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Access to General Practice: Innovation, Impact and sustainable change (GP-SUS)
Summary of how Patients and the Public supported this research. 

How did PPI inform the research proposal?
Given that access to appointments was described by our patient and community advisors prior to submission of our research grant application as the single most important issue for patients, we fully engaged with patients and carers in designing our study. Our initial public involvement focused on sharing our ideas with relevant community groups. Both before and during the Covid pandemic we worked with a patient participation group (PPG) in a practice that had a long history of working with their PPG to improve their access system for patients and staff. We found insights from the PPG valuable in developing our research question. Reflections from the group included the importance of exploring the practice staff perspectives and we ensured this was included in the study design.

Age UK community group
We heard ‘real world’ explanations about the complexity of obtaining access for older people, and the impact of hearing impairment on trying to gain access to primary care. For example, we heard from people who found it necessary to engage the support of close friends or family to navigate ‘the system’.

Local carers group
Many of the attendees at a local carers group were older people who cared for their adult child with mental illness. They supported patients who required help to make appointments, but we heard that phone call back access systems were difficult to navigate, and sometimes prevented them from providing that support. Continuity of care was more difficult to achieve in some of the access systems used, yet essential to receiving appropriate care.

‘Coffee tots’ charity led support group for parents, Coventry, UK.
We met mothers who talked of not having enough phone credit to call the surgery, and who had
concerns that online contact is not secure or could be exploited by others.

Post-pandemic survey
Recognising the changes made during the pandemic, we updated our PPI using a short survey distributed via our PPI networks. We asked 36 members of the public and 11 healthcare professionals about the changes to the access system at their general practice. At that point respondents found the new ways of accessing general practice quicker and easier and were supportive of video consultation.

PPI co-applicant
We invited Toto Gronlund who has worked previously with the Unit of Academic Primary Care at the University of Warwick as a patient public contributor to join the research team. For the development of the full proposal Gronlund contributed to our PPI strategy and committed to lead the PPI if funding was awarded.
[bookmark: _Toc191204930][bookmark: _Toc193202910]Diversity in our PPI Panel
We recruited our PPI Panel through an advertisement targeted towards people from the following categories: people who live with a long-term illness or with a disability; people over the age of 60; men; parents of young children; carers; people from a variety of social and ethnic backgrounds; people without a fixed home address. Toto Gronlund drafted the advertisement, expression of interest form and terms of reference and contributed to discussion as to how we might attract people with diverse perspectives and experiences to contribute to the study. 
We appointed eight representatives (one withdrew from the study part-way through) who between them represented a diversity of lived experience. They included people of different ethnicities, genders and sexual orientation, and with neurodiversity, people with a disability (including deafness), informal carers, mothers with young children, people with long-term conditions and people whose first language was not English.
We took great care to understand the panellists’ motivations for taking part, to ask what support they might need to do so effectively and to ask what they would like to get out of their participation. Informal one-to-one orientation meetings with individual panel members unexpectedly revealed further valuable insights into lived experience of GP access from a wide variety of perspectives, which we were able to share (anonymously) with the study team to inform and enrich our understanding of access.  
[bookmark: _Toc191204927][bookmark: _Toc193202907]Language and Terminology
At the study outset, we generated a ‘Jargon buster’ document to assist our PPI panel and others understand frequently used terms associated with GP access (https://www.phc.ox.ac.uk/news/blog/jargon-buster). We took care in ensuring our Participant Information Sheets were reviewed by a PPI representative and developed an Easy Read version to support those with learning difficulties and English as a second language to participate. The panel also helped decide on the final design of the study logo (https://www.phc.ox.ac.uk/news/blog/news-from-our-patient-panel-2013-much-ado-about-the-logo).

[bookmark: _Toc191204921][bookmark: _Toc193202901]PPI contributions to WP1: What has been tried?
WP1 comprised a systematic scoping review and two expert stakeholder workshops, which together aimed to describe the different kinds of access systems previously tried in general practice settings (a typology). 
Three PPI partners participated in the first stakeholder workshop where their experiences of, and views on access systems formed part of the discussion with other stakeholders (https://www.phc.ox.ac.uk/news/blog/stakeholder-meeting-21-july-2022). Three different PPI partners contributed at the second workshop, which resulted in further refinement of the typology. These stakeholder contributions, along with the review findings, informed our case site selection for WP2, and provided foundational content for WP3.

