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Inflammatory bowel disease (IBD) is a growing global health challenge | Introduction
affecting more than 7 million people worldwide. With increasing Methods
prevalence across all age groups, including children and adolescents,
IBD places substantial strain on health-care systems and society,
resulting in high direct medical costs, lost productivity and reduced
quality of life. Despite therapeutic advances, suboptimal disease Future outlook
control and delays in timely diagnosis and adequate treatment Conclusions
persist. Regional disparities in health-care access contribute to these
challenges, especially in low-income countries. Addressing these
inequitiesis crucial forimproving global IBD outcomes. Using a Delphi
methodology, experts from clinical care, research, public health and
advocacy (including patient representation) identified priorities

across six domains (37 statements in total): epidemiology, care models,
treatment strategies, education and awareness, patient and community
engagement, and leadership to promote health equity. These priorities
emphasize quantifying the burden of IBD, addressing health-care
disparities, validating care models, exploring novel treatments,
advancing education, engaging patients and advocating for health
equity policies. The comprehensive approach seeks to optimize care
models, promote patient engagement and ensure equitable access to
health care. Theidentified priorities serve as aguide for both clinical
and non-clinical researchers, and funders dedicated to IBD-related
initiatives, fostering international collaboration to improve IBD
management and reduce itsimpact globally.
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Study strengths and limitations
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Key points

o This Consensus Statement provides an evidence-based road map
to guide global initiatives, ensuring inflammatory bowel disease (IBD)
receives the attention and resources needed to mitigate its growing
impact on individuals and society.

o Understanding the global epidemiological burden remains a
priority, with the need for high-quality population-based research
on health-care system delivery to prepare personnel, resources and
medical infrastructure.

o Health-care systems should implement timely IBD referral

pathways, optimize diagnosis and treatment and assess combination
treatments; advancing fibrosis evaluation and novel treatments beyond
inflammation is key to improving patient outcomes.

¢ IBD education should be expanded in medical curricula and
continuing education, emphasizing diet, nutrition and patient
awareness of early diagnosis, intervention, disease modification and
functional remission through multidisciplinary collaboration.

o Research should develop effective IBD care models for resource-
limited settings; inclusive leadership must address health-care
disparities while prioritizing psychosocial support and mental health to
improve patients’ overall well-being beyond gastrointestinal symptoms.

o The future of IBD care demands a holistic, multidisciplinary
approach; stakeholders must collaborate to advance personalized
treatments, equitable access, mental health support and adaptable
health-care models, ensuring inclusive, patient-centred and globally
accessible care.

Introduction

Inflammatory bowel disease (IBD), encompassing Crohn’s disease and
ulcerative colitis, is a chronic, progressive condition that affects mil-
lions ofindividuals worldwide. The prevalence of IBD has been steadily
rising in both developed and developing nations, with an estimated
7 millionindividuals globally affected by the disease'* IBD affects peo-
pleofallages, witharising number of diagnoses in children and adoles-
cents, especially in areas where the disease was previously uncommon
such as Eastern Asia countries®. The condition imposes a substantial
burdenonglobal health-care systems, not only through direct medical
expenses but also due to indirect costs, such as decreased productiv-
ity, disability and a reduced quality of life for affected individuals*®.
Despite the availability of advanced therapeutic options, many indi-
viduals with IBD continue to experience suboptimal disease control,
and substantial gaps remain in the timely diagnosis and appropriate
management of the condition. The unpredictability of the disease and
the potential for severe complications underscore the urgent need
forimproved health-care policies, better access to care and enhanced
patient support systems.

As the global burden of IBD continues to rise, many jurisdictions
areincreasingly ill-prepared to effectively address the growing needs
of individuals living with this condition. A survey of 397 participants
published in 2021 highlighted that the increasing prevalence of IBD
is the most substantial challenge for gastroenterologists globally®.

Perceived challenges differ notably between those in high-income
and those in low-income and middle-income countries, primarily
reflecting disparitiesin health-care access. For instance, respondents
from high-income countries reported greater difficulty accessing IBD
specialists and surgeons, whereas those in low-income countries faced
substantial barriers to obtaining simple treatments such as 5-amino-
salicylic acid, steroids and immunomodulators, as well as anti-TNF
therapy and dose escalation. Addressing these issues in developing
regions could reduce inequities and improve global patient outcomes.

To tackle this urgent public health concern, a worldwide team of
experts collaborated to establish a consensus onactionable strategies
toaddressthe challenges posed by IBD. Policy and programmatic initia-
tivesinvarious medical fields beyond IBD, such as neurology, cardiol-
ogy, hepatology and nephrology, have highlighted key global research
agenda priorities” . These initiatives focus on advancing public health
policies,improving early diagnosis and disease management, enhanc-
ing access to care and fostering collaboration across critical areas,
including epidemiology, care models, treatment strategies, education
and awareness, patient and community perspectives, and leadership
to promote health equity.

This Consensus Statement aims to provide a comprehensive,
evidence-based road map to guide initiatives at a global level, ensur-
ing thatIBD receives the attention and resources it requires to reduce
its growing impact on individuals and society worldwide. Through a
multidisciplinary and collaborative approach, we aim to reshape how
IBD is understood, treated and prevented, working towards a future
where the burden of this complex disease is markedly reduced.

Methods

This Consensus Statement was conducted under the framework and
with the support of the International Organization for the Study of
Inflammatory Bowel Disease (I0IBD), which served as the collaborative
platform for this project. This study employed a Delphi methodology
to develop consensus action. The four co-chairs (V.S., V.J., L.P.-B. and
S.D.) identified 16 experts, covering clinical care and research, pub-
lic health and policy, and advocacy (C.N.B.,1.D., A.D., M.C.D., R.B.G.,
A.H., G.G.K., C.M,, FEM,, JWY.M., S.C.N,,R.P.,S.R,, D.T.R. and C.A.S.
and patient advocate R.D.) who collectively formed the core author
group. The core group identified domain-specific experts to provide
critical input on the initial draft of statements (R1). Participants had
expertise in IBD, immune-mediated inflammatory diseases (IMID),
non-communicable diseases, public health, patient advocacy and/or
consensus methodologies. To ensure a comprehensive perspective
among survey participants, the core group intentionally included both
experienced professionals and emerging voices in the field, aiming
to capture diverse expertise and enhance the quality of the findings.
A sample size of least 300 participants was considered to be appro-
priate to facilitate consensus rather than statistical representation.
A combination of purposive, snowball and targeted sampling methods
was employed to assemble adiverse, multidisciplinary panel with broad
geographical representation.

