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Abstract
Background and aims: Perianal Crohn’s disease (pCD) is a debilitating condition with a prevalence of approximately 20% in patients within 10 years 
of diagnosis of CD. The condition significantly impacts patient quality of life, and there remain a number of unmet needs relating to its optimal 
management. A global Priority Setting Partnership (PSP) was established to identify the top 10 research priorities for pCD.
Methods: The PSP followed standard James Lind Alliance (JLA) methodology. An initial survey was circulated to gather unanswered research 
questions from key stakeholders. From these responses, a longlist of summary questions was formed. These questions were ranked by stake-
holders in a second prioritization survey. The highest ranking 19 questions were taken into the final workshop, where a panel of people with lived 
or professional experience of pCD identified the top 10 research priorities.
Results: Over 1200 individual research questions were submitted by over 400 respondents, from over 30 countries. From the 51 summary ques-
tions that were developed from these responses, the top 10 were identified in the final workshop. These included identifying the optimal combined 
treatment strategy across the full spectrum of pCD, reducing the impact on quality of life, improving timely diagnosis of pCD, identifying a biological 
classification of pCD, and understanding and managing the impacts on sexual function, intimacy, and relationships.
Conclusions: This global PSP represents a major step towards stakeholder-driven and focused research in pCD. The research priorities provide a 
roadmap for researchers, funders and policy-makers to align future research with patient and clinician needs to improve outcomes.
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1. Introduction
Perianal Crohn’s disease (pCD) is a severe and complex man-
ifestation of Crohn’s disease (CD), an immune-mediated 
inflammatory disease of the gastrointestinal tract characterized 
by relapsing and remitting transmural inflammation. pCD is 
associated with a prevalence of 20% within 10 years of diag-
nosis, and may manifest without, before, or after the onset of 
luminal inflammation.1,2 It includes diverse perianal pathologies 
such as fistulae, abscess, skin tags, anorectal strictures, and 
erosive disease such as fissures and ulcers,3 and results in symp-
toms such as anorectal pain, discharge, and incontinence. These 
symptoms culminate in diminished quality of life, challenges 
with intimacy, fatigue, and work impairment.4 The manage-
ment of pCD is multi-disciplinary, involving combined medical 
and surgical treatment approaches and specialist nursing 
expertise.

The James Lind Alliance (JLA), a non-profit organization 
funded by the National Institute for Health and Care Research, 
was established in the UK in 2004. It aims to bring clinicians, 
patients, and researchers together to identify key areas of uncer-
tainty for future research to address.5 “Evidence Uncertainties” 
in this context are defined as “questions about healthcare that 
cannot be answered by existing research.”5 Thus far, the JLA 
has facilitated the completion of over 150 Priority Setting 
Partnerships (PSPs) across a broad range of clinical topics.5

The 2017 JLA Inflammatory Bowel Disease (IBD) Priority 
Setting Partnership identified that determining an “optimal 

treatment strategy for perianal Crohn’s disease” was the fifth 
most important priority for future research in IBD.6 Despite 
this, progress in this CD phenotype remains suboptimal with 
poor understanding of etiopathology, limited options in ther-
apy, and overall poor healing rates. Several research gaps per-
sist, including understanding the pathogenic mechanisms 
underpinning fistulizing pCD and the role of microbiological, 
genetic, and immunological factors.7 Furthermore, clinical tri-
als evaluating outcome measures relevant to patients with pCD 
remain scarce, resulting in a limited evidence base to inform 
both clinicians and patients regarding the efficacy of IBD ther-
apies in this context. Despite advances in medical and surgical 
treatment approaches, high healthcare utilization and high 
rates of treatment failure remain significant challenges.8 The 
most effective strategy for combining or sequencing the avail-
able medical and surgical interventions is yet to be determined.

Until now, there has been no pCD-specific research prioriti-
zation exercises performed by the JLA or other organizations. 
Given the growing understanding of IBD as a global phenom-
enon, the impact of pCD may also increase, highlighting the 
need for a coordinated and inclusive research agenda. The 
Global Perianal Crohn’s Disease Priority Setting Partnership 
was therefore established to unify patients, clinicians, and 
researchers across borders to develop the Global Top 10 
Research Priorities in Perianal Crohn’s disease.
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2. Materials and methods
2.1. Study overview
The Global Perianal Crohn’s disease Priority Setting Partnership 
in Perianal Crohn’s Disease (pCD PSP) was established in 
August 2024 in collaboration with the JLA. The project was 
carried out in accordance with the JLA methods, which are 
described in detail in the JLA guidebook (Version 10).9 An 
outline of the process and key dates for the pCD PSP is outlined 
in Figure 1. A steering group was established with 19 members 
from seven countries, across four continents including Europe, 
Asia, and North and South America. The steering group was 
purposively selected by the PSP co-leads (AH and PT). The 
steering group was multidisciplinary, including members with 
expertise in colorectal surgery, gastroenterology, radiology, 
specialist nursing, as well as patient and voluntary organization 
representatives, and a JLA advisor to facilitate the process. Full 
details of the steering group are listed in Appendix S3. The 
steering group met on average monthly during the project, and 
managed all aspects, including setting the scope and objectives 
of the pCD PSP, survey design, analysis, and dissemination of 
the findings. The work was supplemented by a data analysis 
subgroup (EA, TP, LH, SJ, ES) who led on the data analysis 
and evidence checking processes. Ethical approval was not 
required for this JLA PSP.

