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ABSTRACT

Introduction: Not all national health centers include special-
ized units or clinicians devoted to inflammatory bowel disease. The 
goal of the survey was to gain an insight into the management 
of this disease within Spanish gastroenterology departments via a 
survey among their members.

Material and methods: An online survey was conducted in 
February and March 2015, among SEPD members (2017 clinician 
members), who were split into three categories: heads of depart-
ment, general gastroenterologists, and experts in this disease. The 
results of the last two surveys are reported, including demogra-
phy-related questions and specific questions on the strategies and 
resources available for the care of these patients.

Results: A total of 166 responses were received (response 
rate 8.19%), excluding those from heads of department (previ-
ously published). Sixty gastroenterologists considered themselves 
experts in inflammatory bowel disease, and 106 non-experts in 
it, the latter being either general gastroenterologists or specialists 
in other areas, mainly endoscopy. Twenty-eight percent of non-
expert gastroenterologists said their hospitals had specific units, 
with a monographic clinic in 46%. However, 26% reported that 
they were treating affected patients themselves. Experts in inflam-
matory bowel disease reported that their institute had resources to 
support their work, but there was a lack of surgeons with expertise 
in this condition, particularly in county hospitals.

Conclusions: At least, within SEPD members, 2 out of 
3 experts in inflammatory bowel disease seem to have the resources 
available for their work (nurses, day unit, telephone line, database, 
referrals, joint sessions). Although there is room for improvement 
(email to contact patients, devoted surgeon, absence of referral pro-
tocols), and 2 out of 3 are concerned about pharmacy costs. Since 
a substantial number of patients remain treated by general prac-
titioners, rapid referral programs might be helpful in this setting.
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INTRODUCTION

Inflammatory bowel disease (IBD) is doubtlessly an 
increasingly common condition with ever increasing in-
cidence and prevalence over the last few years, particu-
larly in Western countries (1,2). Currently, the highest 
incidence in Europe is 24.3 cases per 100,000 people/year 
for ulcerative colitis (UC), and 12.7 cases per 100,000 
people/year for Crohn’s disease (CD). The annual preva-
lence of CD is 322 per 100,000 people in Europe, and 319 
per 100,000 in North America.

Furthermore, given this strong increase, IBD units are 
clearly necessary to provide IBD patients with optimum care, 
as they often require a personalized strategy with therapies 
requiring more stringent control measures than usual (3,4). 
Also, multidisciplinary teams are needed to provide appro-
priate care of the wide range of symptoms of this disease (5).

However, despite the aforementioned prevalence, not 
all Spanish centers have IBD units; many do not even 
have expert IBD specialists. Based on this, the “Socie-
dad Española de Patología Digestiva” (SEPD), a scientif-
ic society of all Spanish gastroenterologists (GEs) which 
includes not only specialists in a specific area as seen 
in other other societies (6-8), attempted to gain insight 
into the management of IBD within Spanish GE depart-
ments via a survey of its members. As information on the 
management of this condition in many units is scarce; the 
survey also explored the relevance of the condition in GE 
units, and their available resources for patient care.

OBJECTIVES

The study aimed at gaining insight into the manage-
ment of IBD within Spanish GE departments, and into 
IBD-related managerial aspects as per the different cat-
egories identified (head of department, expert IBD gastro-
enterologists, general gastroenterologists).
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MATERIAL AND METHODS

An online survey was submitted by SEPD to its practicing full 
members (2027 as of February, 2015). Members were asked wheth-
er they were heads of department, or considered themselves experts 
in IBD, or had no specific area of expertise. Thus, they were re-
directed to a category-specific survey. Each survey had a general 
portion, dealing with general and demographic data as pertaining 
to the responder and his or her department. A second, more specific 
portion followed.

Surveys were submitted from February 2 to March 9, 2015, as 
follows:

1.  The first one was sent to heads of department to inquire about 
the significance bestowed upon IBD and on therapy costs. 
This first section was recently reported as a letter to the editor 
(9).

2.  The second survey was sent to general GEs and focused on 
obtaining information regarding the way they care for pa-
tients with IBD or refer them to specialist units,. This survey 
included 10 items to address issues such as when and how 
newly diagnosed patients are managed, the presence of refer-
ral circuits, etc. (Annex 1).

