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Foreword
The first round of UK inflammatory bowel disease (IBD) audit took place in 2006–08 and demonstrated
considerable variation in service provision. Much has changed since this time. IBD services have seen
substantial, real and sustainable improvement and the UK IBD audit itself has undergone much
development. While this has delivered higher quality, it undoubtedly places additional pressures on the
clinical teams who continue to collect and submit the data. The future therefore brings challenges to
deliver an effective, cost efficient, relevant and acceptable audit.
The first round of UK IBD audit examined inpatient care of 40 adults with IBD at each site, along with the
organisation and structure of IBD services. Paediatric services were included in round 2 (2008–10) and
biological therapies and inpatient experience were added in round 3 (2010–12). Round 4 (2012–14) has
seen substantial changes to methodology, with the prospective collection of data for up to 50 patients
with ulcerative colitis per site, and the adoption of the IBD quality improvement project (IBDQIP) tool for
the assessment of organisation of services and to drive quality improvement. The audit has assessed
patient outcomes more thoroughly in terms of disease activity, quality of life, patient‐reported outcome
measures and patient experience.
The progress of the UK IBD audit has been supported by the development of the service standards for
patients with IBD. This was led by the patient organisation Crohn’s and Colitis UK, and the standards
serve to complement, underpin and inform the recent quality standard for IBD published by the
National Institute for Health and Care Excellence (NICE).
However, there continue to be aspects of care that need improvement. It is clear, particularly from this
round, that this is true of some aspects of therapeutics. It is also important that we tackle areas that are
harder to change, for example the provision of dietetic and psychological support, as well as addressing
aspects of care that have not previously been assessed, such as outpatient care and colon cancer
surveillance.
Further rounds of the UK IBD audit will continue to drive improvement. The challenge for the IBD
community is to engage the support necessary to allow this to continue. We must think of smarter,
more efficient ways of working and it is vital to allow clinicians to help patients as efficiently as possible.
Increased engagement with patients is essential and adoption of new technologies, such as those being
driven forward by the IBD Registry, will support this process. It is also vital to put a greater emphasis on
quality improvement and the IBDQIP is an important step to help clinical teams implement change in
what is already a time‐poor environment.
The single and most heartfelt thanks must go to the clinical teams, who continue to give their time
selflessly to enter data to the UK IBD audit.

Dr Ian Arnott
Clinical director, UK IBD audit

Dr Michael Glynn
National clinical director, Gastrointestinal and
Liver Diseases, NHS England
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Executive summary
Background
Ulcerative colitis and Crohn’s disease are the two main forms of inflammatory bowel disease (IBD). They
are lifelong, chronic conditions that follow an unpredictable relapsing and remitting course. The current
prevalence of IBD in the UK is unknown, but studies from the developed world have shown rates as high
as 0.5%,1 meaning that over 300,000 people in the UK are likely to be affected.
The main symptoms include abdominal pain, bloody diarrhoea, fatigue, loss of appetite, weight loss,
abscesses, fistulas, rectal bleeding, swollen joints, mouth ulcers and eye problems, all of which can
contribute to a poor quality of life. Effective multidisciplinary care can offset relapse, prolong remission,
treat complications and improve quality of life. Medical costs associated with the care of IBD can be
comparable to those for major chronic diseases, such as diabetes mellitus and cancer. Research from
2006 showed the annual average cost per patient to be as high as £3,000 per year, giving a likely overall
annual cost to the NHS of £900 million based on current estimates of prevalence.2,3 However, the cost
may now be considerably higher, given healthcare inflation and the rise in use of biological drugs.
This report examines the quality of paediatric IBD services throughout the UK. Participating services
were asked to report the status of their own service as at 31 December 2013. The quality of a service is
assessed against the Standards for the healthcare of people who have inflammatory bowel disease
(www.ibdstandards.org.uk).4
The UK IBD audit provides the widest view of current service provision for patients with IBD. Through
the collection of these data, the audit seeks to improve all aspects of care for people with IBD in the UK.
Reports published in June 2014 addressed the quality of inpatient care and inpatient experiences of
patients with ulcerative colitis and can be viewed at www.rcplondon.ac.uk/ibd. The key findings from
the round 3 paediatric organisational audit report have also been discussed in a previous publication.5

Key message
This work continues to be widely supported by the healthcare community, with 92% (23/25) of the
specialist paediatric centres in the UK participating. For the first time, participation in the audit was also
opened up to a number of smaller‐volume paediatric services that may admit young people with IBD,
giving a total of 31/35 (89%) sites that participated in this round. As a result, this report provides the
most comprehensive assessment of paediatric IBD service provision to date in the UK. The high rate of
participation by paediatric gastroenterology units moves us closer to achieving a truly universal picture
of care for young people with IBD within paediatrics, but the results need to be interpreted in parallel
with those in the adult report, as a number of young people under the age of 16 years continue to be
looked after by adult services.
In this report, there continue to be encouraging signs of progress in a few areas, most notably in
research participation, but in many areas the progress made in previous reports is not as apparent. This
does not reflect in any way the hard work that IBD services continue to perform, but rather that further
significant progression will be difficult and will need to be driven by a clear national agenda from all
interested parties. In the interim, local services should ensure that they act on any shortfalls identified in
their local report and maintain the high levels of service improvement that were reached previously.
Further UK IBD audit and quality improvement in IBD will continue to drive change and improve
standards in deficient areas of service provision and care. It is therefore vital that policymakers, service
commissioners, NHS managers and healthcare professionals continue to support this work.

© Healthcare Quality Improvement Partnership 2014
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Key findings
1

2

3

4

5
6

7
8

The majority of key indicators have changed very little from the previous round of audit.
a At least some IBD specialist nurse provision: 84% (26/31) in round 4, 83% (20/24) in round 3.
b Specialist wards: 29% (9/31) in round 4, 33% (8/24) in round 3.
c Searchable database or registry: 68% (21/31) in round 4, 78% (18/24) in round 3. (Table 2)
High‐quality aspects of service provision continue to be shown.
a 94% (29/31) of services are able to see relapsing patients within 7 days in round 4, up from
91% (21/23) in round 3. (Table 2)
b 97% (30/31) of services are able to refer patients for psychological or counselling input.
(CQ3.2)
c 90% (28/31) of services hold regular multidisciplinary meetings. (CQ4.1)
77% (24/31) of sites now have guidelines for the management of acute severe ulcerative colitis
(ASUC), compared with 63% (15/24) in the previous round of audit. Paralleling this, 74% (23/31) of
sites report the use of the paediatric ulcerative colitis activity index (PUCAI) on days 3 and 5 of
admission, to assess patients for ASUC. (Table 1)
74% (23/31) of IBD services report being part of a clinical trial network, with 61% (19/31) having
enrolled IBD patients in an IBD trial in the past 2 years (RE4.1). This has increased substantially
since round 3, when 22% (5/23) of sites were currently recruiting patients to trials.
52% (16/31) of services report a scheduled annual review system being available for their patients
(OC3.5). This has increased from 29% (7/24) in round 3.
67% (14/21) of IBD services said that no ileoanal pouch operations took place during the 1‐year
period that was audited. Most pouch operations (79% [22/28]) were not undertaken in conjunction
with an adult colorectal surgeon. (DEM1.16)
16% (5/31) of sites report the involvement of patients in service improvement. (PE4.4)
When comparing adult and paediatric services (using the IBD standards), paediatric services: have
greater minimal IBD specialist nurse provision (81% (25/31) paediatric, 37% (64/173) adult); are
more likely to be able to see relapsing patients for specialist review within 7 days (94% (29/31)
paediatric, 74% (128/173) adult); are more likely to have a searchable database/registry (68%
(21/31) paediatric, 36% (62/173) adult); have fewer specialists wards for IBD patients (29% (9/31)
paediatric, 95% (165/173) adult). (Table 3)

Recommendations
1

2

3
4
5
6
7
8

There are demonstrable improvements in many aspects of care. However, for a number of
important, patient‐focused quality indicators, progress has been slower, and there will need to be a
national plan of action to ensure that IBD services continue to improve in these areas; this applies
equally to adult and paediatric services.
All sites should implement guidelines for the management of acute severe ulcerative colitis (ASUC),
which include regular use of the paediatric ulcerative colitis index (PUCAI) in these patients, at the
start of and throughout their inpatient stay.
The outcomes of all ileal pouch surgery should be entered to the national pouch registry.
Where sites have met the recommendations of the IBD standards, ongoing monitoring through
national or local audit should be undertaken to maintain or improve services.
All IBD services should aim to provide an annual review for all patients with IBD.
IBD services should continue to enrol eligible patients to relevant clinical trials. A coordinated
national clinical trial network for paediatric IBD would help to increase recruitment further.
All services should capture clinical data about their IBD patients on a regularly maintained database
to support the management of their care and work towards adoption of the IBD Registry.
Patients should have a voice and direct involvement in the development of the IBD service. Services
must be able to demonstrate that mechanisms are in place to obtain and respond to patient
feedback. This needs to be addressed at local, regional and national levels and should have a place
on the agendas of regional meetings.
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The outcomes of all ileal pouch
surgery should be entered to the
national pouch registry.

3

2

a)

There are demonstrable
improvements in many aspects of
care. However, for a number of
important, patient‐focused quality
indicators, progress has been slower,
and there will need to be a national
plan of action to ensure that IBD
services continue to improve in these
areas; this applies equally to adult
and paediatric services.
All sites should implement guidelines
for the management of acute severe
ulcerative colitis (ASUC), which
include regular use of the paediatric
ulcerative colitis index (PUCAI) in
these patients, at the start of and
throughout their inpatient stay.

1

Management of paediatric ulcerative colitis:
joint ECCO and ESPGHAN evidence‐based
consensus guidelines
b) PUCAI scoring must take place on the day
of and throughout admission in patients
with ulcerative colitis
c) The IBD lead clinician must ensure that
there are guidelines for the management
of ASUC and audit local adherence
IBD Standard E3
d) The outcomes of all emergency colectomy,
ileoanal pouch (the ACPGBI Ileal Pouch
Registry) and abdominal operations for
Crohn’s disease should be submitted to
national audit and data collection

Representatives of all related specialist
societies and groups must meet to agree a
national strategy

Related standard and action required

National recommendation

Consultant colorectal surgeons
Consultant gastroenterologists

NHS managers
IBD nurses
Consultant gastroenterologists
Hospital clinical audit departments
Ward staff

Department of Health
British Society of Gastroenterology
British Society of Paediatric
Gastroenterology, Hepatology and
Nutrition (BPSGHAN)
Royal College of Nursing – Crohn’s and
colitis specialist interest group
Crohn’s and Colitis UK

Staff responsible

Progress at your site
(Include date of review, name of
individual responsible for action)

This action plan provides a template to support IBD teams in improving the services that they provide for patients. It maps the report’s recommendations
alongside the required standards and suggests actions for improvement. The organisational audit web tool (www.ibdqip.co.uk) hosts a repository of resources in
a wide range of topics to support service improvement, including guidelines, business cases and examples of best practice that IBD services have shared. You can
download a copy of this action plan from www.rcplondon.ac.uk/ibd.

Implementing change: action plan
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10

6

5

4

Related standard and action required

Where sites have met the
e) The lead IBD clinician must review local
recommendations of the IBD
results for this audit and assess
Standards, ongoing monitoring
compliance with the IBD Standards
through national or local audit should f) An action plan that includes regular
be undertaken to maintain or
monitoring and local re‐audit if required
improve services.
should be implemented
All IBD services should aim to provide IBD Standard A11
an annual review for all patients with g) All patients with IBD who are not under
IBD.
immediate or ongoing care, including
those in remission, should have an annual
review and basic information recorded.
This should be undertaken by a healthcare
professional with recognised competence
in IBD
IBD services should continue to enrol IBD Standard F2
eligible patients to relevant clinical
h) IBD services should contribute patients to
trials. A coordinated national clinical
clinical trials and be supported to meet
trial network for paediatric IBD would
any targets for research activity
help to increase recruitment further. i) All patients should be given the
opportunity to participate in clinical trials
and to provide samples for ethically
approved projects
j) The potential for a paediatric national IBD
clinical trial network should be explored by
BSPGHAN

National recommendation

Consultant gastroenterologists
IBD nurses
Hospital clinical research facilities
Medicines for Children Research
Network (MCRN)
Gastroenterology, Hepatology and
Nutrition Clinical Studies Group
British Society of Paediatric
Gastroenterology, Hepatology and
Nutrition (BSPGHAN)
Crohn’s in Childhood Research
Association (CICRA) / Crohn’s and Colitis
UK

Consultant gastroenterologists
IBD nurses

Consultant gastroenterologists
IBD nurses
All members of the IBD multidisciplinary
team
Hospital clinical audit departments

Staff responsible

Progress at your site
(Include date of review, name of
individual responsible for action)

National audit of paediatric inflammatory bowel disease service provision: UK IBD audit
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ENTER THE LOCAL ACTIONS YOU
HAVE IDENTIFIED HERE
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8

IBD Standard E1
k) Every IBD service should maintain a local
register of all patients diagnosed with IBD
IBD Standard F2
l) IBD services should encourage and
facilitate involvement in multidisciplinary
research through national or international
IBD research projects and registries
Patients should have a voice and
IBD Standard C5
direct involvement in the
m) At least one of the following methods
development of the IBD service.
must be employed to obtain patient
Services must be able to demonstrate
feedback, as outlined in the IBD standards:
that mechanisms are in place to
i regular patient surveys / comment cards
obtain and respond to patient
ii regular meetings with patients who use
feedback. This needs to be addressed
the IBD service
at local, regional and national levels
iii
IBD
departmental open days with
and should have a place on the
discussion
forum
agendas of regional meetings.
iv involving patients in project planning /
service development groups
v involving patient representatives in
IBDQIP peer review visits
vi patient opinion website

All services should capture clinical
data about their IBD patients on a
regularly maintained database to
support the management of their
care and work towards adoption of
the IBD Registry.

