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ABSTRACT
Objective Growing evidence supports earlier 

surgery for isolated terminal ileal Crohn’s 

disease, yet clinicians perceive patient reluctance 

as a barrier to surgery. This study explored 

patients’ perspectives on surgery in this context 

to understand factors shaping treatment 

preferences and decision- making.

Method Semistructured interviews were 

conducted with patients from seven English and 

Welsh hospitals diagnosed with isolated terminal 

ileal Crohn’s disease. Purposive sampling ensured 

representation across treatment experiences, 

demographics and care settings. Interviews 

were audio- recorded, transcribed verbatim and 

analysed using thematic analysis.

Results 28 patients were interviewed (mean 

age 42 years, 17 with previous surgery). Three 

themes emerged: (1) Surgery as a measure 

of last resort—participants preferred medical 

therapy first, viewing surgery as a major step 

with significant risks, but their views were 

influenced by clinicians’ approach to discussion 

of surgery; (2) Information- seeking as a 

means of being in control—patients desired 

involvement in decision- making, but this need 

was not always met and (3) ‘Normal life’ as the 

ultimate treatment goal—restoration of quality 

of life and social functioning was paramount, 

with surgery seeming unnecessary while medical 

therapy is effective enough to maintain normal 

activities, but preferences changed in favour of 

surgery as their condition deteriorated.

Conclusions Patients are reluctant to consider 

surgery without adequate trial of medical therapy. 

However, their views may be shaped by biased 

or incomplete information from clinicians who 

position surgery as ‘last resort’. Early, open 

discussions about surgery using multidisciplinary 

approaches and peer support systems are 

needed to enable truly informed, patient- centred 

decisions.

INTRODUCTION
Crohn’s disease (CD) is a chronic condi-
tion causing debilitating symptoms. The 
terminal ileum (with or without caecal 
involvement) is most commonly affected, 
and isolated involvement occurs in at least 
one- third of patients.1 The localised nature 
of this phenotype means that surgical 
resection can remove the entire diseased 
segment and associated inflammatory 

WHAT IS ALREADY KNOWN ON THIS 
TOPIC

 ⇒ There is growing evidence in favour 
of earlier surgery in the treatment of 
isolated Crohn’s disease of the terminal 
ileum, as an alternative to medical 
therapy. A qualitative study of healthcare 
professionals revealed that surgery is 
still offered late due to multiple barriers, 
including patients’ own aversion to 
surgery.

WHAT THIS STUDY ADDS

 ⇒ This qualitative study of patients with 
terminal ileal Crohn’s disease affords 
insight into the patient perspective. 
While they express a strong preference 
for medical therapy and prefer to avoid 
surgery, their view of surgery is shaped by 
incomplete and biased information.

HOW THIS STUDY MIGHT AFFECT 
RESEARCH, PRACTICE OR POLICY

 ⇒ There is an urgent need to optimise shared 
decision- making through early, unbiased 
discussions of surgery with patients, using 
multidisciplinary approaches.
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burden, effectively leaving patients disease- free for a 
period of time.2–4

Surgery has traditionally been reserved for disease 
complications or medical treatment failure. However, 
growing evidence favouring earlier surgery (before 
the onset of complications) for isolated short- segment 
ileocolic CD suggests that it produces more stable long- 
term remission than ongoing medical therapy.5 6 In the 
landmark LIR!C trial (laparoscopic ileocaecal resection 
vs infliximab for terminal ileitis in Crohn’s disease), 
1- year quality of life (QoL) outcomes were comparable 
between treatment arms, with surgery even producing 
superior mean physical component scores on the Short 
Form- 36 QoL questionnaire.7 Modified resection and 
anastomotic techniques may further reduce the risk of 
postoperative recurrence.8

