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Context: French Guiana is a French overseas department where very different linguistic, cultural and societal populations live together in a small area. Health issues and their specific epidemiological profiles call for research projects crossing several cultures. In this context, health mediators have a role to play in research. The aim of this study was to describe the perceptions, attitudes and opinions on research of mediators and researchers collaborating on research projects, and to describe the strengths and difficulties encountered during this cooperation.

Methods: The Inter-med project was conducted in French Guiana between February 2022 and April 2023 on the base of semi-directive interviews with mediators, or researchers, all working in health research in the intercultural context of French Guiana. The socio-demographic characteristics of the participants were described. An inductive thematic analysis was carried out on all the interviews, and word occurrence analysis on certain themes. The information was triangulated with field coordination notebooks from two epidemiological surveys conducted in French Guiana between 2021 and 2022.

Results: A total of 26 semi-structured interviews were conducted and 1,328 notebook pages analyzed. Mediation was described as an indispensable interface between the world of research and that of the population targeted by a survey. Mediators have a role to play at different stages of projects, in respect of good clinical practice, ethics and legislation. They act as interfaces between languages, concepts and representations. Their profession remains under-defined and under-dimensioned. The jobs offered are often precarious. Mediation work is emotionally costly, calls on soft skills and requires a combination of rigor and flexibility. All these aspects are implemented in the specific world of research, where there are common concepts and divergent perceptions. Researchers and mediators converge on a common goal: improving health.

Conclusion: This study covers several aspects of the development and implementation of research projects. Respect for good clinical practice and people, transparency and data quality are redundant concerns, and this study touches on ethnocentrism, stigmatization and cultural representations. This study points out that the integration and recognition of mediators could be beneficial in research conducted in a cross-cultural context.
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Introduction

French Guiana is a French region in South America. The multicultural dimension of this territory is one of its constitutive and historical characteristics. French Guiana faces major demographic and migratory challenges (1). Migration to French Guiana over the last 7 decades has contributed to the recomposition of social groups and their relationships. Currently, some 40 languages are spoken in French Guiana (2). In French Guiana, many communities are united around shared histories, including the Businenge, people from Haiti, Suriname, Brazil and the Dominican Republic, people in transit from Syria and Afghanistan, native-born people, and people from hexagonal France (3, 4). Part of the migration is also linked to illegal gold mining (5).

Although health is perceived differently by each individual, it has a universal dimension. In French Guiana, this intercultural context is reflected in the care provided, and whatever their origin, caregivers are confronted with the notion of alterity (6). In this work, the definition of culture used is that proposed by the Mexico Declaration: “the set of distinctive spiritual, material, intellectual and emotional features that characterize a society or social group.” It includes the arts and letters, ways of life, fundamental rights, value systems, traditions and beliefs (7). The definition of context used is “the circumstances or events that form the environment in which something exists or takes place” (8). Representations of health and illness have an impact on how users behave in the face of care (9). They also concern the explanations given by sick people for the origins of their disorders or illnesses, their perception of the various therapeutic or diagnostic tools, and their representation of the medical corps (6). Research has shown that in French Guiana, the coexistence of different cultures has led to a pluralistic approach to health care. Information circulates, leading to the appropriation of traditional Guyanese botanical knowledge by migrants, for example. These elements are constantly evolving (4). Beyond representations, interculturality can be illustrated by communication difficulties, conflicts of values or divergent perceptions (10).

The role of the healthcare mediator is a key one in healthcare contexts involving interculturality or the accompaniment of populations distant from healthcare (11). According to the French National Health Mediation Program, mediation has demonstrated its beneficial effects on access to healthcare, particularly for vulnerable populations (12). According to the French Health Authority, the health mediator’s role is to act as an interface, facilitating access to the healthcare system and to rights for the most vulnerable members of the public, as well as raising awareness among the actors in this system of the obstacles encountered by users during their healthcare journeys. In this way, the mediator helps to forge links with the populations concerned, facilitates the coordination of care, and proposes health promotion initiatives (11). On an international scale, the missions entrusted to them may be similar to those of community workers, or community-based health agents. In French Guiana, the cultural richness of the territory and its particular epidemiological profile (whether infectious or non-infectious) mean that the role of mediators is particularly important.