A number of global partner organizations were contacted to 
assist in recruiting survey respondents and promoting and dis-
seminating the findings of the PSP. These included patient sup-
port and professional organizations. Participating partner 
organizations included the South Asian IBD Alliance, United 
European Gastroenterology, Crohn’s and Colitis UK, The 
Treatment Optimisation and Classification of Perianal Crohn’s 
Disease (TOpClass) consortium, The European Society of 
Gastrointestinal and Abdominal Radiology, Girl with Guts, 
Crohn’s and Colitis Australia, Dukes’ Club, European 
Federation of Crohn’s and Colitis Associations, and the Crohn’s 
and Colitis Foundation (America). Details of the partner orga-
nizations that agreed to assist in this project are listed in 
Appendix S3.

The aims of the global pCD PSP were to identify uncertain-
ties relating to pCD across all aspects of the patient pathway. 
The scope was defined to include all uncertainties including 
etiology, risk factors, definitions and classifications, diagnosis, 
investigations and treatments, postsurgical concerns, and all 
aspects of the patient pathway, as outlined in the PSP proto-
col.10 Uncertainties relating to both fistulizing and non-fistulizing 
conditions, and associated conditions such as anorectal carci-
noma and hemorrhoids, were also considered within scope. 
Questions from or relating to both adult and pediatric popu-
lations were included. Questions relating to the development 
of pCD due to monogenic disorders and those relating to 
hyperlocalized regional infrastructure issues were considered 
out of scope.

2.2. Initial uncertainty collecting survey
The electronic survey software Qualtrics (Provo, UT, USA) was 
used to generate an initial survey, allowing respondents to 
freely list three uncertainties relating to pCD. Basic demograph-
ics were collected, including whether the respondent was a 
patient or clinician, age, geographic location, specialty, area of 
expertise, and work settings. To ensure global reach and rep-
resentation, the survey was translated into eight languages, 
including Arabic, Simplified Chinese, Dutch, French, Hindi, 
Portuguese, Spanish, Turkish, Swahili, and Urdu, by a profes-
sional translation service (Absolute Translations Ltd, London, 
UK). The survey content, phrasing, and usability were tested 
by patient representatives in the steering group. The survey was 
advertised and circulated via professional and patient networks 
of the steering group members, partner organization mailing 
lists, and a promotional campaign on various social medica 
channels. The initial survey was also promoted at the UEG 
(United European Gastroenterology) conference in 2024 via a 
poster presentation and at the TOpClass consortium meeting 
at the same conference.11 Survey responses were processed by 
the data analysis team. Out-of-scope responses were removed. 
In-scope responses were coded to identify whether the respon-
dent was a patient, carer, parent, healthcare professional 
(including sub-specialty), or volunteer. An additional identifier 
code was included for the country of the respondent. Themes 
were identified in the responses relating to all aspects of the 
patient pathway. Initial coding was conducted by TP and 
reviewed by the steering group. Responses were then grouped 
by theme into summary questions. This was initially performed 
by TP and EA, and then reviewed by the steering group. The 
summary questions were reviewed and developed through an 
iterative process until consensus was reached. The initial survey 
was open from October 14, 2024 to February 28, 2025, includ-
ing a 4-week extension to ensure data saturation had occurred.

2.3. Evidence checking process
The summary questions were amalgamated into a spreadsheet. 
Each summary question was checked against the literature in 
a pre-defined search strategy outlined in the project protocol.12 
This was performed by the data analysis team (TP/EA/LH/SJ/
ES), to identify high-level (where available) and high-quality 
evidence including meta-analysis and systematic reviews. 
Evidence sources included MEDLINE, EMBASE, Cochrane 
Central database, CINAHL, Google Scholar, and NICE guid-
ance. For each summary question, specific search terms were 
developed. The search was limited to results within the last 
5 years (consistent with JLA methodology), with only English 
language and full-text publications included. The question ver-
ification process was completed on March 14, 2025, and each 
summary question was graded as “answered,” “partially 
answered,” or “unanswered.” The results of the evidence 
search were reviewed by the steering group.

