Critically discuss the methodological and ethical considerations of involving patients and/or the public in the research process

Patient and public involvement (PPI) is a concept which the National Institute for Health Research (NIHR) defines as research being conducted ‘with’ or ‘by’ individuals from the public rather than ‘to’, ‘about’, or ‘for’ them (NIHR, 2019). PPI encourages researchers to collaborate with members of the public throughout all stages of research, from creation to dissemination and impact of the research methods, and research outcomes (NIHR, 2019). The importance of PPI has become increasingly important within research in the past couple of years (NIHR, 2019), although in the past, the impact of PPI was questioned.
Staley (2015) argued that through PPI within individual research projects, researchers can gain what is referred to as ‘knowledge in context’, which essentially provides researchers with second hand experiential knowledge from involving patients or the public within the creation of their research, thereby shaping the research in a more meaningful direction, guided by insights from people with lived experience of the topic area, while at the same time the researchers’ own experiences and learned background may provide useful insights to the people involved. 
For the purpose of this essay, the vulnerable group of focus will be asylum seekers and refugees. Within the UK, asylum seeker refers to individuals who have moved across international borders in order to seek protection within another country, whereas a refugee refers to an individual whose asylum application has been approved by the UK Home Office Department, thus has been granted protection within the UK (Patel et al., 2018). Considering that the two groups are incredibly similar in concept, for the purpose of this essay they will be considered as one vulnerable group. Refugees and asylum seekers of any age will also be included in this group, due to the fact that members of the youth and younger demographics do not get involved in research as often as compared to the adult demographic, yet despite this, the experiences of younger refugees who have had to go through these experiences at such an early point in life can bring unique and relevant lived experiences which could greatly benefit not only PPI but enrich research in general (Inge et al., 2023).
Ever since 2015, the number of refugees and asylum seekers throughout Europe, and within the UK has increased dramatically (Patel et al., 2018), with numbers rising gradually as time goes on. For context, in October 2015, within the UK there were 32,414 applications for asylum, 64% of which was refused at first (Patel et al., 2018), with these figures rising with each year. During 2023, the UK government reported that at the end of June, there had been 78,768 asylum applications, which was a 19% increase from the previous year in June 2022 (UK Home Office Department, 2023). 
PPI within research has very rarely focused upon groups such as refugees, asylum seekers, or youth (Martin, 2008; Oliver et al., 2015; Stage, 2022), although within recent research these groups have been a bigger focus considering the rise in the importance of PPI as well as the importance and value of involving these groups within PPI (Inge et al., 2023) 
Psychology as a discipline and a profession has extensive knowledge that can help improve the lives of individuals who have fled their countries to seek safety (Patel et al., 2018), therefore considering that relatively large quantities of this group will most likely staying within the UK for an extended period of time, it is important to involve these groups within multiple types of research, not only for helping these individuals adapting to life within the UK and accounting for their needs, but also to help these individuals become incorporated into UK society, if they wish to stay within the country for an extended period of time, or integrate into society. 
Being involved in research through PPI can not only provide individuals from these groups with reassurance that they are part of the UK society, but also that they can have a real impact on possibly services or policies that may benefit them in the future, depending on the type of research that they may wish to take part in, while also benefiting the research with lived experience and guidance to produce more relevant and informed research. 
Although the impact of PPI is undeniable within research, as Staley (2015) suggested, the specific direction of the impact of PPI is not always clear. Although in a lot of situations PPI can often lead to improved and more informed research (Brett et al., 2014), in some cases, like for example with asylum seekers and refugees, some of who have come from countries at war, may have trauma from these experiences, and in some cases may simply deem some research completely inappropriate in nature, due to how sensitive some of these subjects may be to the individuals who have lived through the experience. Other negative impacts that can occur as a result of PPI include dilemmas as a result of ‘public advisors’ lack of scientific methods training or knowledge, which can cause ethical or methodological issues, which may have to result in compromises being made on one or both sides (Brett et al., 2014). 
Of course, when carrying out psychological research, and especially with a vulnerable group such as refugees and asylum seekers within the UK, there are several BPS guidelines that must be followed to ensure both members of PPI and study participants remain unharmed throughout the research. Important sets of guidelines that need to be followed includes the BPS Code of Human Research Ethics (British Psychological Society, 2021a), as well as the BPS Practice Guidelines (British Psychological Society, 2017). The BPS Code of Ethics and Conduct is the overarching guidance document for carrying out ethical research, however for more specific guidance, the other two BPS documents should be consulted. The four main ethical principles that the BPS Code of Ethics and Conduct outline is respect, competence, responsibility, and integrity (British Psychological Society, 2021b). 