This interface role is also of interest in health research, particularly in this multicultural context. In French Guiana, many public health concerns are concentrated in vulnerable populations. Research into these questions takes place in a particularly heterogeneous context, and it is essential to take into account the diversity of representations of the body, health and illness (13). Involving the people concerned at different levels creates a link between scientists, investigators and respondents. This link is essential to guarantee the success and quality of a study, and to limit bias (14, 15). Numerous studies in French Guiana, past, present and future, covering a wide range of fields, will involve, or have involved, health mediators. In France, research is regulated by the Jardé Law of 2012, which provides a framework for research and guarantees the security of individuals and their personal data (16). With the authorization of the French ethics authorities, mediators can take on the role of investigators in certain research projects, and are responsible for regulatory tasks. In French Guiana, it is crucial to rely on these resource persons as an interface between the world of academic research, and the field world of target populations. In order to capitalize on recent experiences in French Guiana, and to explore and understand the perception of interculturality and the place of mediation in research, the Inter-Med study (Health research in a context of Interculturality: the place of Mediators as skilled people) was conducted. The aim of this study was to describe the perceptions, attitudes and opinions of mediators and researchers on the participation of mediators in clinical health research; and to describe the strengths and difficulties encountered in health research projects based on this cooperation between 2021 and 2023. In clinical research, the full integration of mediators into research projects, by making their role permanent, recognizing their skills and supporting the current structuring of the mediator profession, could be beneficial to all research conducted with specific populations and, more generally, in an intercultural context.



Materials and methods


The inter-med project

The Inter-Med project was conducted in French Guiana between February 2022 and April 2023 using semi-directive interviews with mediators, or researchers, all working in the intercultural context of French Guiana.

Participants were surveyed in 2 groups, the “mediator” group and the “researcher” group. The inclusion criteria for the “mediators” group were: have participated as an investigator or mediator in a health-related research project, either on a salaried or volunteer basis; and for the “researchers” group: to have held a position as researcher, investigator or coordinator in a health research project involving mediators. The inclusion numbers of the “Researchers” group are composed as follows: 00-R and the inclusion numbers of the “Mediators” group are composed as follows: 00-M.

For the purpose of consistency, the interview guide varied a little according to the group surveyed, although the same themes were discussed. The themes explored were: the definition of research, its strengths and limitations, the importance attached to health surveys, aspects insufficiently taken into account by peers, definitions of the concepts of data, sample and representativeness. This was followed by a discussion of research experiences in collaboration with researchers for mediators, and in collaboration with mediators for researchers, the qualities required for the job of investigators, the definition of mediation, difficulties encountered in conducting studies, language barriers, the importance of cultural representations, personal perceptions of research and its evolution. These were in-depth individual interviews.

Two different interviewers conducted the interviews, in order to limit interviewer bias and ensure that, at the time of the study, the interviewer had no hierarchical link with the respondents. Interviews were conducted in French or in English, according to the respondent’s preference.

The sample is a convenience sample. People were surveyed until the information was saturated.



The field coordination notebooks

Field coordination notebooks from two surveys were also used as study material: containing the daily notes of project coordination. The coordination notebook of the Guyasseremig study (Study on the Sexual and Reproductive Health of Migrant Women in French Guiana) was analyzed. This study is a cross-sectional epidemiological study, was conducted in French Guiana among migrant women between May 2021 and August 2021, mobilizing 2 mediators, at 2 inclusion points over 4 months.

The coordination notebooks from the Parcours d’Haïti study (Precarity and sexual vulnerability during the life course and migration of people from Haiti living with or without HIV in French Guiana) have been analyzed. This study is a cross-sectional epidemiological study, conducted in French Guiana, between November 2021 and May 2023, among people born in Haiti, mobilizing 7 mediators, in more than 30 inclusion points, over 22 months.



Ethics statement

The Inter-med study is ancillary to the Parcours d’Haïti project authorized by the Committee for the Protection of Individuals South-East I under number CPP 2021–119, and was declared to the committee during the 3rd substantial amendment. The study has also been notified to the Health Data Hub. The respondents were given full oral and written information. The non-opposition form was signed by the investigator, in accordance with French legislation on non-interventional studies. Participants’ consent was sought for the audio recording of interviews. Individuals could withdraw from the study if they wished. A pseudonym number was assigned to each participant, and interviews were made anonymized.