Drafting of action priorities

The core author group carried out an extensive analysis of the litera-
tureand available evidence, producing a collection of evidence briefs
focused on six major topics. These briefs provided an overview of cur-
rentknowledge, articulated a vision for progress over the next10 years,
highlighted essential questions and recommended priority actionsin
thefollowingareas: (1) epidemiology; (2) developing and implementing
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care models; (3) strategies for treatment and care; (4) educational and
awareness programmes; (5) patient and community engagement; and
(6) leadership and policies to promote health equity.

The statements were discussed and refined during a virtual meet-
ingheld on17July 2024. Following this meeting, the core group mem-
bersupdated the priorities toincorporateinsights fromthe discussions
inpreparation for the first round of the Delphi survey, conducted from
24 July to 15 August 2024.

Delphi method data collection and analysis

The study design consisted of two Delphi survey rounds (R1and R2,
bothinEnglish), each anticipated by a virtual meeting within the core
group. In both rounds, respondents indicated their agreement with
each priority using afour-point Likert-type scale (that s, ‘agree’,‘some-
what agree’, ‘somewhat disagree’ and ‘disagree’). Given the multidis-
ciplinary nature of the panel, the survey included a fifth option: ‘not
qualified torespond’. Panellists could provide comments and suggest
editstoindividual priorities and provide overall comments at the end
of R1. Demographic data were collected in R1 and R2. The survey was
distributed using the Qualtrics XM platform.

An analytical team of core group members (V.S.,S.R., V.J., L.P.-B.,
S.D.) reviewed the R1 data, including 333 open-ended comments,
and initiated revisions; the core group subsequently reviewed the
revised priorities and provided additional inputs in a virtual meeting
(23 October 2024) ahead of R2.InR2 (1-30 November 2024), panellists
voted ontherevised priorities and ranked at least half of the priorities
within each of the following six domains: epidemiology; models of
care; treatmentand care; education and awareness; patient and com-
munity perspectives; and leadership and public health policy. Each
action priority was graded to indicate the level of combined agreement
(‘agree’ + ‘somewhat agree’), using asystem that hasbeen usedin other
Delphi studies’ in which ‘U’ denotes unanimous (100%) agreement,
‘A’ denotes 90-99% combined agreement, ‘B’ denotes 78-89% com-
bined agreement, and ‘C’ denotes 67-77% combined agreement. For
theranking, scores were calculated and normalized in Microsoft Excel
(v.16.70) to compare rankings within each domain.

Results

Atotal of 330 individuals were invited to participate in R1, and 307
(93.0%) completed the survey. These respondents were invited to
participatein R2, of whom 300 (90.9%) completed the survey. Table 1
details the demographics of all expert panellists involved in the study.
Most respondents were aged 30-50 years (64%), male (51.3%), based
in high-income countries (64.7%) and worked as health-care provid-
ers (54.7%). In relation to sector of employment, the largest group
was employed in the public sector (35%). Respondents represented
regions across the world, including East Asia and Pacific, Europe and
Central Asia, Latin America and Caribbean, Middle East and North
Africa, North America, South Asia and sub-Saharan Africa. Europe
and Central Asia had the highest representation (46.7%), whereas
sub-Saharan Africahad the lowest representation (1.0%). Most respond-
entsreported national professional association or society membership
inthe field of gastroenterology (75.7%), whereas primary care was the
least represented area (1.3%). During the revisions for R2,16 statements
were rephrased to address free-text comments and suggestions from
R1, as well as to incorporate insights from the virtual meeting within
the core group. The panel reviewed 37 priorities in R2. Across both
Delphirounds, the combined agreement (‘agree’ + ‘somewhat agree’)
remained highin alldomains. The mean percentage of ‘agree’ responses

slightly decreased from 96.6% in R1to 94.7% in R2, following the consid-
eration of substantive feedback received in R1. However, two of three
statementsthatinitially received agrade Bachieved agrade A after R2
(6.1and 6.2). Table 2 presents the final priorities, agreement grades and
rankings for each of the six domains. The core author group established
apriority ranking (first, second, third), as presented in the last column
of Table 2, based on expert judgment. In the final priorities for R2, the
panelreached over 90% combined agreement for all priorities, except
one whichreceived agradeB (6.5).

Domain1: understanding the global epidemiological burden
Domainlidentified several interrelated research priorities essential
foradvancing our understanding of the epidemiological burden of the
disease across diverse populations and settings. A critical area high-
lighted is the need for geospatial and temporal analyses of the global
incidence and prevalence of IBD, which can help to trackits evolution
through distinct stages. These stages — emergence, acceleration in
incidence, compounding prevalence and prevalence equilibrium —are
vital for studying how genetic, environmental and microbial factors
contribute to disease progression (1.1, ranked second in the domain)™",
As IBD prevalence rises, particularly in developed nations, there is an
increasing need for comprehensive population-based research on
health-care systems to ensure that medical infrastructure, personnel
andresources are prepared for the growing IBD burden, including the
challenges posed by an ageing population and the rise in comorbidities
(1.2, ranked first in the domain)®.

Further emphasizing this need for nuanced understanding, stand-
ardizing study designs and methodologies across regions is vital.
This approach would address the variability in epidemiological data,
enabling more accurate comparisons and facilitating the identifica-
tionof whether observed trends are due toimproved detection ortrue
changesinIBD biology (1.3)"". Additionally, the rise in paediatric-onset
IBDincreased by 22.8% from 1990 to 2019, particularly in regions with
a high sociodemographic index’, including very early-onset forms
of the disease, calls for in-depth studies examining the genetic, envi-
ronmental, dietary and microbial exposures during early life (1.4)"5,
Understanding these risk factors in children is critical because they
are often exposed to fewer environmental factors, which mightenable
researchersto pinpoint modifiable determinants that could be targeted
for preventive interventions.