3.  The third survey was sent to expert IBD doctors in order to 
obtain information on the managerial and structural issues 
entailed by the management of these patients. This survey 
included 32 items inquiring about the number of patients 
cared for and on the availability of telephone lines, e-mail, 
day units, nurses, etc. (Annex 2).

A descriptive statistical analysis was carried out using the IBM 
SPSS Statistics®, version 23.0, software. Results are expressed as 
percentages. When comparing unit structures according to hospital 
size the chi-square statistic was used, assuming statistically signifi-
cant differences for p < 0.05.

RESULTS

A total of 166 completed surveys were received, aside 
from those received from heads of departments. Sixty 
GEs considered themselves IBD experts, and 106 thought 
otherwise, such as general GEs or GEs specialists of other 
disciplines, mainly endoscopy.

After analyzing both sets of surveys the following re-
sults were obtained:

Results obtained from non-IBD experts

Regarding the demographic distribution of the 106 
GEs who did not declare specific expertise in IBD, cov-
ering 16 autonomous communities (all except La Rioja), 
55% were males, and the commonest age range was 31-
40 years. Regarding hospital type, 25% worked at county 
hospitals, 20% at general hospitals, and 55% at university 
or tertiary hospitals; 38% were mainly endoscopists, 35% 
worked mainly at the general outpatient clinic, and 20% 
worked mainly at the hospital ward.

A total of 28% of respondents reported IBD units in 
their hospitals, with a monographic IBD clinic in 46% 
of cases. However, 26% reported that they themselves 
saw and treated patients with IBD. When asked about the 
number of visits, 50% saw fewer than 10 patients/year 
and only 6% followed up over 100 patients/year.

Regarding specific scenarios, most significant results 
include the following: when IBD is suspected, only 11% 
of patients are referred; when IBD was recently diag-
nosed, 46% are referred to a specialist. Referral to IBD 
units varies according to patient treatment. Thus, 16% of 
patients on mesalazine alone are referred, 46% of those 
requiring an immunomodulator are referred, and 62% of 
cases requiring a biologic are referred.

Appointment delays is no doubt a significant factor for 
a GE department; figure 1 shows the time taken for a pa-
tient to be seen in a reference unit following his or her 
referral from a non-IBD specialist. It takes longer than 1 
month for 34% of cases.

A stratified sub-analysis was performed according 
to GE age (> or < 40 years) and hospital type. No sta-
tistically significant differences were seen in attitude, 
either clinical or therapeutically, between both groups in 
any of the suggested scenarios. As per hospital type, no 
significant changes in referral time or referral behavior 
for suspected IBD cases were seen; however, changes 
were seen and proven significant for newly diagnosed 
IBD cases. In a county, second-tier hospital, 75% of pa-
tients are followed up by the same GE, whereas 65% are 
referred to an IBD unit in a university ortertiary hospital. 
Differences between treatment scenarios were also seen 
(Annex 1). Patients on mesalazineare were referred to 
IBD units in 25% of cases in a tertiary hospital, ver-
sus 0% in a county site; percentages are 50% vs. 8% for 
patients on immunosuppressants, and 77% vs. 38% for 
patients on biologics.

Results obtained from expert IBD 
gastroenterologists

Regarding the demography of the 60 GEs from 15 au-
tonomous communities (all except La Rioja and Ex-
tremadura) who claimed to be experts in IBD, 70% were 
males, with the commonest age range between 41 and 50 
years. With regard to hospital type, 44% worked at county 
hospitals, 26% at general hospitals, and 30% at university 
or tertiary hospitals. Regarding the numbers of patients 
seen at the various sites included in the survey, 8% had a 
clinic with 100 to 200 patients, 22% had 200 to 500 pa-
tients, 26% saw 501 to 750 patients, 12% had 750 to 1000, 
and 32% saw over 1,000 patients. According to these data, 
the number of patients seen oscillates between 28,000 and 
38,000. A total of 88.9% of respondents reported working 
at an IBD clinic or monographic practice, but the number 
of physicians in these units and the number of visits per 
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week varied significantly according to hospital type, with 
higher figures reported for tertiary sites (Fig. 2).

Particularly interesting data include the fact that 74.1% 
had supporting nurses and 100% had access to a day hos-
pital for the administration of intravenous medication, al-
beit only 9% had their own specialty-related day hospital, 
and 91% shared this resource with other units.