Analysis

Participant characteristics (age, level of education, gender and country of birth) were collected and described using percentages. The information was compiled in an Excel document and analyzed using Stata® 16 software.

Recorded interviews from the Inter-Med project were transcribed, then analyzed in a synthetic inductive exploratory thematic way. This exploratory work consisted in gathering experiential knowledge, identifying and rearranging its themes, and coding the concepts. For the analysis, first, the interviews were listened to and transcribed, with a view to familiarization. The interviews were transcribed in the language in which they were conducted. Then, particularly salient and redundant themes were encoded. The themes were organized and discussed with an anthropologist familiar with interculturality and an experienced mediator who had not taken part in the survey. The titles of the themes were in French. Finally, the themes were finalized, and extracted in an excel document, with the associated verbatims. Following transcription and analysis, the titles and verbatims were translated into English. Those already in English have been used as is. The themes were summarized and written up. This work was carried out using MAXQDA2022® software.

For the analysis of the qualities required to be an investigator in a health research project, lexicometric analyses were carried out, measuring the occurrence of terms. The qualities mentioned were recorded for each interview. If a quality was mentioned several times in the same interview, it was counted only once in terms of occurrence. The information was compiled in an Excel table, and the frequency of mention analyzed using Stata 16®. Synonymous words were grouped together under the heading “quality” for a given theme. Finally, the most frequently mentioned qualities (mentioned in more than 5 different interviews) were then analyzed by group.

For illustrative purposes, the data collected was triangulated from the Guyasseremig and Parcours d’Haïti survey notebooks, tracing the day-by-day coordination notes of these two projects. An inductive thematic analysis was conducted, highlighting the most salient themes and situations encountered in practice during the course of these two studies.

All the analysis presented below, written by a researcher has been reviewed by peer mediators, in order to limit interpretation bias.

Among the indicators chosen to guide the analysis, the key words used were the notions of research, data, sample and representativeness. The people targeted by the study are mostly French-speaking, so the definitions of “references” used were those of the Larousse French dictionary, associated with the context of science. Levels of education were grouped according to the International Standard Classification of Education (ISCED). For the analysis of intercultural skills, we used the definitions proposed by UNESCO.




Results

In the Inter-med project, a total of 26 semi-structured interviews (each lasting between 15 and 140 min, depending on the participant) were analyzed. The socio-demographic characteristics of the participants were described (Table 1). One interview was conducted in English, and all the others in French. For the Guyasseremig survey, a 128-page notebook of daily notes taken between May and September 2021 was analyzed. For the Parcours d’Haïti survey, 1,200 pages of daily notes taken between September 2021 and July 2023 were analyzed.

Three main themes and 8 sub-themes emerged during the analysis: we will now present them one by one.



TABLE 1 Gender, region of birth, level of acamedic study, age of people interviewed in 2022 and 2023, by group, for the Inter-Med qualitative survey (n = 26).
[image: Table1]



First main theme: Health mediation, an indispensable interface between two worlds


The involvement of mediators at different stages

The involvement of mediators according to the phase of the research projects are developed (Figure 1).

[image: Figure 1]

FIGURE 1
 The different levels of mediator involvement in a health research project, based on research experience in French Guiana via the Inter-Med interviews, and on the coordination notebooks from the Guyasseremig and Parcours d’Haïti studies: actions, knowledge and skills.


This multi-level involvement was highlighted as particularly important by a number of surveys. Mediators are sometimes described as the guarantors of feasibility and data quality. The importance of the mediators’ involvement in the early stages of project implementation was also raised, with a view to familiarizing them with the field, ensuring acceptability, encouraging adherence and respect. This preparatory work is carried out in both directions (with the population and with the research teams). However, this involvement right from the design stage is sometimes difficult to achieve, due to a lack of funding and therefore of mediation jobs.


“I think it's something we can really improve, because research mainly comes from the university, private institutions, public institutions, but I think It should be closer to the real world.” 025-R.