Related standard and action required

7

National recommendation

NHS managers
Consultant gastroenterologists
IBD nurses
Hospital Patient Advice and Liaison
Services (PALS)
Crohn’s and Colitis UK
Crohn’s in Childhood Research
Association
Patient panels / local patient support
groups

NHS managers
Consultant gastroenterologists
Hospital information technology
departments
IBD nurses

Staff responsible

Progress at your site
(Include date of review, name of
individual responsible for action)
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1: Introduction and methodology
Introduction
Ulcerative colitis and Crohn’s disease are the two main forms of inflammatory bowel disease (IBD). They
are lifelong, chronic conditions that follow an unpredictable relapsing and remitting course. The current
prevalence of inflammatory bowel disease in the UK is unknown but studies from the developed world
have shown rates as high as 0.5%,1 meaning that over 300,000 people are likely to be affected in the UK.
The main symptoms include abdominal pain, bloody diarrhoea, fatigue, loss of appetite, weight loss,
abscesses, fistulas, rectal bleeding, swollen joints, mouth ulcers and eye problems, all of which can
contribute to a poor quality of life. Effective multidisciplinary care can offset relapse, prolong remission,
treat complications and improve quality of life.
This is the third time that the UK IBD audit has reviewed the provision of hospital services for young
people with IBD. Using learning and feedback obtained from the previous rounds of this audit, a number
of changes were implemented during this fourth round. These changes are summarised in the
methodology section below.

Aims of the organisational audit
The UK IBD audit seeks to improve the quality and safety of care for all IBD patients throughout the UK
by auditing individual patient care and the provision and organisation of IBD service resources, and by
assessing inpatient experience and patient‐reported outcome measures. This audit of service provision
is one element of the wider UK IBD audit programme. Further information on the work of the UK IBD
audit can be found at www.rcplondon.ac.uk/ibd.
This national report of paediatric IBD service provision enables participating sites to benchmark their
performance against national data and the national IBD service standards.

Methodology
A new dataset was implemented in this round of audit. This was based on the national IBD service
standards (www.ibdstandards.org.uk)4 and for the first time the audit was delivered using the well‐
established inflammatory bowel disease quality improvement project (IBDQIP) methodology.
Participating sites were required to meet as a multidisciplinary team and sit together to undertake data
collection for the audit, via a web‐based assessment tool. Sites were asked to consider their service
provision as at 31 December 2013. Once data collection had been completed, sites were able to review
their results instantly on a data dashboard. This enabled immediate benchmarking against both national
standards and UK‐wide averages for each question.
Each question within the dataset was graded (Fig 1) and, as part of their instant results, sites were
provided with an overall grade for each section of the dataset based on a comparison of their results
against the standards (Fig 2). Questions were given a hierarchical grading with ‘A’ meaning ‘excellent’,
‘B’ meaning ‘good’, ‘C’ meaning ‘basic’ and ‘D’ meaning inadequate. Sites were able to compare the
grading they achieved directly against the pooled results of all other participating sites (Fig 3), to assist
with prioritisation of service improvement, but individual site grades were not made available
nationally.
The IBDQIP web tool included a facility for sites to produce an action plan to improve their local service
based on their results. To help with this, the web tool also provided a link to a store of best practice
resources that were indexed to the dataset questions, eg an example of a successful business case to
obtain funding for a new IBD nurse post.
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Fig 1 Grading of dataset, patient involvement example
The figure below illustrates how the audit questions within the ‘patient involvement’ subsection in the
‘patient experience’ section of the dataset were graded. When completing the dataset, sites were not
aware which grade had been assigned to each response. The grading achieved in each subsection was
determined by the first point at which a question was answered ‘no’.
Patient experience: Patient involvement

Grade

PE4.1

At least one of the following means of assessing patients’ and
carers’ experience is used: a) an annual survey of a significant
number of patients b) the IBD service subscribes to ‘patient
opinion’ or a similar feedback service c) comment cards are given
to randomly sampled outpatients and inpatients

PE4.2

The service has an IBD patient panel or similar patient
involvement group through which patients discuss with
health professionals how the service might be improved
The service can utilise patient opinions through individual
patient or carer representatives at meetings
Patients are involved in service planning and improvement

PE4.3

PE4.4
Site result

D

Site
1
Yes

Site
2
Yes

Site
3
Yes

Site
4
Yes

C

Yes

Yes

Yes

No

B

Yes

Yes

No

No

B

Yes
A

No

No
C

No
D

B

Fig 2 Sample grading for the six subsections of the ‘patient experience’ domain
Patient experience
Education
C

Patient
organisations
B

Information
B

Patient
involvement
D

Choice

Rapid access

B

A

Fig 3 Data dashboards on the organisational audit web tool
The graph below illustrates one of the data dashboard views that sites were able to make use of, this
time showing site results (‘you’) alongside those of other anonymised sites in the UK (‘others’) for each
of the subsections in the ‘patient experience’ domain of the dataset.

In order to enable comparison with previous rounds of audit, results within this report are provided in a
conventional ‘yes/no’ audit report format rather than using the grading system.

The standards used for this audit
The audit questions were designed to address the key areas of IBD service provision as outlined in the
Standards for the healthcare of people with inflammatory bowel disease (IBD standards). These
standards were first published in 2009, and the audit questions were designed using this document. In
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October 2013 a revised version of the IBD standards was published. Where possible, findings are
presented against the recommendations of the more recent version.

Definition of a ‘site’
Lead clinicians at UK hospitals were asked to collect data on the basis of a unified IBD service that would
be registered as a named ‘site’. This was typically a single hospital within a trust/health board but,
where an organisation had more than one hospital offering independent IBD services, data were
entered as separate ‘sites’. Some organisations running a coordinated IBD service across several
hospitals with the same staff participated in the audit as one trust/health board wide site.

Eligibility and participation
All sites in the UK that provide a service to young people with IBD were eligible for participation in this
element of the audit. There are 25 specialist paediatric centres in the UK; of these 23 (92%) participated.
For the first time in this round of the audit, centres admitting smaller numbers of children and young
people with IBD were invited to participate; of the additional 10 invited, eight participated giving a total
of 31/35 (89%) of all sites. The national results within this report are comprised from the total of 31
participating sites.

The dataset and data collection tool
The main sections of the dataset comprised:
 general hospital demographic information (activity figures)
 patient experience (information education provided for patients)
 clinical quality (multidisciplinary working and inpatient facilities)
 organisation and choice of care (transitional care and arrangements for shared care)
 research education and audit (service development).
Although a new dataset was implemented for this round of audit, it is similar to those used previously,
allowing for comparison of many findings over time. Amendments were made to some questions to
ensure the data items allowed for comparison with the latest evidence and standards; as a result a
number of questions were asked differently in this round of audit and so findings cannot be directly
compared over time. A copy of the audit tool can be downloaded from www.ibdqip.co.uk.
Data were collected via a secure web‐based data collection tool, or web tool. The web tool included
context‐specific help notes for users, including definitions and clarification of questions. Security and
confidentiality were maintained through the use of site‐specific codes and no patient identifiable
information were collected. Sites accessed the web tool by using a unique login and password, and data
could be saved during, as well as at the end of, an input session. A telephone and email helpdesk was
provided by the UK IBD audit project team throughout the data collection period.

Availability of results in the public domain
Full and executive summary copies of this report are available in the public domain via the RCP website:
www.rcplondon.ac.uk/ibd. The national report of results will be made available to the Department of
Health, Healthcare Improvement Scotland, NHS Wales Health and Social Care Department, and the
Department of Health, Social Services and Public Safety in Northern Ireland. A number of key indicators
for each of the 31 participating sites are published in the public domain in section 5 of this report; these
findings are also available via www.data.gov.uk in line with the government’s transparency agenda.
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Presentation of results
National results are presented as percentage and number for categorical data, and as median and
interquartile range (IQR) for numerical data.
Section 2: Summary of key results, including the following tables:
Table 1: Key indicators for paediatric IBD services – round 4 results versus your site results
Table 2: Key indicators between audit rounds 2, 3 and 4 for paediatric IBD services
Table 3: Comparative paediatric and adult data
Table 4: Inpatient activity and surgery at all participating sites across three rounds of audit.
Section 3: Short description of the development of the UK IBD audit and information about sites that did
not participate in this round of the IBD organisational audit.
Section 4: Full national results for all data items collected. Question numbers are provided to facilitate
reference to the actual questions listed in the audit tools. Copies of the audit tools can be accessed via
www.ibdqip.co.uk under the ‘supporting documentation’ menu heading. Local results will be shown
alongside the national‐level data within individualised site reports, in the ‘your site’ column.
Section 5: Publicly available data from each of the named 31 participating sites. This also acts as a list of
participating sites.
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2: Summary of key results
Understanding these results
Differences in the rounds of the UK IBD audit
It is important to note that, across the rounds of the UK IBD audit, many hospitals have undergone
organisational change and will have taken part in differing formats depending on how their IBD service
was configured at the time of data collection. Please note that the mention of round 1, 2, 3 and 4 in this
report refers to rounds of the UK IBD audit; paediatric services joined in round 2 and this represents the
first period of data collection for them.
Table 1 Key indicators for paediatric IBD services – round 4 results versus your site results
The results in Table 1 are the combined UK results of the 31 paediatric sites that participated in round 4
of the audit. The numbers shown in the table indicate the percentage and number where the response
was ‘yes’ to each question. The ‘your site’ column shows where the individual sites will be able to view
their results in their individualised site reports.
Table 1
Round 4
UK results

Round 4
Your site results

Standard A1 – The IBD team
1 Median (IQR) number of whole‐time equivalent (WTE)
1 (0.6, 1.8)
paediatric IBD nurses on site
a Percentage of sites with at least 0.5 WTE IBD nurses on site 81% (25/31)
b Percentage of sites with at least some (>0 WTE) IBD nurses 84% (26/31)
provision
2 Median (IQR) number of WTE paediatric dietitians allocated to
1 (0.4, 2)
gastroenterology
a Percentage of sites with at least 0.5 WTE dietitians
74% (23/31)
b Percentage of sites with at least some (>0 WTE) dietitians
97% (30/31)
Standard A8 – Inpatient facilities
3 Percentage of sites with an identifiable gastroenterology ward
29% (9/31)
on site
4 Percentage of sites where there is at least one toilet per three
52% (16/31)
IBD patients
Standard A10 – Inpatient care
5 Percentage of sites with guidelines for the management of
77% (24/31)
acute severe ulcerative colitis
6 Percentage of sites where the paediatric ulcerative colitis
74% (23/31)
disease activity index (PUCAI) score is used at day 3 and 5 for
assessment of patients with acute severe ulcerative colitis
Standard A12 – Arrangements for the care of children and young people who have IBD
7 Percentage of sites with a transitional care service for young
90% (28/31)
people to support their transfer to adult services
Standard C2 – Rapid access to specialist advice
8 Percentage of sites where relapsing patients can expect to be
94% (29/31)
seen for specialist review within 7 days
Standard E1 – Register of patients under the care of the IBD service
9 Percentage of sites with a searchable database or registry of
68% (21/31)
paediatric IBD patients
Standard E3 – Participation in audit
10 Percentage of sites where patients undergoing ileal pouch
56% (9/16)
surgery are entered into the pouch registry
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Table 2 Key indicators between audit rounds 2, 3 and 4 for paediatric IBD services
Table 2 shows key national results from rounds 2 (2008–10), 3 (2010–12) and 4 (2012–14) of the UK IBD
audit wherever directly comparable. These results were compiled using all data from all sites that
participated in each round. The numbers shown in the table indicate the percentage and number where
the response was ‘yes’ to each question. Categorical data are presented as median and IQR.
Table 2
Round 2
2008–10
N=23