Conversely, multiple effective medical treatments 
are now available for CD. Early initiation of biologics 
within 2 weeks of CD diagnosis achieved steroid- free 
and surgery- free remission in 79% of patients at 1 year 
in a recent trial—a rate previously unachieved.9 The 
evolving landscape further complicates the positioning 
of surgery relative to medical therapy in routine prac-
tice. Clinical guidelines increasingly advocate the 
earlier consideration of surgery as an alternative to 
medical therapy when treating short- segment terminal 
ileal CD and encourage shared decision- making.10 We 
previously explored healthcare professionals’ (HCPs’) 
perspectives on the role of surgery in this context—
surgery was still considered late in the treatment 
pathway despite the evidence.11 While several prac-
tical barriers to early surgery were identified, clinicians 
consistently perceived patients to be reluctant to have 
surgery when medical options are available.

This study aims (1) to explore patients’ perspec-
tives on surgery, particularly early surgery, for isolated 
terminal ileal (or ileocaecal) CD and (2) to understand 
the factors that shape patient preferences and decision- 
making, thus assessing whether their values and beliefs 
align with those of their clinicians.

METHODS
The protocol was previously published, and a summary 
is provided here.12 Reporting of the study follows 
the Consolidated criteria for Reporting Qualitative 
research.13 Written consent was obtained from partici-
pants.

Study design

A qualitative approach was selected to gain an in- depth 
and nuanced understanding of participants’ views, atti-
tudes and experiences.14 15 Semistructured interviews 
were conducted because this method involves using 
a schedule with predetermined prompts to facilitate 
exploration of the research topic, while allowing devi-
ation from the guide to discuss unexpected themes.16

Patients from seven English and Welsh hospitals, 
aged 18 and above, diagnosed with isolated terminal 

ileal CD (with or without right colonic involvement) 
in the 10 years prior to the launch of the study were 
eligible. Participants should also have had experience 
of either medical or surgical treatment or both for CD. 
Detailed eligibility criteria are in box 1 of the previ-
ously published protocol.12 Sampling was purposive to 
ensure adequate representation of prespecified char-
acteristics,17 18 including level of inflammatory bowel 
disease (IBD) care provided by the participating centre 
(tertiary or secondary) and patients’ treatment experi-
ences (medical vs surgical), ethnicity and socioeconomic 
status (determined using the English or Welsh index of 
multiple deprivation of the participant’s postcode area). 
Patients were identified by the Principal Investigator 
for each site from medical records or clinical settings. 
Details of disease and treatment characteristics (table 1) 
were obtained from medical records.

The initial interview schedule was produced based 
on themes identified from a literature review5 and our 
previous study with IBD clinicians,11 with input from 
clinician and patient experts. It has been included in 
online supplemental file 1. After five initial interviews, 
data were coded and analysed, the data collection strategy 
was refined, and further interviews were conducted. This 
iterative process and recruitment continued until data 
saturation occurred (more specifically until coding satu-
ration occurred, ie, until no new code was identified)19 20 
and was confirmed in three subsequent interviews. We 
also ensured adequate representation of participants 
across all sites and characteristics of interest before stop-
ping recruitment.

Participants chose their preferred mode of interviewing 
(online videoconferencing or telephone) and joined in 
from a location of their choice. Each participant was 
interviewed once. Interviews were audio- recorded and 
transcribed verbatim, as previously described.12 Field 
notes made during the interview aided data interpreta-
tion and refined data collection strategies, for example, 
questions which yielded new themes were noted.13

Research team and reflexivity

Interviews and data analysis were conducted by NH 
(female clinician/PhD student experienced in qual-
itative research) and AEW (female medical student 
trained in the conduct of interviews by NH and LW). 