“We have to draw up a protocol, we sometimes have to draw up an intervention, to be able to get regulatory approvals, to be able to get money, to be able to recruit people who will then take part but won't necessarily have taken part earlier, because until we have the money to pay them too, it's complicated, we haven't identified them.” 026-R.
 

During surveys, the presence of mediator-interviewers ensures greater acceptance by the target population, while interpersonal skills and cultural decoding guarantee data quality and help to clarify certain answers.


“The mediator can explain to us, afterwards, that when the question is asked, it's not very well put. There isn't really a shaman's diploma, but there are some people who call themselves shamans, but when we ask the question: have you been to see a shaman, or is there a shaman in the village? A person may very well answer "no", because in his or her eyes there is no real shaman in the village.” 013-R.
 



The role of mediators in good clinical practice, ethics and respect for legislation

The regulatory aspect and the administrative burden involved in setting up a research project were cited as one of the main difficulties or limitations, by the researchers’ group. In practice, legal documents such as the consent form or the non-opposition form are sometimes far removed from the vision of the people targeted by the study, for whom, for example, the notion of signature can be a source of questions. Given the complexity of this aspect, respondents report that some healthcare and research professionals are not very vigilant about its application.


“People think that because they're doctors or whatever, what they're doing is necessarily good for people, and they're going to prejudge the level of information they're going to have to give people, or the way they're going to twist things up, and often it's a bit of a mascarade, the information notes, so yes, because people don't understand anything. But I don't think doctors take enough time to get down to the individual's level, to explain the ins and outs, to engage them in research.” 001-R.

“In other words, the authorizations and other things that are required of us today to be able to carry out research work are so restrictive, certainly with the aim of protecting people, but they are so restrictive..” 010-R.
 

In this context, as research is subject to current legislation, mediators can act as a link, applying regulatory obligations in a way that is truly respectful of the understanding and rights of participants. Mediators translate information notes, and take the time to explain to participants their rights in a way that is intelligible to them, including the right to refuse to participate, the right not to respond, and the right to withdraw from the project and have their information deleted.


“We know that there is a well-established protocol that must be followed. And we know that there are laws to protect the people taking part in the study.” 011-M.

“So my work respects norms, is confidential and anonymous.” 024-M.
 

With regard to ethics, 3 important concepts were mentioned: confidentiality, consent and transparency. The importance attached to confidentiality was particularly salient in the “mediators” group. The responsibility of everyone involved in the research to respect confidentiality was pointed out, as a guarantee of respect for the relationship of trust established with the interviewee.


“Data is something that is created about someone or something. It has to be kept somewhere safe, no matter what form it takes, even if, for example, you've taken information about some house, even if it's not what you need. You can't leave it lying around..” 024-M.
 

Informing the participant and obtaining his or her enlightened consent, an important element in good clinical practice, are key moments in the investigation of a participant.


“You've got to have a way of speaking, you've got to be non-imposing in your speech, you've got to try and explain it to the person [..] You've come to see the person, so you normally want them to participate. Do you impose things on them? No.. Somewhere along the process, you have to listen too. You have to listen.” 024-M.
 

Transparency was cited in terms of the data collected (here in the context of hetero-administered questionnaires), the fact of showing the participant the questionnaire directly, or even suggesting that they mark the answers themselves, but also transparency in the use of the information and its possible final application. Respondents pointed out the crucial importance of transparency in the relationship of trust with participants, but also in not promising things that are impossible to deliver, or interventions that are not part of the research project.


“Not only do you do the questionnaire and scroll all the questions in front of the person, so That they see exactly what they're answering, there's nothing else to do.” 024-M.

“But we do a survey, but in this survey, we can't tell people that we're going to help them find a residence permit, or get AME-CMU [health coverage]. That's abusive for me.. Because it's not true.” 004-M.
 

The concept of global ethics was also raised, as the aim of these procedures is to guarantee the rights of participants, and many people question their protocol aspect to the detriment of their actual effectiveness.


“It's so interesting to understand the different conception of ethics, between the recommendation of the research world, and the ethics for the persons [from the target community]” 025-R.
 



Beyond the questions, a wide range of representation schemes to be made intelligible

Many of those interviewed mentioned the word “interface” to define the role of health mediators. Their action of linking, of bringing people together, takes place semantically, but also in culturally or socially determined differences.