Figure 1.  Overview of the process.
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2.4. Interim priority setting survey
Following the evidence checking process, the longlist of unan-
swered and partially answered research questions was devel-
oped into a second online survey using Qualtrics. Respondents 
were asked to select their 10 most important summary ques-
tions. The order in which the categories of questions were pre-
sented was randomized for each respondent. The survey was 
available in the same eight languages as the initial survey, and 

distributed via partner organizations as well as a mailing list 
created from initial survey respondents who had given consent 
to be contacted. Rankings were calculated for healthcare pro-
fessionals and for patients, carers, or parents of those with lived 
experience of pCD. These rankings were used to generate the 
shortlist of 19 summary questions to take to the final workshop, 
in accordance with JLA methodology (see Appendix S2). The 
survey was open for 2 months, from March 21 to May 14, 2025.

Table 1.  Demographics for the initial and interim survey.

No. %

Initial survey
Number of responses by country 
(top 10)

UK 232 19.3%

USA 134 11.2%
The Netherlands 170 14.2%
Portugal 151 12.6%
Brazil 104 8.7%
Iran 77 6.4%
Belgium 68 5.6%
Australia 43 3.6%
Canada 35 2.9%
Cyprus 21 1.8%

Number of responses by respon-
dent type

Patient 697 58.1%

Gastroenterologist 178 14.8%
Surgeon 112 9.3%
Radiologist 76 6.3%
Specialist Nurse 37 3.1%
Parent/Carer 51 4.3%
Other 23 1.9%
Psychologist 9 0.8%
Dietitian 8 0.7%
Pathologist 3 0.3%
Volunteer 7 0.6%

Number of responses by World 
Bank Income status

High income 967 79.9%

Upper middle income 82 6.8%
Lower middle income 161 13.4%

Interim survey
Number of responses by country 
(top 10)

UK 80 26.1%

Australia 60 19.5%
USA 41 13.4%
Netherlands 29 9.4%
Iran 18 5.9%
India 15 4.9%
Belgium 12 3.9%
Italy 6 2.0%
Portugal 6 2.0%
Spain 4 1.3%

Number of responses by respon-
dent type

A healthcare professional working with people with perianal Crohn’s disease 106 34.5%

A parent or carer for someone with perianal Crohn’s disease 14 4.5%
Other (please specify) 7 2.3%
Person with perianal Crohn’s disease (currently or previously) 175 57.0%
Voluntary organization representative 5 1.6%
Volunteer or work as part of a group helping those with perianal 
Crohn’s disease

1 0.30%

Number of responses by World 
Bank Income status

High income 262 85.3%

Upper middle income 26 8.5%
Lower middle income 19 6.2%
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2.5. Final workshop
The final workshop was a virtual event held over two days on 
June 2–3, 2025. Respondents were identified from those 
expressing an interest in the initial and interim surveys, as well 
as through professional networks of the steering group mem-
bers and partner organizations, and were invited selectively to 
ensure demographic balance in terms of gender, location, and 

professional or lived experience. Fifteen patients attended the 
workshop, as well as two specialist nurses, two radiologists, 
seven gastroenterologists, and one colorectal surgeon. The 
workshop was facilitated by several JLA advisors using nom-
inal group technique methodology. The participants were 
divided into small groups with mixed demographics by the JLA 
facilitators, in order to discuss the questions and rank the final 

Figure 2.  The global top 10 research priorities for perianal Crohn’s disease.
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19 summary questions. These rankings were then combined, 
and on the second day the final rankings were again discussed, 
reconfigured, and combined to produce the final ranking of the 
19 summary questions.

3. Results
The initial survey had a total of 464 respondents, generating 
1200 individual research uncertainties. Respondents were from 
30 countries across six continents, with the majority of 
responses from the UK (19%), USA (11%), The Netherlands 
(14%), Portugal (13%), and Brazil (9%). Patients provided 
58% of responses. The majority of the responses were from 
high-income countries according to the World Bank criteria 

(80%) with 7% from upper middle-income countries and 13% 
from lower middle-income countries. The full demographics 
are listed in Table  1. Following thematic analysis of these 
responses, a total of 51 individual summary questions were 
produced.

The interim prioritization survey received 307 responses 
(Table 1). Responses were received from 30 countries globally, 
with most of the responses from the UK (26%), Australia 
(20%), USA (13%), the Netherlands (10%), and Iran (6%). 
Analysis of the results involved calculating the highest-ranking 
priorities separately for healthcare professionals in comparison 
to a combined group of patients, carers, parents, volunteers, 
and other respondents. These rankings were compared in 
accordance with the JLA methodology to produce the shortlist 
of 19 interim priorities to take forward to the final workshop.

Figure 2.  Continued.
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The final workshop was held as an online videoconference 
(Zoom, Zoom Communications, San Jose, Ca, USA) on June 
2-3. A total of 27 participants attended the workshop. This 
consisted of 15 patients with lived experience of pCD (one of 
whom was also a general practitioner) and 12 healthcare pro-
fessionals, consisting of seven gastroenterologists, two special-
ist nurses, one colorectal surgeon, and two radiologists. The 
geographic location of the participants and associated World 
Bank Income status is available in Appendix S3. The final Top 
10 list of research priorities for pCD is listed in Figure 2, along 
with the full shortlist of 19 priorities that were taken into the 
Final Workshop.