The BPS Code of Ethics and Conduct alongside the BPS Code of Human Research Ethics and the BPS Practice Guidelines are the main rules that any psychology researcher must follow, however there is also specific guidance for carrying out effective and ethical PPI within research. The NIHR has developed multiple types of guidelines and assessment tools that can improve the quality of PPI within research.
One of the frameworks that the NIHR recommends to use is the UK Standards for Public Involvement, which provides a framework of what good public involvement within research looks like, based on a year-long pilot program which refined these concepts (NIHR, 2019). This framework is composed of six standards, each of which tap into an aspect of PPI which in the context of research involving asylum seekers and refugees, can vastly improve PPI quality. 
The standard of inclusive opportunities explores whether the individuals who are likely to be the most affected by the nature of the present research are involved in the creation of the study (NIHR, 2019). Of course, refugees can come from a wide range of different countries and ethnicities, therefore researchers should endeavour to investigate, to the best of their ability, which ethnic group is the largest within the potential pool of participants for their study. The standard also encourages eliminating as many barriers to involvement within the study as possible, which is especially important with refugees, as many of these individuals will not be as well off as compared to the general population of the UK, therefore convenience of time and area of research is incredibly important. Of course, this standard needs to be applied in the context of the likely limited resources that many studies will have, therefore being transparent with the choices that individuals who wish to get involved may have access to is monumental for fairness (NIHR, 2019).
The standard of working together refers to working in a way that creates mutually respectful and productive relationships. This includes whether all the necessary arrangements for effectively collaborating have been put in place, and whether these arrangements were consulted with the members of PPI, and whether these individuals’ ideas have been accordingly recognised, and if appropriate, implemented into the creation of study protocols and materials (NIHR, 2019).
The standard of support and learning refers to opportunities which can help develop individuals’ confidence and skills to be able to more effectively be part of the PPI group (NIHR, 2019). In the context of the vulnerable population, having access to various types of support, such as resources which may help individuals who are less educated in research be able to learn approach their role within PPI to a more effective standard, or even support such as mental health services which could possibly be required as a direct result of taking part in the research, either before, during, or after their role as a member of the PPI group has concluded. 
The standard of communications refers to the use of plain language to enable relevant conversations to take place about the goals and research. This can extend to all the other standards, as in a lot of cases using basic language that is easy to understand can be beneficial to getting more relevant responses and suggestions from the members of PPI (NIHR, 2019). In regard to the vulnerable group, it is likely that the use of an interpreter may be required depending on the overall level of English language of the PPI group, thus effective planning for involving an interpreter is an important aspect of planning research with asylum seekers and refugees. When intending to employ the help of an interpreter for a research study, the BPS guidelines by Tribe and Thompson (2017) is an important document to follow. The guidelines highlight that specific research with refugees who have experienced trauma suggests that the effectiveness of psychotherapy when conducted with the use of a professional interpreter can be equally effective as with direct communication between the client and therapist (Tribe & Thompson, 2017), meaning that utilizing an interpreter within research where there are language barriers is very much encouraged. 
The ‘Working with interpreters: Guidelines for psychologists’ by Tribe and Thompson (2017) outline key points to keep in mind when it is necessary to include interpreters in research with refugees and asylum seekers. First of all, it is important to perform what is called a language needs analysis, which involves gathering baseline data of the language needs of the specific group that researchers intend to work with (Tribe & Thompson, 2017), either within the study or as part of PPI, as well as taking the steps to consider whether a directly hired interpreter or external service interpreter is the best way to communicate with the chosen group, as there may exist what is referred to as ‘link workers’, who may be part of a community service which the existing group is already a part of (Tribe & Thompson, 2017). 
The next step is to identify an appropriate interpreter for the given language that the PPI group and/or study participants use as their first language. Ideally, this interpreter would be from the same country as it provides the highest likelihood of being able to catch and understand the intended meaning of the conversations, advice and suggestions given from the PPI group. Dialect can also play a role in choosing an appropriate interpreter, as it is not guaranteed that any given interpreter who speaks the given language can speak or fully understand it in each and every dialect that may exist within the language (Tribe & Thompson, 2017). Within the UK, there are two organizations which can assist with identifying an appropriate interpreter with the given language capabilities and experience to be able to effectively assist with the research goals, these being the National Register of Public Service Interpreters (NRPSI, 2024), as well as the Chartered Institute of Linguists (CIOL, 2024). Both of these services are kept up to date and ensured that their partnered interpreters have up-to-date qualifications, therefore finding an appropriate interpreter through the use of these services can be made incredibly convenient. These are some of the main points highlighted within the guidelines for working with interpreters, however more specific guidelines for working with other kinds of individuals, such as those who need to communicate in sign language, are further available within the guidelines (Tribe & Thompson, 2017). 