Box 1 ’Normal life’ as the ultimate treatment 
goal—representative quotes

“I think for me it would have to be a good 10 years of not 
needing anything.” P28, no previous surgery

“my performance was dipping at work. […] the fatigue, 
being friends- less, being on the toilet more and feeling 
unwell, and tired. […] We can have surgery bring [the 
inflammation] back down and then [continue biologics]—
that’s how it was put forward to me, which made the 
operation seem like a no- brainer.” P25, previous surgery
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Table 1 Participant characteristics and details of interviews

Participant 

number

Level of 

IBD care

Age 

(years) Gender Ethnicity

IMD 

decile

Duration of 

disease (years)

Previous/current experience of medical therapy No of ileocolic 

resections for CD

Interview length 

(minutes)

Mode of 

interviewSteroids Enteral nutrition Immune modulators Biologics

P01 Ter 31 F WB 9 7 Y N Y Y 0 36 T

P02 Ter 29 F WB 10 0.8 Y N N Y 0 44 O

P03 Ter 22 M M - WA 10 4 Y Y N Y 1 51 O

P04 Sec 43 F WB 2 1 Y N N Y 0 30 T

P05 Sec 25 M WB 1 1 Y N Y Y 0 39 T

P06 Sec 24 M WB 6 4 Y N Y Y 0 36 T

P07 Sec 50 M WB 10 6 Y N Y Y 1 38 O

P08 Sec 33 M WB 9 8 Y N N Y 0 36 T

P09 Sec 25 F WB 5 6 Y N N N 1 38 O

P10 Sec 29 M WB 10 8 Y N Y Y 1 40 O

P11 Ter 55 M WB 8 9 N N Y Y 1 29 O

P12 Ter 30 F WB 7 7 N N Y Y 1 32 O

P13 Sec 54 M WB 5 3 Y N Y Y 0 46 T

P14 Ter 51 M WB 1 5 Y N Y Y 2 61 O

P15 Ter 64 F WB 6 2 Y N N N 1 24 T

P16 Sec 64 F WB 8 8 Y N Y Y 1 41 T

P17 Sec 32 F WB 3 10 Y N Y Y 1 49 T

P18 Ter 35 F WB 8 8 Y N Y Y 1 43 T

P19 Ter 71 M WB 8 0.7 Y N N Y 1 40 T

P20 Ter 63 M WB 3 4 Y N Y N 1 49 O

P21 Sec 43 F WB 8 9 Y N Y Y 1 72 O

P22 Ter 34 F WB 6 10 Y Y Y Y 1 63 O

P23 Ter 61 F WB 7 6 N N Y N 0 28 T

P24 Sec 60 M WB 5 2 Y N N Y 0 35 T

P25 Ter 33 M WB 6 10 Y N Y Y 1 54 O

P26 Ter 29 F W–O 4 10 Y N Y Y 1 41 O

P27 Ter 28 M A/AB–P 7 8 Y N Y Y 0 29 T

P28 Ter 32 F A/AB–I 9 2 Y N N Y 0 64 O

A/AB–I (Ethnicity), Asian/Asian British–Indian; A/AB–P (Ethnicity), A/AB–Pakistani; CD, Crohn’s disease; F (gender), female; IBD, inflammatory bowel disease; IMD, Index of Multiple Deprivation; M (gender), male; M–WA, 

Mixed–White and Asian; O (mode of interview), Online (videoconferencing); Sec, secondary care centre; Ter, tertiary centre; T (mode of interview), Telephone; WB, White British; W–O, White–other.

Protected by copyright, including for uses related to text and data mining, AI training, and similar technologies. 
. Health Sciences Library

at Royal Hallamshire Hospital  on April 23, 2026  http://fg.bmj.com/ Downloaded from 14 April 2026. 10.1136/flgastro-2025-103572 on Frontline Gastroenterol: first published as 

http://fg.bmj.com/
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The researchers were not part of the participants’ care 
teams but acknowledged the influence of their role 
and research interest on the interpretation of find-
ings. More specifically, as proponents of early surgery, 
they had an interest in understanding the barriers to 
surgery. Independent coding of data and thorough 
discussion about generation of themes ensured that 
personal biases did not affect data interpretation. Each 
interview ended with participant debrief as an oppor-
tunity for feedback and for identifying confusing or 
leading lines of questioning, allowing researchers to 
adapt their techniques.