Another important research priority involves identifying bio-
markers from cohorts of individuals at high risk of developing IBD
(1.5). These biomarkers, whether genetic, serological, proteomic or
microbial, could lead to targeted interventional studies that modify
environmental and behavioural factors or support clinical trials aimed
at preventing the onset of IBD altogether'®?°. Furthermore, the need for
epidemiological research on under-represented populations, such as
ethnic minorities, low socioeconomic status groups and migrants, is
becomingincreasingly important (1.6, ranked third in the domain)**,
These populations are often disproportionately affected by IBD with
higher disease burden and limited access to quality care, and conduct-
ing studies with diverse groups ensures that we can identify factors
unique to different subgroups and improve health-care equity. This
aspect is particularly important given the substantial differences in
ancestry, genetics, environment and diet, which can also influence
variations in IBD epidemiology, phenotype and outcomes across
these regions®?*. For instance, the incidence of IBD has markedly
increased among Black and Indigenous individuals, people of col-
our and Hispanic individuals, with a particularly notable rise among
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Table 1| Delphi panel characteristics (h=300)

Characteristic

Number of panellists (%)

Characteristic Number of panellists (%)

Age Years working in the IBD field
30 to <40 years 101(33.7) 1-11 133 (44.3)
40 to <50 years 91(30.3) 12-22 83 (27.7)
50 to <60 years 67(22.3) 23-33 51(17.0)
>60 years M(13.7) 34-44 22 (7.3)
Gender 45-55 1(0.3)
Prefer not to say 10 (3.3)
Women 143 (47.7)
Men 154 (51.3) Area of national professional association/society membership(s) in the
Non-binary or gender diverse 3(1.0) country of work
Prefer not to say 0 Gastroenterology 227(75.7)
Country of origin, by income level Immune-mediated inflammatory disorders (e.g. 10(3.3)
52 307) L ol
High 194 (64.7)
Prefer not to say 14 (4.6) Epidemiology 5(1.7)
Global region of origin Primary care 4(1.3)
East Asia and Pacific 47 (15.7) Patient advocacy and/or policy advocacy 23(77)
Europe and Central Asia 140 (46.7) Prefer not to say 4013)
Latin America and Caribbean 27 (9.0)
Middle East and North Africa 13 (4.3) Other 27(9.0)
North America 54(18.0) IBD, inflammatory bowel disease.
South Asia 16 (5.3)
Sub-Saharan Africa 3(1.0)
Prefer not to say 0 Black people, over the past three decades in the USA. However, data
- show that they experience worse clinical disease, lower health-related
Sotntyjoliworbyfncomellevel quality of life scores, more medication concerns and more limited
Low or middle 83(27.7) access to specialists compared with white or non-Hispanic people.
High 201(67.0) Additionally, they report having less social and emotional supportand
Prefer not to say 16 (5.3) utilize emergency department services more frequently”. Moreover,
Global region of work sex-specific differences in the phenotype and progression of IBD
- - have been observed, with women experiencing longer diagnostic
s EReme FEsiie “(fle delays than men®, underscoring the need for further epidemiologi-
Eur_Ope a”‘? G, AS_'a ) (E010) cal research to explore the genetic, hormonal, microbiota-related
k;gr;é?:;?nznsocrf;'ﬁz?;n 28(2(97')3) and environmental factors involved?. Lastly, global surveillance of
ey Aty - ('22‘3) lBD.tI?r.ougl? stand.ardized phenotyping, diagnosis and managemgnt
S 723) deflnltl(?nSIS crucial (1.7).Stfandard|zat|.on WIllenfable morgeffectlve
T 2(07) comparisons of IBD across different reg-lops,helpmgto build cascad-
Prefer not to say 2(07) ing gu1del.me:s that reflect both global insights a.md. I'ocal health-care
resource limitations. Overall, these research priorities underscore a
Primary sector of employment comprehensive and inclusive approach to improving IBD understand-
Academic 102 (34.0) ing, management and prevention across the globe, focusing on both
Public 105 (35.0) macro trends and micro-level insights.
Private 73 (24.3)
Civil society 6(2.0) Domain 2: defining and implementing care models
Prefer not to say 2(0.7) Domain 2 emphasizes the importance of defining and implementing
Other 12 (4.0) patient-centred care models for IBD, for which collaboration among
Field(s) of employment all relevant stakeholders is paramount. A key priority (2.1) is ensur-
ing the engagement of patients, their families, caregivers, patient
Clinical research 74(24.7) organizations and health-care providers in the development of IBD
Non-clinical research n(@3.7) care models, emphasizing the need for models that reflect patient
Health-care provider 164(54.7) needs and perspectives®?, Specialized care models (2.2) are crucial
enepeel B dioeasy leiiz) for ensuring timely diagnosis, accurate prognostic evaluation and
ez sy evidence-based management, including innovative hub-and-spoke
gte;:: notto say 251(‘2)6) frameworks that facilitate access to multidisciplinary care and improve

outcomes through technological integration®. Additionally, financial
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Table 2 | Consensus statements for IBD research priorities

Number Statement Results Grade Rank

Domain 1: understanding the global epidemiological burden

11 Geospatial and temporal analyses of the global incidence and prevalence of IBD should study the evolution of A+SA=90.8% A 2
IBD across four epidemiological stages: emergence (stage 1); acceleration in incidence (stage 2); compounding I
prevalence (stage 3); and prevalence equilibrium (stage 4). Transition across epidemiological stage offers the A=T74.9%
opportunity to study the genetic, environmental and microbial determinants of the pathogenesis of IBD SA=15.9%