At a subsequent PPI advisory meeting further discussion about the typology provoked reflections about the ‘real world’ access issues that they and their family and friends experienced. The research team mentioned the University of Oxford archive of patient interviews which contained similar ‘real world’ accounts and this led to a sub-study of previously collected interviews conducted by Uniq+ intern Wahab Alazawi. This allowed us to add to the typology and illustrate the different routes used from the patients’ perspective when accessing GP care. An academic paper describing the ‘Loops and Hurdles’ encountered by patients is currently being re-drafted for submission to BMC Family Practice.
[bookmark: _Toc191204922][bookmark: _Toc193202902]PPI contributions to WP2: Did innovation become the day-to-day?
In WP2 we conducted a focused ethnography (observing and interviewing people) in general practices that had previously tried different innovative approaches to improve access. Alongside the English case studies, we selected a Danish practice that had pioneered a seemingly successful appointment access system which has not yet been emulated in the UK, called Time-Same-Day. 
Three PPI partners participated in a pilot interview with members of the research team, to test and refine the interview topic guide for the focused ethnographies. Their suggestions included modifying some terminology (e.g. access systems) and re-phrasing some questions. We also received useful feedback that patients would value being asked how appointments systems could be improved – a change which was embedded in the topic guide. A blog describing the pilot interviews can be found at: https://www.phc.ox.ac.uk/news/blog/making-interviews-accessible-pilot-interviews-for-gp-sus 
The practical challenges of conducting multiple case studies and data governance protocols that prohibit access to study data meant that the PPI panel had limited input during the main data collection phase. However, having the PPI lead as a co-applicant holding a fixed term honorary post at one of the study Universities provided a contractual framework by which secure access could be granted and this allowed her to participate in team discussions and analysis. As co-investigator, Toto Gronlund reviewed practice summaries and provided sense-checking of our ideas and interpretations as the analysis progressed.  
We delivered an educational session on ethnography for the PPI panel which answered their questions about the research methods we used and stimulated a useful discussion. In addition, the Danish team delivered a session about the Time-Same-Day access system which the panel found thought-provoking and interesting. 
[bookmark: _Toc191204923][bookmark: _Toc193202903]Once the data collection was complete and the team began writing the core papers from the study, we invited PPI representatives to experiment with ‘shadowing’ the writing of an academic paper (https://www.phc.ox.ac.uk/blog/bringing-fresh-perspectives-patient-and-public-involvement-panel-members-shadowing-the-writing-of-an-academic-paper). Over a series of online meetings and email exchanges the two PPI panel members who volunteered to do this additional work saw how the ideas for the paper were developed from initial (and uncertain) codes and themes to the final academic submission. The PPI members provided challenge and insights that helped us to push our thinking forward as we shared ‘messy’ drafts and practiced conference presentations of this material, confirming along the way the veracity of the evidence and the arguments we were making. While this was time-consuming and asked for additional input from our PPI panel members it improved the final paper and proved to be a valuable sharing of perspectives between academics and people with lived experience. These panellists  are working on a pubic facing output to share the contents of this paper more widely.

PPI contributions to WP3: Learning from practices
In WP3 three sequential interactive workshops were held with key stakeholders to discuss findings from WP1 and WP2 and to help us develop resources and outputs that could support sustainable change. The collaborative stakeholder workshops were co-designed by PPI lead Gronlund, who also acted as facilitator for workshops 2 and 3. Alongside these workshops we ran a series of partner meetings with our PPI panel and continued to work with them on public facing outputs from the study.
[bookmark: _Toc191204924][bookmark: _Toc193202904]PPI representation on the Study Steering Committee
In addition to the professional membership, the Study Steering Committee comprised three PPI representatives; PPI lead Toto Gronlund along with representatives from the Men’s Health Forum and Jenny Lee Associates. All commented critically on the study findings and their implications for access to primary care.
[bookmark: _Toc191204925][bookmark: _Toc193202905]PPI and our wider dissemination activities 
Our PPI partners have contributed to outputs and to the dissemination plans. The PPI panel were instrumental to our main Dissemination event based on an innovative ‘escape room’ format. They enthusiastically embraced the idea of this innovative format; they tested and helped to refine the ‘Telephones and ladders: Get an appointment’ game, and shaped the patient ‘personas’ used in the ‘Escape room: triage’ activity. Their contributions provided rich insights from diverse lived experiences, which helped shape key messages from the study in a meaningful, memorable and interactive way. 
Beyond the study end date, we are continuing to engage our PPI panel to co-produce accessible public-facing materials and have started to meet with the patient participation groups of the study practices to present our findings.
Challenges faced and lessons learned
Regular updates are essential and should not be overlooked, particularly when the ‘slow’ pace of research means there is necessarily a period in which there are few involvement opportunities. Even without extending the project timeline, people's lives and commitments naturally evolve over time. It's important to recognise the substantial dedication required from patient and public representatives involved in projects like this. For Toto Gronlund in particular, this project has been a five-year commitment from the initial discussions to fulfilling our final obligations to the funder - all while balancing her other responsibilities. The research team learnt a huge amount from the generous and thoughtful input from all the patient and community partners involved in the GP SUS project – they helped make the project even better, and (we hope) more relevant to people and communities seeking to access general practice care. 
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