives that 
are facilitated by ECCO. They represent 
collaborative research across national 
boundaries. To be recognized and, if ap-
propriate, funded by ECCO, there are cri-
teria that need to be met, available on the 
SciCom page of the ECCO website (www.
ecco-ibd.eu). 

ASTIC: An option for 
refractory Crohn’s disease
Autologous stem cell transplantation may 
represent a therapeutic option in CD pa-
tients with refractory disease. This proce-
dure could change the natural history of 
the disease, inducing long term remission 
in some cases. The ASTIC trial, designed 
to assess its efficacy and tolerability, is 
open for recruitment (Chris Hawkey, 
ECCO News 1/2008: www.astic.eu or 
contact cj.hawkey@nottingham.ac.uk). Pa-
tients considered for the trial are discussed 
by an evaluation committee. Suitable pa-
tients undergo mobilization of stem cells, 
and are then randomized to transplanta-
tion after one month, or after one year. 
Three patients have entered the trial. Five 
cases have been recently discussed by the 
evaluation committee and are considered 
as suitable. SciCom is proposing a local 
forum for discussion of difficult CD cases 
throughout Europe. All therapeutic op-
tions, including optimization of medical 
treatment, surgery and/or new biologics, 
would be discussed by a panel of local ex-
perts including gastroenterologists and 
surgeons. Since inclusion in ASTIC trial 
could be considered in these situations, 
experts and investigators from ASTIC 
trial could participate in these forums.

SciCom is organizing a two hour ses-
sion at UEGW in Vienna for discussion of 
difficult cases in which autologous stem 
cell transplantation could be considered. 
A limited number of selected cases will 
be discussed. Each case will be presented 
by the physician in charge of the patient 
and discussed by an open panel of IBD ex-

perts. A call for presentation of cases will 
be made in September 2008.

METEOR: Is methotrexate 
effective for ulcerative colitis?
Methotrexate (MTX) has proven efficacy 
in Crohn’s disease, and is widely used in 
other inflammatory disorders such as 
rheumatoid arthritis or psoriasis. MTX has 
a generally good safety profile, although its 
use is limited in pregnancy (and therefore 
patients of child-bearing age) because of 
teratogenicity. Few data are available on 
MTX for ulcerative colitis, particularly 
at a dose which is active in Crohn’s dis-
ease (25mg intramuscular or subcutane-
ous/week). METEOR is a randomized, 
double-blind study, assessing efficacy and 
tolerability of methotrexate in steroid-de-
pendent ulcerative colitis. This study was 
initiated by GETAID and is now expand-
ing to other European countries through 
the support of ECCO. The objective is to 
show superiority of MTX vs. placebo for 
inducing steroid-free remission in steroid-
dependent ulcerative colitis. MTX is given 
through intramuscular injection at 25 mg 
per week, and the evaluation criterion is 
remission without steroids at weeks 16 
and 24. To be included, patients have to 
be steroid-dependent (defined by at least 
one unsuccessful attempt to stop systemic 
steroid therapy during the preceding 12 
weeks) and in clinical remission while re-
ceiving 10–40mg/day prednisolone, stable 
for at least 2 weeks at the time of inclu-
sion. The goal is to include 120 patients 
(60 in each group). Fifteen patients have 
been included in France and Italy, and the 
study starts soon in Switzerland, Israel, 
Austria, Belgium and the Netherlands. 
Contact Franck Carbonnel (fcarbonnel@
chu-besancon.fr), Pierre Michetti (Pierre.
Michetti@chuv.hospvd.ch), or Matthieu 
Allez (matthieu.allez@sls.aphp.fr).

IBD-associated Clostridium difficile: 
impact of immunomodulators on the 
response to antibiotics 
The purpose of this retrospective multi-
centre European case-case study initiated 
by Shomron Ben-Horin, Tel-Hashomer, Is-
rael and YECCO, is to determine whether 
immunomodulators alter the response to 
antibiotics in patients with IBD and Cl dif-
ficile infection (see table of current status 
of recruitment on page 18). Contact Shom-
ron Ben-Horin (sben-horin@013.net).
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Centre City, Country Investigator Patients submitted Patients identified

Zvezdara Medical Center Belgrade, Serbia Daniela Bojic 5 8

Salford NHS Hospital Manchester, UK Ahmad AlRifai 4 6

University Hospital, Besançon Besançon, France Franck Carbonnel 2 2

University Hospital of Ioannina Ioannina, Greece Konstantinos Katsanos 2 2

Sheba Medical Center Tel-Hashomer, Israel Shomron Ben-Horin 11 11

Hadassah Medical Center Jerusalem, Israel Maya Margalit 18 18

Rambam Medical Center Haifa, Israel Irit Chermesh 8 9

Medical University Vienna Vienna, Austria Walter Reinisch/Alexander Eser 0 3

Total 50 59

Pathogenesis workshops 
The pathogenesis workshops aim to gen-
erate a platform for discussion and col-
laborative work focused on topics related 
to IBD research. An introductory meeting 
took place during the ECCO Congress in 
Lyon. Meeting minutes are posted on the 
ECCO website, but the key topics dis-
cussed included: 

j Ultimate goals of the workshops: it was 
resolved that collaborative studies with pre-
determined responsibilities and credit are 
desired.

j Location and timing of the workshops: the 
Pathogenesis workshops will be held in con-
junction with the major European GI meet-
ings, UEGW (September/October) and the 
ECCO Congress (February/March).

j Ethical conduct of the workshops: it was 
resolved that in order to avoid conflicts of 
interest, participants will disclose grant ap-
plications that have been submitted prior to 
the workshop relevant to the topics under 
discussion. 

j Funding: Participants will finance their 
own travel and ECCO will finance boarding 
and meals for the extra day. In order to assist 
participation of basic scientists relevant to a 
particular topic, ECCO will endeavour to as-
sist travel expenses in individual cases.

j Topics: Submission of suggested top-
ics to Yehuda Chowers (ychowers@post.tau.
ac.il) is encouraged before the end of May 
2008. Thereafter, workshop topics will be 
determined by Scicom. Topics necessitating 
multidisciplinary discussion and expertise are 
preferable to those requiring mere transfer of 
material or specimens, although the two types 
of studies are not mutually exclusive. 