SD=1.4%
D=0.5%
NQ=7.3%

1.2 The rising prevalence of IBD in stage 3 (compounding prevalence) is forecast to lead to a prevalence that exceeds A+SA=96.2% A 1
1% of the population over the next decade in developed nations. Therefore, high-quality population-based research N
on health-care system delivery is necessary to prepare personnel, resources and medical infrastructure to address A=841%
the rising number of people with IBD and an ageing IBD population with greater burden of comorbidities SA=121%

SD=1%
D=0
NQ=2.8%

1.3 Standardization of study design and analyses of epidemiological research across different geographical A+SA=922% A -
jurisdictions is required to address the heterogeneity in epidemiological data between regions and to differentiate B
improved detection from changing biology of IBD A=72.9%

SA=19.3%
SD=1.5%
D=0.5%
NQ=5.8%

1.4 Unexplained rising incidence of paediatric-onset IBD, including very early-onset IBD necessitates studies on genetic, A+SA=913% A -
environmental, dietary and microbial exposures occurring during early life or in utero. Since children with IBD are U
exposed to fewer environmental factors over their shorter lifetime, we should be better able to identify risk and/or A=73.4%
protective factors that may be subject to intervention SA=17.9%

SD=2.4%
D=1.0%
NQ=5.3%

1.5 Cobhorts of individuals at higher risk of developing IBD may identify biomarkers (for example, genetic, serological, A+SA=952% A -
proteomic, metabolomic, microbial) of individuals at high risk of developing IBD who could be targeted for future I
interventional studies that modify the environmental and behavioural determinants of IBD or clinical trials to prevent A=72.5%
the onset of IBD SA=227%

SD=1.0%
D=1.0%
NQ=2.8%

1.6 There is a need for epidemiological research for under-represented populations with IBD, including age-stratified, A+SA=94.2% A 3
sex and gender groups, ethnic minority groups, indigenous peoples, people of low socioeconomic status, and o
migrants and their offspring who travel between countries of differing incidence A=T74.4%

SA=19.8%
SD=2.9%
D=1.0%
NQ=1.9%

17 Global surveillance of phenotyping, diagnosis, course and management using standardized definitions are A+SA=956% A -
necessary to compare IBD across different regions throughout the world and allow for the development of B
cascading guidelines that account for access and availability of health-care resources in each country. A=T71.5%

SA=241%
SD=21%
D=0%
NQ=2.3%

Domain 2: defining and implementing care models

21 Patients, their carers, relatives, patient organizations and relevant health-care providers should be engaged in the A+SA=957% A -
design of patient-centred IBD care models -

A=69.1%
SA=26.6%
SD=3.4%
D=0.1%
NQ=0.8%
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Table 2 (continued) | Consensus statements for IBD research priorities

Number

Statement

Results Grade

Rank

Domain 2: defining and implementing care models (continued)

22

Specialized models of care for timely IBD diagnosis, prognostic evaluation and evidence-based management
should be implemented, with consideration given to hub-and-spoke models that leverage multidisciplinary teams
and technology to improve access to care

A+SA=957% A

A=77.3%
SA=18.4%
SD=0.5%
D=0
NQ=3.8%

23

Health system decision-makers should be engaged and informed about the direct and indirect financial implications
of emerging and evolving models of care in IBD

A+SA=98.6% A

A=80.7%
SA=17.9%
SD=0.5%
D=0
NQ=0.9%

24

Context-specific and resource-specific IBD multidisciplinary models of care should be developed to promote
evidence-based diagnosis, prognostic evaluation and management of patients with IBD

A+SA=957% A

A=78.3%
SA=17.4%
SD=2.4%
D=0
NQ=1.9%

25

Medical societies and health authorities should develop clear guidance on care pathways that promote the timely
referral of patients with suspected or proven IBD within relevant health-care settings, incorporating context-specific
adaptations where needed

A+SA=96.1% A

A=821%
SA=14.0%
SD=2.4%
D=1.0%
NQ=0.5%

26

IBD specialists should collaborate with primary care experts, general internists, general surgeons, nurses, dieticians
and psychologists to determine how patients with alarm symptoms or bad prognostic features can be identified in
primary care settings and referred to adequate specialized care

A+SA=98.5% A

A=879%
SA=10.6%
SD=11%
D=0.4%
NQ=0%

Domain 3: defining and implementing treatment strategies

31

Clinical pathways should be developed to optimize the early identification, diagnosis and appropriate medical and
surgical interventions in patients with IBD

A+SA=981% A

A=88.9%
SA=9.2%
SD=0.7%
D=0.7%
NQ=0.5%

3.2

The role of presymptomatic diagnosis and/or prevention should be assessed to mitigate the risk of IBD by delaying
diagnosis, attenuating the disease course, preventing disease onset and modifying the natural history of IBD

A+SA=933% A

A=69.6%
SA=23.7%
SD=4.8%
D=1.4%
NQ=0.5%

3.3

Thresholds and treatment strategies across the spectrum of IBD, including mild-to-moderate and moderate-to-
severe disease, should be clearly defined

A+SA=951% A

A=71.0%
SA=24.1%
SD=2.9%
D=0
NQ=2.0%
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Table 2 (continued) | Consensus statements for IBD research priorities