4. Discussion
The global pCD PSP has successfully conducted an international 
research prioritization exercise to identify the top priorities for 
future research into pCD, in collaboration with the JLA. This is, 
to our knowledge, the first global priority setting partnership 
focusing on pCD. Input into the partnership was obtained through 
engaging with stakeholders, including patients, carers, healthcare 
professionals, researchers, and volunteers with experience of pCD.

This PSP expands upon the 2017 Inflammatory Bowel 
Disease Priority Setting Partnership, in which the fifth most 
important priority related to the best management strategy for 
pCD, and identifying the individual factors that determine this. 
In the pCD PSP, a number of novel and key themes were iden-
tified that advance on this, whilst also extending into new con-
cepts. The highest-ranked priority was the identification of the 
optimal treatment strategy encompassing medical, surgical, and 
other therapies across the full spectrum of the disease. 
Currently, joint management with gastroenterologists and col-
orectal surgeons is the reference standard for the treatment of 
complex pCD. However, there is insufficient evidence to sup-
port clinical guidelines relating to the combination or sequen-
tial use of medical and surgical therapies in pCD.13 Additionally, 
the treatment of non-fistulizing pCD such as strictures and 
erosive disease remain an unmet need.14 Future research in pCD 
should focus on the development of an optimal treatment strat-
egy across the “full spectrum” of the disease. This could include 
reducing recurrence rates following established therapies (10th 
priority).

Understanding the impact of pCD on quality of life (QoL) 
was recognized as the 2nd most important priority. Although 
disease-specific and partially validated QoL measures such as 
the Crohn’s Anal Fistula Quality of Life Index (CAF-QoL) have 
been developed, these are not used routinely in clinical research 
(or in clinical practice) with the majority of studies using 
generic QoL measures.15 There is a need to assess the impact 
of both existing and novel treatments on QoL, with the ulti-
mate aim of improving outcomes in this population, and assess 
changes in QoL across the different classes of pCD.15,16 This 
was also highlighted in the 8th priority, which identified a need 
to further understand the impact on pCD on sexual function, 
relationships, and intimacy.

Another key theme was the prevention of pCD. Identifying 
the underlying etiological mechanisms and risk factors for pCD 
(the 9th priority) will allow researchers to develop effective 
prevention strategies and reduce the burden of pCD on patients, 
carers, and healthcare systems. The TOpClass classification for 
fistulizing pCD represents a practical and patient-centered sys-
tem for categorizing patients as they move through discrete 

stages in the natural history of the disease. The 5th priority 
highlights a need to complement this classification with bio-
logical multiomics data and advanced and/or quantitative 
methods such as radiomics, to assist in diagnosis and prognos-
tication. The importance of personalized medicine is well rec-
ognized in CD, and there is a need to improve predictive tools 
that identify non-response before treatments are commenced.17 
This need is also acknowledged in the 7th priority, which high-
lights the importance of investigating factors that predict treat-
ment response to improve outcomes for individual patients.

The 6th top priority relates to the assessment and monitoring 
of pCD. Whilst pelvic magnetic resonance imaging (MRI) is 
currently the reference standard investigation, the role of MRI 
indices, standardized definitions, and advanced MRI tech-
niques such as quantitative MRI, volumetric analysis, 3D mod-
eling, radiomics and machine learning require further 
research.18,19

4.1. Strengths
This PSP has several advantages. It addresses an important yet 
under-researched condition that has a long-lasting and signif-
icant impact on people with lived experience, setting the top 
10 priorities for future research initiatives. It has been 
co-produced with all key stakeholders, including a range of 
healthcare professionals and patient representatives from 
across the globe.

Additionally, it draws on the strengths of the JLA’s standard-
ized methodology, which yield a number of benefits beyond 
research funding, including establishing patient–professional 
relationships and strengthening global networks.20 During the 
process of this PSP, a number of patient and professional part-
ner organizations based in different geographic regions success-
fully collaborated on delivering its objectives. A number of the 
priorities, for example those relating to the impact of pCD on 
daily life, work, relationships, and intimacy, as well the impact 
of diet and nutrition, are suitable early targets for future col-
laborative efforts by these organizations and others, to address 
these unmet needs. Increasingly, funding organizations recog-
nize the JLA approach to involve stakeholders in agenda-setting 
for research. As such, the priorities identified in this PSP may 
support researchers globally to secure funding relating to pCD 
and collaborate with global networks when doing so.