The first workshop will take place at 
UEGW, Vienna and will include discus-
sion of two topics. A detailed programme 
will be circulated to those who registered 
an interest in Lyon and will be available 
(with a registration form) on the ECCO 
Website.

IBD-associated Clostridium difficile: impact of immunomodulators on the response to antibiotics. The current status of recruitment (April 2008):

SCICOM REPORT

Dear ECCO National Representative,
Dear Colleague in IBD!
Notice is hereby given, that the following position on 
the Scientific Committee of ECCO is open for election:

ECCO Scientific Committee member 
Candidates may be proposed by an ECCO National Representative or self-nominated. 
Self-nominations need to be seconded by a National Representative. For a current list of 
ECCO National Representatives and their Email addresses please follow this link:  
http://www.ecco-ibd.org/orga_structure/cnr.php?navId=24

Deadline for receipt of all nominations is June 27, 2008.
A candidate for an office of ECCO must be an established specialist in the area of IBD. 
The candidate should submit a 2 page CV, a list of their 10 best publications, and a 
letter of intent, explaining his/her suitability for the office in question. The term for the 
Committee officer starts on March 1, 2009 and ends on March 1, 2011. The nominee 
must agree to his/her nomination.

The process of election is that candidates are scored by SciCom on the following criteria:

1. Scientific achievement (publications, scientific initiatives)

2. Declaration of intent (statement of contribution the individual is able to make to 
SciCom)

3. Age (one member elected from YECCO)

4. Experience (such as programme development, project development)

5. Location (unusual, but not impossible, to have more than one member from a 
single country; SciCom members are excluded from voting for applicants from their 
own country) 

Scores are averaged and applicants ranked for election. The ranking acts as a recom-
mendation to the ECCO Board, who make the final decision.

Election forms can be obtained from the ECCO Secretariat upon request at ecco@
vereint.com or downloaded from the ECCO website. Please send all forms to the ECCO 
Secretariat via Fax: +43 (0)1-212 74 17 – 49 or Email.

With best wishes,
Simon Travis
Chair ECCO Scientific Committee

NOTICE OF FORTHCOMING ELECTIONS

NOTICE OF FORTHCOMING CONGRESSES
IBD Forum in Budapest, Hungary, June 20–21, 2008

4th Congress of ECCO, Hamburg, Germany, February 05–07, 2009

Further details can be retrieved from our website: www.ecco-ibd.org
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IBDIS

Background
In April 2007, Prof. Gert v. Assche from the 
Department Gastroenterology, the Univer-
sity of Leuven Hospitals and Nikolaus F. 
Pedarnig, IBDIS project manager at UNI-
DATA GEODESIGN, started to collabo-
rate on a clinical trial project: An Open 
Label, Prospective, Multi-Center Trial, on 
the Effect of Anti-TNFα Chimeric Mono-
clonal Antibody (Infliximab, Remicade®) 
on Inflammatory and Fibrous Lesions in 
Patients with Intestinal Crohn’s Disease.

At a very early stage of the project Prof. 
van Assche decided to derive advantage 
from an electronic case report form 
eCRF. Considering, that this is a multi-
center trial (University of Leuven Hospi-
tals, University of Lille, University of Vien-
na, Technical University of Munich), easy 
access for each user of the eCRF had to be 
guaranteed and interaction of the software 
with heterogeneous information technol-
ogy infrastructures at the centres was 
required. Moreover, the software needed 
to be integrated into the workflows of the 
clinical routine. So at this stage the IBDIS 
team began to design a web based eCRF 
(Figure 1).

In autumn 2007, the eCRF software 
reached its prototyping phase. The eCRF 
was built with the IBDIS modules general 
patient data, anamnesis, the security fea-
tures SAE/SAR/SUSAR, complications 
and risk factors, location, administration 
of medication and an eCRF controlled 
course of visits. Go-LIVE of the eCRF was 
in december 2007.

GCP and data security
The development of an eCRF necessitates 
a high attention on prevention of unau-
thorized access, quality of data and data 
management. Following the guidelines of 
good clinical practice GCP and the UNI-
DATA/IBDIS standard operating proce-
dures, the following concept of rights and 
roles was used (Figure 2).

