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INTRODUC TION

Ulcerative colitis (UC) is a form of inflammatory bowel disease 
(IBD) which affects the colon and rectum. Medical therapies can 

be highly effective and lead to improved health-related quality of 
life [1]. Historically, up to 40% of patients undergo surgery [2], al-
though this rate seems to be declining in modern cohorts [3]. This 
may be needed as an emergency for acute severe colitis refractory 

Received: 15 June 2022 | Revised: 31 December 2022 | Accepted: 1 April 2023

DOI: 10.1111/codi.16625  

O R I G I N A L  A R T I C L E

A survey of patient informational preferences when choosing 
between medical and surgical therapy for ulcerative colitis: a 
sub-study from the DISCUSS project

M. J. Lee1,2  |   A. M. Folan3 |   D. M. Baker2 |   S. Blackwell4  |   R. Wootton2 |   
K. Robinson5 |   S. Sebastian6 |   S. R. Brown2  |   G. L. Jones3 |   A. J. Lobo5

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, 
provided the original work is properly cited.
© 2023 The Authors. Colorectal Disease published by John Wiley & Sons Ltd on behalf of Association of Coloproctology of Great Britain and Ireland.

1Department of Oncology and 
Metabolism, University of Sheffield, 
Sheffield, UK
2Academic Directorate of General 
Surgery, Sheffield Teaching Hospitals NHS 
Foundation Trust, Sheffield, UK
3Department of Psychology, School of 
Social Sciences, Leeds Beckett University, 
Leeds, UK
4ACPGBI Patient Liaison Group, London, 
UK
5Department of Gastroenterology, Hull 
and East Yorkshire Hospitals, Hull, UK
6Sheffield Inflammatory Bowel Disease 
Centre, Royal Hallamshire Hospital, 
Sheffield Teaching Hospitals NHS 
Foundation Trust, Sheffield, UK

Correspondence
M. J. Lee, FU32, Department of Oncology 
and Metabolism, The Medical School, 
University of Sheffield, Sheffield S10 2RX, 
UK.
Email: m.j.lee@sheffield.ac.uk

Funding information
Crohn's and Colitis UK

Abstract
Aim: People living with ulcerative colitis (UC) have two broad treatment avenues, namely 
medical or surgical therapy. The choice between these can depend on patient preference 
as well as the receipt of relevant information. The aim of this study was to define the 
informational needs of patients with UC.
Method: A postal survey was designed to capture respondent demographics, treatment 
experienced within the previous 12 months and informational preferences by rating a 
long list of items. It was delivered through two hospitals that provide tertiary inflam-
matory bowel disease services. Descriptive analyses were performed to describe demo-
graphics and experiences. Principal component analysis was carried out using a varimax 
rotation to investigate informational needs.
Results: A total of 101 responses were returned (20.1% response rate). The median age 
of respondents was 45 years and the median time since diagnosis was 10 years. Control 
preferences skewed towards shared (42.6%) or patient-led but clinician-informed (35.6%). 
Decision regret was low for the population (median 12.5/100, range 0–100). Key informa-
tional needs related to medical therapy were benefits and risks of long-term therapy, bur-
den of hospital attendance, reproductive health, need for steroid treatment and impact 
on personal life. For surgery, these were stoma information, effect on daily life, effect on 
sexual and reproductive health, risks and benefits and disruption of life due to surgery.
Conclusion: This study has identified key areas for discussion when counselling patients 
about treatment decisions around medical therapy and surgery for UC.
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to medical treatment or for chronic relapsing disease [4]. In this 
latter situation, the decision may develop over a period of time, 
involving consideration of whether to undergo surgery, its nature 
and its timing.