Back to the standards of the UK Standards for Public Involvement, another standard includes impact, which encourages researchers to improve upon future research by exploring, documenting, and sharing the difference that PPI contributes to improve upon research (NIHR, 2019). This standard also encourages not only putting in assessment measures in place but also making sure that the public also have a say on how to assess the impact, and then furthermore to act upon any feedback from such measures to further improve PPI within the dissemination process (NIHR, 2019). To this end, one such measure that could be used is the Public Involvement Impact Assessment Framework (PiiAF; PiiAF Study Group, 2024). 
The PiiAF measure consists of a two-part process, with the first part exploring impacts. This section is made up of taking consideration of four main aspects. The first aspect is values which is split into three main categories: Normative values, which encapsulate ethical and/or political issues of PPI in research. Substantive values, which consider the possible consequences of carrying out PPI in research. And finally, process values, which concern issues with the methods that PPI is carried out in research (PiiAF Study Group, 2024). The second aspect is the approach to PPI, which encourages researchers to reflect on what type of approach is taken towards implementing PPI, for example whether it is a consultative, collaborative, or controlled approach, as well as what activities will be undertaken throughout PPI, such as comments and feedback, or peer interviews, etc (PiiAF Study Group, 2024). The third aspect is the focus of the research, which refers to specifying what discipline the research is taking place in, such as health service, public health, or mental health research, etc, which is done in order to ensure that the evidence base for PPI within research continues to grow (PiiAF Study Group, 2024). The fourth and final aspect involves practical issues which can affect PPI, such as the availability of training, the resources available for carrying out PPI, as well as issues with fees and extra expenses (PiiAF Study Group, 2024). These four aspects are to be examined thoroughly prior to beginning the research, which will provide a clear idea of what the PPI within the present research should realistically be carried out like, as well as what sort of impact the research is expected to have (PiiAF Study Group, 2024).
The second part to the PiiAF consists of developing a plan for assessing what impact PPI had within the given research, which also consists of four stages. The first stage involves laying the foundations for the impact assessment, where it is crucial to determine what type of assessment to carry out, whether it be a formative, summative, or a process assessment, as well as determining who should be involved in carrying out the assessment (PiiAF Study Group, 2024). The second stage involves developing what intervention theory to utilize, which refers to a ‘theory’ that the researcher formulates as to how they believe that the way they carried out PPI will help in achieving the desired outcomes for the research, although it is important to consider here that other members of the research or the PPI group may not have the same ‘theory’ (PiiAF Study Group, 2024). The third stage consists of identifying the context, and how it impacts PPI within the research. This stage encourages researchers to reflect on whether the desired research outcomes can realistically be achieved in the context of how the research is being carried out. And finally, the fourth and final stage of the PiiAF, which involves formulating the assessment design, encapsulating all the previous steps into key questions within the assessment which will from thereon guide how PPI is conducted within the research with informed decisions. This can be an effective scale for designing how PPI will be carried out and the expected impact, although it is entirely possible that things will not go to plan, therefore following what is planned out while utilizing this framework must be conducted with caution.
And finally, to finish off the UK Standards for Public Involvement, the final standard is governance, which is a relatively overarching standard, which can apply to each of the rest of the standards. Governance refers to how much consideration is given to the ideas and suggestions from the PPI group, as well as how much quality assurance there is to the PPI plans that were implemented at the start of the research, how they can be, realistically and within reason, improved upon going forward (NIHR, 2019). The multiple types of guidelines and frameworks discussed provide ample guidance on what to keep in mind when designing and carrying out PPI, however in order to explore how PPI can be applied within a real research study, exploring how some recent research has implemented and recorded PPI is crucial to get a good grasp of effective PPI within research. 
Warner et al. (2021) is an example of a research study which incorporated PPI guidance rather extensively, in order to explore any immediate impacts that PPI may have in shaping the development of a mental health intervention for refugee children with signs of post-traumatic stress disorder (PTSD). In order to investigate this, the research team endeavoured to find volunteers from local immigrant families to be ‘Refugee Advisors’ for the PPI aspect.