Round 3
2010–12
N=24

Number of participating sites
Standard A1 – The IBD team
1 Median (IQR) number of whole‐time equivalent (WTE)
1
1.5
paediatric IBD nurses on site. (Median/IQR)
(0, 1)
(0.9, 2)
a Percentage of sites with at least 0.5 WTE IBD
61%
83%
nurses on site
(14/23)
(20/24)
b Percentage of sites with at least some (>0 WTE) IBD 61%
83%
nurses provision
(14/23)
(20/24)
Question
2 Median (IQR) number of WTE paediatric dietitians
1.5
not
asked
allocated to gastroenterology
(0.9, 2)
Standard A8 – Inpatient facilities
3 Percentage of sites with an identifiable
26%
33%
gastroenterology ward on site
(6/23)
(8/24)
Question asked differently
4 Percentage of sites where there is at least one toilet
per three IBD patients
Standard A10 – Inpatient care
5 Percentage of sites with guidelines for the
43%
63%
management of acute severe ulcerative colitis
(10/23)
(15/24)
Question not asked
6 Percentage of sites where the paediatric ulcerative
colitis disease activity index (PUCAI) score is used at day
3 and 5 for assessment of patients with acute severe
ulcerative colitis
Standard A12 – Arrangements for the care of children and young people who have IBD
Question not asked
7 Percentage of sites with a transitional care service for
young people
Standard C2 – Rapid access to specialist advice
8 Percentage of sites where relapsing patients can expect 87%
91%
to be seen for specialist review within 7 days
(20/23)
(21/23)
Standard E1 – Register of patients under the care of the IBD service
9 Percentage of sites with a searchable database or
48%
78%
registry of paediatric IBD patients
(11/23)
(18/23)a
Standard E3 – Participation in audit
Question
10 Percentage of sites where patients undergoing ileal
4%
not
asked
pouch surgery are entered into the pouch registry
(1/23)b
a
b

Round 4
2012–14
N=31
1
(0.6, 1.8)
81%
(25/31)
84%
(26/31)
1
(0.4, 2)
29%
(9/31)
52%
(16/31)
77%
(24/31)
74%
(23/31)

90%
(28/31)
94%
(29/31)
68%
(21/31)
56%
(9/16)

Question worded differently in round 3 and may have included sites keeping a simple list of patients.
Question worded differently in round 3 and asked about submitting patient data including outcomes of IBD
patients undergoing surgery being submitted to a national registry.
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Table 3 Comparative paediatric and adult data
The table below depicts national‐level data for the 31 paediatric sites and 173 adult sites that
participated in round 4 of the UK IBD audit. The numbers shown in the table indicate the percentage
and number where the response was ‘yes’ to each question. These data items were agreed by the IBD
programme steering group to be comparable for both paediatric and adult IBD services.
Table 3

Standard A1 – The IBD team
1 Median (IQR) number of whole‐time equivalent (WTE)
IBD nurses on site
a Percentage of sites with at least 1.5 (adult)/0.5
(paediatric) WTE IBD nurses on site
b Percentage of sites with at least some (>0 WTE) IBD
nurses provision
2 Median (IQR) number of WTE dietitians allocated to
gastroenterology
a Percentage of sites with at least 0.5 WTE dietitians
b

Adult services
N=173

Paediatric services
N=31

1
(0.6, 1.8)
37%
(64/173)
86%
(148/173)
1
(0.1, 1)
67%
(116/173)
77%
(133/173)

1
(0.6, 1.8)
81%
(25/31)
84%
(26/31)
1
(0.4, 2)
74%
(23/31)
97%
(30/31)

Percentage of sites with at least some (>0 WTE)
dietitians
Standard A8 – Inpatient facilities
3 Percentage of sites with an identifiable gastroenterology 95%
29%
ward on site
(165/173)
(9/31)
4 Percentage of sites where there is at least one toilet per
27%
52%
three IBD patients
(47/173)
(16/31)
Standard A10 – Inpatient care
5 Percentage of sites with guidelines for the management
84%
77%
of acute severe ulcerative colitis
(146/173)
(24/31)
Standard A12 – Arrangements for the care of children and young people who have IBD
6 Percentage of sites with a transitional care service for
53%
90%
young people to support their transfer to adult services
(92/173)
(28/31)
Standard C2 – Rapid access to specialist advice
7 Percentage of sites where relapsing patients can expect
74%
94%
to be seen for specialist review within 7 days
(128/173)
(29/31)
Standard E1 – Register of patients under the care of the IBD service
8 Percentage of sites with a searchable database or
36%
68%
registry of IBD patients
(62/173)
(21/31)
Standard E3 – Participation in audit
9 Percentage of sites where patients undergoing ileal
66%
56%
pouch surgery are entered into the pouch registry
(86/130)
(9/16)

18
© Healthcare Quality Improvement Partnership 2014

National audit of inflammatory bowel disease service provision: UK IBD audit

Table 4 Inpatient activity and surgery at all participating sites across three rounds of audit
The table below shows the median (IQR) number of patients discharged from hospital and surgical
procedures undertaken in rounds 2 (2008–10), 3 (2010–12) and 4 (2012–14) of the UK IBD audit. These
results were compiled using all data from all sites that participated in each round..
Table 4

Number of participating sites
Date of discharge between:

Round 2
2008–10

Round 3
2010–12

Round 4
2012–14

Your site

N=23
01.09.2007–
31.08.2008

N=24
01.09.2009–
31.08.2010

N=31
01.01.2013–31.12.2013

Patients discharged from hospital
1 Median (IQR) number of patients aged 16 and under at the date of admission with:
a ulcerative colitis
b Crohn’s disease
Surgery undertaken during admission
2

3

8 (3, 19)
23 (14, 33)

10 (4, 17)
19 (7, 32)

6 (3, 11)
8 (3, 21)

Median (IQR) number of patients aged 16 and under at the date of admission, underwent an
operation where the primary indication was
a ulcerative colitis
3 (0, 4)
2 (0, 3)
1 (0, 3)
b Crohn’s disease
4 (1, 6)
4 (1, 6)
2 (0, 3)
Median (IQR) number of patients that underwent ileo‐anal pouch surgery
0 (0, 1)

1 (0, 3)

0 (0, 1)
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The IBD standards
The results in this section explore in further detail how select findings relate to each of the sections of
the IBD standards. The heading of each standard, eg ‘Standard A: high quality clinical care’, is
hyperlinked and will direct you to the appropriate section of the IBD standards document.
Standard A: High quality clinical care
Standard B: Local delivery of care
Standard C: Maintaining a patient‐centred service
Standard D: Patient education and support
Standard E: Information technology and audit
Standard F: Evidence‐based practice and research

Standard A: high quality clinical care
 The availability of IBD nurses has levelled over the last two rounds of audit: with 84% (26/31) of
services now having some IBD specialist nurse provision, compared with 83% (20/24) in round 3 and
61% (14/23) in round 2; however, only 29% (9/31) of services meet the full requirements for the core
IBD team as set out in the IBD Standards.
 Few services have formal arrangements in place to access the essential supporting services defined
in the IBD standards. 81% (25/31) of services had defined access to paediatric rheumatologist; 35%
(11/31) of services reported not having routine support from a pharmacist with suitable special
interest and only 29% (9/31) of services had at least 0.5 whole team equivalent of dedicated
administrative support per 250,000 population.
 Previous audit rounds have highlighted concern about the provision of nutritional support for IBD
patients. 74% (23/31) of sites report having at least 0.5 WTE dietetic support and 84% (26/31) report
that a multidisciplinary nutrition team is available to IBD inpatients. 68% (21/31) of services reported
that more than 90% of their IBD inpatients underwent basic nutritional risk assessment.
 61% (19/31) of services report holding a multidisciplinary team meeting with representation from at
least part (gastroenterologist, surgeon and nursing) of the full complement of staff as outlined in IBD
Standard A12. 90% (28/31) of services hold regular multidisciplinary meetings.
 Access to psychological support is encouraging, 81% (25/31) of services reported that they could
refer families and carers for psychological support, and 97% (30/31) of services were able to refer
IBD patients for psychological or counselling input, via the local child and adolescent mental health
services (CAMHS) team. However, only 52% (16/31) of services reported that psychology or liaison
psychiatry are an integral part of care for all paediatric IBD patients, or that a psychologist works
closely with the IBD team.
 71% (22/31) of services reported ileo‐anal pouch surgery as being performed at their site. 67%
(14/21) said that none took place during the 1‐year period that was audited. All services reported
having undertaken less than 10 procedures during the time period, with all but 1 of these performing
less than 5 procedures.
 Access to the IBD service for patients experiencing a relapse has continued to increase across the
rounds of audit with 94% (29/31) of services reporting being able to see relapsing patients within 7
days, compared with 87% (20/23) in round 2 and 91% (21/23) in round 3. 77% (24/31) of services felt
they could meet the IBD standard of being able to see all relapsing patients within 5 days.
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 90% (28/31) of services reported being able to see most urgent referrals within 4 weeks, with 61%
(19/31) of services able to see all urgent referrals within 1 week.
 97% (30/31) of services meet the IBD standard to review all of their secondary care IBD patients
annually. However, only 19% (6/31) have guidance in place to help local GPs identify and refer
suspected IBD cases
 An important new finding from this audit round is that 87% (27/31) of services report that it is usual
practice to refer an inpatient in severe pain to the acute pain management team. The inpatient
experience report, which we published in June 2014, identified that 80% (52/65) of paediatric
patients admitted for ulcerative colitis described having pain during their admission, with 41%
(21/51) rating their pain as severe. This report can be viewed at www.rcplondon.ac.uk/ibd.
 Management for patients receiving immunological drugs appears to be done well: 97% (30/31) of
services stated that they routinely checked for tuberculosis and other infections prior to starting anti‐
TNF therapy and 87% (27/31) complied with the requirement for at least 3‐monthly monitoring of
patients on immunosuppressive therapy for efficacy and adverse events.

Standard B: local delivery of care
 100% (31/31) report that when monitoring treatment for patients on immunosuppressives, the most
convenient place (within primary, secondary or tertiary care) for the patient is accommodated where
possible.

Standard C: maintaining a patient‐centred service
 Only 16% (5/31) of services involve patients in service planning and improvement, with the same
number 16% (5/31) having a patient panel or patient involvement group.
 Less than half of services (42% (13/31)) routinely provide patients with clear guidance about how
they can obtain a second opinion on their care.

Standard D: patient education and support
 It is encouraging that 87% (27/31) of services offer newly diagnosed patients one‐to‐one education
with an IBD nurse or dietitian. 65% (20/31) of services report that they provide regular education
opportunities for patients and their families.
 52% (16/31) of services have the facility to provide written information for patients in languages
other than English.
 42% (13/31) of services offer an open forum meeting for patients at least annually.
 97% (30/31) of services provide all new patients with written information about relevant patient
support organisations but less than two‐thirds of services, 58% (18/31), provide all patients and
carers with information about their local patient support groups.
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Standard E: data, information technology and audit
 68% (21/31) of services have a searchable database or registry of their paediatric IBD patients and
45% (14/31) of sites report that a database is kept up to date with information for all IBD patients.
 74% (23/31) of services indicated that they participate in the UK IBD audit, complete an action plan
and ensure monitoring of actions or changes, either locally or as part of a shared care agreement
with a tertiary centre.
 35% (11/31) of services currently assess patients’ and carers’ experience through either (a) an annual
survey amongst their IBD patients, (b) subscription to ‘patient opinion’ or a similar feedback service,
or (c) comment cards.