Clinicians are encouraged to cover information that is relevant to 
the patient, but this can be challenging. Clinicians may feel unfamil-
iar with the range of outcomes or focus on specific outcomes that 
they perceive to be relevant. For example, surgeons tend to focus 
on short-term operative details and less on longer-term outcomes, 
including living with the consequences of surgery [5–7]. There is a 
time pressure on clinic appointments that might limit opportuni-
ties to discuss issues conveniently within a single attendance. The 
National Institute for Health and Care Excellence (NICE) in the UK 
identified a lack of evidence about the informational requirements 
of people considering surgery for chronic relapsing disease [8]. The 
importance of counselling prior to consent for surgery is well rec-
ognized, but reinforced in legal cases which have placed significant 
weight upon patient preferences and avoidance of outcomes that 
might be considered ‘more’ adverse to them [9].

In order to provide high-quality counselling and decision sup-
port, it is first important to understand the informational needs of 
patients. The primary aim of this study was to identify key infor-
mational items required to help patients decide between continuing 
medical therapy and surgery for UC in the nonemergency setting. 
Secondary aims were to explore experience of decision-making and 
decision-related regret, and how information should be presented to 
aid decision-making.

METHOD

This survey was conducted as part of the DISCUSS study, which 
aimed to develop a decision aid for patients choosing between 
medical and surgical therapy for UC [10]. The questionnaire was 
developed by a multidisciplinary team including gastroenterolo-
gists, surgeons, specialist nurses, health psychologists and patient 
representatives. Source materials including qualitative interviews on 
informational needs [5], data from a systematic review on outcomes 
following surgery for UC [11], reviews of online information related 
to UC [12, 13] and a systematic review of decision-making in UC 
(CRD42019130295) were used to inform themes explored in the 
study. Items identified in these concurrent works were reviewed by 
the steering group (including patient members) and were operation-
alized into questions with appropriate response items. The content 
and breadth of the questionnaire was agreed by the group.

Questionnaire design

An introductory section explained the purpose of the study, details 
of the research team and instructions on return of the questionnaire. 
It indicated that completion of the questionnaire constituted con-
sent. Responses were anonymous.

Section one captured respondent demographics, details of the 
disease and previous surgery.

Section two explored sources of information used prior to 
treatment decisions. Respondents were asked to rate the impor-
tance of informational items on a scale of 1–9, with 1 = ‘not im-
portant’ and 9 = ‘essential’. Sources of information used to define 
these options were drawn from previous qualitative work [5, 12, 
13], systematic review and with input from lay and clinical mem-
bers of the research team.

Section three investigated participants' experience of making 
treatment decisions. It contained two questions about preferred 
decision-making style and the style they experienced when making 
the relevant treatment decision using the Control Preferences Scale 
(CPS) [14], a validated five-point scale to assess the degree of control 
an individual wishes to assume when decisions are being made about 
medical treatment.

Section four assessed whether the respondent had adequate 
information at the time the decision was made (i.e. the decision to 
commence biological therapy or the decision to undergo surgery, as 
outlined in the questionnaire rubric). It also assessed regret related 
to the treatment choice. This was assessed using the decision regret 
scale [15]. This is a validated five-item tool with each item scored on 
a Likert scale of 1–5. When all five items are completed, the tool can 
be weighted and scored to give a value between 0 (no regret) and 
100 (maximum regret).

Section five explored how participants would like to receive in-
formation about treatment options. This included questions on the 
format of information (paper/electronic) and how information re-
lated to numbers should be presented. Respondents were permitted 
to express a preference for more than one format.

The patient information sheet indicated that completion of the 
questionnaire constituted implied consent. Responses were anony-
mous but were attached to pseudonymized references that ensured 
potential participants only received one questionnaire.

Pilot testing

The proposed questionnaire underwent assessment of face valid-
ity with five participants. These participants met the eligibility 
criteria for the study and were identified through a single centre. 
This was conducted in a focus group setting, facilitated by two 
members of the research team who had no preexisting relationship 

What does this paper add to the literature?

This paper examines the decision-making preferences and 
informational needs of those considering surgery for ulcer-
ative colitis. It suggests topics that may be covered during 
counselling for both medical and surgical therapies in order 
to meet informational needs.
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with participants. The purpose of the exercise was explained, and 
participants were asked to review the questionnaire, including at-
tempting to complete it, and provide feedback on design as part of 
a group discussion. Participants were reassured that no data would 
be taken from their questionnaire responses. The questionnaire was 
completed by participants and its completion timed by facilitators. 
Feedback was elicited on the wording of questions and of response 
items. Recommended changes were discussed with the research 
team and made as appropriate.