IBDIS eCRFs are equipped with two 
concepts concerning quality of data. The 
first method is an active one and inte-
grates consistency checks for forms and 
data fields, which support the user during 
the process of data capture (e.g. value out 

Electronic data capture

Centre 1 Centre 2

User 1 User 2 User 3 User 4 User 5 User n

User 1 R W

User 2 R W

User 3 R W

User 4 R W

User 5 R W

User n R W

CSA1 R W R W R W

CSA2 R W R W R W

MON R R R R R R

MPA R W R W R W R W R W R W

UGA - - - - - -

IBDIS launched eCRF assisted multi-Center 
trial in Belgium, France, Germany and Austria

Figure 1. Screen shot from visit schedule of the web based IBDIS eCRF

Figure 2. Matrix of rights and roles

CSA1 Clinical site administrator centre 1
MON Clinical monitor
MPA Medical project manager
UGA UNIDATA GEODESIGN administrator
R Read data, W Write/modify data
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of range, date not allowed prior or after 
another date or situation, entry of non-
numeric data not allowed). The second 
method supports the clinical monitor-
ing. The monitor role includes checking 
the data content, raising queries in case 
of missing, wrong interpreted, mistyped 
or illogical data, supporting source docu-
ment verification, freezing and thawing 
(unlocking) data and controlling the flow 
of the trial. These issues improve the qual-
ity of data and of the whole flow of the 
trial. 

According to European and national le-
gal guidelines and restrictions, only ano-
nymised or pseudonymised patient data 
can be stored at extramural data centres. 
Patient data of this eCRF is stored at the 
validated UNIDATA GEODESIGN IT 
centre in Vienna, Austria, using state-of-
the-art technology, methods, tools, serv-
ices and encryption standards. (Figure 3):

NIkOLAUS F. PEDARNIG, 
CEO UNIDATA GEODESIGN

nikolaus.pedarnig@ibdis.net

Figure 3. IT infrastructure of UNIDATA’s eCRF department.

Deadline: October 1, 2008

ECCO has established Fellowships, Grants and Travel Awards to encourage young physicians in their career and to promote 
innovative scientific research in IBD in Europe. 

Fellowships are created for young individuals aged <40 years, who submit an original research project which they wish 
to undertake abroad in a European hosting laboratory and/or department. The department should have accepted to host 
and guide the Fellow for the duration of the Fellowship (one year) and are responsible together with the Fellow for the 
successful completion of the project. Fellowships are awarded a total amount of 30.000 Euro. 

ECCO Grants are created to support good and innovative scientific, translational, or clinical research in Europe. The 
guidelines of ECCO Grants are very similar to those of the Fellowships, with the exception that the research is typically 
undertaken in the institution of the applicant. ECCO Grants are awarded 15.000 Euro each and will also be announced 
during the ECCO annual congress. 

Travel Awards were established in 2007 as an opportunity for young investigators to visit different ECCO centres in Europe, 
to learn scientific techniques or to observe clinical practice with a specific project in mind.

For detailed information, eligibility and submission process on fellowships and grants please visit the ECCO Website
www.ecco-ibd.eu/Scientific Committee/Fellowships and Grants.

We look forward to your application
Simon Travis,
Chair, Scientific Committee

CALL FOR ECCO FELLOWSHIPS, 
ECCO GRANT AND TRAvEL AWARD APPLICATIONS
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IBDIS

Background
Electronic case report forms are deman-
ded and well accepted tools by the scienti-
fic community. Facing, that team members 
very often work at different locations, spea-
king different languages or use different 
definitions and standards there is an incre-
asing need for a standardized, validated, 
easy-to-use, platform independent and 
cost-effective software solution. 

Based on the experience in technical, 
organisational and clinical issues, IBDIS 
has developed a checklist which guides 
through the procedure of planning, build-
ing and running an eCRF (according to 
the V-model of software development 
(Figure 1)). 

Step 1 What the investigator wants
The basis document of each eCRF is called 
user requirement specifications document 
URS. It includes a comprehensive descrip-
tion of the study, the list of participating 
centres, definitions of users and adminis-
trators, the scientific project team, a study 
flow chart, questionnaires if applicable, 
definition of laboratory values with units 
and ranges and a basic description of data 
management. In most cases the study 
protocol gives a perfect overview and 
detailed information about these themes. 
The author of the URS document is the 
principal investigator.

Step 2 The technician’s point of view
This document is called functional specifi-
cations document FS. It is a technical guide 
for the software development process and 
lists all entities and objects, their active and 
passive properties, all procedures, methods 

and functions which apply to them like 
listing, sorting or calculating. Functional 
specifications documents aim at structur-
ing the contents of the URS by grouping, 
standardizing, specifying, normalizing 
or simplifying. This is accomplished by 
the IT experts of IBDIS.

Step 3 How the software will look like and 
how it will interact with the user
The user interface is a critical object and 
very important for acceptance by the user. 
At this stage, the final technical and graphi-
cal design is defined. The design specifica-
tion document DS gives an unambiguous 
and comprehensive view to the resulting 
software application, how it looks like and 
how it works. DS is a result of summarizing 
the URS and FS contents and is treated as 
a guideline and operating manual for the 
IBDIS technicians. 

Step 4 Building the software and database 
environment
This process is done by IBDIS software 
developers. Standard operating procedu-
res SOPs guarantee methodical, correct 
and traceable software coding processes 
and stable database management systems. 
During this step the first debugging and 
testing actions are done. 

Step 5 Qualification processes
Installation qualification (IQ) establishes 

that the software is coded as designed and 
specified, that it is properly installed in the 
selected environment, and that this envi-
ronment is suitable for the operation and 
use of the application.

Operational or equipment qualification 
(OQ) is the process of demonstrating that 
the software will function according to its 
operational specification in the selected 
environment. Performance qualification 
(PQ) is the process of demonstrating that 
the software consistently performs ac-
cording to the specification appropriate 
for its routine use.

Go-Live
After finished all procedures of step 5 the 
eCRF software is marked with a version 
number and the code will be frozen. Then 
the IBDIS project manager, on behalf of the 
principal investigator, generates the acces 
codes for all eCRF users. 