Data analysis

Transcripts were imported into QSR NVivo V.15. An 
inductive approach to thematic analysis was adopted, 
following Braun and Clarke’s principles.21 Thematic 
analysis was selected because of its flexibility (as it is 
not tied to any theoretical construct) and because it 
can be applied to a range of research questions and 
topics.17 22 Initial codes were agreed by NH and AEW 
after analysing five transcripts. Codes were assigned to 
data and a framework generated (as per the Framework 
Method of analysis) to aid interpretation, generate 
themes and explore differences between groups.23 14 
transcripts (50%) were coded independently by both 
researchers, ensuring intercoder reliability.24 An assess-
ment for coding saturation was made after every three 
interviews, following the initial analysis of the first five 
interviews. Transcripts were not returned to partici-
pants for review due to time constraints.

RESULTS
29 patients were interviewed between September 
2023 and September 2024. One patient was unable 
to separate her experiences of CD from other chronic 
illnesses—her interview was excluded from anal-
ysis. We analysed 28 interviews. The mean interview 
length was 42 min (24–72). Details of the interviews 
and participant characteristics are provided in table 1. 
There were 14 male participants; 17 were patients in 
a tertiary centre and 11 in a secondary care centre. 

Only four had no previous experience of a biologic. 17 
had previously had an ileocolic resection for CD. The 
mean duration of disease at the time of interview was 
6 years (8 months–10 years).

Data saturation was achieved after the 23rd inter-
view and confirmed after the 26th. The last two partic-
ipants were enlisted through targeted recruitment to 
ensure broader representation of minority ethnic 
groups. Three themes relevant to the research question 
were generated, two with subthemes (figure 1). The 
themes and subthemes are described below and the full 
coding tree is provided in online supplemental file 2.

Theme 1: surgery as a measure of last resort

Overall, participants wanted to avoid surgery, viewing 
it as a ‘big’ step while medical therapy seemed more 
‘reversible’. This preference stemmed from concerns 
about surgical risks, limited surgical counselling, clini-
cian bias towards medical therapy and misinformation 
about outcomes. These factors combined reinforced 
surgery as an option to be delayed until absolutely 
necessary.

Subtheme 1.1. medical therapy first; surgery as necessity

Only one patient (P20) would have preferred surgery 
over prolonged medical therapy. Medical therapy 
was otherwise consistently the preferred first- line 
approach, and surgery the option to be ‘resorted to’ 
after the unsuccessful trial of multiple drugs or when 
disease complications developed. All interviewees with 
surgical experience had undergone a resection under 
these circumstances.

surgery is a last call. If I’m that ill and I can’t do what 
I need to do to provide and to survive […], then yes 
P08, no previous surgery

I probably need convincing more on the surgery 
than I did [with] any medication. […] the medication 
wasn’ t too harsh for me […]. But the surgery, I 
think, it’ s a bit bigger. P06, no previous surgery

Three patients (P09, P15, P20) who had stricturing 
disease at diagnosis accepted surgery more readily, 

Figure 1 Overview of themes and subthemes.
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appreciating the futility of medical therapy in their 
situation. However, they regretted not trialling medi-
cation first.

I don’t feel like I properly trialled out the medication 

[…] it’ s a shame that I didn’t have a chance to try 

out X- Y- Z. […] there’ s at least three options out 

there that I never got the opportunity to try P09, 

previous surgery

Although other participants expressed their frus-
tration with the ‘trial and error’ burden of medical 
therapy, its variable effectiveness and significant side 
effects, they still preferred this approach over surgery. 
Even those with good surgical outcomes stated that, 
given the choice, they would prefer to continue 
medical treatment instead of having surgery.

Interviewer: If it wasn’ t narrowed down and scarred 

to the point where medication [couldn’ t help], 

[…] do you think you would still want to have an 

operation at that stage?