With regards to other specific questions, 94.4% of 
respondents reported seeing urgent cases in their clinic 
without an appointment. A telephone line for patient con-
cerns was available to 78%, and an e-mail service was 
only available for 38% of respondents. A total of 68% 
had an IBD patient database, and 46% had access to the 
GETECCU (Grupo Español de Trabajo en Enfermedad 
de Crohn y Colitis Ulcerosa) ENEIDA program.

With regard to healthcare costs, 66% of respondents re-
ported that hospital pharmacy costs were a major issue for 

their department; with regard to biosimilars, 48% thought 
their initial use would be mandated by the authorities, and 
24% believed interchangeability would be mandatory. When 
all three questions are analyzed per hospital type, while no 
significant differences are seen (Table I), higher cost con-
cerns were identified in tertiary hospitals and lack of aware-
ness about biosimilars is greater in smaller hospitals.

Overall, 84% of respondents reported joint sessions 
with other units, and 62% had a reference surgeon for 
patients with IBD, with significant differences between 
hospital types (p < 0.01), while only 13% of tertiary hos-
pitals have a surgeon, 93% of tertiary centers have one for 
referral. As for the presence of protocols for the referral 
of patients to the IBD clinic or unit, 55% of hospital did 
not have one.

DISCUSSION

The results of the Project GESTIONA-EII, undertaken 
using online surveys with SEPD members, allowed an 
overall assessment of IBD status in our country. These 
surveys provided information beyond the views of GEs 
who consider themselves IBD experts - other scientific as-
sociations such as ECCO (European Crohn’s and Colitis 
Organization) and GETECCU have already performed 
surveys (10,11), and drawn interesting conclusions on 
topics ranging from biosimilar awareness to satisfaction 
with care. The value of the present survey is likely related 
to the fact that SEPD includes a large number of gastro-
enterologists, many of them unrelated to IBD, which will 
allow “external” but close data on IBD that cannot be ob-
tained from studies by societies devoted to more specific 
areas of gastroenterology.

Fig. 1. Time taken for a patient to be seen at the IBD unit following 
referral from a non-IBD gastroenterology practice.

Fig. 2. Clinic visit and number of doctors seeing patients with IBD, stratified by hospital type.
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The results of the GESTIONA-EII survey of non-IBD 
expert GE specialists provided interesting information on 
the ways referrals occur to specialist units. Interesting-
ly, a high percentage of centers do not refer patients. It 
should be highlighted that 1 in 4 gastroenterologists with 
no expertise in IBD, follow up patients with this condi-
tion, although most do so with fewer than 10 patients per 
year; this does not seem a positive factor for patients. Two 
studies in Spain and Portugal comparing care between 
sites mainly with IBD units (Spain) and sites mainly with 
general GEs (Portugal), immunosuppressants and bio-
logics were most widely used in specialist units both for 
CD and UC, which was reflected by fewer surgical pro-
cedures for IBD patients (12,13). Over 50% of patients 
with IBD are still cared for by general GEs, but referral 
to specialists units increases with IBD severity, thus pa-
tients on mesalazine are are hardly ever referred whereas 
those on biologics are more often referred, likely due to 
a more complex management and the fact that these doc-
tors have better access to clinical recommendations and 
guidelines (14). However, nearly 40% keep their patients 
on biologics, but less so at university hospitals (change 
doctors within same site) as compared to county centers. 
Staying within the same site likely favors higher refer-
ral rates. Time to care is an issue reported by non-IBD 
experts, which may have a significant impact on severe 
cases, hence the need to implement easy-flowing referral 
methods in sites for the near future.

The high participation of IBD experts, and the fact that 
60 SEPD members “define themselves” as such, is to be 
highlighted, and also corroborates the relevance gained 
by IBD in our specialty over the past few years, with sig-
nificant increases in both communications at meetings 
and papers in scientific journals. Many factors may in-
fluence this fact, including the well-known increased in-
cidence in our setting, now similar to that of other coun-
tries across Europe (15). The number of participating 
experts in IBD is even more relevant given the number 

of patients they include, which oscillates between 28,000 
and 38,000, considerable figures when discussing the re-
sults obtained.