Shutdown
Closing the data capture system is a spe-
cified process in the lifecycle of an IBDIS 
eCRF and results in a structured, but revo-
cable shutdown status. 

NIkOLAUS F. PEDARNIG, 
CEO UNIDATA GEODESIGN

nikolaus.pedarnig@ibdis.net

How to build an IBDIS eCRF 
– A timesaving and cost-effective solution for an important task

• Easy and cost-effective data capture 
systems

• Web technologies guarantee 
platform independence

• Highest security standards
• Validated matrix of Rights and Roles
• High quality of data with integrated 

consistency checks
• Easy-to-use query management tool

eCRF Features

Figure 1. V-model of software development.

User requirements
specifications

Functional
specifications

Design
specifications

Performance
qualification

Operational
qualification

Installation
qualification

System build

Review / Test
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There is very reasonable concern 
about adverse effects of biological 
therapy. Just how much patients 

should be told about unusual potential ad-
verse events presents a very real dilemma. 
On the one hand the answer is ‘everything’, 
but on the other too much information is 
confusing or even alarmist, and the ad-
verse effects of under-treated IBD have 
also to be considered. Since the subject is 
so topical, we thought we would share our 
patient information: we don’t pretend that 
the balance is necessarily right, or that our 
information ideal, but hope that it will be 
of interest and that some might even find 
it helpful!

General observations
Patients now have much greater access to 
information where the content and valid-
ity is variable. The effectiveness of both 
verbal and written communication and 
the relationship between patients and 
healthcare professionals are major de-

terminants of patient adherence (compli-
ance!) with medical therapy. Information 
has to be tailored to the individual, taking 
into account of their illness and medica-
tion beliefs.

European legislation requires a patient 
information leaflet (PIL) to be provided 
with every dispensed medicine. For many 
drugs used in the treatment of IBD (such 
as immunomodulators, which are used 
outside of their product licence), the in-
formation in these leaflets is potentially 
misleading or irrelevant and almost none 
put the risk of adverse events in context. 
Consequently in Oxford we have written 
our own patient information leaflets which 
serve to augment explanation provided by 
the multidisciplinary team and the manu-
facturer’s information. The MDT in Ox-
ford comprises medical staff, specialist 
GI pharmacist, IBD nurse specialist and 
dietician. Of course, not every patient sees 
every member of the MDT at each visit, 
but each leaflet is written in the same for-

mat so that the information is accessible to 
the patient and all members of the MDT 
team including the GP. Electronic and pa-
per versions can be accessed from clinic 
and on the ward.

In reality every gastroenterologist who 
uses biological therapy will have to face 
a major adverse event at some point. For 
adalimumab, where home administra-
tion means patients are not necessarily 
reviewed prior to each dose, we have in-
cluded a checklist for patients to ensure 
treatment is safe e.g. presence of fever, 
indicating potential infection, and the ac-
tion to take.

A registry of those receiving biological 
therapy is vital. In Oxford we complete an 
audit form for all patients receiving bio-
logical therapy that is filed in the medical 
notes. We emphasise the importance of 
recording in the notes that written infor-
mation has been provided – but have not 
yet gone as far as asking patients to sign 
that they have read the information. 

HOW WE DO IT: 
What we say to patients before starting biological therapy in Oxford

SARAH CRIPPS BPharm, MSc, MRPharmS, GI Pharmacist and independent Prescriber
LYDIA WHITE RGN, Clinical Nurse Specialist in IBD

SIMON TRAvIS, Consultant Gastroenterologist

PATIENT INFORMATION

This information leaflet is designed to answer common 
questions that patients ask about the use of adalimumab. 
Further information can be obtained in the information 
leaflet supplied by the manufacturer or from your phar-
macist or doctor.

Why am I having adalimumab?
Adalimumab is licensed for patients with moderate or se-
vere Crohn’s disease that is unresponsive to other treat-
ments and also often works for patients who have become 
unresponsive to or intolerant of infliximab. Adalimumab 
is also commonly given to patients with rheumatoid ar-
thritis, psoriatic arthritis or ankylosing spondylitis.

How does it work?
Adalimumab is a type of medicine that interrupts the in-
flammatory process in the bowel associated with Crohn’s 
disease. A protein involved in this inflammation called tu-

mour necrosis factor alpha (TNFα) is increased. TNFα may 
cause damage to the cells lining the digestive tract caus-
ing pain, cramping and diarrhoea. It can also get into the 
bloodstream and cause less specific symptoms such as loss 
of appetite and fever. Adalimumab is an anti-TNF antibody 
or protein which works by binding to TNFα, blocking its 
harmful effects. It works in a similar way to infliximab.

How long does it take to work?
You will be reviewed in clinic after 4 weeks (or after 2–3 
doses), to see how well you are responding to adalimumab. 
About 80% of patients will show a response within this 
time.  

What dose do I have?
Adalimumab is given as a subcutaneous injection every oth-
er week as a single dose. The usual dose for Crohn’s disease 
is 80mg on week zero and then 40mg on alternate weeks 

Oxford Gastroenterology Unit    •    Patient Information 

Adalimumab (Humira®)



ECCO NEWS  2/2008 27

thereafter, although higher doses (160mg, then 80mg) are 
sometimes used initially. 

Adalimumab comes as a pre-filled syringe or pre-filled 
pen. Each syringe or pen contains 40mg of adalimumab. 
Each dose is injected under the skin (subcutaneous) into 
the thigh or stomach. The first one or two doses will be 
given in hospital. You will be shown how to administer fur-
ther injections yourself at home. If you are administering 
adalimumab at home then it should be stored in the fridge. 
You will be provided with a sharps bin to dispose of the 
empty syringes and needles safely.