Interviewee: No offence to the surgeon, but 100 per 

cent I would have gone on another medication. P03, 

previous surgery and in drug- free remission

Subtheme 1.2. risks, aftermath and role disruption

Surgical risks were deemed to significantly outweigh 
those of medical treatment. Participants feared the 
risk of complications and worried about postoper-
ative recovery and its impact on their social roles 
and responsibilities. The potential for a stoma was 
the most important risk considered—concerns about 
body image and lifestyle restrictions were rife. Partic-
ipants also expressed uncertainties about lifestyle 
adaptations that may be required after a bowel resec-
tion.

I know that complications can happen. I didn’ t 

want to not be here for my children if something 

went wrong P17, previous surgery

It’ s just the way it [stoma] looks […] I don’t want to 

be judged. […] My life isn’t as flexible in my job to 

be able to accommodate [a stoma] P08, no previous 

surgery

but if there was no bag I’ d go straight for it [an 

operation]. […] but dating when you’ ve got a stoma 

bag is impossible P13, no previous CD surgery, 

previous ostomate for unrelated pathology

The risk of recurrence after surgery, potentially 
requiring multiple operations over time, was also a 
cause for concern. Delaying surgery therefore seemed 
important to minimise the number of operations 
needed in their lifetime.

if I’m meant to be having three or four surgeries in 

a lifetime, it just means that the sooner you have it, 

the sooner you’re going to be having the next one. 

[…] P21, previous surgery

Subtheme 1.3. misconceptions and clinician bias

Interviewees relayed that a treatment hierarchy was 
often described by gastroenterologists, with surgery 
being the ‘last resort’. Participants described gastro-
enterologist- led care; they were only introduced to 
surgeons when medical treatment failed, and surgery 
was unavoidable. Apart from P04, who was awaiting 
surgery at the time of interview, none of the surgery- 
naïve patients had received surgical input in their care. 
Only one patient (P06) was aware of the evidence in 
favour of early surgery.

She [my gastroenterologist] said she would try other 
things and then surgery will be last resort P26, 
previous surgery

I should have been spoken to about surgery [sooner] 
by my gastro consultants. I think I’d been left too 
long for medication to work properly. P16, previous 
surgery

Surgery was often discussed superficially, if at all, by 
medical teams until a surgeon became involved. Misin-
formation and uncertainties about the risks of surgery 
and the recovery process were prevalent among 
patients with no surgical experience. Many opinions 
about surgery and stomas were based on anecdotes 
and patients’ own research online and on social media. 
These uncertainties compounded patients’ fears.

I know a girl who’ s also got it [a stoma] . It really 
affected her badly. So that put me off. P06, no 
previous surgery

my previous consultant had been so anti- surgery, […] 
it made me very afraid. […] It would have saved me 
a lot of anxiety if I just had someone be a lot more 
straight up. […] he would be very vague [about 
surgery], which just made it more scary P22, previous 
surgery

Conversely, patients’ knowledge of medical therapy 
was mostly shaped by information from gastroenterol-
ogists and IBD nurse specialists. In- depth consultations 
with a surgeon, peer discussions (online) and positive 
stories from social media influencers helped to dispel 
concerns around surgery or a stoma.

she [surgeon] was going over all the risks. She gave 
me all these graphs with her own data of her own 
surgeries […] so, I trust her P26, previous surgery

there’ s a subreddit [social media forum] dedicated 
to Crohn’ s disease and I spent a lot of time on there 
asking people about the surgery which was actually 
really, really useful because they’ re people who have 
been through similar things P03, previous surgery

Subtheme 1.4. from fear to acceptance to relief

Participants who had surgery after trialling medical 
treatment described a gradual change in their perspec-
tive, from fear to an acceptance of surgery as the next 
logical step. This change occurred as their disease and 
symptoms progressed, QoL worsened and drug side 
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effects became unacceptable. The prospect of ‘getting 
rid of the disease’ in this cohort of patients with 
isolated disease became attractive.