Some of the data obtained warrant particular comment. 
Some aspects are highly positive: most centers provide 
emergency care, have telephone visits available, and 
have nurses in their units, all of which is highly bene-
ficial for patient-doctor interactions (16,17). However, 
other aspects are negative, including the fact that nearly 
40% have no surgeon specialist in IBD, which is clearly 
non-beneficial for patients as, the higher the number of 
annual surgeries for IBD, the lower the number of com-
plications (18). This illustrates the fact that the parameters 
required to consider a GEs a specialist in IBD still remain 
to be defined. Where advances have recently taken place, 
also pioneered in Spain by GETECCU, is in the definition 
of the standards a unit must meet to be considered an IBD 
unit. Thus, a paper was recently reported by different care 
providers (GEs, surgeons, nurses) that was based on the 
Delphi method, which selected 56 items to be considered 
when assessing a unit (19). Similar initiatives have taken 
place in other countries such as the USA (20). Thus, in the 
near future, these tools will be used in clinical practice to 
assess which professionals may form part of a specialist 
unit.

A major concern among IBD experts is healthcare 
costs. In other countries with public health systems such 
as Canada, drug costs have been shown to burden IBD 
costs (21). While various studies and reviews considering 
indirect costs have shown the cost-effectiveness of bio-
logic therapy (22), cost concerns remain a priority not only 
for governments but also for IBD experts, as revealed by 
our survey. The advent of biosimilars, especially inflixim-
ab’s, is no doubt a key aspect in a novel paradigm to keep 
costs down in an attempt to reduce drug costs (23). How-
ever, concerns about their use persist, with highly differ-
ent opinions amongst GEs. Specialists in county centers 
seem to be less familiar with biosimilars, hence the need 

Table I. Results from the survey on health care costs and biosimilars, stratified by hospital type

County General Tertiary

n % n % n % p

Is IBD-related hospital pharmacy cost a primary
issue in your unit?

Don’t know 2 9.1% 2 16.7% 2 12.5% 0.25

No 8 36.4% 2 16.7% 1 6.3%

Yes 12 54.5% 8 66.7% 13 81.3%

Will you be required to accept biosimilar interchangeability
as a cost-saving measure?

Don’t know 11 50.0% 4 33.3% 4 25.0% 0.13

No 1 45.5% 1 8.3% 5 31.3%

Yes 10 45.5% 7 58.3% 7 43.8%

Will you be required to accept biosimilar interchangeability
as a cost-saving measure?

Don’t know 11 50.0% 4 33.3% 7 43.8% 0.16

No 5 22.7% 3 25.0% 8 50.0%

Yes 6 27.3% 5 41.7% 1 6.3%
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for initiatives such as SEPD’s to provide members with 
information on these new drugs (24). Similarly, the notion 
of mandatory interchangeability is more predominant in 
smaller hospitals.

The main strengths of the study include a high number 
of specialists and wide geographical outreach, as well as 
an in-depth exploration of aspects such as healthcare costs 
and resource management, including the direct views of 
respondents. However, the present study has a number of 
limitations such as the fact that it is a voluntary survey 
aimed at society members where opinion accuracy can-
not be validated. It also exhibits a participation bias, since 
practitioners minimally interested in IBD may choose not 
to respond. Thus, some results must be assessed in greater 
depth before their extrapolation to all practitioners may 
be envisaged.

To conclude, the results of the GESTIONA-EII survey 
allow us to conclude that at least 2 of every 3 SEPD experts 
in IBD seemingly have enough resources available for their 
work (nurses, day unit, telephone line, database, referral, 
joint sessions). There is room for improvement (e-mail 
for patient contact, devoted surgeon, absence of referral 
protocols), and 2 out of every 3 respondents are concerned 
with drug costs control (proportion increases with hospital 
level), feeling uncertain about the impact biosimilars may 
have on their practice. Also, a considerable number of pa-
tients are still managed by general practitioners, and pro-
grams favoring fast, easy-flowing referrals will likely help 
in correcting or improving this situation.
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ANNEX 1. SURVEY AIMED AT GASTROENTEROLOGISTS WHO DO NOT CONSIDER THEMSELVES EXPERTS  
IN INFLAMMATORY BOWEL DISEASE (IBD)

 1. Age:
    a) < 30 years.   b) 30-40 years.   c) 40-50 years.   d) > 50 years.

 2. Gender:
    a) Male.   b) Female.

 3. In which autonomous community do you practice?

 4. The center you work at is:
    a) Tertiary, university hospital.   b) Second tier hospital.   c) County hospital.   d) Specialty outpatient facility.