Recruitment

The survey was distributed across two UK NHS centres which 
provide secondary and tertiary IBD services for medicine and 
surgery. The target population was those who had either un-
dergone elective surgery for UC or had commenced biological 
therapy. Participants were identified through local biological da-
tabases and theatre registries. A copy of the questionnaire along 
with a covering letter was posted out to potential participants. 
Completed forms were returned in a prepaid envelope to the re-
search team, where responses were entered into a spreadsheet on 
Microsoft Excel (Microsoft).

Ethics statement

This study received ethical approval from the North East NHS 
Research Ethics Committee (19/NE/0073) and Health Research 
Authority approval (IRAS reference 257044) prior to pilot testing.

Analysis

The primary aim of the study was to identify which informational 
items should be covered in a decision aid. It is not feasible to in-
clude each individual reported item in a decision aid, to avoid in-
formational overload. As multiple items may represent different 
dimensions of a single underlying or ‘latent’ construct, these were 
reduced down to latent constructs to allow a more pragmatic de-
cision aid design. This was undertaken using the principal com-
ponent analysis (PCA) item-reduction approach [16]. Briefly, this 
looks for correlations across all responses and identifies those 
with similar response profiles, allowing these items to be grouped 
together and identifying the latent construct that unites them. The 
items in groups are reviewed and a potential label or term applied 
to the component as a whole.

Statistical analysis was performed using SPSS Statistics 26 (IBM). 
Descriptive statistics were provided for participant descriptors, CPS 
and preferred format of information. Decision regret was calculated 
as outlined in the source material [15]. PCA was conducted as a form 
of exploratory factor analysis on each of the medical and surgical 
preference sets. A varimax model with 200 iterations was used (a 

statistical method which rotates the model axes to maximize the dis-
tance between points, with the number of iterations allowing multi-
ple attempts at rotation to produce the model). Sampling adequacy 
was checked using Bartlett's and Keyser–Meier–Olkin (KMO) tests. 
Visual inspection of correlation matrices was performed. Extraction 
communalities were inspected and values <0.4 were excluded. 
Components with an eigenvalue >1 were carried into the analysis. 
The eigenvalue measures how much of the common variance of 
dataset is explained by a component, meaning that a component 
with an eigenvalue ≥1 accounts for more variance than a single ob-
served variable. The threshold for factor loadings to contribute to 
a component was set at 0.4. Cross-loading of values was assessed 
by the research team, and the item allocated to the most plausible 
group. Components were assessed for internal consistency using 
Cronbach's alpha, and total item correlation (the degree to which 
each item in a component correlates with overall ratings) was calcu-
lated for each constituent variable. Statistical significance was set at 
ɑ = 0.05 a priori.

Sample size

The power of the study was estimated using a required ratio of re-
sponses to items of 5:1, and a minimum sample size of 100 achieved 
[17]. Assuming a response rate of 40% this was likely to need 250 
questionnaires to be distributed.

RESULTS

A total of 476 surveys were distributed and 101 were returned, giv-
ing a response rate of 21.2%.

Pilot testing

Pilot testing gave generally favourable feedback, and showed that 
the questionnaire could be completed in less than 10 min by all par-
ticipants. Discussion of identified themes suggested that there were 
no questions related to fertility in the individual draft, and this was 
highlighted by both male and female participants. Minor rephrasing of 
some questions on treatment preferences was required to ensure clar-
ity. Potential alternative options were discussed with participants until 
an appropriate replacement was identified. Participants confirmed 
that the topic was important to them and worth exploring further.

Participant descriptors

The median age of participants was 45 years (range 17–82) and the 
median time since diagnosis with UC was 10 years (range 0–51 years). 
Of the respondents, 49 were male and 93 identified as heterosexual. 
White British was the most common ethnic identity (93/101) and 
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education was to at least Bachelors degree for 39 respondents. Of 
the participants, 20 had undergone previous surgery, of whom 9 had 
undergone reconstructive surgery. These characteristics are sum-
marized in Table 1.