If you forget a dose, inject it as soon as you remember. 
Take your next dose on your original scheduled day.

How long can adalimumab stay out of the fridge?
Adalimumab can stay out of the fridge for up to 72 hours. If 
you are travelling you are recommended to store the drug 
in a cool bag and to ensure that there is a fridge at your 
destination. As with any medication, if you are travelling 
abroad you are advised to take a letter with you from your 
doctor explaining the reasons for treatment.

How long will treatment continue?
If you show a good response you will remain on mainte-
nance treatment every 2 weeks. As this is a new treatment 
we are not clear how long benefit will remain for each in-
dividual.

What are the side effects?
Most side effects experienced with adalimumab are mild. 
However like other medicines that affect your immune sys-
tem, serious side effects can occur, some up to 5 months 
after treatment.

The most common side effects are pain and discomfort 
at the injection site and respiratory tract infections (in-
cluding runny nose, cold, sinus infection). Other common 
potential side effects include dizziness, headache, cough, 
sore throat, nausea, diarrhoea, abdominal pain, mouth 
ulcers, rash, itching, hair loss, fatigue, flu-like symptoms, 
infections (e.g. urinary tract), anaemia or a rise in blood 
pressure.

More serious, but rare side effects (less than 2% occur-
rence), include low white cell counts or more serious infec-
tions. Sleep disturbance, vision disturbances, shortness of 
breath, allergic reactions, chest pain, swelling of the feet, 
taste disturbances and increased menstrual bleeding have 
also been reported.

Reports of a type of blood cancer called lymphoma in pa-
tients on adalimumab or other TNF blockers are very rare 
but might possibly occur more often than expected for peo-
ple in general. You should tell your doctor if you have had 
lymphoma or other cancers before you start treatment

It is important that you attend regular follow up appoint-
ments so we can monitor blood count, kidney and liver func-
tions while you are on treatment. 

You should not administer adalimumab if you experi-
ence the following. Please contact a Gastroenterology 
doctor at the hospital for advice:

  

Does adalimumab interfere with my other medicines?
You should inform your doctor of all the medicines you are 
currently taking, even those not prescribed. You should 
not receive live vaccines e.g. polio or yellow fever while on 
adalimumab.

Is adalimumab OK in pregnancy or breastfeeding?
As adalimumab is a new drug, little is known about its ef-
fect in pregnancy. If you are planning a pregnancy or are 
already pregnant and are receiving adalimumab you must 
let your specialist know. It is currently recommended that 
you use adequate contraception while using adalimumab 
and for some months after the last dose.  It is not known 
whether adalimumab passes into breast milk and therefore 
it is currently recommended that you should not breastfeed 
while using adalimumab. 

 

Written by Sarah Cripps, Gastroenterology Pharmacist 
November 2007

Verified by Dr SPL Travis & Dr S Keshav, 
Consultant Gastroenterologists

Review Date: October 2009

Allergic reaction e.g chest tightness, wheezing, dizziness, 
swelling or rash.

Signs of infection (long term or localised) e.g. fever (hot 
or cold spells), stinging on passing urine, open cut or 
wound, feeling tired, cough or sputum. 

Dental problems e.g. toothache.

Have ever had tuberculosis or come into close contact 
with someone who has.

Develop new or worsening heart failure e.g. shortness of 
breath, swelling of ankles/feet.

Bruising or bleeding very easily or look very pale. 

Joint swelling.

PATIENT INFORMATION

Keep all medicines out of the reach of children. Never 
give any medication prescribed for you to anyone else. 
It may harm them even if their symptoms are the same 
as yours. 
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This information leaflet is designed to answer common 
questions that patients ask about the use of infliximab. 
Further information can be obtained in the information 
leaflet supplied by the manufacturer or from your phar-
macist or doctor.

Why am I having infliximab?
Infliximab is used for patients with
j Moderate or severe Crohn’s disease that is unresponsive 

to other treatments
j Fistulising Crohn’s disease that has not been controlled 

by other medicines/surgery
j Moderate to severe active ulcerative colitis that has had 

an inadequate response to other treatments 
j It is also given to patients with other conditions includ-

ing rheumatoid arthritis and psoriasis

Infliximab is only given in hospital. Most patients will at-
tend as a day case to receive treatment. 

How does it work?
Infliximab is type of medicine that interrupts the inflam-
matory process in the bowel associated with Crohn’s 
disease or ulcerative colitis. A protein involved in this in-
flammation called tumour necrosis factor alpha (TNFα) 
is increased. TNFα may cause damage to the cells lining 
the digestive tract causing pain, cramping and diarrhoea. 
It can also get into the bloodstream and cause less specific 
symptoms such as loss of appetite and fever. Infliximab is 
an anti-TNF antibody or protein which works by binding 
to TNFα, blocking its harmful effects. A drug that works 
in a similar way is adalimumab treatment that has similar 
risks and benefits.

How long does it take to work?
Benefit is usually seen within a few days. Unfortunately, 
some patients may respond initially but the effects of treat-
ment may not last indefinitely. 

What dose of infliximab do I have?
The dose of infliximab is based on your weight. To enable 
the drug to be ordered in advance we usually base the dose 
on your last weight in clinic. We will recheck your weight 
on admission.

You will usually receive a dose at weeks 0 and 2. If you 
show a response to these two doses then you will be con-
sidered for a further dose at week 6 and then maintenance 
treatment every 8 weeks. Alternatively you may only re-
ceive further doses if signs and symptoms reoccur. This will 
be decided by your Gastroenterologist.