Number Statement Results Grade Rank
Domain 3: defining and implementing treatment strategies (continued)
3.4 The most mechanistically appropriate and operationally feasible pharmacological and non-pharmacological A+SA=96.1% A 3
combination treatment regimens that safely maximize treatment efficacy for patients with IBD should be evaluated 7A=81 -
SA=14.9%
SD=1.4%
D=1.0%
NQ=1.5%
3.5 The nuances of unique patient populations, such as paediatric patients, older patients, pregnant patients and those =~ A+SA=93.2% A -
with comorbid immune-mediated disorders or primary sclerosing cholangitis should be recognized. The impactof ———
different sexual orientation, and racial, ethnic and minority backgrounds, should be recognized A=T73.4%
SA=18.8%
SD=4.8%
D=1.0%
NQ=2.0%
3.6 New methods and tools should be developed to evaluate fibrosis and penetrating complications, which might lead ~ A+SA=94.2% A 2
to the development of drugs with other mechanisms of action beyond control of inflammation for the treatmentof ——————————
Crohn’s disease A=81.6%
SA=12.6%
SD=2.4%
D=0.5%
NQ=2.9%
Domain 4: promoting education and awareness initiatives
41 Updated curricula should be developed, evaluated and funded, focusing on undergraduate and postgraduate A+SA=932% A -
medical schools, as well as specialist colleges and societies dedicated to IBD -
A=70.5%
SA=22.7%
SD=4.3%
D=0.5%
NQ=2.0%
4.2 The availability of educational courses and toolkits on IBD, including thorough formal medical curricula and A+SA=961% A 3
continuing education, should be expanded with particular emphasis on addressing diet and nutrition. Collaboration ——
across disciplines, including medical and surgical specialties, is crucial to ensure comprehensive education and A=78.7%
up-to-date guidance for managing IBD SA=17.4%
SD=2.9%
D=0.5%
NQ=0.5%
4.3 Best practice educational resources for primary care providers and specialists should be developed on the A+SA=96.7% A 2
importance of early diagnosis and referral to appropriate specialists for the diagnosis and management of IBD m
SA=15.5%
SD=1.0%
D=1.3%
NQ=1%
4.4 Awareness of the holistic management required for IBD encompassing biopsychosocial needs should be promoted ~ A+SA=96.6% A -
among health-care providers and patients -
A=76.8%
SA=19.8%
SD=2.4%
D=1.0%
NQ=0%
4.5 Strategies involving paediatric professionals should be developed to increase awareness of the challenges in A+SA=95.2% A -
transitioning from paediatric to adult-based care. Emphasis should be placed on empowering parents to gradually ————
step back from their roles, while supporting young adults in taking ownership of their health-care responsibilities A=T75.4%
SA=19.8%
SD=1.4%
D=1.5%
NQ=1.9%
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Table 2 (continued) | Consensus statements for IBD research priorities

Number Statement

Results Grade

Rank

Domain 4: promoting education and awareness initiatives (continued)

4.6 All patients with IBD should be educated on the importance of early diagnosis and effective intervention, the
definition and route to sustained quality of life, disease modification and functional remission

A+SA=96.6% A

A=821%
SA=14.5%
SD=2.4%
D=1.0%
NQ=0

Domain 5: integrating patients and community perspectives

51 It is important to better understand patients’ care goals and how to best align these with the clinical goal of
achieving endoscopic healing reflected by the disappearance of ulcers and normalization of the mucosa

A+SA=96.6% A

A=79.7%
SA=16.9%
SD=1.0%
D=1.0%
NQ=1.4%

5.2 There is a need to learn how to effectively partner with primary care providers to co-manage IBD throughout a
patient’s journey. Specifically relevant are a nurse-led IBD advice line and a dedicated ‘flare clinic’

A+SA=94.2% A

A=69.6%
SA=24.6%
SD=3.9%
D=0.5%
NQ=1.4%

5.3 Novel health-care delivery models should be developed to ensure equitable access to specialty IBD centres for
all patients. It is essential to create coordinated pathways for transitioning between primary gastrointestinal care
and specialty IBD centres based on patient needs, as well as to establish standards of care for patients with IBD
transitioning from paediatric to adult gastrointestinal care

A+SA=95.2% A

A=77.8%
SA=17.4%
SD=1.4%
D=1.5%
NQ=1.9%

5.4 It is important to identify community resources needed to better support and empower patients with IBD

A+SA=96.6% A

A=73.9%
SA=22.7%
SD=1.4%
D=0.6%
NQ=1.4%

55 There is a need to gain a deeper understanding of how IBD affects patients’ lives beyond gastrointestinal symptoms;
specifically, allocating resources for psychosocial support and addressing the mental health needs of patients

A+SA=95.6% A

A=80.7%
SA=14.9%
SD=3.4%
D=0.5%
NQ=0.5%

5.6 It is necessary to learn how the burden of IBD may impact the family, friends and caregivers of patients

A+SA=941% A

A=71.9%
SA=22.2%
SD=4.3%
D=0.5%
NQ=11%

Domain 6: promoting leadership and policies for health equity

6.1 Institutions responsible for delivering IBD care should encourage studies that illustrate the extent of health-care
and health inequities across socioeconomic, demographic, regional and cultural gradients. Research should
also specifically examine the impact of governance models and policies on health-care access, experience and
outcomes in IBD

A+SA=918% A

A=68.1%
SA=23.7%
SD=5.5%
D=0.5%
NQ=2.2%
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Table 2 (continued) | Consensus statements for IBD research priorities

Number Statement Results Grade Rank
Domain 6: promoting leadership and policies for health equity (continued)
6.2 The development of core outcome sets or benchmarking of measurable minimum standards in health and A+SA=922% A 3
health-care equity in IBD would provide objective end points for research. These outcome sets should be A=T15%
individualized and tailored for different strata of IBD-associated health inequity at institutional, local, national and Rt
international levels SA=20.7%
SD=1.9%
D=1.0%
NQ=4.9%
6.3 SDOH encompass socioeconomic and contextual factors outside of medical care that influence outcomes in IBD. A+SA=927% A -
There is a pressing need for national and international IBD research partnerships that address the impact of SDOH A—68.6%
and how these can be ameliorated to improve outcomes for disadvantaged groups oD
SA=241%
SD=2.4%
D=0.6%
NQ=4.3%
6.4 Similar to other autoimmune diseases, IBD prevalence is rising rapidly in newly industrialized and developing A+SA=971% A 1
countries. Research partnerships, comprising stakeholders from across the spectrum of chronic inflammatory A=80.2%
disorders, should investigate and identify appropriate care models designed to deliver effective and impactful IBD Touen
care in resource-limited settings SA=16.9%
SD=1.4%
D=0.5%
NQ=1.0%
6.5 Steps should be taken to ensure the inclusion of historically neglected populations in Al models to avoid A+SA=85.0% B -
exacerbating existing health inequities. Moreover, steps should be taken to minimize the environmental impact of Al A=575%
technologies =57.5%
SA=27.5%
SD=2.9%
D=1.9%
NQ=10.2%
6.6 Under-representation of disadvantaged groups in research can further entrench disparities in health-care and health A+SA=92.8% A 2
outcomes in IBD. Research leadership should therefore include patient organizations and advocacy groups as key A715%
stakeholders to promote meaningful and context-driven diversity in research participation Thes
SA=21.3%
SD=2.4%
D=1.4%
NQ=3.4%