I was so tired of being in pain. After somebody told 
me that I needed to have surgery I was really looking 
forward to it. P21, previous surgery

you could be Crohn’ s free and not have to take the 
terrible medication as well. P16, previous surgery

All interviewees who had surgery described drastic 
improvements in symptoms and QoL after their oper-
ation. Beyond the recovery period, the main issues that 
dampened the overall positive experience included bile 
acid diarrhoea and stoma- related problems (leaks, skin 
damage, delayed closure).

I haven’t really had any severe symptoms since 
the surgery. My life is completely different. P16, 
previous surgery

Theme 2: information-seeking as a means of being in 

control

Information- seeking behaviours revealed factors that 
shape patients’ treatment preferences and perspec-
tives on surgical timing. Factors influencing patient 
decision- making processes and gaps between patient 
information needs and clinician communication 
approaches were frequently discussed and have been 
described in the two subthemes below.

Subtheme 2.1. preference for shared decision-making

Participants expressed varying preferences for involve-
ment in treatment decision- making, some seeking 
active participation, while others preferring to defer to 
clinician recommendations. However, even the latter 
expressed frustration when completely left out of deci-
sions, especially if there is a change in their condition 
for the worse.

if [that treatment] is best for me, I don’ t want to 
know about it. Just tell me what I need to do. […] 
The information is sporadic. One minute you’ ll get, 
we’ re going to try this treatment and this tablet, and 
then the next you’ ll hear, we changed that a week or 
two ago. So you don’ t know what’ s going on P13, 
no previous surgery for CD

Subtheme 2.2. patient satisfaction tied to quality of healthcare contact 

and information

Participants described varying satisfaction with their 
care. Dissatisfaction was consistently linked to poor 
healthcare contact (difficulty obtaining appointments, 
limited access to clinical teams, inadequate follow- up 
leading to treatment delays). Notably, four patients 
preferred an infusion over a self- injected biologic to 
maintain direct contact with their care team.

I don’t think with me self- injecting, I’m getting the 
same level of care because nobody’ s monitoring me. 
Nobody knows. Nobody cares P21, previous surgery

Participants used other sources of information (eg, 
websites) but expected their healthcare providers 
(especially gastroenterologists and IBD nurses) to be 
their primary source, and valued multidisciplinary 
involvement, evidence- based discussions and care 
continuity through consistent team members.

I got a letter in the post saying that we’ ll be 
switching your medication to a biosimilar. […] For 
the first three months I wasn’ t taking medication. 
Because I wanted to speak to [my gastroenterologist] 
in person. […] Talking to a doctor in person is a lot 
more reassuring than hearing second- hand from a 
different person P28, no previous surgery

When prompted on the aspects of preoperative coun-
selling that require improvement, participants with a 
previous resection commonly described feeling unpre-
pared for the length of recovery and its impact on daily 
tasks or work and finances and being ill- equipped to 
manage post- operative pain. Two patients (P11, P14) 
were unaware that a stoma might be required until the 
day of surgery.

they give you a vague idea of recovery time […]. 
But it’ s not quite the reality […]. What you want 
to know is, how do I do this basic task after? P22, 
previous surgery

It was only once I was recovering, I realised how 
significant the wound was. […] it’ s the length of 
time it takes to recover. It’ s a long time. […] you’ve 
got to financially support yourself for four months 
with no income […] which I wasn’ t prepared for. 
P14, previous surgery

Theme 3: ‘normal life’ as the ultimate treatment goal

The goal of treatment for participants was to restore 
their ‘normal life’. Accordingly, interviewees whose 
symptoms were controlled with medical therapy and 
who experienced few or tolerable side effects, such 
that their daily activities were unrestricted, felt no 
need to consider treatment as invasive as a bowel resec-
tion. Even when prompted with theoretical benefits 
of longer- term stable remission or a reduced need for 
medication, surgery- naïve participants who were well 
did not find surgery appealing, unless several years of 
drug- free remission could be ‘guaranteed’ (box 1).