If you have fistulising Crohn’s disease you will usually 
receive three doses at weeks 0, 2 and 6. Further doses are 

then considered depending on response and how it is com-
bined with surgical (seton) drainage.

How is infliximab given? 
Each dose is given as a drip infusion through a vein in your 
arm. Each infusion will take two hours. The infusion time 
maybe reduced after several doses have been given if you 
have tolerated them well. Your blood pressure and pulse will 
be checked every 30 minutes during the infusion. 

After the infusion has finished you will need to stay on 
the ward for a further hour so the nurses can continue to 
monitor your blood pressure and pulse.

If you are not currently taking an immunomodulator e.g. 
azathioprine, methotrexate, or if you have had a minor reac-
tion to previous treatment with infliximab, you will receive 
a dose of hydrocortisone prior to the infliximab infusion to 
reduce the risk of an allergic reaction.

What are the side effects?
Most side effects experienced with infliximab are mild. 
However, like other medicines that affect your immune 
system, serious side effects can occur, some up to 6 months 
after treatment.

POTENTIAL MINOR SIDE EFFECTS:
Allergic Reactions: Some patients experience an allergic 
reaction after receiving infliximab, usually during the in-
fusion or shortly afterwards (This is the main reason for 
receiving infliximab in hospital). These reactions are usually 
mild, but on rare occasions may be severe. The symptoms 
of an allergic reaction are most commonly skin rash, hives, 
fatigue, a drop in blood pressure, wheezing, difficulty in 
breathing and chest pain. Inform your nurse or doctor im-
mediately if you start experiencing these side effects.

If the symptoms occur during your infusion the infusion 
may be slowed down or stopped and restarted once the 
symptoms go away. Your doctor may treat your symptoms 
with other medicines. 

Some patients who have been taking infliximab have had 
allergic reactions 3 to 12 days after receiving their treatment. 
The symptoms of this type of delayed reaction may include 
fever, joint pain, rash, headache or muscle pain. Call your 
doctor right away if you develop any of these symptoms or 
any other unusual symptoms such as difficulty swallowing.

Delayed reactions can also occur if infliximb is re-ad-
ministered after a prolonged period (more than 15 weeks). 
Contact your doctor straight away if you develop signs de-
scribed above.

Other common mild side effects include: fatigue, head-
ache, double vision, tingling, cough, increased risk of infec-
tion (inform your doctor if get any signs of infection such 

PATIENT INFORMATION

Oxford Gastroenterology Unit    •    Patient Information 

Infliximab (Remicade®)
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as fever, malaise, wounds, dental problems after you leave 
hospital)

POTENTIAL MAJOR SIDE EFFECTS:
Allergic reactions: Rarely allergic reactions maybe severe 
and life-threatening. 
 
Infections: Some patients have had serious infections while 
receiving infliximab and some of the patients have died from 
these infections. Serious infections include TB (tuberculosis), 
pneumonia and infections caused by viruses, fungi or bacteria 
that have spread throughout the body. If you develop a fever, 
feel very tired, have a cough, or have flu-like symptoms, these 
could be signs that you may be getting an infection. If you have 
any of these symptoms while you are taking or after you have 
taken infliximab, you should tell your doctor right away.

Heart failure: If you have been told that you have a heart 
problem called congestive heart failure and you are current-
ly being treated with infliximab, you will need to be closely 
monitored by your doctor. If you develop new or worse symp-
toms that are related to your heart condition, such as short-
ness of breath or swelling of your ankles or feet, you must 
contact your doctor immediately.

Nervous system: There have been rare cases where people 
taking infliximab have developed disorders that affected their 
nervous system, similar to multiple sclerosis, but usually re-
solving. Signs that you could be having a problem include: 
changes in your vision, weakness in your arms and/or legs, 
and numbness or tingling in any part of your body.

Cancer: Reports of a type of blood cancer called lymphoma 
in patients on infliximab or other TNF blockers are very rare, 
but may occur more often than expected for people in gen-
eral. You should tell your specialist Gastroenterologist if you 
have had lymphoma or other cancers before you start inflixi-
mab so that the risks and benefits can be discussed in detail. 
There is a particularly rare type of lymphoma (about 15 cases 
after a million treatments with infliximab over 10 years) that 
seems to occur in adolescents or young adults also treated 
with azathioprine.

Liver injury: There have been very occasional cases where 
people taking infliximab have developed serious liver prob-
lems, some fatal. Signs that you could be having a problem 
include: jaundice (skin and eyes turning yellow), dark brown-
coloured urine, or fever. You should contact your doctor im-
mediately if you develop any of these symptoms.

Blood problems: In some patients the body may fail to pro-
duce enough of the blood cells that help your body fight in-
fections or help you stop bleeding. Some of the patients have 
died from this very rare failure to produce blood cells. If you 
develop a fever that doesn’t go away, bruise or bleed very eas-
ily or look very pale, call your doctor right away. Your doctor 
may decide to stop your treatment.

Lupus-like syndrome: Some patients have developed symp-
toms that can resemble a disease called lupus. Lupus-like 
symptoms may include chest discomfort or pain that doesn’t 
go away, shortness of breath, joint pain, or a rash on the 
cheeks or arms that gets worse in the sun. If you develop 
any of these symptoms your doctor may decide to stop your 
treatment with infliximab.