4.2. Limitations
As with many priority-setting exercises, the scope of participa-
tion was inherently constrained by the demographics and avail-
ability of the key stakeholders that were able to engage in the 
process. This PSP aligns with several prior PSPs that have been 
completed with global representation. These include the PSP 
for Major Trauma, and the PSP for Burns Care.21,22 During the 
steering group selection process, efforts were made to involve 
steering group members with multidisciplinary experience from 
a range of different geographic regions, and although six coun-
tries are represented, the majority of steering group members 
were based in the UK. During the survey distribution and final 
workshop phases, despite efforts to contact and involve a num-
ber of patient and professional IBD organizations and involve 
professional networks, some geographic regions and low- and 
middle-income countries were less well represented. In partic-
ular, the responses from low- and middle-income countries in 
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this PSP represented 20% for the initial survey, a factor that 
may have limited the representation of global views. pCD is 
relatively rare and has been historically less diverse in its prev-
alence in many low- and middle-income countries, and it is 
possible that this contributed to the difficulties in establishing 
relationships with stakeholders in these regions to contribute 
to the PSP. Future global PSPs should not underestimate this 
challenge, and perhaps distribute additional resources to estab-
lishing partnerships in low- and middle-income regions, in 
order to both increase contribution to planned PSPs and also 
provide future benefits beyond this. Of note, the Global Burns 
PSP had considerable success in utilizing grass-roots volunteers 
to improve engagement in low- and middle-income countries, 
achieving a proportion of 36% of survey respondents from 
low- and middle-income countries.21

Recent evidence suggests that IBD (including CD), which 
was traditionally considered to be rare in regions in Central 
and South America, is increasing in incidence in these areas.23,24 
It is likely that there will be a resultant proportionate increase 
in pCD cases, which may increase the numbers of patients with 
pCD who can respond to future PSPs, although geographic 
variations in the clinical phenotypes of CD, including pCD, 
remain poorly understood. As these epidemiologic shifts occur, 
it will remain important to involve stakeholders from these 
regions in future research. The inclusion of perspectives from 
low- and middle-income countries in all stages of this PSP pro-
vides a foundation for broader applicability of the identified 
“Top 10” research priorities for pCD. Patients with pCD often 
encounter long delays to initiation of treatment.25 
Acknowledging the paucity of evidence, it is reasonable to sug-
gest that global regions, where pCD incidence is rising, may 
face greater delays due to limited awareness and diagnostic 
capacity. This challenge was recognized as the 4th top priority.

Routinely, the JLA seeks feedback on the final PSP workshop 
from all participants. Participants highlighted the empowering 
nature of the process, as well as the importance of listening to 
multiple different perspectives. Some attendees (in particular 
participants with lived experience of pCD) expressed disap-
pointment that a question on diet and nutrition narrowly 
missed a place in the Top 10 (ranked 12th). It should be high-
lighted that this remains a priority for future research, and this 
is consistent with the top 10 research priorities in IBD, which 
included a question relating to the role of diet in the manage-
ment of ulcerative colitis and CD as the third most important 
priority.6

4.3. Conclusions
The pCD PSP represents a significant international initiative to 
identify the most important research priorities for this complex 
condition. Using a collaborative approach based on JLA meth-
odology, the PSP has brought together a diverse, global com-
munity of patients, carers, healthcare professionals, and 
researchers to identify the top 10 unanswered research ques-
tions in pCD. These priorities highlight critical unmet needs 
across the full spectrum of the disease, including the develop-
ment of optimal treatment strategies, improved understanding 
of QoL impacts, and the need for prevention, personalized care, 
and better diagnostic and monitoring tools. The prioritization 
of these research areas illustrates the importance of multidis-
ciplinary care and the integration of patient perspectives into 
research agendas. The response rate and involvement from 

low- and middle-income countries was low in the survey phases 
and final workshop, which may have limited the representation 
of global views. However, this initiative lays a foundation for 
more inclusive global collaboration as IBD epidemiology 
evolves worldwide. Moving forward, these research priorities 
offer a roadmap for investigators, funders, and policy-makers 
to address the most pressing gaps in evidence, with the ultimate 
aim of improving outcomes and care for people living with 
pCD globally.

Acknowledgements
We would like to acknowledge the support of the partner orga-
nizations Crohn’s and Colitis UK, Crohn’s and Colitis 
Foundation, European Federation Crohn’s and Colitis 
Association, Dukes Club, Girls with Guts, European Society 
of Gastrointestinal and Abdominal Radiology, Crohn’s and 
Colitis Australia, United European Gastroenterology, the 
Treatment Optimisation and Classification in Perianal Crohn’s 
Disease Consortium, and the South Asian IBD Alliance.