Standard F: evidence‐based practice and research
 There has been a rise in the number of services participating in research since the last audit round,
with 61% (19/31) of services reporting that they have enrolled patients into an IBD trial in the last 2
years, compared with 22% (5/23) who were currently recruiting trial patients in round 3.
 26% (8/31) of sites in the current round conduct an annual review of their IBD service. In round 3
22% (5/23) reported that they held an annual review day to review their IBD service.
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3: The story of the UK IBD audit
The UK IBD audit
The history of the UK IBD audit
The UK IBD audit began in 2006 and was the first truly national audit performed within the field of
gastroenterology. It demonstrated a marked variation in the resources and quality of care provided to
people with IBD across the UK, with particular deficits in some fundamental aspects of IBD care.
Following the first round, members of the UK IBD audit steering group met with representatives of the
British Society of Paediatric Gastroenterology, Hepatology and Nutrition (BSPGHAN) and it was agreed
that paediatric gastroenterology would be included in the second round, so that the UK IBD audit would
be a truly comprehensive audit encompassing people of all ages. The third round of audit provided the
first opportunity to compare paediatric inpatient care over time and the first opportunity for both adult
and paediatric services to compare their service provision directly with the then newly published IBD
service standards.
The IBD audit has followed the publication of national reports in each round with a series of well‐
attended regional meetings to discuss the results with local IBD teams and aimed at facilitating change
implementation using the findings of the audit. The results of the audit have also been presented at key
professional and patient national meetings including those of the British Society of Paediatric
Gastroenterology, Hepatology and Nutrition (BSPGHAN), British Society of Gastroenterology,
Association of Coloproctology of Great Britain & Ireland, British Dietetic Association, Royal College of
Nursing (Crohn’s and Colitis special interest group), and the National Association for Colitis and Crohn’s
Disease (now Crohn’s and Colitis UK).

Using data to drive improvement (IBDQIP)
The IBD quality improvement project (IBDQIP) was established in 2010, with initial funding from the
Health Foundation (www.health.org.uk). Its aim was to augment the UK IBD audit by providing services
with an additional tool to help them improve the care they provide for IBD patients. The IBDQIP process
involves services meeting as a team to assess their service, using a web‐based tool to respond to a series
of statements. The statements, which are broken down into four domains of IBD care, were developed
by a multidisciplinary steering group to enable benchmarking against the IBD standards. Once services
have completed their assessment, they are provided with an instant dashboard showing their results in
comparison to national outcomes. The tool also includes a facility to develop a local improvement action
plan and a link to a resource section containing a wide range of examples of good practice.
The initial pilot in 2010 involved 70 IBD services throughout the UK, with an additional 21 services asking
to participate in a second pilot in 2011. With no national mandate for sites to take part, positive ‘word
of mouth’ between IBD services contributed to the project’s growth. Validation visits to participating
sites were undertaken in 2011 and these showed that sites had been very honest in the self‐assessment
of their service. In 2012 a further successful pilot was undertaken to test the ability of the IBDQIP web
tool to deliver the UK IBD organisational audit which included paediatric services.

The current UK IBD audit
Since its inception, the UK IBD audit has covered the following aspects of IBD care throughout the UK:

the quality of inpatient clinical care provided to people with IBD

the organisation and provision of IBD services

the treatment and management of people with IBD with biological therapies

IBD inpatient experience

a survey of primary care providers that treated people with IBD.
In September 2014, the organisation of IBD services audit report is published alongside the national
report of the management of biological therapies in patients with IBD. In June 2014, national reports of
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inpatient care and inpatient experience for patients with ulcerative colitis were also published. All
reports will be available from the RCP website: www.rcplondon.ac.uk/ibd.

Implementing the recommendations of this report
A locally adaptable action plan and presentation slide‐set accompany the publication of this report, to
facilitate the implementation of the national recommendations; both can be downloaded from the RCP
website: www.rcplondon.ac.uk/ibd. The action plan can also be found on pp9–10 of this report.

Non‐participation in the organisational audit
There were two paediatric IBD specialist centres that did not participate in the round 4 organisational
audit. There are a variety of reasons why sites are sometimes unable to / do not participate in this
national audit. The UK IBD audit project team wrote out to non‐participating sites to assess the
reason(s) for non‐participation; in this instance one site did not respond and the other reported a
‘staffing/resource issue’.
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4: Full national results
Results for all paediatric sites that participated in round 4
Data were collected from 31 paediatric services throughout the UK and describe each service as it was
organised on 31 December 2013. Admissions data refer to the period 1 January 2013 to 31 December
2013.
Section 1: Demographic data
National results
Your site results
DEM1.1

How many IBD patients does your service manage?

DEM1.2

Is this figure an estimate or from a database?
a) an estimate
b) from a database/register
Of these IBD patients, how many have:
a) Ulcerative colitis?
b) Crohn’s disease?
c) IBD‐unclassified
How many new IBD patients have you seen in the
last 12 months?

DEM1.3
DEM1.4
DEM1.5
DEM1.6

DEM1.7

DEM1.8

DEM1.10

DEM1.12

DEM1.13

DEM1.14

DEM1.15

Median (IQR)
160 (62, 272)
% (n/N)
35% (11/31)
65% (20/31)
Median (IQR)
50 (25, 69)
90 (35, 149)
13 (5, 30)

Median (IQR)
27 (15, 50)
Is this figure an estimate or from a database?
% (n/N)
a) an estimate
26% (8/31)
b) from a database/register
74% (23/31)
How many patients aged 16 and under at the date of admission, were discharged from the
care of paediatric services between 1 January and 31 December 2013 with a primary
diagnosis of ulcerative colitis? (with LOS >24hrs)
Median (IQR)
6 (3, 11)
a) How many of these patients were readmitted
1 (0, 1)
within 30 days of discharge? (with LOS >24hrs)
How many patients aged 16 and under at the date of admission, were discharged from the
care of paediatric services between 1 January and 31 December 2013 with a primary
diagnosis of Crohn’s disease? (with LOS >24hrs)
Median (IQR)
8 (3, 21)
a) How many of these patients were readmitted
1 (0, 2)
within 30 days of discharge? (with LOS >24hrs)
How many patients aged 16 and under at the date of admission, discharged from the care
of paediatric services between 1 January and 31 December 2013 had an operation where
the primary indication was ulcerative colitis? (with LOS >24hrs)
1 (0, 3)
How many patients aged 16 and under at the date of admission, discharged from the care
of paediatric services between 1 January and 31 December 2013 had an operation where
the primary indication was Crohn’s disease? (with LOS >24hrs)
2 (0, 3)
Do surgeons perform ileo‐anal pouch surgery on
site?
% (n/N)
a) Yes
71% (22/31)
b) No
29% (9/31)
How many ileo‐anal pouch operations were performed between 1 January and 31
December 2013?
Median (IQR)
0 (0, 1)
25

© Healthcare Quality Improvement Partnership 2014

National audit of inflammatory bowel disease service provision: UK IBD audit

DEM1.16

DEM1.17

DEM1.18
DEM1.19

DEM1.20

DEM1.21
DEM1.22

DEM1.23
DEM1.24

DEM1.25

DEM1.26

DEM1.27

DEM1.28

DEM1.29

DEM1.30

DEM1.31

Were the majority of these ileo‐anal pouch operations carried out by a paediatric surgeon
in conjunction with an adult colorectal surgeon?
% (n/N)
a) Yes
21% (6/28)
b) No
79% (22/28)
How many WTE paediatric gastroenterologists are
there on site?
Median (IQR)
2 (1, 3.5)
How many general paediatricians with an interest in gastroenterology are there on site?
0 (0, 1)
How many WTE paediatric colorectal surgeons or surgeons with suitable paediatric
experience are there on site?
2 (1, 3)
How many WTE paediatric IBD nurse specialists or IBD/GI nurse specialists with suitable
paediatric experience are there on site?
1 (0.6, 1.8)
How many WTE stoma nurses are there on site?
1.5 (0.8, 3)
How many WTE paediatric dietitians or dietitians with suitable paediatric experience
(including the use of exclusive enteral feeding) are allocated to gastroenterology?
1 (0.4, 2)
How many WTE administrators are attached to the IBD team?
0 (0, 1)
Is there a named paediatric histopathologist with an interest in gastroenterology attached
to the IBD team?
% (n/N)
a) Yes
74% (23/31)
b) No
26% (8/31)
Is there a named paediatric radiologist or radiologist with suitable paediatric experience
(performing and reporting), with an interest in gastroenterology attached to the IBD team?
a) Yes
94% (29/31)
b) No
6% (2/31)
How many patients with Crohn’s disease were newly‐started on Infliximab between 1
January and 31 December 2013 (include patients of any age)?
Median (IQR)
7 (4, 13)
How many patients with ulcerative colitis were newly‐started on Infliximab between 1
January and 31 December 2013 (include patients of any age)?
1 (0, 2)
How many patients with IBD‐unclassified were newly‐started on Infliximab between 1
January and 31 December 2013 (include patients of any age)?
0 (0, 0)
How many patients with Crohn’s disease were newly‐started on Adalimumab between 1
January and 31 December 2013 (include patients of any age)?
2 (1, 3)
How many patients with ulcerative colitis were newly‐started on Adalimumab between 1
January and 31 December 2013 (include patients of any age)?
0 (0, 0)
How many patients with IBD‐unclassified were newly‐started on Adalimumab between 1
January and 31 December 2013 (include patients of any age)?
1 patient
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DEM1.32

DEM1.33

Are the figures in DEM1.26 to DEM1.31 an estimate (enter ‘e’) or from a database/register
(enter ‘d’)?
% (n/N)
a) an estimate
16% (5/31)
b) from a database/register
84% (26/31)
How many patients admitted primarily for treatment of their IBD between 1 January and
31 December 2013, died during that admission?
Median (IQR)
0 patients

Section 2: Patient experience

National results

Your site results

Information on the IBD service
PE1.1 Patients and carers are advised about their follow up arrangements on discharge from hospital
or at initial clinic visit
Yes
100% (31/31)
No
0 (0/31)
PE1.2 Patients and carers are provided with written information on discharge or initial clinic visit, on
the service for children with IBD, including how to access IBD services and arrangements for
follow up
Yes
87% (27/31)
No
13% (4/31)
PE1.3 IBD patients and carers are given the opportunity to provide feedback on their care
Yes
71% (22/31)
No
29% (9/31)
PE1.4 There has been reporting, followed by action plan and changes, carried out as a result of the
patients feedback on their care within the last year
Yes
35% (11/31)
No
65% (20/31)
PE1.5 There is clear guidance on how patients can seek a second opinion if they are unhappy with
their care / need advice
Yes
42% (13/31)
No
58% (18/31)
Rapid access to specialist advice
PE2.1 Patients and carers are provided with written information on how to access specialist IBD
advice eg a direct line to call in the event of relapse
Yes
94% (29/31)
No
6% (2/31)
PE2.2 Patients and carers have access to contact an IBD specialist by telephone with an answer
machine
Yes
94% (29/31)
No
6% (2/31)
PE2.3
There is usually access to a face‐to‐face review by a specialist (nurse/ medical) within 2 weeks
Yes
97% (30/31)
No
3% (1/31)
PE2.4 Patients and carers are able to contact an IBD specialist via an email service
Yes
58% (18/31)
No
42% (13/31)
PE2.5 Contacts from patients and carers are answered within 48 hours by an IBD specialist
Yes
94% (29/31)
No
6% (2/31)
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PE2.6

Patients and carers are provided with the name and number of a paediatric IBD specialist
(specialist nurse or consultant) who can be contacted for advice
Yes
97% (30/31)
No
3% (1/31)
PE2.7 Specialist review which is usually access to a face‐to‐face review by a specialist (nurse /
medic), is available for relapsed patients within 7 working days
Yes
94% (29/31)
No
6% (2/31)
PE2.8 Patients have access to an IBD specialist via a drop‐in clinic
Yes
16% (5/31)
No
84% (26/31)
PE2.9 Patients and carers are provided with a choice of ways to contact an IBD specialist, to find
specialist IBD advice including: the name and number of a paediatric IBD specialist (specialist
nurse or medic), a telephone with an answer machine (answered within 48 hours), an email
service (answered within 48 hours) or a manned telephone service
Yes
84% (26/31)
No
16% (5/31)
PE2.10 A face‐to‐face review by a specialist (nurse/ medic) is available for all relapsed patients within
5 working days
Yes
77% (24/31)
No
23% (7/31)
Provision of information and supporting patients to exercise choice between treatments
PE3.1 Written information about IBD and a range of treatments (eg CICRA booklets) is made
available to all patients
Yes
100% (31/31)
No
0% (0/31)
PE3.2 Written information about IBD and the range of treatments (eg CICRA booklets) is provided to
patients as part of the consultation, to support patient's decisions where required
Yes
94% (29/31)
No
6% (2/31)
PE3.3 Information is available that is appropriate to the age, understanding and communication
needs of the patients attending the service
Yes
81% (25/31)
No
19% (6/31)
PE3.4 Written and/or audio‐visual information about IBD, a range of treatments and practical issues
of living with IBD are provided to patients/carers as part of the consultation, when required
Yes
87% (27/31)
No
13% (4/31)
PE3.5 Patients and carers receive clear explanations, supported by written information about the
benefits of significant alternative treatment options (eg between drug and dietary therapy for
Crohn’s disease, between steroids or aminosalicylates [5ASA] for inducing remission in
ulcerative colitis, between rescue medical therapy and surgery during an acute severe relapse)
Yes
74% (23/31)
No
26% (8/31)
PE3.6 Access to a translator is available at all consultations if required
Yes
97% (30/31)
No
3% (1/31)
PE3.7 Newly‐diagnosed patients are provided with a written care plan
Yes
45% (14/31)
No
55% (17/31)
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PE3.8