Participants with surgical experience had similar 
views initially, prepared to make significant lifestyle 
and dietary adaptations and changes in professional 
and social roles to manage debilitating symptoms and 
avoid surgery. As they became increasingly limited in 
their functioning, the need for quality- of- life resto-
ration became the main driver of change in attitude 
towards surgery (box 1).

Differences between participant groups

Participants with experience of surgery were largely 
more prepared to accept and manage future recur-
rences because of the counselling that they received 
when offered surgery. They also felt more confident 
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that disease recurrence would be detected sooner due 
to regular monitoring and their own understanding of 
their condition.

Two participants had their care transferred from a 
secondary care unit to a tertiary centre (P20, P27). 
Both described the care in the tertiary centre as more 
proactive in that they had early involvement of a 
surgeon (P20) and rapid escalation of medical therapy 
(P27) when transferred to tertiary care centres. No 
significant differences in patterns of data were other-
wise noted when comparing participant groups strati-
fied by other characteristics.

DISCUSSION
Our study provides an in- depth understanding of 
patients’ perspectives on surgery for isolated terminal 
ileal CD. Participants preferred medical therapy with 
surgery becoming acceptable after disease progression 
or treatment failure. These findings align with our 
previous study where HCPs identified patient aversion 
as a significant barrier to early surgery.11 This attitude 
is driven by a fear of the risks of surgery but is also 
reinforced by HCPs’ approach to discussion of surgery. 
Participants felt that it was introduced late or discussed 
superficially. This contrasts with clinicians’ accounts in 
our prior study, where they described themselves as 
proponents of early surgery.11

Our data highlight a communication gap between 
clinicians’ intentions and patients’ perceptions, possibly 
reflecting clinicians’ unconscious biases against opera-
tive management. Despite routinely accessing alterna-
tive sources of information, participants trusted their 
healthcare providers the most. Clinicians therefore 
have a responsibility to provide accurate and impar-
tial information about treatment options. They should 
reconsider the language used when discussing surgery. 
According to our participants, it was often described 
as ‘last resort’ and the ‘avoidance of surgery’ framed 
as success. Early, open discussions about surgical risks 
are important as interviewees’ fears were compounded 
by uncertainties and misinformation. Routine early 
involvement of a surgeon would be ideal but may 
be limited by service pressures. As patients’ primary 
sources of information, gastroenterologists and IBD 
nurses should signpost patients to reliable resources. 
Notably, our participants often justified concerns 
about surgical risks with anecdotes, while displaying 
factual reasoning when discussing the risks of medical 
therapy. This suggests a discrepancy in the quality of 
patient information on surgery compared with medical 
therapy, which is consistent with prior studies high-
lighting problems with online information about 
surgery for CD.25 26

Fears of complications and a stoma are some of 
the most pertinent concerns of IBD patients facing 
surgery.27 28 These were echoed in our study. The main 
worries around a stoma centred on body image and 
lifestyle restrictions. A multidisciplinary approach to 

consultations was valued by interviewees—these should 
routinely include stoma nurses for patients consid-
ering surgery. Participants with surgical experience 
also highlighted unmet informational needs around 
recovery. This should be considered by HCPs involved 
in counselling and in producing written patient infor-
mation about surgery. Informational and psychological 
support from patients with lived experiences of similar 
surgery was seen as helpful. Participants in our study 
only had experience of such support through online 
forums. Peer support programmes have shown positive 
effects on chronic disease self- management and patient 
activation.29 Despite their recognised benefits, patient 
peer support programmes are not widely available and 
accessible in the UK and elsewhere.30 31