Control Preferences Scale

The expressed control preference of respondents was to make 
the treatment decision with input from their doctor/nurse [n = 36 
(35.6%)] or to share the decision equally with their clinician [n = 43 
(42.6%)]. A small number of respondents preferred their clinician 
to make a decision after discussion with them [n = 7 (6.9%)] and 
two (2.0%) preferred to delegate all decisions to their clinician. In 
contrast, the decision-making experienced was clinician-led for 13 
(12.9%) respondents, who had expressed a range of preferences on 
decision-making. Decision-making was patient led for 31 (30.7%) 
and shared in 33 (32.7%; Figure 1).

Decision regret

The median decision regret score for all respondents was 12.5 (range 
0–100). Median decision regret was 15.0 (0–90) for those who had not 
undergone previous surgery and 0 (0–100) for those who had under-
gone surgery (Wilcoxon test p = 0.11). These median scores are towards 
the lower end of the scale, indicating low levels of regret (Figure 2).

Preferred presentation of information

There was no clearly preferred format of numerical reporting. 
Presentation of numbers as, for example, ‘3 in 10’ was most popu-
lar, with 38 (37.6%) favouring it. Presentation of numbers using 
fractions or as frequency type (bar/column) charts found lit-
tle favour [2 (2.0%) and 4 (4.0%), respectively]. The majority of 
respondents also felt that graphical information in the form of 
pictures or diagrams was useful [66 (65.3%) and 58 (57.4%), re-
spectively; Table 2].

Respondents were clear that they preferred presentation of data 
using patient stories [81 (80.2%)] and wished to have lots of factual 
information [81 (80.2%)].

Necessary informational items

Medical treatment information

Factors from the medical group were entered into a PCA analy-
sis. Bartlett's test was significant (p < 0.001) and the KMO test 
returned a value of 0.796, indicating good sampling within the 
dataset. Initial communalities were inspected and were all >0.4. 
This identified five principal components with eigenvalues >1, 

TA B L E  1  Respondent characteristics.

Characteristic
Overall 
(N = 101)

Previous 
surgery 
(n = 20)a

No previous 
surgery 
(n = 81)a

Age (years) 45 (34–60) 50 (40–64) 44 (33–56)

Missing 6 3 3

Age at diagnosis (years) 30 (23–44) 33 (26–42) 29 (22–45)

Unknown 5 2 3

Gender

Male 49 (50) 10 (56) 39 (49)

Female 49 (50) 8 (44) 41 (51)

Unknown 3 2 1

Sexuality

Heterosexual 93 (96) 18 (100) 75 (95)

Homosexual 0 (0) 0 (0) 0 (0)

Bisexual 1 (1.0) 0 (0) 1 (1.3)

Prefer not to say 3 (3.1) 0 (0) 3 (3.8)

Unknown 4 2 2

Education

GCSE 21 (22) 7 (39) 14 (18)

A-Level 11 (12) 4 (22) 7 (9.2)

NVQ 12 (13) 3 (17) 9 (12)

Bachelors degree 24 (26) 2 (11) 22 (29)

Higher degree, e.g. 
Masters

13 (14) 1 (5.6) 12 (16)

Doctorate 2 (2.1) 0 (0) 2 (2.6)

Other 11 (12) 1 (5.6) 10 (13)

Unknown 7 2 5

Ethnicity

White English/Welsh/
Scottish/Northern 
Irish/British

93 (92) 20 (100) 73 (90)

White any other 
background

3 (3.0) 0 (0) 3 (3.7)

White and Asian 3 (3.0) 0 (0) 3 (3.7)

Any other mixed/multiple 
ethnic background

0 (0) 0 (0) 0 (0)

Indian 1 (1.0) 0 (0) 1 (1.2)

Any other Asian 
background

1 (1.0) 0 (0) 1 (1.2)

Did you have children at the time of diagnosis?