A selection of written information is available for patients in languages other than English,
reflecting the major ethnic minority groups among patients
Yes
52% (16/31)
No
48% (15/31)
PE3.9 The IBD service has a formally expressed policy that patients and carers are actively involved
in management decisions about care with access to all members of the multidisciplinary team.
Implementation of this policy is reviewed in IBD team meetings
Yes
32% (10/31)
No
68% (21/31)
Involvement of patients in service improvement
PE4.1

At least one of the following means of assessing patients’ and carers’ experience is used: a) an
annual survey of a significant number of patients b) the IBD service subscribes to ‘patient
opinion’ or a similar feedback service c) comment cards are given to randomly sampled
outpatients and inpatients
Yes
35% (11/31)
No
65% (20/31)
PE4.2 The service has an IBD patient panel or similar patient involvement group through which
patients discuss with health professionals how the service might be improved
Yes
16% (5/31)
No
84% (26/31)
PE4.3 The service can utilise patient opinions through individual patient or carer representatives at
meetings
Yes
32% (10/31)
No
68% (21/31)
PE4.4 Patients are involved in service planning and improvement
Yes
16% (5/31)
No
84% (26/31)
Education of patients
PE5.1 Newly‐diagnosed patients are offered one‐to‐one education with an IBD nurse or dietitian
Yes
87% (27/31)
No
13% (4/31)
PE5.2 Regular education opportunities (eg specialist nursing visits) are available for all IBD patients
and their families as individuals or in groups, to enable them to understand their illness and
the options for treatment and to support them in managing their own care
Yes
65% (20/31)
No
35% (11/31)
PE5.3 The IBD service participates in an open forum meeting which meets at least annually
Yes
42% (13/31)
No
58% (18/31)
Information and support for patient organisations
PE6.1 Written information is made available to all new patients, providing details of relevant patient
organisations
Yes
97% (30/31)
No
3% (1/31)
PE6.2 All IBD patients and carers are provided with information about their local patient support
groups
Yes
58% (18/31)
No
42% (13/31)
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PE6.3

There is regular contact and support from the IBD team for educational activities for patients
eg Crohn's and Colitis UK group meetings, Crohn's and Colitis UK or CICRA paediatric events, IA
(The Ileostomy and Internal Pouch Support Group) meetings, local pouch support groups
either locally or as part of a regional network
Yes
68% (21/31)
No
32% (10/31)

Section 3: Clinical quality

National results

Your site results

The IBD team
CQ1.1 The IBD service has a named clinical lead. There is a consultant paediatric gastroenterologist
or a designated paediatrician with an interest in IBD working with an adult physician with
interest in young people, within a shared clinical network
Yes
100% (31/31)
No
0% (0/31)
CQ1.2 The IBD service is routinely supported by a radiologist with a special interest in IBD or
paediatric gastroenterology
Yes
94% (29/31)
No
6% (2/31)
CQ1.3 The IBD service is routinely supported by a histopathologist with an interest in paediatric
gastroenterology
Yes
81% (25/31)
No
19% (6/31)
CQ1.4 There are the following: stoma nurse, dietitian, consultant colorectal surgeon, with
appropriate paediatric training and expertise, available to all IBD paediatric patients
Yes
84% (26/31)
No
16% (5/31)
CQ1.5 The IBD service is routinely supported by a pharmacist with a special interest in IBD or
paediatric gastroenterology
Yes
65% (20/31)
No
35% (11/31)
CQ1.6 There is defined access to a paediatric ophthalmologist
Yes
65% (20/31)
No
35% (11/31)
CQ1.7 The local IBD team or shared care team has 0.5 WTE administrative support, per 250,000
population the IBD service
Yes
29% (9/31)
No
71% (22/31)
CQ1.8 There is defined access to a paediatric rheumatologist
Yes
81% (25/31)
No
19% (6/31)
CQ1.9 The local IBD team or shared care team has a minimum of 2 WTE consultant paediatric
gastroenterologists, 2 WTE consultant surgeons with appropriate colorectal expertise, 1.5
WTE paediatric nurse specialists with IBD expertise, 1.5 WTE stoma nurse specialists with
paediatric expertise and 0.5 WTE paediatric dietitians per 250,000 population
Yes
29% (9/31)
No
71% (22/31)
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Inpatient monitoring
CQ2.1 >50% of IBD patients have the following undertaken on admission to hospital: weight and
nutritional risk assessment, such as the STAMP or PYMS score
Yes
81% (25/31)
No
19% (6/31)
CQ2.2 >40% IBD patients have regular stool chart documented during admission
Yes
94% (29/31)
No
6% (2/31)
CQ2.3 >40% IBD patients, with diarrhoea, have a stool sample sent for standard stool culture and
Clostridium difficile on admission.
Yes
90% (28/31)
No
10% (3/31)
CQ2.4 >60% of IBD patients have all of the following undertaken on admission to hospital: weight,
nutritional risk assessment eg STAMP or PYMS score
Yes
74% (23/31)
No
26% (8/31)
CQ2.5 >50% of IBD patients have regular stool chart documented during admission
Yes
94% (29/31)
No
6% (2/31)
CQ2.6 >50% IBD patients with diarrhoea, have a stool sample sent for standard stool culture and
Clostridium difficile on admission
Yes
87% (27/31)
No
13% (4/31)
CQ2.7 >80% of IBD patients have all of the following undertaken on admission to hospital: weight,
nutritional risk assessment eg STAMP or PYMS score
Yes
68% (21/31)
No
32% (10/31)
CQ2.8 >60% of IBD patients have regular stool chart documented during admission.
Yes
90% (28/31)
No
10% (3/31)
CQ2.9 >60% IBD patients with diarrhoea, have a stool sample sent for standard stool culture and
Clostridium difficile on admission
Yes
74% (23/31)
No
26% (8/31)
CQ2.10 >90% of IBD patients have all of the following undertaken on admission to hospital: weight,
nutritional risk assessment eg STAMP or PYMS score
Yes
68% (21/31)
No
32% (10/31)
CQ2.11 >70% of IBD patients have regular stool chart documented during admission
Yes
87% (27/31)
No
13% (4/31)
CQ2.12 >70% IBD patients with diarrhoea, have a stool sample sent for standard stool culture and
Clostridium difficile on admission
Yes
61% (19/31)
No
39% (12/31)
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Mental health services
CQ3.1 Referrals can be made to local CAMHS (Child and Adolescent Mental Health Services) teams
for psychiatric evaluation, but there is little/no input into the IBD teams or on the inpatient
wards
Yes
81% (25/31)
No
19% (6/31)
CQ3.2 IBD patients can be referred by the IBD service for psychological or counselling input, via the
local CAMHS teams
Yes
97% (30/31)
No
3% (1/31)
CQ3.3 There is a psychology outpatient clinic or a psychiatric liaison service available within the
acute service for all IBD patients (inpatient and outpatient) or as part of a shared care
agreement with a tertiary centre
Yes
55% (17/31)
No
45% (14/31)
CQ3.4 Referrals for psychological support for families and carers are available
Yes
81% (25/31)
No
19% (6/31)
CQ3.5 Psychology or liaison psychiatry are an integral part of care for all paediatric IBD patients or a
paediatric psychologist works closely with team (available locally or as part of a shared care
agreement with a tertiary centre)
Yes
52% (16/31)
No
48% (15/31)
Multidisciplinary working
CQ4.1 There are regular multidisciplinary meetings in which management of individual patients and
complex IBD cases can be discussed (either paediatric IBD meetings or jointly with adult IBD
services locally or as part of a shared care agreement with a tertiary centre).
Yes
90% (28/31)
No
10% (3/31)
CQ4.2 There is a defined arrangement for joint medical/surgical discussion with patients whose
clinical condition will not wait for the next available clinic
Yes
87% (27/31)
No
13% (4/31)
CQ4.3 There are joint or parallel clinics for patients requiring joint paediatric and surgical care, which
take place at least 4 times per year
Yes
52% (16/31)
No
48% (15/31)
CQ4.4 IBD patients under paediatric or surgical care can be seen urgently in clinic by paediatric
and/or surgical team (either locally or as part of a shared care agreement with a tertiary
centre)
Yes
97% (30/31)
No
3% (1/31)
CQ4.5 There is a multidisciplinary attendance at IBD team meetings, including paediatric
gastroenterologist (or paediatrician with interest in IBD), paediatric surgeon, paediatric
specialist nurse, (either locally or as part of a shared care agreement with a tertiary centre)
Yes
61% (19/31)
No
39% (12/31)
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CQ4.6

The IBD team meetings occur at least every 2 weeks, have an attendance register and are
minuted (either locally or as part of a shared care agreement with a tertiary centre)
Yes
29% (9/31)
No
71% (22/31)
CQ4.7 There is attendance at multidisciplinary team meetings by a gastroenterology dietitian
Yes
65% (20/31)
No
35% (11/31)
CQ4.8 There are joint or parallel clinics for patients requiring joint paediatric and surgical care (either
locally or as part of a shared care agreement with a tertiary centre)
Yes
61% (19/31)
No
39% (12/31)
CQ4.9 Decisions from the IBD team meeting are documented in the patient notes and fed back to
the patient and carers
Yes
65% (20/31)
No
35% (11/31)
CQ4.10 There is attendance at multidisciplinary team meetings by a pharmacist
Yes
29% (9/31)
No
71% (22/31)
CQ4.11 There are joint or parallel clinics for patients requiring joint paediatric and surgical care, which
take place which take place at least weekly (either locally or as part of a shared care
agreement with a tertiary centre )
Yes
23% (7/31)
No
77% (24/31)
Access to nutritional support and therapy
CQ5.1 >50% IBD patients (patients with Crohn’s and acute severe ulcerative colitis) are reviewed by
a paediatric dietitian (or gastroenterology dietitian with suitable paediatric experience) during
an inpatient stay
Yes
90% (28/31)
No
10% (3/31)
CQ5.2 IBD patients can be referred to a paediatric dietitian experienced in the dietary management
of IBD (either locally or as part of a shared care agreement with a tertiary centre) experienced
in the dietary management of IBD for general dietary advice and nutritional support
Yes
100% (31/31)
No
0% (0/31)
CQ5.3 There is a multidisciplinary nutrition team available to IBD inpatients
Yes
84% (26/31)
No
16% (5/31)
CQ5.4 >69% IBD patients (with Crohn’s disease, acute colitis or newly‐diagnosed IBD) are reviewed
by a paediatric dietitian during an inpatient stay
Yes
94% (29/31)
No
6% (2/31)
CQ5.5 The multidisciplinary nutrition team is made up of paediatric dietitians, specialist paediatric
nutrition support nurse, consultant paediatric gastroenterologist and or a consultant
paediatric (or appropriate adult) colorectal surgeon (either locally or as part of a shared care
agreement with a tertiary centre)
Yes
65% (20/31)
No
35% (11/31)
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CQ5.6

>79% IBD patients (with Crohn’s disease, acute colitis or newly‐diagnosed IBD) have a dietetic
review by a paediatric dietitian during an inpatient stay
Yes
87% (27/31)
No
13% (4/31)
CQ5.7 Exclusive enteral nutrition therapy as a primary treatment is available to all patients with
Crohn's disease (either locally or as part of a shared care agreement with a tertiary centre)
Yes
100% (31/31)
No
0% (0/31)
CQ5.8 Information given to all patients newly‐diagnosed with Crohn’s disease and their carers
(includes nutritional advice)
Yes
90% (28/31)
No
10% (3/31)
CQ5.9 All newly‐diagnosed IBD patients are routinely screened for malnutrition
Yes
77% (24/31)
No
23% (7/31)
CQ5.10 All IBD patients are reviewed by the multidisciplinary nutrition team early in their admission
Yes
71% (22/31)
No
29% (9/31)
CQ5.11 >90% IBD patients (with Crohn’s disease, acute colitis or newly‐diagnosed IBD) have a dietetic
review by a paediatric dietitian during an inpatient stay
Yes
74% (23/31)
No
26% (8/31)
CQ5.12 Regular assessment (minimum 4 monthly) occurs to ensure that nutritional intake is enough
to facilitate normal growth and pubertal development
Yes
81% (25/31)
No
19% (6/31)
CQ5.13 Clear pathways are in place to provide home enteral nutrition support and monitoring. Access
to home parenteral nutrition is via an established link with a national HPN provider
Yes
87% (27/31)
No
13% (4/31)
Arrangements for use of immunosuppressives
CQ6.1 There are written and updated local or regional network protocols for the administration of
immunosuppressives and biological therapies
Yes
87% (27/31)
No
13% (4/31)
CQ6.2 Prior to starting biological therapies screening for tuberculosis and consideration of a
vaccination programme is carried out
Yes
97% (30/31)
No
3% (1/31)
CQ6.3 All patients and parents are counselled about the risk of malignancy and sepsis prior to
starting immunosuppressive therapy and informed consent is obtained and documented in
the notes
Yes
94% (29/31)
No
6% (2/31)
CQ6.4 Local or regional network protocols for the administration of biological therapies include
details on the taking of fully informed consent, pre‐infusion assessment and actions for pre‐
treatment, actions for infusion reactions and accelerated infusions
Yes
87% (27/31)
No
13% (4/31)
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CQ6.5

