Epidemiology of Cancer Healthcare Outcomes (ECHO), University College London
Event: PPI group meeting for feedback on the below outlined study and PPI plan. 
Date: 12th October, time TBD
Format: 1-hour online meeting, via Microsoft Teams
Who we are looking for: Patient and public representatives with lived experience of an emergency diagnosis (diagnosis during or shortly after an emergency hospital admission or A&E visit) of any condition.
We will also be looking to recruit one PPI representative from this initial group meeting to join the project application as the study PPI lead. The proposed duties of the PPI lead have also been outlined below. 
Who we are: This work is being undertaken by Dr Emma Whitfield, who currently works within the Epidemiology of Cancer Healthcare & Outcomes group at UCL
To express an interest: Please get in touch by email to emma.whitfield.20@ucl.ac.uk using the subject "AvoidED PPIE" by 13:00 October 7th. Please include a little bit of information about yourself, a brief (1-2 sentences) outline of why you are interested in this opportunity, and any past PPIE experience.
Study context
Many patients in England are diagnosed with a new condition during or shortly after an unexpected hospital admission or a visit to A&E – this is known as ‘emergency diagnosis’. Previous research has shown that patients diagnosed with cancer as an emergency were more likely to have worse outcomes, like death and longer time in hospital, than those diagnosed in other ways. New research has shown that this also happens in other conditions, like Parkinson’s disease, COPD, and coeliac disease, as well.
Reducing the number of patients diagnosed with cancer as an emergency has been a focus of policy aiming to improve cancer diagnosis. However, now that we know that the same problem also occurs in other conditions, we should think about whether aiming to reduce emergency diagnosis across diseases (rather than specifically in cancer) could be more effective and bring greater benefits to more people. 
To understand this we need to address two key questions: (1) Could emergency diagnoses be prevented through alternative actions? (2) Could preventing an emergency diagnosis reduce the risk of death or time in hospital? This project would aim to start answering these questions by producing evidence examining the possible reasons why patients are diagnosed as emergencies, and the extent to which they might be preventable. 
Over the course of five years, the project will start by examining patterns in exemplar conditions (coeliac disease, Parkinson’s disease, and colorectal cancer), with input from patients and clinical specialists, and then use this to develop a more data-led approach to examine the same patterns across a very broad set of conditions. This will allow us to examine whether the factors that cause emergency diagnosis are specific to the underlying condition (for example, if men were more likely to be diagnosed as emergency than women for colon cancer, but in coeliac disease women were more likely to be diagnosed as an emergency), or whether there are shared factors across diseases (for example, women are more likely to be diagnosed as an emergency in all conditions). Where there are shared factors across conditions, these could identify promising targets for intervention that could potentially benefit a larger, more diverse number of people. 
Relevance to cancer early diagnosis research and future patients with/without cancer
In the UK, existing policy and research relating to emergency diagnosis is nearly exclusively concentrated on cancer. This means it is important to include neoplastic conditions (cancers) throughout the proposed research – this can generate novel insights for patients with both cancer and non-neoplastic disease. Additionally, by building on the (cancer-dominated) evidence base, planned research on non-neoplastic disease can become more efficient and productive (avoiding ‘re-inventing the wheel’). Lastly, comparing and contrasting findings and patterns of variation relating to cancer and non-neoplastic diseases will provide richer observations to help guide interpretation across diseases. 
In the initial phase (analysis of exemplar conditions) colorectal cancer will be included as an exemplar. Previous research on colorectal cancer will also inform analysis of other exemplar conditions. In the second phase, pancreatic cancer will be included as one of five test conditions used to develop a data-driven pipeline. As a cancer site with a higher frequency of emergency diagnoses this will be a useful disease scenario to test the accuracy of the data-driven pipeline. Many cancer sites will be included in the final phase (applying the data-driven pipeline across lots of conditions). 