“Mediation is really a matter of interfacing between two different worlds, in this case a highly technical, highly qualified world of healthcare or healthcare research, and the beneficiaries or people, if we're talking about healthcare mediation in the strict sense of the term, or the people interviewed, selected or to be selected if we're talking about research.” 020-R.
 

One of the barriers in intercultural research mentioned, between research teams and target populations during the interviews was language. In terms of language, while some researchers rely on their linguistic skills when working in the field, others are categorical about the impossibility of working without mediators. All the people interviewed, to varying degrees, underlined the importance of gaining an in-depth understanding of the respondents’ representations, in order to guarantee the quality of the answers to the questions asked and the quality of the data. What is more, given French Guiana’s linguistic diversity, literal translations are often difficult, and sometimes impossible. Many interviewees spoke of their own culture, a set of distinctive reading characteristics, as a prism of their understanding and inseparable from their person.


“It's very important to understand the language in which you're doing the interview. I've said it clearly, I speak Portuguese because I was in Brazil, but when I find someone to do the interview in Portuguese, it's my colleague who does it, she's Brazilian, I could do it but it's my Brazilian colleague who's there, I want her to do it, it's much better. So the feeling goes better, it's much easier.” 024-M.

“Well, the point here is that in French Guiana, if you want to do a good survey, it's absolutely obligatory. You can't just go off on your own and say, "I'm going to ask people questions like that." First of all, there's the language barrier, and then there's the barrier of many other things.” 003-R.
 

The notion of interculturality and schemes of representation was one of the most prevalent themes among the respondents. Differences in perception, where the majority of researchers are of Occidental origin, impact on the conduct of surveys, conceptual barriers, the weight on questions, redistributing the notion of intimacy and stigma with all the consequences that this implies.


“The question was whether their last sexual encounter was transactional or not, and I find that a very intimate question. No problem answering it, even for me, a white, French doctor. On the other hand, to ask them if they use cocaine, well … I think there's an unbelievable reporting bias when it comes to that question. I wasn't expecting that.” 005-R.

“Beyond language, of course, there's a whole system of representational schemes and value systems that are built up and exist behind these languages. So, yes, I was talking about language, but it's the whole cultural understanding of these populations that can be sufficiently understood by certain researchers or certain research teams. Therefore the fact that it's more than just interpreting, it's really mediation that needs to be put in place more globally, in my opinion.” 019-R.
 

Stigma extends to other aspects of populations: first of all, the populations surveyed may even be victims of discrimination linked to their conditions, such as migrants or illegal gold miners (populations that are the target of numerous research projects in French Guiana). Surveys have reported that study titles can also be stigmatizing for pathologies that are already heavy to carry, notably the definitions of a “case” and a “control,” and HIV.


“People living with HIV, but there are two categories, but for me that's what gives people a little trouble. [..] It's people living with HIV who are taken as cases, but I thought that since the other diseases are part of sexually transmitted diseases, I thought they would reconsider the other pathologies, the other sexually transmitted infections as cases too. [..] but I thought this group of sexually transmitted diseases should be included in the group of cases.” 007-M.
 

Differences in representations can also lead to differences in treatment, unequal relationships and power asymmetries, particularly with the medical profession. Many mediators also spoke of the importance of being legitimate and recognized in the departments in which they work.


“The researcher in an intercultural situation is in the position of an outside observer. [..] For me, that's one of the traps you can fall into when you're working in interculturality, when you feel you're doing good, but the road to hell is paved with good intentions. We mustn't fall into any of the opposite excesses, and we mustn't be like the guys in their offices in Paris, who come and give us lessons and don't understand that things are different. At the same time, we mustn't take a paternalistic, "it's too complicated for them" view of things.” 013-R.
 

However, for many of those interviewed, these cultural diversities are also cited as sources of openness and discovery, as a means of meeting people and creating links with them.


“It's nice to see that, to see the diversity, to see the differences between the dishes. There are dishes that we don't know and that we can taste. It changes the flavors in your mouth, so it's important, it's interesting to see this culture.” 022-M.
 