CQ6.6

CQ6.7

CQ6.8

CQ6.9

CQ6.10

CQ6.11

CQ6.12

CQ6.13

CQ6.14

CQ6.15

Patients on immunosuppressive treatment have a white blood count measured according to
nationally agreed guidelines at least 3 monthly
Yes
100% (31/31)
No
0% (0/31)
Clinicians involved in the management of patients on immunosuppressants have access to a
pharmacist with specialist knowledge / interest
Yes
87% (27/31)
No
13% (4/31)
There is clear written guidance for families and those involved in shared care (secondary
care/GPs) on action to be taken, if white cell counts are below normal range
Yes
70% (19/27)
No
30% (8/27)
NA
4
The decision to start anti‐TNF therapy is usually made after discussion in a multidisciplinary
team meeting (either locally or as part of a shared care agreement with a tertiary centre)
Yes
81% (25/31)
No
19% (6/31)
Patients receiving biological therapy are reviewed at least 3 monthly in person, to monitor
efficacy and adverse effects (either locally or as part of a shared care agreement with a
tertiary centre)
Yes
87% (27/31)
No
13% (4/31)
A local patient information sheet which includes advice on action if adverse events occur is
given to all patients and carers on any type of immunosuppressive treatment
Yes
74% (23/31)
No
26% (8/31)
If monitoring is shared between services, there are clear written agreements on who has
responsibility for the taking and monitoring of blood tests and prescribing azathioprine,
mercaptopurine, or methotrexate. There is a clear written guidance on the action required if
white cell counts are low
Yes
61% (17/28)
No
39% (11/28)
NA
3
IBD patients on either immunomodulator or biological therapy are subject to regular audits
for outcomes (either locally or as part of a shared care agreement with a tertiary centre)
Yes
52% (16/31)
No
48% (15/31)
When monitoring treatment for patients on immunosuppressives, the most convenient place
(within primary, secondary or tertiary care) for the patient is accommodated where possible
Yes
100% (31/31)
No
0% (0/31)
Patients receiving immunomodulators and biological therapies are provided with written
information about side effects and the required monitoring
Yes
90% (28/31)
No
10% (3/31)
Patients have a choice of appointment times for anti‐TNF infusions (ie morning, afternoon, or
evening)
Yes
58% (18/31)
No
42% (13/31)
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CQ6.16 IBD patients on either immunomodulator or biological therapy are subject to at least yearly
audit for outcomes
Yes
55% (17/31)
No
45% (14/31)
Surgery for IBD
CQ7.1 Consent is fully informed and supported by written information on related risks and benefits
Yes
93% (25/27)
No
7% (2/27)
n/a
4
CQ7.2 Paediatric gastroenterology and appropriate colorectal surgical facilities are located on the
same site or there is a shared care agreement with a tertiary centre with these facilities
Yes
100% (28/28)
No
0% (0/28)
n/a
3
CQ7.3 Consent is routinely taken by the surgeon who will be carrying out the operation or who has
carried out the procedure before. Patients have access to independent advocates if required.
Patients and parents are fully involved in any decisions and are offered written and/or audio
visual information
Yes
89% (25/28)
No
11% (3/28)
n/a
3
CQ7.4 The outcome of all patients undergoing ileal pouch surgery is audited on the Association of
Coloproctology of Great Britain and Ireland (ACPGBI) ileal pouch registry
Yes
56% (9/16)
No
44% (7/16)
n/a
15
CQ7.5 Decisions to undertake surgical procedures are undertaken after joint discussion between
paediatric / medical / surgical and other MDT members in a formal MDT meeting
Yes
93% (26/28)
No
7% (2/28)
n/a
3
CQ7.6 Appropriate postoperative ward facilities exist for the management of children and
adolescents undergoing IBD surgery
Yes
89% (25/28)
No
11% (3/28)
n/a
3
CQ7.7 There is a gastrointestinal pathologist assessment before surgery, which may involve referral
of cases to a nationally recognised expert in the diagnosis and differential diagnosis of chronic
inflammatory bowel disease. This is available locally or as part of a shared care agreement
with a tertiary centre.
Yes
82% (23/28)
No
18% (5/28)
n/a
3
CQ7.8 Anaesthesia for IBD surgery is carried out routinely by accredited paediatric anaesthetists
Yes
96% (27/28)
No
4% (1/28)
n/a
3
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CQ7.9

One consultant surgeon with dedicated paediatric IBD experience is the nominated lead for
paediatric IBD surgery within the Trust/Health Board. They support decision‐making and/or
surgery for complex IBD cases
Yes
86% (24/28)
No
14% (4/28)
n/a
3
CQ7.10 There are facilities and trained surgeons to offer laparoscopic / laparoscopically‐assisted
surgery where possible and appropriate
Yes
96% (26/27)
No
4% (1/27)
n/a
4
CQ7.11 Pouch failure (and salvage) is managed in or routinely referred to, an agreed regional
specialist unit, with appropriate expertise in re‐operative pouch surgery
Yes
100% (19/19)
No
0% (0/19)
n/a
12
CQ7.12 There is annual review of IBD surgical service with review of activity and mortality and
morbidity. There is an action plan which is regularly reviewed (at least yearly) for
implementation. There is a formal regular governance process to review surgical morbidity
and mortality within the Trust/Health Board/Network, including review and/or audit of
postoperative complications
Yes
48% (12/25)
No
52% (13/25)
n/a
6
Inpatient facilities
CQ8.1 Adolescents (patients aged 16–19) are placed in the most suitable bed for the individual
patient
Yes
77% (24/31)
No
23% (7/31)
CQ8.2 More than one toilet available per bay of patients. Facilities are available for change and
disposal of stoma appliances
Yes
65% (20/31)
No
35% (11/31)
CQ8.3 Paediatric gastroenterology patients are routinely managed in a specialist ward (eg specialist
dedicated ward)
Yes
29% (9/31)
No
71% (22/31)
CQ8.4 There is access to urgent paediatric assessment 24 hours a day. The hospital has a paediatric
intensive care unit (PICU) or clear referral pathways for urgent transfer to a specialist
intensive bed
Yes
94% (29/31)
No
6% (2/31)
CQ8.5 All toilets have floor to ceiling partitions, full height doors and good ventilation and are
segregated
Yes
81% (25/31)
No
19% (6/31)
CQ8.6 There is at least 1 toilet per 4 patients
Yes
68% (21/31)
No
32% (10/31)
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CQ8.7

There is a least one toilet per 3 IBD patients
Yes
52% (16/31)
No
48% (15/31)
Access to diagnostic services
CQ9.1
Endoscopy takes place in a child friendly and suitably equipped environment with
appropriate paediatric anaesthetic sessions and facilities, locally or as part of a shared care
agreement with a tertiary centre. If endoscopy is carried out by an adult endoscopist, they
work in accordance to local paediatric network guidelines
Yes
100% (31/31)
No
0% (0/31)
CQ9.2
Radiological investigations are performed in a setting suitable for children, by staff trained in
performing and reporting them for children
Yes
100% (31/31)
No
0% (0/31)
CQ9.3
All histological reports are available within 5 working days, locally or as part of a shared care
agreement with a tertiary centre
Yes
61% (19/31)
No
39% (12/31)
CQ9.4
There is access to ultrasound/CT/contrast studies for inpatients within 24 hours

CQ9.5

CQ9.6

CQ9.7

CQ9.8

CQ9.9

CQ9.10

Yes
94% (29/31)
No
6% (2/31)
There is a clear process on how to access endoscopy urgently, so that patients admitted with
relapse are scoped within 72 hours of admission, with clear guidelines/ policy available to
staff.
Yes
52% (16/31)
No
48% (15/31)
Urgent histology biopsies can be reported within 2 days locally or as part of a shared care
agreement with a tertiary centre
Yes
81% (25/31)
No
19% (6/31)
Drainage of an abscess is carried out by either interventional radiology or surgical means,
locally or as part of a shared care agreement with a tertiary centre
Yes
97% (30/31)
No
3% (1/31)
X‐ray reports of presence of toxic megacolon (transverse colon >4cm in children under 10
years and >6cm in children over 10 years) are documented in the notes or on radiology
report. Documentation by most senior member of team who comments on initial X‐ray
Yes
97% (30/31)
No
3% (1/31)
PUCAI (paediatric UC disease activity index score) is used at day 3 and 5 for assessment of
patients with acute severe ulcerative colitis
Yes
74% (23/31)
No
26% (8/31)
As an alternative to investigations with higher radiation there is access to small bowel
investigations such as MRI or abdominal ultrasound (carried out by a skilled practitioner)
Yes
100% (31/31)
No
0% (0/31)
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CQ9.11

CQ9.12

CQ9.13

Outpatient access to ultrasound/CT/contrast studies and endoscopic assessment within 4
weeks maximum, or in more urgent situations, within 24 hours either locally or as part of a
shared care agreement with a tertiary centre
Yes
74% (23/31)
No
26% (8/31)
There is a consultant radiologist(s) who primarily reports all paediatric gastrointestinal
radiology in the hospital or as part of a shared care agreement with a tertiary centre
Yes
87% (27/31)
No
13% (4/31)
Histology reporting times and outpatient waiting times for IBD patients for CT/MR and
endoscopy have been recently audited
Yes
23% (7/31)
No
77% (24/31)

Section 4: Organisation and choice of care

National results

Your site results

Inpatient care
OC1.1
>30% of IBD patients are seen within 24 hours of admission, by a paediatric IBD specialist or
a paediatrician with interest in gastroenterology working in conjunction with a paediatric
IBD specialist, who is available for immediate telephone advice.
Yes
94% (29/31)
No
6% (2/31)
OC1.2
There is an acute pain management team available on site
Yes
94% (29/31)
No
6% (2/31)
OC1.3
>50% of patients, who are receiving steroids on discharge from hospital, are placed on a
steroid reduction programme and consideration has been given to prescribing bone
protection agents
Yes
97% (30/31)
No
3% (1/31)
OC1.4
>50% of IBD patients are seen within 24 hours of admission, by a paediatric IBD specialist or
a paediatrician with interest in gastroenterology working in conjunction with a paediatric
IBD specialist, who is available for immediate telephone advice
Yes
90% (28/31)
No
10% (3/31)
OC1.5
A pharmacist is available to carry out inpatient drug reviews of IBD patients
Yes
94% (29/31)
No
6% (2/31)
OC1.6
The Trust/Health Board has guidelines for the management of acute severe ulcerative colitis
Yes
77% (24/31)
No
23% (7/31)
OC1.7
There are multidisciplinary ward rounds or case discussion which include a pharmacist and
dietitian as appropriate (locally or as part of a shared care agreement with a tertiary centre)
Yes
74% (23/31)
No
26% (8/31)
OC1.8
Recording of pain scores is carried out at regular intervals
Yes
90% (28/31)
No
10% (3/31)
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OC1.9