Degree of consensus for each statement was graded according to the following scale: grade U, 100% agreement (unanimous); grade A, 90-99% agreement; grade B, 78-89% agreement;
and grade C, 67-77% agreement. This scale indicates statements that reflect unanimous or near-unanimous opinions (grades U and A), strong agreement with little variance (grade B), or an
averaging of more and possibly extremely diverse opinions (grade C). The ranking reflects the priorities identified by the expert consensus group for shaping the future of IBD care in each
domain, with 1 being the highest priority, 2 the second, and 3 the third. A, agree; Al, artificial intelligence; D, disagree; IBD, inflammatory bowel disease; NQ, participants who indicated that
they were not qualified to respond; SA, somewhat agree; SD, somewhat disagree; SDOH, social determinants of health.

sustainability and efficiency are core concerns, with research suggest-
ing that health-care decision-makers should be well-informed about
thedirect andindirect costs of IBD care models (2.3, ranked third in the
domain). Developing context and resource-specific multidisciplinary
care models (2.4) is vital for ensuring that all patients benefit from
individualized care, tailored to both the specific needs of the popula-
tion and available resources®. Furthermore, professional bodies and
health authorities should establish clear and actionable care path-
ways (2.5, ranked second in the domain), ensuring that patients with
IBD are swiftly referred to the appropriate specialized care settings.
The effectiveness of these pathways depends on an appreciation of
local conditions, ensuring that diagnostic and therapeutic measures
are adapted to the needs of both patients and health-care providers.
Strategies should involve direct input from all stakeholders to create
asystem thatis both practical and sustainable. A successful example
comes from Canada, where financial constraints and geographical bar-
riersinthe health-care system have prompted the implementation of

telemedicine programmes, such as the PACE Telemedicine Program.
Thisinitiative has helped to optimize health-care utilization by reduc-
ing unnecessary emergency visits and minimizing travel burdens for
patients in non-urbanareas®. Similar adaptive models should be con-
sidered globally, ensuring that health-care delivery remains responsive,
accessible and tailored to the realities of each health-care system. Local
settings and conditions need to be appreciated, and context-specific
adaptationstothelocal needs and cascading diagnostic and therapeu-
tic measures should be considered based on the input of patients and
health-care providers. Finally, multidisciplinary collaborationis critical
(2.6, ranked firstin the domain); IBD specialists must work closely with
primary care providersto identify patients exhibiting alarm symptoms
or poor prognostic indicators and direct them to specialized treat-
ment teams to optimize early intervention and care®. Together, these
priorities support the goal of creating a health-care environment in
which patients with IBD can receive the best care, irrespective of their
location, resources or personal circumstances.
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Domain 3: defining and implementing treatment strategies
Domain 3 focuses on enhancing treatment and care strategies for IBD,
with an emphasis on optimizing clinical pathways, tailored therapeu-
tic approaches (towards precision medicine) and addressing unique
patient populations. Amajor priority (3.1, ranked first in the domain) is
the development of clinical pathways that ensure early identification,
accurate diagnosis and timely medical or surgical interventions, which
are crucial for improving long-term outcomes and quality of life, par-
ticularly inindividuals with Crohn’s disease due toits well-documented
progression when intervention is delayed beyond the window of
opportunity®. With scientific advances and improved understand-
ing ofimmunological changes that occur years before the onset of
symptoms and diagnosis®>*, the role of presymptomatic diagnosis
and prevention (3.2) is also of emerging interest, with effortsaimed at
studying interventions capable of delaying disease onset, mitigating
disease progression and/or potentially modifying the natural course
of IBD. Whilst the therapeutic armamentarium for IBD has expanded
and there has been a paradigm shift towards ‘treating to target’inIBD,
clearly defining treatment thresholds and strategies across the spec-
trum of disease, from mild-to-moderate to moderate-to-severe disease,
is essential for optimizing cost-effective care worldwide (3.3). Akey area
of exploration will be the use of advanced combination treatment (ACT),
which explores pharmacological treatment combinations to identify
the most effective and safe regimens for maximizing efficacy whilst
minimizing risks for patients (3.4, ranked third in the domain). The goal
isnot only to address the underlying pathophysiology of IBD but also
to improve long-term remission rates and reduce adverse effects®*".

As clinical evidence evolves including ACT randomized trials
and real-world evidence data, more attention will be given to identi-
fying the most effective combination therapies for different patient
subgroups, considering factors such as disease severity, previous
treatments and genetic or microbiome profiles. Furthermore, incor-
porating public health and social measures, such as dietary interven-
tions and psychological support, in combination approaches will have
a crucial role in providing comprehensive, holistic care for patients
with IBD***. Along these lines, recognition of the unique needs of
specific patient populations (3.5) such as paediatric patients, older
patients, those who are pregnant and individuals with comorbid
immune-mediated disorders or primary sclerosing cholangitis is
essential for providing personalized care that accounts for an indi-
vidual patient’s distinct profile and risks, and recognition of the
effects of different sexual orientation, and racial, ethnic and minority
backgrounds*°. Currently, many gastroenterologists lack trainingin
assessing sexual dysfunction in patients with IBD, particularly those
in sexual and gender minorities. This gap in training leads to frus-
tration for many patients belonging to sexual and gender minority
groups, who report feeling ignored and stigmatized*'. Additionally,
developing new methods to evaluate complications such as fibrosis
and penetrating disease (3.6, ranked second in the domain) could
lead to more targeted therapies that go beyond controlling inflamma-
tion and improving care for patients with Crohn’s disease. Together,
these priorities aim toimprove treatment outcomes and quality of life
for all individuals living with IBD through more comprehensive and
innovative care strategies.