Yes 38 (39) 6 (30) 32 (42)

No 58 (60) 14 (70) 44 (57)

Missing 5 0 5

Previous operation

Appendicectomy 3 (15)

Subtotal colectomy 7 (35)

Panproctocolectomy 10 (53)

Ileal pouch anal 
anastomosis

8 (47)

Abbreviations: A-level, advanced level; GCSE, General Certificate 
of Secondary Education; IQR, interquartile range; NVQ, National 
Vocational Qualification.
aStatistics presented: median (IQR), n (%).
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accounting for 66.5% of the variance within the dataset. The com-
ponents identified were:

1.	 Benefits and risks of long-term medical therapy (included side 
effects, long-term medication benefits, cancer risks, need for 
endoscopy, impact on sexual health, effect on school or work 
attendance, mental health and potential need for future surgery).

2.	 Burden of hospital attendance (frequency and costs of hospital 
attendances).

3.	 Effect of treatment on reproductive health (impact of treatment 
on fertility, impact of treatment on pregnancy).

4.	 Need for steroid treatment (need for concurrent or future 
steroids).

5.	 Impact on personal life (impact of treatment on sleep and family/
carers).

The first, fourth and fifth components showed a high 
Cronbach's alpha (>0.8), indicating good scale reliability in ratings, 
further supporting their grouping as a component. This is summa-
rized in Table 3.

Surgical treatment information

Factors from the surgical information group were entered into a 
PCA analysis. Bartlett's test was significant (p < 0.001) and the KMO 
test returned a value of 0.795, indicating good sampling within the 
dataset. Initial communalities were inspected and were all >0.4. This 
identified six principal components with eigenvalues >1, account-
ing for 72.1% of the variance within the dataset. The components 
identified were:

1.	 Ongoing care needs after surgery (pain, drug treatments includ-
ing steroids, the need to miss school or work for symptoms 
or appointments, financial costs of hospital attendance, need 
for future endoscopy).

2.	 Stoma-related information (whether a stoma is required after sur-
gery, practicalities of caring for it, options for stoma reversal and 
whether multiple operations are required).

3.	 Effect on daily life and well-being (time before resuming normal 
activities and subsequent impact on these, potential dietary im-
pact and effect on mental health).

F I G U R E  1  Comparison of desired 
decision-making versus experienced 
decision-making measured by the 
Control Preference Scale: A = I make the 
decision without my doctor, B = I make 
the decision after listening to my doctor, 
C = shared decision, D = my doctor makes 
the decision after listening to me, E = my 
doctor makes the decision.
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F I G U R E  2  Box plot of decision regret 
according to experience of surgery. The 
horizontal bars show the median and 
vertical lines indicate the upper quartile.
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4.	 Effect of surgery on sexual and reproductive health (impact on 
body image, impact on sexual activity, fertility and impact on 
pregnancy).

5.	 Risks and benefits of surgery (risks of surgery, impact of surgery 
on symptoms and impact of surgery on continence).

6.	 Disruption of life due to surgery (duration of hospital admissions, 
impact on sleep, impact of surgery on family and carers).

One item had a Cronbach alpha >0.7, and the remaining compo-
nents had a Cronbach alpha >0.8, indicating good scale reliability. 
This is summarized in Table 4.

DISCUSSION

This study has identified 11 broad areas of information that should 
be considered for patients considering surgery or biological therapy 
for UC. It has also provided information on how these data might be 
best presented. By utilizing the PCA approach, informational themes 
have been more clearly described allowing easier conversion into the 
clinical setting, for example as a consultation guide for patients or 
clinicians in discussing treatment options. This will aid compliance 
with best practice and case law linked to consent [9].

The complex decision-making in treatment of UC should push cli-
nicians towards a model of shared decision-making where the clinician 

and patient share information and explore risks, benefits and prefer-
ences. They use these exchanges to reach a decision about whether to 
treat or not, and what treatment(s) should be used [17]. One method 
to support this is the use of a decision aid; a patient-facing document 
that addresses common patient values or questions and is developed 
using appropriate language. The research team are developing such a 
decision aid for patients facing the decision of escalation of care to 
use biological or small molecule drugs or considering surgery [10]. The 
‘DISCUSS’ study has three stages: (i) decision aid development, which 
includes systematic reviews, (ii) face validity assessment and (iii) evalu-
ation. The data from this survey are intended to inform initial drafting 
of the decision aid alongside systematic reviews.