OC1.10

OC1.11

OC1.12

OC1.13

OC1.14

OC1.15

OC1.16

OC1.17

OC1.18

OC1.19

OC1.20

There is a defined arrangement for admitting IBD patients to a gastroenterology ward or on
a named surgical ward, during admission
Yes
61% (19/31)
No
39% (12/31)
>60% of patients who are receiving steroids on discharge from hospital, are placed on a
steroid reduction programme and consideration has been given to prescribing bone
protection agents
Yes
90% (28/31)
No
10% (3/31)
>70% of IBD patients are seen within 24 hours of admission, by a paediatric IBD specialist or
a paediatrician with interest in gastroenterology working in conjunction with a paediatric
IBD specialist, who is available for immediate telephone advice
Yes
90% (28/31)
No
10% (3/31)
There are multidisciplinary ward rounds / case discussion of IBD inpatients at least once a
week
Yes
81% (25/31)
No
19% (6/31)
It is usual practice to refer an inpatient with severe pain (measured by pain scores) to the
acute pain management team
Yes
87% (27/31)
No
13% (4/31)
There are multidisciplinary care ward rounds/case discussion which includes a dietitian
Yes
81% (25/31)
No
19% (6/31)
>80% of patients who are receiving steroids on discharge from hospital, are placed on a
steroid reduction programme and consideration has been given to prescribing bone
protection agents
Yes
94% (29/31)
No
6% (2/31)
All patients under 16 are under the care of a consultant paediatric gastroenterologist or a
consultant paediatrician with expertise in paediatric IBD (working in partnership with adult
gastroenterology and/or colorectal surgical teams) within 24 hours of admission
Yes
90% (28/31)
No
10% (3/31)
The paediatric gastroenterology service or paediatric ward has a dedicated paediatric
pharmacist with specialist interest and knowledge of IBD, including biological therapies
Yes
71% (22/31)
No
29% (9/31)
All patients (and carers) due to have or who do have a stoma, can be seen by a stoma nurse
during their admission if required
Yes
100% (31/31)
No
0% (0/31)
Heparin is provided on an individual patient basis, based on risk and benefits and decided by
a senior physician or paediatrician
Yes
84% (26/31)
No
16% (5/31)
There are multidisciplinary care ward rounds/case discussion which includes a pharmacist
Yes
58% (18/31)
No
42% (13/31)
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OC1.21

All patients with patient controlled analgesia are reviewed daily by the acute pain
management team
Yes
84% (26/31)
No
16% (5/31)
OC1.22
All patients with regular high pain scores are reviewed by the acute pain management team
Yes
87% (27/31)
No
13% (4/31)
OC1.23
>90% of patients who are receiving steroids on discharge from hospital, are placed on a
steroid reduction programme and consideration has been given to prescribing bone
protection agents
Yes
87% (27/31)
No
13% (4/31)
Referral of suspected IBD patients
OC2.1 There is an agreed referral pathway between secondary/primary and tertiary care for new or
suspected IBD patients to be seen urgently in OPD
Yes
71% (22/31)
No
29% (9/31)
OC2.2 For initial investigation and treatment children and adolescents should be referred to a
paediatric gastroenterology service which is part of a paediatric gastroenterology clinical
network
Yes
97% (30/31)
No
3% (1/31)
OC2.3 Follow up is shared with the referring district hospital and a paediatrician with an interest in
gastroenterology as part of the clinical network
Yes
87% (27/31)
No
13% (4/31)
OC2.4 Most urgent new IBD referrals are seen in clinic within 2 weeks
Yes
90% (28/31)
No
10% (3/31)
OC2.5 For the physically mature patient who has completed their growth, is emotionally mature and
without psychological or educational problems, investigations may be undertaken locally by
the adult service. This should be by a gastroenterologist experienced in the management of
adolescents with IBD in discussion with a paediatrician with appropriate expertise in
gastroenterology
Yes
81% (25/31)
No
19% (6/31)
OC2.6 All urgent new referrals are seen within a week
Yes
61% (19/31)
No
39% (12/31)
OC2.7 Guidance has been developed to guide GP's and secondary care in the referral and
identification of symptomatic patients in whom IBD is suspected and when a review of
patients with unresponsive, atypical or troublesome abdominal symptoms should occur
Yes
19% (6/31)
No
81% (25/31)
OC2.8 There has been an internal audit of the time from referral to being seen in the last 12 months
Yes
6% (2/31)
No
94% (29/31)
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Outpatient care
OC3.1 The following are usually documented for all patients: Number of liquid stools per day,
passage of blood, abdominal pain and assessment of growth (height and weight) and pubertal
growth (Tanner staging) where required
Yes
97% (30/31)
No
3% (1/31)
OC3.2 The following are documented, throughout disease course: Number of liquid stools per day,
abdominal pain or mass, general well‐being, psychological concerns, weight loss, assessment
of growth (height and weight). Pubertal growth (Tanner staging) and smoking status is
assessed in patients over 10 years
Yes
74% (23/31)
No
26% (8/31)
OC3.3 Patients receiving steroids are identified, including duration of continual treatment (especially
any patients receiving treatment for greater than 3 months)
Yes
94% (29/31)
No
6% (2/31)
OC3.4 All children with ulcerative colitis who have had the disease for more than 10 years are
formally identified and a surveillance plan made (with adult services)
Yes
81% (25/31)
No
19% (6/31)
OC3.5 There is a scheduled annual review of IBD patients available
Yes
52% (16/31)
No
48% (15/31)
OC3.6 Patients and carers are able to choose between hospital management in a regional centre and
shared care with their local hospital. Families can choose a different option at different stages
in their illness
Yes
77% (24/31)
No
23% (7/31)
OC3.7 Information about the shared care agreements between the acute service and primary care is
given to patients
Yes
48% (15/31)
No
52% (16/31)
OC3.8 The criteria for annual review are agreed by the IBD team but would normally include
indications for all therapies, assessment of growth & puberty, steroid exposure, review of
educational and psychological issues, colorectal cancer surveillance when appropriate
Yes
55% (17/31)
No
45% (14/31)
OC3.9 Annual data is collected and presented on the percentage of patients who remain on steroids
continuously for 3 months; these results are discussed at MDT along with those started on
additional therapy (eg surgery, immunosuppressives or anti‐TNFs). This is done locally or as
part of a shared care agreement with a tertiary centre
Yes
29% (9/31)
No
71% (22/31)
OC3.10 IBD patients are reviewed at least annually (include any means of follow up, including hospital
clinic, telephone clinic, email or postal review)
Yes
97% (30/31)
No
3% (1/31)
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Transitional care
OC4.1 There is a transitional care service within the Trust/Health Board for young people to support
their transfer to adult services by 18–19 years (locally or as part of a shared care agreement
with a tertiary centre)
Yes
90% (28/31)
No
10% (3/31)
OC4.2 There is an identifiable clinic (or part of a clinic) for transition of patients with IBD from
paediatric to adult follow up. The clinic should include representatives from both the adult
and paediatric teams (can be medical staff, specialist nurse, dietetic or other)
Yes
90% (28/31)
No
10% (3/31)
OC4.3 A named coordinator is responsible for the preparation and oversight of transitional care,
from child to adult services (eg IBD nurse specialist) locally or as part of a shared care
agreement with a tertiary centre.
Yes
77% (24/31)
No
23% (7/31)
OC4.4 Direct referral (not via GP) for a specialist endocrinology review, is available for concerns
about growth and/or pubertal status
Yes
100% (31/31)
No
0% (0/31)
OC4.5 Each young person with IBD has an individual transition plan
Yes
45% (14/31)
No
55% (17/31)
OC4.6 Support and education is provided on lifestyle issues (eg: sexual health, smoking, alcohol,
recreational drug use) in young people with IBD
Yes
55% (17/31)
No
45% (14/31)
Arrangements for shared care
OC5.1 There is an agreed referral pathway for rapid access for patients with relapse
Yes
84% (26/31)
No
16% (5/31)
OC5.2 Information about test results or treatment changes is shared with GPs and local hospitals in
the form of electronic mail, written communication between the GP and hospital or a patient‐
held record
Yes
97% (30/31)
No
3% (1/31)
OC5.3 There are shared care pathways between specialist paediatric gastroenterology units and
district general hospitals
Yes
58% (18/31)
No
42% (13/31)

Section 5: Research, education and audit

National results

Your site results

Register of patients under the care of the IBD service
RE1.1
The IBD service has a searchable database or registry of paediatric IBD patients locally or as
part of a shared care agreement with a tertiary centre
Yes
68% (21/31)
No
32% (10/31)
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RE1.2

The database is updated with clinical data about IBD patients receiving hospital care
Yes
39% (12/31)
No
61% (19/31)
RE1.3
The database is updated with patients on biological therapy
Yes
65% (20/31)
No
35% (11/31)
RE1.4
The database is updated with patients on all immunosuppressants (including biological
therapies)
Yes
52% (16/31)
No
48% (15/31)
RE1.5
The database is updated with clinical data about all patients with a diagnosis of IBD
Yes
45% (14/31)
No
55% (17/31)
Participation in audit
RE2.1
The service participates in the (national) UK IBD audit either locally or as part of a shared care
agreement with a tertiary centre
Yes
90% (28/31)
No
10% (3/31)
RE2.2
Service participates in the (national) UK IBD audit and results are fed back to the service. An
action plan is completed
Yes
77% (24/31)
No
23% (7/31)
RE2.3
All IBD inpatient deaths are reviewed by the IBD team, an action plan is formulated and action
plan implementation is reviewed at least annually
Yes
86% (24/28)
No
14% (4/28)
NA
3
RE2.4
The service participates in the (national) UK IBD audit, completes an action plan and ensures
monitoring of actions or changes, either locally or as part of a shared care agreement with a
tertiary centre
Yes
74% (23/31)
No
26% (8/31)
RE2.5
There are mortality and morbidity meetings that are attended by a multidisciplinary team, to
discuss any deaths and outcomes of surgery (locally or as part of a shared care agreement
with a tertiary centre). These are minuted and have attendance registers
Yes
69% (20/29)
No
31% (9/29)
NA
2
Training and education
RE3.1
There are education opportunities for all medical and nursing staff
Yes
97% (30/31)
No
3% (1/31)
RE3.2
All members of the IBD team are encouraged to participate in local and national professional
education to maintain their competence and knowledge in a fast developing subspecialty. This
is monitored and documented for regular CPD
Yes
97% (30/31)
No
3% (1/31)
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RE3.3

Advanced nursing practitioners within the IBD team have a regular, multidisciplinary training
schedule. Attendance is audited and protected time for training is provided
Yes
40% (8/20)
No
60% (12/20)
NA
11

Research
RE4.1
The IBD service is part of a clinical trials network (UKCRN)
Yes
74% (23/31)
No
26% (8/31)
RE4.2
The IBD service has enrolled patients in an IBD trial in the last two years
Yes
61% (19/31)
No
39% (12/31)
RE4.3
Participation in research is supported by the service, with monetary support and/or flexible
working. All members of service are encouraged to participate
Yes
58% (18/31)
No
42% (13/31)
Service development
RE5.1
An annual review of the IBD service is carried out, either locally or as part of a shared care
agreement with a tertiary centre
Yes
26% (8/31)
No
74% (23/31)
RE5.2
The IBD team has been involved in one or more clinical network arrangements or events with
neighbouring IBD services, in the last year
Yes
74% (23/31)
No
26% (8/31)
RE5.3
The annual review is attended by a multidisciplinary team of relevant professionals and there
is a reflection on the service, either locally or as part of a shared care agreement with a
tertiary centre
Yes
35% (6/17)
No
65% (11/17)
NA
14
RE5.4
An action plan is produced as a result of the annual service review and achievement of the
actions is monitored
Yes
38% (5/13)
No
62% (8/13)
NA
18
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Median=1
IQR=0.6, 1.8

UK results round 4

Median=1
IQR=0.4, 2

Number of WTE
paediatric
dietitians
allocated to
gastroenterology

(Paediatric Gastroenterology
Unit)

Cambridge University Hospitals NHS Foundation Trust
Addenbrooke’s Hospital
1
2

0.1

Yes

No

Paediatric

Burton Hospitals NHS Foundation Trust
Queen’s Hospital, Burton
0

Yes

No

Yes

1

2

No

Yes=29%
(9/31)

Sites with a
designated
gastroenterology
ward on site

Birmingham Children’s Hospital NHS Foundation Trust
Birmingham Children’s Hospital 1.6
2.5

Barts and The London Children’s 1
Hospital

Barts Health NHS Trust

Alder Hey Children’s NHS Foundation Trust
Alder Hey Children’s Hospital
3.6

Gastroenterology)

Abertawe Bro Morgannwg University Local Health Board
Morriston Hospital (Paediatric
0
0.3

Number of whole‐
time equivalent
(WTE) paediatric
IBD nurses on site

Key indicators

Yes

Yes

Yes

Yes

No

Yes

Yes=52%
(16/31)

Sites where there is
at least one toilet
per three IBD
patients

Yes

Yes

Yes

Yes

No

Yes

Sites with a
transitional care
service for young
people to support
their transfer to
adult services
Yes=90%
(28/31)

Yes

Yes

Yes

Yes

Yes

Yes

Sites where
relapsing patients
can expect to be
seen for specialist
review within 7
days
Yes=94%
(29/31)

Yes

Yes

Yes

Yes

Yes

Yes

Yes=68%
(21/31)

Sites with a
searchable
database or
registry of IBD
patients

Not applicable

Not applicable

Yes

Yes

Not applicable

No

Sites where
patients
undergoing ileal
pouch surgery are
entered into the
pouch registry
Yes=56%
(9/16)

This section reports named site data in alphabetical order of the trust / health board of each participating site. These key indicators were agreed by the IBD
programme steering group as being reflective of the areas of particular importance to people with IBD. The combined results for all 31 paediatric sites are shown
for comparison and this table also forms a list of participating sites.