Domain 4: promoting education and awareness initiatives

Domain 4 highlights the importance of education and awareness
initiatives inimproving the understanding and management of IBD
amongboth health-care providers and patients*?. One primary focus

(4.1)isthe development, evaluation and funding of updated curricula
for medical education atbothundergraduate and postgraduate levels.
These updatesinclude training for specialists and the involvement of
relevant societies to ensure that future health-care professionals are
equipped with current, evidence-based knowledge of IBD. Expand-
ing the availability of educational courses and toolkits (4.2, ranked
third in the domain) that emphasize IBD management, particularly
theimportance of diet and nutrition*, is another priority. Collabora-
tion across disciplines, including medical and surgical specialties, is
essential to provide comprehensive guidance on IBD care. In addition,
developing best practice educational resources (4.3, ranked second
in the domain) for primary-care providers and specialists is critical
to emphasize the importance of early diagnosis and proper referral
for timely IBD care. Another key initiative is raising awareness among
health-care providers and patients about the holistic nature of IBD
management (4.4), ensuring that biopsychosocial factors are system-
atically addressed alongside physical symptoms. Raising awareness is
notjust about acknowledging these elements butimplementing con-
crete actions to integrate them into routine care**. Patients with IBD
frequently experience challenges beyond their physical symptoms,
including altered iliness perceptions, concerns about body image
and self-consciousness, sexual health issues and the psychological
burden of chronic disease*. These factors are often overlooked in
routine care, yet they markedly affect treatment adherence, disease
management and overall well-being. For instance, research has shown
that untreated anxiety and depressionin patients with IBD canlead to
more severe disease symptoms, increased flare-ups, poor medication
adherence and higher hospitalization rates®. Importantly, dispari-
ties in depression and anxiety diagnoses among socially vulnerable
patients with IBD have emerged, with higher levels of social vulner-
ability associated with anincreased likelihood of depression and low
overall mental health screening rates, particularly among the most
socially vulnerable individuals*e.

Furthermore, strategies toimprove the transition from paediatric
toadult care (4.5) should be prioritized, withan emphasis on support-
ing both parents and young adults in taking ownership of their health
care”. Lastly, education should be targeted at the general popula-
tion to enable and optimize early diagnosis, and all patients with IBD
should be educated on the path to achieving sustained quality of life,
disease modification and functional remission (4.6, ranked firstin the
domain)*®, Although early diagnosis is a critical factor in optimizing
long-term outcomes, thisaspectis particularly relevant for community
engagement efforts and for the unaffected relatives of patients with
IBD, for whom awareness initiatives might facilitate timely detection
and intervention. These initiatives collectively aim to improve the
overall knowledge, approach and patient outcomes in IBD care.

Domain 5: integrating patients and community perspectives

Domain 5 emphasizes enhancing patient-centred care by addressing
the clinical and psychosocial needs of individuals with IBD. A key aspect
(5.1, ranked second in the domain) highlights theimportance of under-
standing patients’ care goals and aligning them with clinical objectives,
suchas achieving endoscopic healing, characterized by the disappear-
ance of ulcers and normalization of the mucosa. By tailoring treatment
planstobalance clinical targets with individual patient priorities, this
approach enhances treatment effectiveness, improves patient satis-
faction and minimizes the risk of overtreatment*>*°. Additionally, the
partnership with primary care providersis vital for the ongoing manage-
ment of IBD (5.2), particularly through models such as nurse-led advice
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lines and dedicated ‘flare clinics’, which offer continuously available
support and appropriate intervention®.

To address access challenges, novel health-care delivery models
should be developed (5.3, ranked third in the domain) to ensure equi-
table access to specialty IBD centres. This step includes the creation
of coordinated pathways that allow patients to transition smoothly
between primary gastroenterology care and specialized centres, as well
as the development of standardized care models for patients moving
frompaediatric to adult care. Furthermore, community resources (5.4)
are essential for better patient empowerment to ensure that patients
have the tools and support systems they need for self-management.

Recognizing the broader effect of IBD (5.5, ranked first in the
domain) on patients’ lives beyond gastrointestinal symptoms is
essential®. Unfortunately, only a small proportion of patients have
access to specialist psychiatric consultation and psychological therapy,
with only 6% of IBD services meeting resourcing recommendations for
mental health supportaccording to the last 2024 IBD UK report*>. Bar-
riers include the stigma surrounding mental health services, limited
expertise and training in psychological assessment among health-care
providers and health-care system structures that separate physical
and mental health care. Providing resources for psychosocial support
to address mental health needs fosters a holistic approach to care.
Additionally, the burden of IBD on families, friends and caregivers (5.6)
should not be underestimated. Efforts must focus on understanding
and easing the emotional and practical challenges faced by those sup-
porting patients. This comprehensive approach enhances patients’
well-being and quality of life by addressing all aspects of their care.

Domain 6: promoting leadership and policies for health equity
Domain 6 focuses onthe leadership and policies necessary to address
health equity inIBD care. It emphasizes the need for research that high-
lights health-care disparities across various socioeconomic, demo-
graphic, regional and cultural dimensions (6.1)****. Understanding
the effects of governance models and policies on health-care access,
experience and outcomesinIBDis critical for fostering equitable care.
Additionally, the development of core outcome sets or benchmarks
related to health equity would provide clear and measurable end
pointsfor research, tailored to different strata of health-care inequity
(6.2, ranked third in the domain)®.

It is vital to address the broader social determinants of health
(SDOH) that influence IBD outcomes (6.3)*. These factors extend
beyond traditional health-care systems and include socioeconomic
and contextual influences on health. An example of this issue is the 2015
National Health Interview Survey, which found that 12% of adults with
IBD experience both foodinsecurity and alack of social support. Nota-
bly, foodinsecurity is significantly associated with increased financial
hardship, greater distress and higher rates of cost-related medication
non-adherence, highlighting the profound effect of these social factors
on disease management®’. Collaborative national and international
research should focus on understanding how these factors affect out-
comesinmarginalized populations and creating strategies to alleviate
their effects.