The key components identified highlight the importance of in-
formation which will impact on patients long after the treatment 
decision is made. For example, fertility and sexual function were im-
portant to respondents. Previous qualitative studies have suggested 
that these may not be discussed unless the patient asks about them 
specifically [5]. This is not limited to UC, and these areas may not be 
addressed for other surgery in the pelvis [18, 19].

The importance attached to risks and benefits of drug treatment 
is expected. The importance attached to avoidance of steroid use 
and impact of treatments on home life has been highlighted in pre-
vious studies [5, 20], as have absenteeism and presenteeism [21] to-
gether with longer-term burdens such as need for endoscopy and 
risk of colon cancer [5, 12]. Reproductive health may be neglected in 
current counselling [5].

The first component of surgical informational needs grouped 
those items related to the immediate impact of surgery, particu-
larly focusing on pain, hospital attendance and impact on work. 
These are often well covered in patient-facing information [5, 
12]. The need for a stoma was identified as an important aspect 
of information, including the practicalities of managing this, sup-
porting NICE guidelines [22]. This is an area where counselling is 
important, and there are several studies available that can inform 
these discussions [23–25]. The third factor reports issues related 
to recovery from surgery, and perhaps mirrors the ideas of absen-
teeism and presenteeism seen in the medical information group. 
Factors related to intimate relationships, including body image and 
pregnancy, were grouped together. The impact of the postsurgical 
body on these areas has been explored in several studies [26, 27]. 
The final two components of surgical information mirrored those 
seen in medicine, with the risks and benefits of the procedure and 
life disruptions due to surgery, including impact on sleep, being 
important to patients.

The findings of the CPS reinforce previous findings, with patients 
expressing a desire to participate in decision-making about their 
conditions but sometimes feeling excluded [5, 6]. We have identi-
fied respondents who expressed a desire for shared or patient-led 
decision-making but experienced a version where the locus of con-
trol was closer to their doctor. This may not mean that there was 
no attempt to properly counsel and share the decision, but that 
the clinician's and patient's ideas of shared decision-making did not 
overlap [28].

TA B L E  2  Preferred presentation of information.

Information format
Respondents 
preferring

Presentation of numbers

A statement in words: e.g. eventually some 
people with UC will require surgery

18 (17.8%)

A number: e.g. around 3 in 10 people with UC 
will require surgery

38 (37.6%)

A percentage: e.g. 30% of people with UC will 
require surgery

25 (24.8%)

A fraction: e.g. 3/10th of people with UC will 
require surgery

2 (2.0%)

A (pie)chart: e.g. to show what fraction of 
people with UC require surgery

12 (11.9%)

A graph to show what fraction of people with 
UC require surgery

4 (4.0%)

Represented as a pictogram/picture: e.g. 3 in 10 
people with UC will require surgery

21 (20.8%)

Presentation of general information

I would like to see/hear the stories of other 
patients who have had surgery for UC

81 (80.2%)

I like to see pictures of relevance to make the 
information more real and useful

66 (65.3%)

I find lots of factual information useful 81 (80.2%)

I find lots of diagrams useful 58 (57.4%)

I would like to see diagrams of what an 
operation involves

75 (74.3%)
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Decision regret was low but comparable to other areas of IBD 
[29], surgery [30] and the wider literature [31]. There was no differ-
ence in regret between the medicine and surgery group. This may be 
a true measure of regret, a function of adequate counselling about 
treatment choices or time to accept and accommodate a treatment 
decision. It may reflect responder bias, where those with low regret 
are more likely to have completed the survey.