The ‘Refugee Advisors’ were recruited by members of the research team from Uppsala University in Sweden, where the research took place, from local education centres where immigrant families attended courses for social orientation. Applications were taken via an expression of interest form, which eight people completed (Warner et al., 2021). A critique here is that following this, four of the people were selected by the researchers based on how similar the chosen advisors situation is to that of the refugee children taking part in the actual research study. Although these people volunteered, this still presents a problem, considering that the researchers were hand picking specific people to guide the research who have similar experiences to the participants, which theoretically should produce more sensitive and informed research, however the insights of individuals from a similar background but with slightly different experiences may still have been beneficial in different unforeseen ways to the research as compared to those selected by the researchers. 
Although the primary objective of the study is important to note, the secondary objective, which gives insights into how PPI within this research was carried out is important to explore in detail. The secondary objective of Warner et al. (2021) was to pilot a potential new PPI framework for assessing group dynamic components, the ‘Active Involvement of Users in Research Observation Schedule and Questionnaire’, which consists of observing and taking notes of researcher/advisor interactions across a spectrum of group dynamics. These include four main group dynamic subgroups, with each consisting of both positive and negative behaviours/aspects: One, the interpersonal relations, such as positive interactions, reference to advisors’ expertise (the extent to which the researchers actively listen), linguistic barriers to advisor participation (complicated scientific terms), and advisors showing lack of interest or disengagement (Warner et al., 2021). Two, the nature of advisor contributions, such as invitations to speak (researchers encouraging the input of advisors, asking for opinions, etc), advisors initiative (how often advisors speak, or add to the conversation spontaneously), passive agreement with researchers (agreeing without consideration of their own thoughts), and irrelevant comments (Warner et al., 2021). And finally, three, how the advisors guide the development of the research, such as incorporating advisors’ ideas into planning, ignoring ideas (how often advice from advisors is overlooked by the research team), challenging suggestions (how often advisors question the logic or methods of the research, with only constructive alternatives being scored positively), as well as decisions which are made without first obtaining input from the advisors (Warner et al., 2021).
The scale is meant to objectively assess all these aspects of the PPI group dynamic. The scale is rated on a Likert scale from 1 (Not at all) to 5 (A lot). The coding and observation of this framework for the study in question was carried out by the second author of the research, while the first author later reviewed the observations noted for the framework. A possible issue with this approach is that the observation is being done by one of the authors for this paper, and the author could potentially obscure what actually happened, or omitted details of interactions in order to make the paper appear more credible, even though the framework is designed to make note of how effectively PPI is being carried out. 
Ideally, this framework would be filled out by yet another separate member of the public who volunteered for PPI, or perhaps a different researcher who is not affiliated with the creation of the research or paper similarly to Inge et al. (2023), although the logistics for organizing that can be rather difficult and costly. Another issue that is likely to often occur when conducting research with refugees and asylum seekers is translation of material or transcripts in the case of qualitative research. When the members of PPI or research participants have a low level of English language, or none at all, translating material or feedback from PPI has to be carried out, and it is possible to lose meaning or nuance in translation. This can happen both ways, wherein study material is translated from English into another language, with intended meaning being lost to PPI members, thus resulting in poorer advice from the PPI members, and vice versa, with feedback from PPI members losing meaning in translation, thereby resulting in the research being less appropriate or culturally sensitive for example. 
Of course, this can be rectified to an extent by having a member of the research team who is proficient in the language of the PPI members and participants. The second author of Warner et al. (2021) was noted to be capable of conversational Arabic, although a conversational spoken level is likely not enough to grasp the accurate meaning of feedback and discussions that have to take place for appropriate PPI. The best course of action in a situation like this is to hire an experienced and proficient translator, which does present further costs to carrying out research, which Warner et al. (2021) carried out, thus it was possible to grasp as much accurate feedback from the PPI group. It is worth noting that at this stage, the extra costs incurred from hiring a translator/interpreter is only for the PPI stage, which depending on the size of the PPI group could already incur extra costs, but on top of this it is likely that further use of a translator would be required for the actual participants of the research study, which presents further costs to carry out the research effectively. 
Despite possible flaws with the way the framework was implemented in Warner et al. (2021), this framework follows many of the same suggestions from the UK Standards for Public Involvement (NIHR, 2019). Therefore, if implemented and carried out by an individual who is impartial to the research outcomes, this framework could be an effective tool to ensure that appropriate and effective PPI is being carried out within research studies. It is also worth noting that this piloted framework is very similar in concept to the PiiAF (PiiAF Study Group, 2024), however in the case of the pilot framework, it allows the researchers to have someone observe the PPI interactions in real time, whereas the PiiAF takes steps before and after the PPI interactions took place to make notes and explore impacts. Both of these frameworks can be utilized and produce similar results, although it is worth considering whether these could be utilized at the same time to obtain richer data in terms of impacts of PPI. 