PSP Collaborators: John Nik Ding1, Sulak Anandabaskaran2,3, 
Jeroen Geldof4, Sara El Ouali5, Melanie Seale1, Angela Forbes6, 
Kelly Exner7, Tito Reinaldo8, Rachel Capstick9, David 
Bourada10, Harsha Nagaraj7, Kera Berutti11, Anna Antoniou9, 
Amber Harris11, Devesh Varma12, Sophie Verstraete15, Tina 
Aswani-Omprakash11, Vishal Sharma14, Raihaneh Bokharai16 
from the 1St Vincent’s Hospital, Melbourne, Australia; 2St 
Mark’s Hospital and Academic Institute, London, United 
Kingdom; 3Imperial College London, London, United Kingdom; 
4Ghent University Hospital, Ghent, Belgium; 5Cleveland Clinic 
Abu Dhabi, Abu Dhabi, United Arab Emirates; 6Patient repre-
sentative, New Zealand; 7Patient representative; 8Patient repre-
sentative, Portugal; 9Patient representative, United Kingdom; 
10Patient representative, Canada; 11Patient representative, 
United States; 12Patient representative, India; 13Patient represen-
tative, Belgium; 14Post-graduate Institute of Medical Education 
and Research, Chandigarh, India; 15General Practitioner, 
Netherlands; 16Patient representative, the Netherlands

Author contributions
All authors were involved in conceptualization, data curation, 
investigation, methodology, validation, writing, review, and 
editing. T.P. and E.A. were involved in data analysis. T.P., A.H., 
and P.T. were involved in funding acquisition.

Supplementary material
Supplementary material is available at ECCO-JCC online.

Funding
Funding was provided by The Leona M. and Harry B. Helmsley 
Charitable Trust.

Conflicts of interest
A.H.: has served as consultant, advisory board member or 
speaker for AbbVie, Arena, Atlantic, Bristol-Myers Squibb, 
Celgene, Celltrion, Falk, Galapogos, Lilly, Janssen, MSD, 

D
ow

nloaded from
 https://academ

ic.oup.com
/ecco-jcc/article/20/4/jjag018/8666248 by Tehran U

niversity of M
edical Science user on 04 July 2026

https://academic.oup.com/ecco-jcc//article-lookup/doi/10.1093/ecco-jcc/jjag018#supplementary-data


Journal of Crohn’s and Colitis, 2026, Vol. 20 and No. 4� 9

Napp Pharmaceuticals, Pfizer, Pharmacosmos, Shire, and 
Takeda. She also serves on the Global Steering Committee for 
Genentech. P.T.: Speaker fees and/or advisory board for Takeda, 
J&J, Tillots, Ferring, and Falk. N.P.: Advisory and/or speaker 
fees from AbbVie, Allergan, Celgene, Debiopharm, Ferring, 
and Vitor Pharma, and lecture fees from Allergan, Dr Falk 
Pharma, Janssen, Takeda, and Tillotts Pharma. S.S.: Holds 
research grants from Takeda, Pfizer, Johnson & Johnson, 
AbbVie, and Tillotts Pharma; received consulting fees from 
Takeda, AbbVie, Merck, Ferring, Pharmacosmos, Warner 
Chilcott, Johnson & Johnson Innovative Medicine, Dr Falk 
Pharma, Biohit, TriGenix, Celgene, and Tillots Pharma, pay-
ment or honoraria from AbbVie, Takeda, Celltrion, Pfizer, 
Biogen, AbbVie, Johnson & Johnson Innovative Medicine, 
Merck, Warner Chilcott, and Dr Falk Pharma. J.M.: Consulting 
fees from Abbvie, J&J, Takeda, Ferring, Fresenius Kabbi, 
Celltrion, Merck, Pfizer, and honoraria from Abbvie, J&J, 
Takeda, Ferring, Pfizer. L.Y.: Consulting fees from Abbvie, Ely 
Lilly, Ferring, Falk, J&J, Pfzer, Takeda, Tillots. Honoraria from 
Abbvie, Ely Lilly, Ferring, Falk, J&J, Pfzer, Takeda, Tillots. 
Support for attending meetings from Ferring, Tillots. 
Participation on advisory board from Abbvie, Ely Lilly, Ferring, 
Falk, J&J, Pfzer, Takeda, Tillots. P.K.: Speaking and consul-
tancy honorarium from Abbvie, Johnson & Johnson, Pfizer, 
celltrion, Takeda. D.P.: Institutional grants from Johnson and 
Johnson, Pfizer, AbbVie, Arena Pharmaceuticals, Bristol Myers 
Squibb, CorEvitas LLC, Takeda Pharmaceuticals, Direct 
Biologics, Sanofi, Prometheus Biosciences, Eli Lilly, Teva 
Pharmaceuticals, Merck, ExeGI Pharmaceuticals, Agomab, 
Landos Pharmaceuticals, Tr1X, and Boehringer Ingelheim. 
Consulting fees from Johnson and Johnson, AbbVie, Bristol 
Myers Squibb, CorEvitas LLC, Sandoz, Direct Biologics, 
Takeda Pharmaceuticals, Eli Lilly, Merck, Celltrion. Stock 
options from Edulis. E.S.: Honoraria from Takeda, Astrazeneca. 
Expert testimony fees from Takeda. Support for attending 
meetings from Takeda, Eli Lilly, and Dr Falk. J.S.: Institutional 
Litwin Grant from the Crohn’s and Colitis Foundation. 
President of European Society of Gastrointestinal and 
Abdominal Radiology (unpaid). S. A.-O.: Advisory and/or 
speaking fees for Eli Lilly, Janssen, Takeda, and Abbvie. The 
other authors have no conflicts of interest to declare.