 5. Your routine clinical activity:
    a) General outpatient clinic.   b) Endoscopy.   c) Hospital ward.   d) Other non-IBD specialist practice.

 6. How many patients attend your practice?:
    a) 0-10.   b) 11-25.   c) 26-50.   d) 51-100.   e) > 100.

 7. What do you think is the incidence of Crohn’s disease in your setting?:
    a) Growing exponentially.   b) Growing slightly.   c) Stabilized.   d) Decreased over the last few years.

 8. What do you think is the incidence of ulcerative colitis in your setting?:
    a) Growing exponentially.   b) Growing slightly.   c) Stabilized.   d) Decreased over the last few years.

 9. Does your facility provide specialist IBD care?:
    a) No.   b) Yes, it has an IBD unit.   c) Yes, it has a monographic IBD clinic.   d) No, but a nearby hospital does.

10. What do you usually do for a patient with a suspicion of IBD?:
    a) Order colonoscopy and schedule a follow-up visit.        b) Order colonoscopy and refer to specialist care for follow-up.
    c) Refer to specialist care to have appropriate testing ordered.   d) Order biomarker test (CRP, calprotectin…).
    e) Admit to hospital to facilitate work-up.

11. A patient newly diagnosed with IBD presents at your practice. What do you do?:
    a) Prescribe treatment and schedule for follow-up.          b) Prescribe treatment and then refer to specialist care.
    c) Refer to specialist care to have appropriate treatment prescribed.  d) Admit to hospital to prescribe better treatment.

12. In case of referral, how long does it take?:
    a) Fewer than 15 days.   b) Between 15 days and 1 month.   c) Between 1 and 2 months.   d) > 2 months.

13.  A patient with mild ulcerative colitis who is stable on mesalazine presents at your practice. What do you do?:
    a) Follow up indefinitely.                   b) Refer immediately to specialist care.
    c) Follow up and refer to specialist care only during flare-ups.  d) Follow up and refer to specialist care only when asked to.

14.  A new patient with moderate Crohn’s disease, stable on azathioprine presents at your practice. What do you do?:
    a) Follow up indefinitely.                  b) Refer immediately to specialist care.
    c) Follow up and refer to specialist care only during flare-ups.  d) Follow up and refer to specialist care only when asked to.

15.  A new patient presents with severe ulcerative colitis, stable on biologics. What do you do?:
    a) Follow up indefinitely.                  b) Refer immediately to specialist care.
    c) Follow up and refer to specialist care only during flare-ups.  d) Follow up and refer to specialist care only when asked to.

16.  What would you do for a new patient presenting with Crohn’s disease, fistula, and suspected perianal abscess?:
    a) Admit to hospital.       b) Refer to general surgery clinic.
    c) Refer to specialist IBD care.  d) Prescribe treatment and then refer to specialist care.

17.  Order the following drugs from less to more commonly used in your practice:
    a) Aminosalicylates.  b) Steroids.  c) Thiopurine immunosuppressants.  d) Biologic therapies.

18.  If you have access to a specialist IBD unit, how long does the patient have to wait to be seen there?:
    a) Immediately.  b) Less than 1 week.  c) From 1 week to 1 month.  d) Over 1 month.

19.  In your facility, what route of referral is there for a patient with IBD who requires surgery?:
    a) The patient is referred to the general surgery clinic.
    b) The patient is referred to the coloproctology clinic.
    c) The case is discussed at a multidisciplinary joint session with gastroenterologists and surgeons.
    d) The patient is sent to the ER to be admitted to surgery.