Another one of the most recent research studies exploring PPI with refugee youth is the research conducted by Inge et al. (2023), who carried out a longitudinal evaluation of the effectiveness of PPI and communication strategies utilized when working on a core activity with refugee youth in the PPI group. This research study explored communication strategies in specific when involving refugees in PPI. The authors highlighted that one of the main communication strategy concerns is that the research should ideally be communicated through a language that all the present individuals can understand (Inge et al., 2023), although that isn’t always the case, therefore the use of an interpreter (Tribe & Thompson) can be crucial. as mentioned previously. The authors also acknowledged that many communication strategies are already covered within guidelines such as the UK Standards for Public Involvement (NIHR, 2019), however for the present study, the authors aimed to obtain practical and specific insights into forms of communication strategies that can be utilized with youths and refugees to encourage effective involvement (Inge et al., 2023). 
The research was conducted across 18 months, and focused heavily on utilizing an online adaptation of a manual named the Teaching Recovery Techniques (TRT), which was intended for group use for youth with symptoms of post-traumatic stress, and later going on to co-authoring the present article together with two of the refugee youths (Inge et al., 2023). The research began with conducting a needs assessment through the use of a qualitative exploration, which involved TRT trained group leaders carrying out interviews with youths, in order to identify what youth with post-traumatic stress symptoms need, which was followed by workshops with the refugee youth coresearchers and TRT leaders to work on adapting the TRT manual (Inge et al., 2023).
For recording and observing the behavioural aspects, the ‘Active Involvement of Users in Research Observation Schedule and Questionnaire’ developed by Warner et al. (2021) was used, which provides some extra data on the validity of this scale. In line with the suggestion of having a researcher not affiliated with the paper filling out this questionnaire to avoid bias, Inge et al. (2023) had two TRT trained external researchers attend the PPI workshops for carrying out the observations, although only the first workshop was observed, after which it was decided to cease the observations. Following this, an inductive qualitative content analysis was carried out, also with the input from the refugee youth PPI group. Inge et al. (2023) highlighted some important ethical considerations to consider, such as the importance of ethical approval. Due to the fact that the PPI group within this research were not officially research participants, within the context of this given study they essentially were participants, highlighting that depending on the context of the research, it could be important to consider what the PPI group is expected to do, as in some cases it may turn out that the PPI group could turn out to have an impact on more than just helping with the creation and dissemination of the research.
In conclusion, considering all the guidelines, frameworks, and research studies discussed within, there are some key points to outline as to how to effectively carry out PPI within research involving asylum seekers and refugees. 
As for the guidelines and frameworks to use, all the relevant BPS Guidelines as well as the INVOLVE guidelines should be utilized as they have been shown to be valid, while the piloted ‘Active Involvement of Users in Research Observation Schedule and Questionnaire’ developed by Warner et al. (2021) appears to be a rather effective tool for evaluating the effectiveness of PPI as shown by Inge et al. (2023), therefore utilizing this scale alongside the BPS and INVOLVE guidelines would be an effective way to carry out future PPI research with refugees and asylum seekers. However, it is important to note that all things considered, the pilot framework of Warner et al. (2021) is still relatively new, and the evidence base for the validity of this scale is not as developed as the evidence base for something like the INVOLVE guidelines. 
Considering the extra costs of carrying out research with refugees or asylum seekers who cannot speak English proficiently, many research studies could be likely to incur extra costs as a consequence of hiring an appropriate interpreter for the language that they may need translated, which could potentially be too costly to feasibly carry out the research effectively. Of course, this also depends on the scale of the study and how much translation would be required to adequately carry out the study to completion.
As Patel et al. (2018) outlined within the BPS guidelines, in some cases, asylum seekers or refugees may assume that the researcher is familiar with the politics and human rights violations from their given country, meaning that they may not immediately disclose what they may have experienced in their country, meaning that these questions may need to be asked in a sensitive way, when the time is appropriate to do so (Patel et al., 2018). Knowing that this information can be very useful to know beforehand, it could be a wise choice to research the countries of origin of any people that may be involved in PPI within a study, prior to discussion with the PPI group taking place. 
Of course, there still exist some challenges to carrying out research with asylum seekers and refugees, such as issues of research involving vulnerable groups such as refugees and asylum seekers for forced diversity, or issues with informed consent, or even to issues such as sensitivity and achieving a balance to not only get viable data but also avoid distressing members of PPI group, etc. However, despite these present challenges, future research should aim to address this not only for improved PPI in future research, but also for the benefit of the vulnerable group of asylum seekers and refugees. 
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