Data availability
All data will be available for publication on the James Lind 
Alliance website. This will include all deidentified participant 
data. The study protocol and terms of reference are published 
on the James Lind Alliance website. This information will be 
publicly available without restriction.

References
	 1.	 Tsai L, McCurdy JD, Ma C, Jairath V, Singh S. Epidemiology and 

natural history of perianal crohn’s disease: a systematic review and 
meta-analysis of population-based cohorts. Inflamm Bowel Dis. 
2022;28:1477-1484.

	 2.	 Hanna LN, Munster LJ, Joshi S, et al. Isolated perianal Crohn’s dis-
ease: a systematic review and expert consensus proposing novel diag-
nostic criteria and management advice. Lancet Gastroenterol Hepatol. 
2025 [cited 2025 June 23]; Available from: https://www.thelancet.
com/journals/langas/article/PIIS2468-1253(25)00007-X/abstract

	 3.	 Adegbola S. Medical and surgical management of perianal Crohn’s 
disease. AOG. 2018 [cited 2024 Oct 17]; Available from: http://
www.annalsgastro.gr/files/journals/1/earlyview/2018/ev-02-2018- 
05-AG3265-0236.pdf

	 4.	 Adegbola SO, Dibley L, Sahnan K, et al. Burden of disease and 
adaptation to life in patients with Crohn’s perianal fistula: a qual-
itative exploration. Health Qual Life Outcomes. 2020;18:370.

	 5.	 About us | NIHR JLA. [cited 2025 July 7]. James Lind Alliance. 
2024. Available from: https://www.jla.nihr.ac.uk/about-us

	 6.	 Hart AL, Lomer M, Verjee A, et al. What are the top 10 research 
questions in the treatment of inflammatory bowel disease? A pri-
ority setting partnership with the James Lind Alliance. J Crohns 
Colitis. 2017;11:204-211.

	 7.	 Tozer PJ, Lung P, Lobo AJ, et  al.; of ENiGMA Collaboration. 
Review article: pathogenesis of Crohn’s perianal fistula— 
understanding factors impacting on success and failure of treatment 
strategies. Aliment Pharmacol Ther. 2018;48:260-269.

	 8.	 Anandabaskaran S, Hanna L, Iqbal N, Constable L, Tozer P, Hart 
A. Where are we and where to next?—the future of perianal Crohn’s 
disease management. J Clin Med. 2023;12:6379.

	 9.	 JLA Guidebook | NIHR JLA [Internet]. [cited 2025 Aug 20]; James 
Lind Alliance. 2024. Available from: https://www.jla.nihr.ac.uk/
jla-guidebook

	10.	 Global perianal Crohn’s disease PSP protocol | NIHR JLA [Internet]. 
[cited 2025 July 7]. Global Perianal Crohn’s disease PSP. 2024. 
Available from: https://www.jla.nihr.ac.uk/documents/global-perianal- 
crohns-disease-psp-protocol

	11.	 Pelly T; Perianal Crohn’s Disease Priority Setting Partnership 
Steering Group. Protocol for a priority setting partnership to iden-
tify the top 10 global research priorities for perianal Crohn’s dis-
ease. J Crohns Colitis. 2025;19:i1513.

	12.	 Perianal Crohn’s Disease PSP (Global) question verification form | 
NIHR JLA. [cited 2025 July 8]. Available from: https://www.jla.
nihr.ac.uk/documents/perianal-crohns-disease-psp-global-quest
ion-verification-form

	13.	 Torres J, Bonovas S, Doherty G, et al. ECCO guidelines on thera-
peutics in Crohn’s disease: medical treatment. J Crohns Colitis. 
2020;14:4-22.

	14.	 Lightner AL, Click B, Yamamoto T, Spinelli A, Kotze P. Management 
of isolated anal strictures in Crohn’s disease. Dis Colon Rectum. 
2020;63:1639-1647.

	15.	 Adegbola SO, Dibley L, Sahnan K, et al. Development and initial 
psychometric validation of a patient-reported outcome measure for 
Crohn’s perianal fistula: the Crohn’s Anal Fistula Quality of Life 
(CAF-QoL) scale. Gut. 2021;70:1649-1656.