Importantly, our data highlight the gap between 
the evidence supporting early surgery and the reality 
of clinical practice. Early intensive therapy with 
biologics also faced barriers from IBD patients when 
anti- TNF (tumour necrosis factor) agents were new 
due to concerns about side effects.32 As efficacy and 
safety data accumulated, early biologic use became 
standard practice. It is unclear whether ‘early surgery’ 
might follow a similar trajectory. Surgical and medical 
treatment for CD have fundamentally different risk 
profiles. Conducting further trials comparing medical 
therapy and surgery, that might reinforce the evidence 
base in favour of surgery, may be a challenge due to 
recruitment difficulties.33–35 With the exception of one 
participant (P20) who wished she had surgery sooner, 
even participants with good surgical outcomes in our 
study stated that given the choice, they would perse-
vere with medical treatment instead of having surgery, 
and patients who had early surgical intervention for 
strictures regretted being unable to trial medication. 
These findings suggest that recruitment challenges 
stem at least partly from patients’ strong preference 
for medication, possibly compounded by clinicians’ 
biases.11 Prospectively collected data on patients who 
are appropriately counselled using shared decision 
models or a decision aid may be one way of further 
contributing to the evidence base and improving 
patient care.

While equipoise between the two treatment modal-
ities remains, decisions in short- segment terminal 
ileal or ileocolic CD remain preference- sensitive, 
making a shared decision- making approach appro-
priate.32 Participants expressed varied preferences 
for involvement in decision- making, yet their frus-
tration with uncertainty when excluded from deci-
sions suggests that clinicians underestimate patients’ 
desire for participation in their own care. Along with 
providing clear information, shared decision- making 
also requires clinicians to consider patients’ personal 
goals.36 Restoration of QoL was identified by partic-
ipants as the primary treatment goal. Surgery for CD 
produces significant medium to long- term improve-
ments in QoL; however, randomised trial data directly 
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comparing QoL outcomes between medical therapy 
and ileocolic resection for CD are limited.7 33 37 38 
It is uncertain whether the QoL benefits of surgery 
are currently communicated to patients. If omitted, 
treatment choices may be shaped more by communi-
cation gaps than by patients’ true preferences. More 
robust comparative QoL evidence is needed, and its 
integration into consultations is required to support 
patient- centred decision- making. However, our data 
suggest that even if they are aware of the benefits 
of early surgery, many would possibly still opt to 
continue with medical therapy while their QoL is 
acceptable. It is important to re- evaluate treatment 
preferences throughout the disease course as these 
may change with a deterioration in QoL.

Our study has some limitations. Index of Multiple 
Deprivation deciles correlate only moderately with 
household income and are biased against certain 
groups and may not accurately reflect socioeco-
nomic status.39 40 Responder bias may have favoured 
participation of patients with strong opinions on 
this topic, limiting the generalisability of the find-
ings. Most participants (86%) were white British, 
which is in keeping with the demographics of IBD 
patients in the UK41; however, as cultural factors 
are likely to impact attitudes to treatment, the views 
represented in this study may differ from those of 
other cultural groups. An interesting point about the 
inconsistencies in quality of care between secondary 
and tertiary centres was raised by two patients. 
Despite known associations between centre volume 
and outcomes in IBD,42 we did not have sufficient 
data to explore this further. Nonetheless, this large 
multicentre study included tertiary and secondary 
centres from a wide geographical area in the UK and 
had representation of views from a diverse group of 
participants. Despite the study being restricted to 
UK patients, our patients’ perspectives of surgery 
and their experiences of receiving information were 
consistent with findings from international studies.28 
As the first study to explore patients’ views on the 
role of surgery in isolated terminal ileal CD, it iden-
tifies key areas of care that can be improved to align 
better with patients’ values.

CONCLUSIONS
Patients are reluctant to consider surgery for isolated 
terminal ileal CD without adequate trial of medical 
therapy. However, their views may be shaped by 
biased or incomplete information, sometimes from 
their own clinicians, and their treatment preferences 
usually change in favour of surgery when their QoL 
deteriorates. Patients wish to be involved in treat-
ment decision- making, generally preferring the least 
‘risky’ option that preserves well- being and social 
functioning. Clinicians should have fair and open 
discussions about surgery early in the disease course, 
using a multidisciplinary team approach when 

appropriate, to enable truly informed and patient- 
centred decisions. Local peer support systems should 
be established to improve patient decision- making 
and care.
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