Top 10 research priorities for alcohol use disorder and alcohol-related liver disease
results of a multistakeholder research priority setting partnership
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Alcohol is a preventable leading cause of liver disease and over 200 other acute or chronic
medical conditions (1). In the United Kingdom (UK) 25% of the population drinks above lower
risk levels and 10% at higher risk levels (2, 3). The UK has observed a 400% rise in mortality
due to liver disease over the last three decades, it is now the third commonest cause of
premature death and the second commonest cause of working life years lost in men and fifth
in women (1). In 2020 Public Health England reported that alcohol-specific deaths reached
their highest since 2001 (3). In the same year Dame Carol Black's independent review of
drugs, treatment, and recovery, specifically highlighted the unmet needs, emphasising the
greater focus required on prevention (4). Alcohol-related disorders (ARD) are among the most
common reasons for hospitalisation; in 2019, 7.4% of all hospital admissions in England were
alcohol-related. The estimated cost to the National Health Service (NHS) to treat alcohol-
related problems is over £3.5 billion annually and costs an estimated £21 billion per year to
society (3).

There are socioeconomic and ethnic disparities in health-related outcomes due to alcohol-
related disorders. This is known as the “alcohol harm paradox”, where worse alcohol-related
outcomes are observed in the most deprived communities, often involving a younger male
population, despite people from both the least deprived and most deprived neighbourhoods
of a community experiencing harmful alcohol drinking (5). Due to language and cultural
barriers ethnic minorities experience difficulties in engaging with alcohol treatment services in
the UK (6). People with alcohol use disorder (AUD) often suffer from social stigma and
stereotyping. The biased attitude of healthcare professionals toward people who experience
problems with alcohol and other substances impacts the level of care these patients receive
and is related to poorer outcomes (7).

In spite of the substantial socioeconomic impact of alcohol-related harm, there exists a notable
deficiency in scientific evidence and a chronic underinvestment in research in this domain (8).
Moreover, despite the implementation of evidence-based interventions for alcohol-related
issues in clinical settings for more than two decades, the rates of mortality and morbidity
attributed to alcohol continue to escalate in the UK (2). There is a pressing need to improve
existing treatment methods and explore innovative approaches with the goal of enhancing
long-term outcomes, raising awareness, improving knowledge and engagement, mitigating
social stigma, and ultimately reducing the harm associated with alcohol.

Historically, perspectives from individuals with lived experience of AUD and alcohol-related
liver disease (ARLD) have been inadequately represented in research (9). To improve
inclusivity, active engagement of multiple stakeholders, including individuals with lived
experience of AUD and ARLD from diverse backgrounds, caregivers, healthcare
professionals, and alcohol care workers should be conducted. We need a particular focus on
the inclusivity of people with diverse personal characteristics, including ethnicity, age, gender,
and socioeconomic status. This engagement process elicits and prioritises potential research
preferences pertinent to all parties, thereby fostering a more inclusive and comprehensive
approach to future research initiatives. The National Institute for Health and Social Care
Research (NIHR) funded a partnership entitled “A multidisciplinary national research
partnership for early diagnosis of liver disease in alcohol treatment programmes and the role
of liver disease biomarker-based behavioural Interventions in reducing alcohol-related harm”.
The objectives of the partnership were, (a) to establish research priorities for alcohol treatment
services, (b) to identify diverse populations historically underserved by research activities, and
(c) to share methodological expertise and thereby enhance research capacity. The
partnership consists of researchers from multi-professional backgrounds (public health,
behavioural sciences, psychology, primary care, psychiatry, alcohol services, and hepatology)
as well as public representatives (https:/klifad.org.uk/). The KLIFAD (Knowledge of Llver
Fibrosis Affect Drinking) partnership in collaboration with the British Association for the Study
of the Liver (BASL) alcohol special interest group, The Centre for Ethnic Health Research
(CEHR), Nottingham Digestive Disease (NDDC), Nottingham Biomedical Research Centre
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(BRC), Framework and Change Grow Live (CGL) community alcohol services organised a
priority setting partnership. This priority setting partnership aimed to delineate research
priorities for alcohol treatment services, namely in diagnosing, managing, and caring for
people with AUD and ARLD.

Our priority setting work employed an adapted nominal group method, incorporating
individuals affected by Alcohol Use Disorder (AUD) and/or Alcohol-Related Liver Disease
(ARLD), their caregivers, participants from patient support groups, and healthcare
professionals. The KLIFAD partnership served as the steering group, collaboratively
determining all facets of the priority-setting partnership.

This project used the James Lind Alliance (JLA) Priority Setting Partnership method and a
modified version was implemented based upon JLA principles and methodology (10). The first
survey (Supplementary S1 Survey) was distributed to a purposive sample of 60 individuals.
Twenty-three people responded and 127 potential research questions were submitted.
Thematic analysis was applied to the survey responses, leading to the exclusion of duplicate,
redundant, and out of scope questions. The resulting themes were organized into summary
questions. The refined set comprised 31 unique questions. A literature search was conducted
and the KLIFAD steering group including members of public with lived experience of AUD
were consulted to confirm the novelty of these questions, and questions considered to be
already answered were removed. Subsequently, the 22 remaining unanswered questions
were taken to a final workshop held on 13" of December 2023, involving ten patient and public
involvement and engagement (PPIE) members and eight healthcare professionals, the latter
including representatives of the British Association for the Study of the Liver (BASL), British
Liver Trust (BLT), community alcohol services, and the Centre for Ethnic Health Research
(CEHR). During the workshop, the 22 unique questions underwent rigorous critical appraisal
and were subjected to three rounds of ranking to ascertain the top 10 research priorities (Table

1).

Priorities were identified in the form of critically important unanswered questions. The top
ranked question seeks to understand how to engage both people from ethnic minorities and
under-represented groups in alcohol addiction research. Second is to determine how best to
provide mental health support for those with AUD. Third is to understand whether it is useful
to increase education on alcohol awareness in different settings including schools and for
frontline healthcare workers. Other questions covered critical topics of early diagnosis of liver
disease in at-risk populations, emphasizing the urgency of implementing proactive measures
for timely diagnosis and intervention. Furthermore, formulating robust strategies aimed at
dismantling the pervasive social stigma surrounding AUD, acknowledging the imperative need
for comprehensive approaches that foster understanding, support, and community
engagement. All 22 unique questions are provided in supplemental materials (S1 Table).
These research priorities will be openly accessible and broadly disseminated via the Patient
and Public Involvement and Engagement groups, BLT, the BASL, the KLIFAD partnership,
and social media platforms.

To our knowledge, this is the first priority setting partnership conducted in the field of alcohol
treatment services research. It has established questions important to healthcare
professionals and people with lived experience that urgently require answering. It has set the
stage for researchers to formulate grant proposals, thereby addressing areas of unmet need
and advancing care for individuals living with Alcohol Use Disorder and Alcohol-Related Liver
Disease.
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