What health concerns should I talk to my doctor about, 
before receiving my first treatment with infliximab?
You should not receive infliximab if:
j you think you may have any kind of infection. The infection 

could be in only one place in your body (such as an open 
cut or sore), or an infection that affects your whole body 
such as the flu.

j you have had TB (tuberculosis), or if you have recently 
been with anyone who might have TB. Your doctor will 
examine you for TB, perform a chest X-ray and possibly 
perform a skin test. If your doctor feels that you are at risk 
for TB, he or she may start treating you for TB before you 
begin infliximab therapy.

j you have heart failure, unless you have discussed this with 
your specialist Gastroenterologist and decided that the 
benefits outweigh the possible risks.

j you have had an allergic reaction to infliximab or any other 
product that was made with murine (mouse) proteins.

j you have, or have had, a condition that affects your nerv-
ous system, like multiple sclerosis, or Guillain-Barré syn-
drome, unless you have discussed this with your specialist 
Gastroenterologist and decided that the benefits outweigh 
the possible risks.

j you are pregnant or breast feeding, unless you have dis-
cussed this with your specialist Gastroenterologist and 
decided that the benefits outweigh the possible risks. 
However, there is no evidence yet that infliximab has any 
adverse effect on pregnancy or the baby. Women of child 
bearing potential should use adequate contraception and 
continue its use for at least 3 months after the last inflixi-
mab treatment.

j You have recently received, or are due to receive a live vac-
cine.

Does infliximab interfere with my other medicines?
You should inform your doctor of all the medicines you are 
currently taking, even those not prescribed. However, there 
are no known interactions between infliximab and medica-
tions.

Originally written by Sarah Blackburn, 2002. 
Updated by Sarah Cripps April 2008. 

Verified by Dr SPL Travis & Dr S Keshav.

PATIENT INFORMATION

Keep all medicines out of the reach of children. Never 
give any medication prescribed for you to anyone else. 
It may harm them even if their symptoms are the same 
as yours. 
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REPORTS FROM YECCO/NECCO

The second ECCO Nurses meeting 
took place this year, alongside the 
young ECCO School in Lyon, France. 

As at last years meeting, the meeting took 
the format of three sessions over a 1½ day 
period. The first session focused on “Nov-
el approaches to IBD Care” and included 
sessions such as e-clinics and a European 
comparison delivering biological thera-
pies, emphasizing the nurses’ roles in these 
developments. The second session looked 
at supporting the role of an IBD Nurse. 
Methods of which were discussed includ-
ing databases and websites, an example of 
which was the UK IBD nurses’ website. 
Ultimately the value and importance of 
networking was apparent in presentations 
“publicizing your role” and ESNO (Euro-
pean specialist nurses organization). The 
second day focused on hot topics within 
current European IBD practice, tackling 

some of the clinical dilemmas we are all 
faced with in our clinical practice. 

This meeting was attended by approxi-
mately 60 delegates from through-out 
Europe. Just under half of the delegates 
evaluated the meeting through the use 
of evaluation forms. 85% of those who re-
sponded rated the meeting as good. And 
92% of these delegates reported that they 
had gained a good level of knowledge, 
which was relevant to their practice. Areas 
suggested for improvement to be consid-
ered by the steering committee included 
having a complete syllabus (delegate cop-
ies of all presentations) and better com-
munication with the national nursing rep-
resentatives. The complete syllabus is of 
particular importance when considering 
the language issues. Language remains a 
difficult issue, and is one which there is no 
easy answer, but one that we are equally 

ECCO Nurses Meeting Report 2008
committed to overcoming. The majority of 
the presentations from this meeting, with 
presenter’s permission, have been loaded 
on to the website (www.ecco-ibd.org). The 
national nursing representatives have been 
contacted since this meeting and forward-
ed a copy of this meeting evaluation, and 
will be enlisted to help the steering com-
mittee on future projects. Please refer to 
the website for a complete list of contact 
details for national representatives & in-
formation regarding future meetings. 

The next step for the steering com-
mittee is to meet in April 2008 and start 
planning for the NECCO (Nurses ECCO) 
meeting in Hamburg on the 4th & 5th of 
February 2009. 

MARIAN O’CONNOR
IBD Nurse

St. Mark’s Hospital, UK 

The YECCO presentation workshop, “Pre-
senting With Confidence”, was a huge 
success. It was on the afternoon of 
Wednesday the 27th February, the day be-
fore ECCO conference began. All YECCO 
members were invited to attend. 

A professional team had been brought in 
to coach the participants. The entire group 
was split into 5 smaller groups of approxi-
mately 10 people. As doctors, we tend 
to focus 95% of our time on the content 
and not enough time on the delivery. This 
workshop emphasised that much more 
time needs to be allocated to the delivery 
as the primary goal of a presentation is to 
relay important messages and to keep the 
audience engaged in the presentation.

Topics covered included how to impact 
your audience, how to emphasis impor-
tant messages, tone and body language. 
The team leaders also emphasised to par-
ticipants to be themselves during presen-
tations. Each participant presented 3–4 
given slides on two separate occasions. 
The first presentation was observed and 
critiqued by both the team leader as well 
as other members of the group. Because 
smaller groups were used, this process 
was not threatening or embarrassing and 
important feedback was given. Techniques 
were then shown to the group members to 

illustrate how their personal performance 
could be improved. After a short break, 
participants then represented their slides 
incorporating the feedback that had been 
given. In my group, I felt that everybody 
improved a lot after being shown these 
techniques and the feedback from other 
groups was similar. Each participant had 
both presentations recorded. Each partici-
pant will receive their own presentations 
on DVD for their future referral.