20.  Do you see pediatric patients with IBD after they become adults?:
    a) Yes, routinely. b) Only occasionally. c) Never, they are always referred to specialist units. d) Never, such patients are rare.
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ANNEX 2. SURVEY AIMED AT GASTROENTEROLOGISTS CONSIDERED EXPERTS IN INFLAMMATORY BOWEL 
DISEASE

 1. Age:
    a) < 30 years.  b) 30-40 years.  c) 40-50 years.  d) > 50 years.

 2. Gender:
    a) Male.  b) Female.

 3. In which autonomous community do you practise?

 4. Years of practise as a gastroenterologist:
    a) 0-10.  b) 1.   c) 1-20.   d) 21-30.   e) > 30.

 5. Your setting:
    a) Public.  b) Private.  c) Both.

 6. No. of beds in your facility:
    a) < 100.   b) 100-250.  c) 251-500.  d) 501-750.  e) > 750.

 7. Is there a monographic IBD unit?:
    a) Yes.  b) No.

 8. How many specialists are there in the IBD unit?:
    a) 1.  b) 2.  c) 3.  d) 4.  e) 5 or more.

 9. How many days a week do you work at the outpatient IBD clinic?:
    a) 1.  b) 2.  c) 3.  d) 4.  e) 5.

10.  How many IBD visits a week? (bearing in mind that two or more IBD practices may be present some days). Pulldown tab (0-15):

11. Is a nurse available in your unit?:
    a) Yes.  b) No.

12. If yes, is he/she a dedicated nurse or a nurse shared with other specialties?:
    a) Dedicated.  b) Shared.

13. Is there a day unit in your hospital?:
    a) Yes.  b) No.

14. If yes, is it only for IBD patients or shared with other specialties?:
    a) Only IBD.  b) Shared.

15. Indicate the number of different patients who visit your day hospital yearly:
    a) < 20.   b) 20-50.   c) 50-75.   d) > 75.

16. Do you see urgent patients in your practice, that is, patients without an appointment?:
    a) Yes.  b) No.

17. Have you a telephone line available for patients who may have questions or concerns?:
    a) Yes.  b) No.

18. Is there an e-mail address available for patients to contact you?:
    a) Yes.  b) No.

19. Are you in charge of IBD inpatients?:
    a) Yes.  b) No.  c) As a consultant.

20. Have you a database available for your patients with IBD?:
    a) Yes.  b) No.

21. Are you enrolled in the GETECCU ENEIDA program?:
    a) Yes.  b) No.

22. Number of patients with IBD cared for at your center:
    a) < 100.  b) 101-200.  c) 201-500.  d) 501-750.  e) 751-1,000.  f) > 1,000.

23. What percentage of your patients come from other facilities or areas?:
    a) < 10%.  b) 11-30%.  c) 31-50%.  d) > 50%.

(Continues in the next page)
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ANNEX 2 (CONT.). SURVEY AIMED AT GASTROENTEROLOGISTS CONSIDERED EXPERTS IN INFLAMMATORY 
BOWEL DISEASE

24. What percentage of your patients with pediatric IBD come from other facilities or areas?:
    a) < 10%.  b) 11-30%.  c) 31-50%. d) > 50%. e) Pediatric patients are seen by pediatrists.

25. Please indicate the sources of adult IBD patient referrals to your practice (in %, total sum must be 100%):
    a) Primary Care  b) Another GE.  c) Surgery.  d) Rheumatology.  e) Dermatology.  f) Internal Medicine.
    g) Emergency Room.  h) Gastroenterology ward.  i) Private practice.

26. Is IBD-related pharmaceutical cost in your hospital a concern for your department?:
    a) Yes.  b) No.  c) Don’t know.

27. Do you feel biosimilar use will be mandatory?:
    a) Yes.  b) No.  c) Don’t know.

28. Will interchangeability be mandatory in order to save costs?:
    a) Yes.  b) No.  c) Don’t know.

29. Is there a referral protocol for patients from other areas? Between specialists?:
    a) Yes, for Primary Care.         b) Yes, for other GEs.       c) Yes, for Surgery.       d) Yes, for Rheumatology.
    e) Yes, for Dermatology.        f) Yes, for Internal Medicine.  g) Yes, for the Emergency Room.
    h) Yes, for the Gastroenterology ward.  i) Yes, for private practices.   j) No protocols are available.

30. Do you have joint sessions with other specialties?:
    a) Yes.  b) No.

31. Is there an IBD dedicated surgeon in your facility?:
    a) Yes.  b) No.

32. What are your real objectives in clinical practice? Please mark the three most relevant options:
    a) Biological remission.  b) Clinical remission.  c) Histological remission.  d) Quality of life restoration.  e) Mucosal healing.