5: Individual site key indicator data – round 4
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Median=1
IQR=0.6, 1.8

UK results round 4

Median=1
IQR=0.4, 2

Number of WTE
paediatric
dietitians
allocated to
gastroenterology
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(Paediatric Gastroenterology
Unit)

Leeds Teaching Hospitals NHS Trust
Leeds General Infirmary
1

(Paediatric)

King’s College Hospital NHS Foundation Trust
King’s College Hospital
1

0.2

2

No

Yes

No

0.2

Hull and East Yorkshire Hospitals NHS Trust
Hull Royal Infirmary and Castle
0

Hill Hospitals combined

Yes

No

Yes

Yes

No

Yes=29%
(9/31)

Sites with a
designated
gastroenterology
ward on site

Great Ormond Street Hospital NHS Foundation Trust
Great Ormond Street Hospital
1.8
5

Children

Epsom and St Helier University Hospitals NHS Trust
Queen Mary’s Hospital for
0
1

Hospital, Children’s Services

Chelsea and Westminster Hospital NHS Foundation Trust
Chelsea and Westminster
0.2
1.5

Hospital

Central Manchester University Hospitals NHS Foundation Trust
Royal Manchester Children’s
2
1.3

Hospital for Wales

Cardiff and Vale University Local Health Board
The Noah’s Ark Children’s
1
0.2

Number of whole‐
time equivalent
(WTE) paediatric
IBD nurses on site

Key indicators

No

No

No

No

No

No

Yes

Yes

Yes=52%
(16/31)

Sites where there is
at least one toilet
per three IBD
patients

Yes

Yes

Yes

Yes

Yes

Yes

No

Yes

Sites with a
transitional care
service for young
people to support
their transfer to
adult services
Yes=90%
(28/31)

No

No

Yes

Yes

Yes

Yes

Yes

Yes

Sites where
relapsing patients
can expect to be
seen for specialist
review within 7
days
Yes=94%
(29/31)

No

Yes

No

Yes

Yes

No

No

Yes

Yes=68%
(21/31)

Sites with a
searchable
database or
registry of IBD
patients

Not applicable

No

No

Not applicable

Not applicable

Not applicable

Not applicable

Not applicable

Sites where
patients
undergoing ileal
pouch surgery are
entered into the
pouch registry
Yes=56%
(9/16)
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Radcliffe

Oxford University Hospitals NHS Trust
Children’s Hospital, The John
1
0.5

No

No

Yes

No

0

North West London Hospitals NHS Trust
Northwick Park & St Mark’s
1

Hospital – Paediatric
Gastroenterology

Yes

No

Norfolk and Norwich University Hospital NHS Foundation Trust
Jenny Lind Children’s Hospital
1.1
1.1
No

2

No

No

Yes

Yes

Yes=52%
(16/31)

Sites where there is
at least one toilet
per three IBD
patients

Yes

1.7

4

No

No

No

Yes=29%
(9/31)

Sites with a
designated
gastroenterology
ward on site

No

Royal Hospital for Sick Children,
Edinburgh

NHS Lothian

(Yorkhill)

NHS Greater Glasgow and Clyde
Royal Hospital for Sick Children 2

North‐East Scotland Paediatric
2.5
Gastroenterology Network (Royal
Aberdeen Children’s Hospital,
Tayside Children’s Hospital and
Raigmore Hospital’s combined)

NHS Grampian
2

1.5

(Paediatric)

Maidstone and Tunbridge Wells NHS Trust
The Tunbridge Wells Hospital
1

Median=1
IQR=0.4, 2

2

Median=1
IQR=0.6, 1.8

UK results round 4

Number of WTE
paediatric
dietitians
allocated to
gastroenterology

Lewisham and Greenwich NHS Trust
The Children’s Hospital Lewisham 0

Number of whole‐
time equivalent
(WTE) paediatric
IBD nurses on site

Key indicators

Yes

Yes

Yes

Yes

Yes

Yes

Yes

No

Sites with a
transitional care
service for young
people to support
their transfer to
adult services
Yes=90%
(28/31)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Sites where
relapsing patients
can expect to be
seen for specialist
review within 7
days
Yes=94%
(29/31)

Yes

No

Yes

Yes

Yes

No

No

No

Yes=68%
(21/31)

Sites with a
searchable
database or
registry of IBD
patients

Yes

Not applicable

Not applicable

Yes

No

Not applicable

Not applicable

Yes

Sites where
patients
undergoing ileal
pouch surgery are
entered into the
pouch registry
Yes=56%
(9/16)
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1

St George’s Healthcare NHS Trust
St George’s Hospital (Paediatric 1

No

University Hospitals of Bristol NHS Foundation Trust
Bristol Royal Hospital for Sick
0.6
0.2

Children

No

No

Yes

No

No

University Hospital Southampton NHS Foundation Trust
Southampton Children’s Hospital 3.2
1.6

Trent (Paediatric)

University Hospital of North Staffordshire NHS Trust
City General Hospital, Stoke‐on‐ 1
0.5

Children’s Services

The Newcastle upon Tyne Hospitals NHS Foundation Trust
Royal Victoria Infirmary
1.9
0.4

Gastroenterology Unit)

1

1

Sheffield Children’s NHS Foundation Trust
Sheffield Children’s Hospital
0.5

Paediatric Gastroenterology

No

Yes=29%
(9/31)

Royal Free London NHS Foundation Trust
Royal Free Hospital, Centre for
1

Median=1
IQR=0.4, 2

Sites with a
designated
gastroenterology
ward on site

No

Median=1
IQR=0.6, 1.8

UK results round 4

Number of WTE
paediatric
dietitians
allocated to
gastroenterology

Royal Devon and Exeter NHS Foundation Trust
Royal Devon and Exeter Hospital 2
0.5

Number of whole‐
time equivalent
(WTE) paediatric
IBD nurses on site

Key indicators

No

No

Yes

Yes

No

No

Yes

No

Yes=52%
(16/31)

Sites where there is
at least one toilet
per three IBD
patients

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Sites with a
transitional care
service for young
people to support
their transfer to
adult services
Yes=90%
(28/31)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Sites where
relapsing patients
can expect to be
seen for specialist
review within 7
days
Yes=94%
(29/31)

No

Yes

Yes

Yes

Yes

No

Yes

Yes

Yes=68%
(21/31)

Sites with a
searchable
database or
registry of IBD
patients

No

Not applicable

Yes

Yes

Yes

No

Not applicable

No

Sites where
patients
undergoing ileal
pouch surgery are
entered into the
pouch registry
Yes=56%
(9/16)
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Median=1
IQR=0.6, 1.8
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Children’s Hospital

University Hospitals of Leicester NHS Trust
Leicester Royal Infirmary
1.2

Number of whole‐
time equivalent
(WTE) paediatric
IBD nurses on site

Key indicators

0.7

Median=1
IQR=0.4, 2

Number of WTE
paediatric
dietitians
allocated to
gastroenterology

Yes

Yes=29%
(9/31)

Sites with a
designated
gastroenterology
ward on site

Yes

Yes=52%
(16/31)

Sites where there is
at least one toilet
per three IBD
patients

Yes

Sites with a
transitional care
service for young
people to support
their transfer to
adult services
Yes=90%
(28/31)

Yes

Sites where
relapsing patients
can expect to be
seen for specialist
review within 7
days
Yes=94%
(29/31)

Yes

Yes=68%
(21/31)

Sites with a
searchable
database or
registry of IBD
patients

Yes

Sites where
patients
undergoing ileal
pouch surgery are
entered into the
pouch registry
Yes=56%
(9/16)
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Appendices
Appendix 1: Acronyms used in this report
ACPGBI
Anti‐TNF
BSG
BSPGHAN
CAMHS
CEEU
CICRA
GP
HQIP
IBD
IBDQIP
IT
IQR
MDT
NHS
NICE
PCSG
RCN
PYMS
RCP
STAMP
UC
UKCRN
WTE

The Association of Coloproctology of Great Britain and Ireland
Anti‐tumour necrosis factor
British Society of Gastroenterology
British Society of Paediatric Gastroenterology, Hepatology and Nutrition
Child and adolescent mental health services
Clinical Effectiveness and Evaluation Unit
Crohn’s in Childhood Research Association
General practitioner
Healthcare Quality Improvement Partnership
Inflammatory bowel disease
Inflammatory bowel disease quality improvement project
Information technology
Interquartile range
Multidisciplinary team
National Health Service
National Institute for Health and Care Excellence
Primary Care Society for Gastroenterology
Royal College of Nursing
Paediatric Yorkhill Malnutrition Score
Royal College of Physicians
Screening Tool for the Assessment of Malnutrition in Paediatrics
Ulcerative colitis
UK Clinical Research Network
Whole‐time equivalent
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Appendix 2: Inpatient care audit governance
Audit governance
The UK IBD audit fourth round is guided by the multidisciplinary IBD programme steering group, which is
a collaborative partnership between gastroenterologists (the British Society of Gastroenterology),
colorectal surgeons (the Association of Coloproctology of Great Britain and Ireland), patients (Crohn’s
and Colitis UK), physicians (RCP), nurses (the Royal College of Nursing), pharmacists (the Royal
Pharmaceutical Society), dietitians (the British Dietetic Association) and paediatric gastroenterologists
(the British Society of Paediatric Gastroenterology, Hepatology and Nutrition).
The audit is commissioned by the Healthcare Quality Improvement Partnership (HQIP) as part of the
National Clinical Audit and Patient Outcomes Programme (NCAPOP). The audit is managed by the CEEU
of the RCP. Each participating site identified an overall clinical lead who was responsible for data
collection and entry for their IBD service. Data were collected by sites using a standardised method.
Any enquiries or comments in relation to the work of the UK IBD audit can be directed to
ibd.audit@rcplondon.ac.uk.

IBD programme steering group members
The names of members of the organisational audit subgroup are shown in bold. This is the group that
was tasked with leading this particular element of the UK IBD audit and contributed considerably to the
development of this element of work.
Association of Coloproctology of Great Britain and Ireland
Mr Omar Faiz, consultant colorectal surgeon, St Marks Hospital, London (from Dec 2012)
Mr Graeme Wilson, consultant colorectal surgeon, Western General Hospital, Edinburgh
British Dietetic Association
Ms Katie Keetarut, senior IBD dietitian, University College Hospital, London (from Mar 2012)
British Society of Gastroenterology
Dr Ian Arnott, Clinical director of the IBD programme, steering group chair; consultant
gastroenterologist, Western General Hospital, Edinburgh
Dr Stuart Bloom, consultant gastroenterologist, University College Hospital, London
Dr Keith Bodger, consultant physician and gastroenterologist, University Hospital Aintree, Liverpool
Dr Simon Campbell, consultant gastroenterologist, Manchester Royal Infirmary (from Jan 2014)
Dr Fraser Cummings, consultant gastroenterologist, University Hospital Southampton
Professor Chris Probert, consultant gastroenterologist, Royal Liverpool University Hospital
Dr Barney Hawthorne, consultant gastroenterologist, University Hospital of Wales
Mrs Chris Romaya, executive secretary, British Society of Gastroenterology, London
Dr Ian Shaw, IBD programme associate director, chair of the organisational / IBDQIP subgroup;
consultant gastroenterologist, Gloucestershire Royal Hospital
Dr Graham Turner, consultant gastroenterologist, Royal Victoria Hospital, Belfast (from Dec 2012)
Dr Abraham Varghese, consultant gastroenterologist, Causeway Hospital, Coleraine
Professor John Williams, consultant gastroenterologist, Abertawe Bro Morgannwg University
Health Board; director of the Health Informatics Unit, Royal College of Physicians
British Society of Paediatric Gastroenterology, Hepatology and Nutrition
Dr Charles Charlton, consultant paediatric gastroenterologist, Queens Medical Centre, Nottingham
(from Dec 2012)
Dr Sally Mitton, consultant paediatric gastroenterologist, St George’s Hospital, London
Dr Richard Russell, consultant paediatric gastroenterologist, Yorkhill Children’s Hospital, Glasgow
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