This workshop was extremely useful 
and I would certainly encourage YECCO 
members to be involved in future work-

shops. If there are any suggestions of top-
ics for further workshops please don’t 
hesitate to contact the YECCO chairs at 
youngecco@yahoo.com. Suggestions thus 
far have included getting to know the Pow-
erPoint program better, how to approach 
funding for higher degrees and how to for-
mat a grant proposal. 

We look forward to the next YECCO 
workshop in Hamburg 2009 and hope that 
all YECCO members can attend.

ALISSA WALSH
Oxford, UK

Report from YECCO
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ECCO COUNTRY REPRESENTATIvES 2008

Austria Walter Reinisch
Gottfried Novacek

walter.reinisch@meduniwien.ac.at
gottfried.novacek@meduniwien.ac.at

Belgium Martine de Vos
Edouard Louis

martine.devos@ugent.be
edouard.louis@ulg.ac.be

Bulgaria Zoia Spassova
Iskren Kotzev

zoya_spassova@hotmail.com
kotzev@mnet.bg

Croatia Boris Vucelic
Silvija Cukovic Cavka 

boris.vucelic@zg.htnet.hr
silvija.cukovic@gmail.com

Czech Republic Milan Lukas
Martin Bortlik

milan.lukas@email.cz
mbortlik@hotmail.com

Denmark Jens F. Dahlerup
Jens Kjeldsen

jdahl@as.aaa.dk
jakjeldsen@dadlnet.dk

Finland Taina Sipponen
Martti Färkkilä

taina.sipponen@kolumbus.fi
martti.farkkila@hus.fi

France Franck Carbonnel
Laurent Beaugerie

fcarbonnel@chu-besancon.fr
laurent.beaugerie@sat.aphp.fr

Germany Marcus Neurath
Axel Dignass

neurath@1-med.klinik.uni-mainz.de
axel.dignass@fdk.info

Greece Demetrios G. Karamanolis
John A. Karagiannis

info@eligast.gr
jakaragiannis@doctor.com

Hungary Peter Lakatos
Tamas Molnar

kislakpet@bel1.sote.hu
mot@in1st.szote.u-szeged.hu

Ireland Colm O’Morain isge@eircom.net
Israel Rami Eliakim

Iris Dotan
r_eliakim@rambam.health.gov.il
irisd@tasmc.health.gov.il

Italy Maurizio Vecchi
Paolo Paoluzi

Maurizio.vecchi@unimi.it
paolo.paoluzi@uniroma1.it

Latvia Juris Pokrotnieks
Jelena Derova

pokrot@latnet.lv
jelena.derova@gastroenterologs.lv

Lithuania Limas Kupcinskas
Darius Kriukas

likup@takas.lt
dakr@takas.lt

Netherlands Bas Oldenburg
Rinse Weersma

b.oldenburg@umcutrecht.nl
r.k.weersma@int.umcg.nl

Norway Bjorn, Moum
Jørgen Jahnsen

bjorn.moum@medisin.uio.no
jorgen.jahnsen@medisin.uio.no

Poland Grayzna Rzdyewska
Jaroslaw Regula

grazyna.rydzewska@cskmswia.pl
jregula@coi.waw.pl

Portugal Fernando Magro
Franciso Portela

fm@med.up.pt
franciscoportela@sapo.pt

Romania Mircea Diculescu
Cristina Cijevschi

mmdiculescu@yahoo.com
cristinacijevschi@yahoo.com

Russia Elena Belousova
Alexander Potapov

e.belousova@mtu-net.ru
potapov@nczd.ru   

Serbia Njegica Jojic
Dino Tarabar

njegica@Eunet.yu
dino@bitsyu.net

Slovakia Milos Gregus
Martin Huorka

kmmanagement@post.sk
huorka@stonline.sk

Slovenia* Ivan Ferkolj
Borut Stabuc

ivan.ferkolj@kclj.si
borut.stabuc@kclj.si

Spain Julian Panes
Fernando Gomollón

jpanes@clinic.ub.es
fgomollon@telefonica.net

Sweden Erik Hertervig
Robert Löfberg

erik.hertervig@med.lu.se
roblof@ki.se

Switzerland Frank Seibold
Pierre Michetti

frank.seibold@insel.ch
pierre.michetti@chuv.ch

Turkey Hülya Över Hamazaoglu
Ülkü Dagli

hulyaoverhamzaoglu@yahoo.com
udagli@hotmail.com

Uk Stuart Bloom
David Rampton

stuart.bloom@uclh.nhs.uk
d.rampton@qmul.ac.uk

Ukraine* Andrey Dorofeyev
Tatiana Zviagenceva

dorofeyev@med.finfort.com
zvyagintseva_t@mail.ru

SPONSORS 2008

Abbott Bristol-Myers Squibb Cellerix Centocor

Cosmo Pharmaceuticals Dr. Falk Phama Ferring Giuliani Pharma

Otsuka Schering-Plough Shire UCB

ECCO GOvERNING BOARD 2008

President Jean-Frédéric Colombel France jfcolombel@chru-lille.fr

Past President/Liaison Officer Miquel Gassull Spain mgassull.germanstrias@gencat.net

President-elect Daan Hommes Netherlands d.w.hommes@lumc.nl

Secretary Walter Reinisch Austria walter.reinisch@meduniwien.ac.at

Treasurer Herbert Tilg Austria Herbert.Tilg@i-med.ac.at

Chair Scientific Committee Simon Travis United Kingdom Simon.Travis@ndm.ox.ac.uk

Chair Education Committee Pierre Michetti Switzerland pierre.michetti@chuv.ch

ECCO 2008

*Joined in 2008