There was no clear preference for the way that numerical infor-
mation should be presented, although, surprisingly, use of a num-
ber or percentage was preferred more frequently than a pictorial 
representation. Pictorial representations, including graphs and pie 
charts [32], are thought to improve patient understanding [33] but 
were not felt appropriate by patients in this context. This may repre-
sent the perceived nature of the treatment choices where, for exam-
ple, multiple-figure pictograms have limitations [34–36]. However, 
we asked participants about general preference. The finding is unex-
pected and warrants further, more specific, investigation.

There are some limitations to the study. The study sampled enough 
patients to reach the calculated sample size for PCA. There is ongo-
ing methodological discussion about the appropriate sample size for 
PCA, for example relating to rules of number of respondents per item 
or total numbers to achieve an identity matrix within the data  [37]. 

However, sampling tests indicated appropriate data sampling and ini-
tial communalities were high, which suggests a low risk of missing key 
factors [38]. The study was set in two large centres in the north of 
England with diverse populations. Response rates were 20%, which is 
lower than anticipated and may limit external validity. The number of 
respondents did seem skewed towards those with higher education 
levels and there were limited responses from patients from minority 
ethnic groups. It should also be noted that the centres delivering this 
study have rates of high deprivation affecting 15%–22% of their pop-
ulation [39]. The engagement of only those with higher levels of edu-
cation may reflect a bias towards those with higher levels of literacy 
and health literacy. This is likely to be a consequence of a methodology 
based on a postal questionnaire. Further work should consider these 
issues and explore other methods for recruitment and delivery of such 
surveys. Furthermore, decision regret was analysed using a univari-
ate approach and measured at inconsistent times. It is possible that 
attitudes to treatment may change over time. Indications for surgery 
or medical therapy can be quite different, for example symptomatic 
disease or dysplasia can have different decision processes. Indications 
for treatment were not captured, and its conceivable that regret asso-
ciated with these might vary. A large-scale survey with multivariable 
regression is required to explore this further.

TA B L E  3  Components and scale reliability of items in principal component analysis of informational needs for ongoing medical therapy in 
ulcerative colitis.

Component Factors
Corrected total 
item correlation

Cronbach's 
alpha

Component 1: Benefits and risks of 
long-term medical therapy

Drug side effects that I might experience 0.453 0.829

Long-term benefits of medicines 0.502

The need to miss work, school, college or activities for hospital 
appointments

0.617

The need to miss work, school, college or activities because of 
symptoms

0.603

The chances of needing surgery if I continue with medical 
treatment

0.564

The chances of developing colon cancer if I continue with medical 
treatment

0.620

The chance and frequency of needing repeated camera tests of 
my bowel (endoscopy or colonoscopy)

0.557

The impact of medical treatment on my mental health 0.490

The route of administration of the medication 0.470

The impact of medical treatment and continuing ulcerative colitis 
on my sexual activity

0.413

Component 2: Burden of hospital 
attendance

The frequency with which I would need to attend hospital for 
clinic appointments, treatments and investigations

– 0.614

The financial costs of hospital trips or admissions –

Component 3: Effect of treatment on 
reproductive health

The impact of medical treatment and continuing ulcerative colitis 
on my ability to have children in the future

– 0.676

The impact medical treatment would have on pregnancy –

Component 4: Need for steroids Whether I would need to take steroids – 0.933

Whether I would need steroid treatment in the future –

Component 5: Impact on personal life The impact of medical treatment on my sleep – 0.704

The impact of medical treatment on my family and/or carers –
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The strengths of the study include a design that drew on a range 
of sources including qualitative research and reviews, assessment of 
face validity with potential respondents, and conduct of the study 
at more than one centre. The use of PCA has allowed for review 
of more complex relationships between individual informational 
statements.

This study provides important information on areas of impor-
tance to patients in considering a choice between ongoing medical 
and surgical therapy. It has addressed the gap identified by NICE in 
the UK with regard to such information [22]. It is a useful reference 
for units designing written information for their patients. It there-
fore identifies areas about which the clinician should be adequately 
informed to help provide information in consultations. This could be 

usefully supported by a patient decision aid that takes these infor-
mational needs into account.
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