In this final phase, findings from individual cancer sites will be compared to selected “symptomatically similar” disease pairs (e.g., colorectal cancer and inflammatory bowel disease). We will also compare findings more broadly in neoplastic vs non-neoplastic disease. This will help us consider whether the prioritisation of cancer in policy initiatives aiming to reduce emergency diagnosis is appropriate.
By keeping a focus on both cancer and non-neoplastic disease, the findings are likely to result in maximum discovery opportunities, benefit for patients, and translational impact.
Patient and public involvement and engagement plan
Prior to the submission of the proposal we will invite a patient and public representative to join the project in a collaborator role as the lead PPIE representative throughout the five-year project. This lead representative will be invited to regular meetings to discuss progress, will advise on the development of PPIE activities as the project progresses, and will attend PPIE activities as relevant to their lived experience and desired level of input. There will also be opportunities for representatives to join papers as a co-author and potentially co-present at conferences. I will provide training as needed to enable them to meaningfully engage with the project – for instance, hosting them for an afternoon in our office so they can see what day-to-day activities involve. 
PPIE activities will align with the distinct phases of the project. During the initial phase (analysis of exemplar conditions), a disease-specific PPIE group of 3-5 individuals with lived experience of an emergency diagnosis of the condition of interest will be formed for each exemplar condition (i.e., a coeliac disease group, a colorectal cancer group, and a Parkinson’s disease group). A more general PPIE group of 6 people with relevant lived experience will be formed for the later phases. Each of these groups will meet four times during the relevant work packages to provide input on analysis plans, discuss findings, and inform dissemination activities. Sessions will include walk-throughs where key concepts of analysis/methodology are explained so representatives can meaningfully engage with the process by increasing their data literacy. 
By developing each activity with the PPIE lead I will aim to ensure that lay language is used and that each session is accessible to enable the PPIE representatives to provide meaningful feedback. Across the phases, and informed by the discussions, some representatives will participate in dissemination activities (such as webinars for different stakeholder groups, or co-production of dissemination materials). All PPIE participants will be remunerated for their time in line with NIHR guidance, and their contributions will be acknowledged in output materials as appropriate.
Outputs
The anticipated outputs of this project are as follows:
· Papers: at least three disease-specific papers for exemplar condition analyses; at least two papers describing the development of the data-driven pipeline and results
· At least one conference presentation to accompany each phase of analysis
· At the conclusion of the work I will hold a series of webinars to disseminate findings to (a) researchers, (b) patients and the public, (c) clinicians, (d) policymakers, with input from relevant collaborators and PPIE representatives
· A substantial output of the project will be the development of a disease-agnostic pipeline to analyse emergency diagnosis and relevant outcomes. All code and phenotypes created during the project will be shared open source online at the earliest possible point with a DOI to ensure they can be cited and reused. 
· We will determine appropriate dissemination materials to share findings with the general public with PPIE representatives. For example, this could include a video and lay summary. These will be uploaded online and disseminated to relevant stakeholders to share findings and recommendations with a broader audience.
· A key output of the final analyses will be a set of recommendations for possible targets for intervention or further research broken down by patient, system, and disease mechanisms. These will provide clear priorities for policymakers, clinicians, and researchers for future work. 
Plan for PPIE meeting
In the meeting we will share more details of the proposal and discuss
1. Whether the proposed research aims align with patient priorities for research on emergency diagnosis? If not, how could they be realigned?
2. The majority of research on emergency diagnosis has focused on cancer diagnosis. Where should we incorporate / distinguish cancer from other conditions in this proposal, and where should we prioritise other conditions? How can learning about emergency diagnosis more widely benefit and support earlier diagnosis of cancer?
3. PPIE plans for the proposed research. I will present my initial plan for PPIE throughout the project, and seek feedback from PPIE reps on where best to incorporate PPIE in the project, and the most appropriate techniques / activities to use to do so. This will be used to develop a final co-designed PPIE plan for the project.
4. A clear funder priority is that efforts are taken to ensure research is carried out as sustainably as possible. I will outline my plans to ensure the research is sustainable and ask for feedback from PPIE reps to determine if the cost-benefit of the emissions generated by the research is acceptable to the public.