Therising prevalence of IBD in newly industrialized and develop-
ing countries (6.4, ranked first in the domain) underscores the need
for developing care models that are adapted to resource-constrained
environments, aligning with the anticipated priorities outlined in state-
ments 2.4 and 2.5. One exampleis theimplementation of task-shifting
models, in which specialized IBD nurses or trained health-care workers
take on roles in patient education, monitoring disease progression

and managing medications, enabling limited resources to be more
effectively utilized. Collaboration across various sectors of chronic
inflammatory disease care is essential to ensure the effective delivery
of careinthese areas.

Regardingtechnology, steps should be taken to ensure that histori-
cally neglected populations are included in artificial intelligence (Al)
models to prevent exacerbating existing health inequities (6.5). The
environmental effects of Al technologies should also be addressed*.
Statement 6.5was the only onein this domain assigned grade B, reflect-
ing concerns about the practical challenges of achieving effective inclu-
sionof marginalized populationsin AImodels. This grade highlightsthe
potential difficulties in operationalizing equity within Al frameworks
and ensuring that their outcomes benefit all population groups equi-
tably. Finally, strengthening the role of patient organizations and advo-
cacygroupsinresearchleadership (6.6, ranked second in the domain)
will be key to ensuring that under-represented communities have a
voice in shaping future IBD research, clinical trials and health-care
policies®. By promoting inclusive leadership and policymaking, the
broader goal of achieving health equity in IBD can be advanced.

Study strengths and limitations

The Delphi method is an appropriate and strong approach for
consensus-building; however, it has inherent challenges®’. The study
was designed to facilitate expert consensus rather than achieve strict
statistical representation. We employed a combination of purposive,
snowball and targeted sampling methods to engage key stakeholders
while balancing feasibility and inclusivity in participant recruitment.
In this global health initiative, we provide clear, actionable recom-
mendations that stakeholders worldwide can easily implement. Our
goalwas todevelop a concise yetimpactful framework to enhance IBD
care across diverse health-care systems. By focusing on well-defined
priorities, we aim to facilitate widespread adoption and meaningful
change, particularly in regions with limited resources and infrastruc-
ture. Allstatements in this paper achieved significant agreement withan
overall combined agreement of >85% among participants, underscoring
theirrelevance as priorities. We emphasize that these areas should be
addressed in parallel, ensuring that the most pressing needs across
different regions and health-care systems are met. Despite efforts to
include adiverse group of contributors actively shaping IBD care, this
study had limitations. Notably, there was an under-representation of
participants from Africa and patient advocacy groups in the survey
respondents and in the core author group, which could have affected
the generalizability of certain recommendations. We acknowledge
that the panel’s composition across all respondents, predominantly
from high-income countries and the academic sector, might have influ-
enced the study outcomes. Additionally, the survey was only available
inEnglish, which might have limited the willingness of participants to
contribute and access full understanding of every statement. Offering
translations could have enhanced engagement across abroader range
of regions by reducinglanguage barriers and ensuring more inclusive
global participation.

Future outlook

The future of IBD care and research calls for a holistic, integrated
approach that involves multiple stakeholders, each playing a critical
role in shaping the next phase of management and treatment. Clini-
ciansand researchers must prioritize collaboration across disciplines,
combining expertise in genetics, environmental factors, epidemiol-
ogy and health-care systems to drive more precise, personalized care.
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Delphi process

« Core group of 20 members draft action priorities

« 330 individuals invited to participate in survey

« Delphi R1 — 307 respondents completed

o R1 data reviewed (including open-ended comments), and core group meet and revise priorities
o Delphi R2 — 300 respondents completed

« R2 data review, and core group vote on revised priorities and provide rankings
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Fig.1| Global agenda for IBD research: priority domains for future directions. Consensus statements and recommendations across six priority domains. IBD,

inflammatory bowel disease.

Researchers should focus on uncovering the SDOH and the effect of gov-
ernance models onIBD outcomes, ensuring that their work reflects the
diverse needs of populations worldwide. Pharmaceutical companies
must innovate in developing therapies that are tailored to individual
patient profiles, integrating both pharmacological interventions and
public health and social measures, whilst also considering the envi-
ronmental effects of their products. Meanwhile, health-care policies
should betailored to promote equitable access to care, with a particular
emphasis on resource-limited settings and the increasing demand
for mental health support within IBD management. Patient organiza-
tions and advocacy groups are vital in raising awareness, influencing
policy changes and driving research agendas, especiallyinunder-served
regions. Governments and Non-Governmental Organizations are essen-
tial in prioritizing health equity by funding initiatives that enhance
treatmentaccess and education while promoting adaptable health-care
models. Reimbursement policies should reflect the full spectrum of
IBD care, including preventive and personalized interventions, while

ensuring that financial barriers do not limit access to effective treat-
ments. Collaboration across these sectors is essential to fostering a
patient-centred, globally accessible approach to IBD care, ensuring
better outcomes and a more supportive health-care environment for
those affected by the disease.

Conclusions

Approximately 7 million people worldwide live with IBD. Despite nota-
bleadvancesin scientificknowledge over the past 30 years, the preva-
lence of IBD persists, and increasing inequities underscore the need for
accelerated efforts to develop prevention, management and treatment
strategies. Througha collaborative global consensus process involving
amultidisciplinary group, research priorities have been identified.
Theresearch priorities focus on epidemiology, defining care models,
treatment, education, patient perspectives and leadership for health
equity inIBD. Emphasisis placed on quantifying IBD burdens, address-
ing disparities, validating care models, exploring novel treatments,
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advancing education and awareness, engaging patients and advocating
for health equity policies (Fig. 1). The comprehensive approach aims
to enhance understanding, optimize care models, promote patient
engagementand ensure equitable access to quality health care. Future
steps should focus on a fundamental transformation in the IBD field,
emphasizing amore inclusive and comprehensive approach. This pro-
gress will require collaboration among a broad range of stakeholders
beyond gastroenterologists, such as paediatricians, IMID specialists,
surgeons, primary care providers, public health experts, social scien-
tists, policymakers, governments, pharmaceutical companies, patient
advocates and, crucially, patients themselves.

Published online: 22 April 2025
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