	16.	 Geldof J, Iqbal N, LeBlanc J-F, et al. Classifying perianal fistulising 
Crohn’s disease: an expert consensus to guide decision-making in 
daily practice and clinical trials. Lancet Gastroenterol Hepatol. 
2022;7:576-584.

	17.	 Noor NM, Verstockt B, Parkes M, Lee JC. Personalised medicine 
in Crohn’s disease. Lancet Gastroenterol Hepatol. 2020;5:80-92.

	18.	 Anand E, Pelly T, Joshi S, et al. Current practice and innovations 
in diagnosing perianal fistulizing Crohn’s disease (pfCD): a narra-
tive review. Tech Coloproctol. 2025;29:102.

	19.	 Devi J, Anand E, Joshi S, et al. Defining radiological healing in 
perianal fistulizing Crohn’s disease: a TOpClass global expert delphi 
consensus. Clin Gastroenterol Hepatol. 2025;169: S-878. [cited 
2025 Aug 18]; Available from https://www.sciencedirect.com/sci-
ence/article/pii/S1542356525002484

	20.	 Staley K, Crowe S, Crocker JC, Madden M, Greenhalgh T. What 
happens after James Lind Alliance priority setting partnerships? A 
qualitative study of contexts, processes and impacts. Res Involv 
Engagem. 2020;6:41.

D
ow

nloaded from
 https://academ

ic.oup.com
/ecco-jcc/article/20/4/jjag018/8666248 by Tehran U

niversity of M
edical Science user on 04 July 2026

https://www.thelancet.com/journals/langas/article/PIIS2468-1253(25)00007-X/abstract
https://www.thelancet.com/journals/langas/article/PIIS2468-1253(25)00007-X/abstract
http://www.annalsgastro.gr/files/journals/1/earlyview/2018/ev-02-2018-05-AG3265-0236.pdf
http://www.annalsgastro.gr/files/journals/1/earlyview/2018/ev-02-2018-05-AG3265-0236.pdf
http://www.annalsgastro.gr/files/journals/1/earlyview/2018/ev-02-2018-05-AG3265-0236.pdf
https://www.jla.nihr.ac.uk/about-us
https://www.jla.nihr.ac.uk/jla-guidebook
https://www.jla.nihr.ac.uk/jla-guidebook
https://www.jla.nihr.ac.uk/documents/global-perianal-crohns-disease-psp-protocol
https://www.jla.nihr.ac.uk/documents/global-perianal-crohns-disease-psp-protocol
https://www.jla.nihr.ac.uk/documents/perianal-crohns-disease-psp-global-question-verification-form
https://www.jla.nihr.ac.uk/documents/perianal-crohns-disease-psp-global-question-verification-form
https://www.jla.nihr.ac.uk/documents/perianal-crohns-disease-psp-global-question-verification-form
https://www.sciencedirect.com/science/article/pii/S1542356525002484
https://www.sciencedirect.com/science/article/pii/S1542356525002484


10� Journal of Crohn’s and Colitis, 2026, Vol. 20 and No. 4

	21.	 Richards HS, Staruch RMT, Kinsella S, et  al. Top ten research 
priorities in global burns care: findings from the James Lind alliance 
global burns research priority setting partnership. Lancet Glob 
Health. 2025;13:e1140-50-e1150.

	22.	 Bretherton CP, Hirst R, Gacaferi H, et al.; Major Trauma Priority 
Setting Partnership Steering Group. Research priorities for the 
management of major trauma: an international priority setting 
partnership with the James Lind alliance. BMJ Open. 
2024;14:e083450.

	23.	 Hracs L, Windsor JW, Gorospe J, et al.; Global IBD visualization 
of epidemiology studies in the 21st Century (GIVES-21) research 

group. Global evolution of inflammatory bowel disease across epi-
demiologic stages. Nature. 2025;642:458-466.

	24.	 Kaplan G, Hracs L, Windsor J, et al. The global evolution of inflam-
matory bowel disease across four epidemiologic stages. In Review. 
2024 [cited 2025 July 3]. Available from: https://www.
researchsquare.com/article/rs-3846147/v1

	25.	 Lee MJ, Freer C, Adegbola S, et al. Patients with perianal Crohn’s 
fistulas experience delays in accessing anti-TNF therapy due to 
slow recognition, diagnosis and integration of specialist services: 
lessons learned from three referral centres. Colorectal Dis. 
2018;20:797-803.

D
ow

nloaded from
 https://academ

ic.oup.com
/ecco-jcc/article/20/4/jjag018/8666248 by Tehran U

niversity of M
edical Science user on 04 July 2026

https://www.researchsquare.com/article/rs-3846147/v1
https://www.researchsquare.com/article/rs-3846147/v1

	Active Content List
	1. Introduction
	2. Materials and methods
	3. Results
	4. Discussion
	Author contributions
	Supplementary material
	Funding
	Conflicts of interest
	Data availability