During the interviews, respondents reported that systems of thought, approaches and languages can sometimes differ even within groups, for example in the researchers’ group, people mentioned the case of cross-border collaborations, which can lead to difficulties in understanding. Community-based research was mentioned as one of the solutions to the different representations. For many of those interviewed, effective change in terms of health must come from the communities themselves.




Second main theme: A profession sometimes misunderstood and underestimate


The uncertain contours of this profession

Regarding the nomenclature around the intervention of mediators in research projects, various terms have been used, including interpreters, translators, investigators, surveyers, survey mediators, field agents, people from the community, community-based health workers and even sometimes informants, or knowers, without the nuance between the terms always being clearly spelled out.


“They perfectly choose the word "facilitators" in English, “mediators” in French and community health-worker that's not health workers, but you know sometimes there are some nuances about this term.” 025-R.
 

However, some of those interviewed described the difference between an interviewer and a mediator: the interviewer being in charge of neutral data collection, not proposing any intervention, and the mediator being more of a support person, aiming to help users with their care.


“They weren't mediators, they were investigators - we trained them to carry out surveys, but they weren't mediators. They hadn't received any training in mediation, in terms of these surveys.” 016-R.
 

However, the line between survey and mediation is a fine one, and depends above all on the design of the study in which people are involved. Sometimes, mediation skills are necessary within the framework of a survey, to facilitate the building of trust and acceptance. Interpreting and translation are components of the mediation profession, but some participants have gone so far as to contrast the concepts of interpreting and mediation.


“In fact, because it's as if the mediator and the interviewer are getting a little closer together, but certain qualities aren't really highlighted [..] The mediator is very useful to the interviewer. Sometimes we try to juggle a little bit, I personally try to juggle a little bit to get an interview done.” 023-M.

“I'd put it more in opposition to interpreting, which is the strict translation of words, phrases or concepts. It's about adapting the discourse and semantics expressed by an individual.” 001-R.
 

For the mediators in the field, the importance of giving sense to their work is a recurrent theme. Sometimes, the posture of investigator with no possibility of action is resented, as mediators are confronted with intolerable situations.


“I'm almost moved and there are people who have nothing to eat, [..] the person isn't lying. It's finding I don't know,.. working with other organizations, [..] even if we don't work as mediators. At least we can give.. There are places where they give away food, free meals, but bring something. The person gives you an interview for 45 minutes, an hour sometimes 1h30 and without getting anything in return, to give a little something, even if it's not money.” 023-M.
 



Complex life journeys and an emotionally demanding profession

With regard to mediation work in research projects in French Guiana, the exposure of mediators to a high emotional charge has been reported on multiple occasions. Mediators are not always enough prepared or supported in their experiences. They are on the front line when it comes to the violence of life stories. In the context of their work, many reported the need to be able to relieve, even momentarily, the emotions of the people with whom they come into contact in their studies, as an extension of active listening. Many mediators also spoke of the importance of teamwork, so that they could talk to each other and unburden their experiences.


“We also support people, and I mean mentally, because often the person tells you, tells you about their situation, and then you really have to do the work yourself to really make the person feel that they exist.” 023-M.

“06/22/2021: Meeting with [Name of mediator]: Good, but last week complicated: 3 people reported stories of rape: incest, rape from a young age. "The girls have forgotten about it". Very traumatic. "She felt like the guy was behind her". Voodooized. "No place to sleep, no family". "Let the woman express herself then don't cry with her".” Notebook 1/1 - Guyasseremig Survey.

“It's important because I think that when you talk, you take out of yourself what's inside, because if you keep it in, maybe when you get home [..]. You have this stress, this feeling of unhappiness deep inside you, and if you don't put it outside, you end up running into someone [..].” - 022-M.
 

Mediators often come from the community and have themselves experienced a personal (migratory, human) journey, and their encounters with the people they investigate can echo their own experiences.



Precarious mediation jobs

Whether in the field of healthcare or research, despite the importance of the presence of mediators, one of the factors highlighted is the lack of job guidelines for mediation positions. Project promoters have difficulty in financing positions, which are sometimes not even created. The contracts offered are often precarious, short-term and dependent on project funding. The limit to mediators’ involvement in research projects is primarily financial.

However, according to the people interviewed, as a result of a growing awareness of the key importance of these players, linked in particular to French Guiana’s health response to Covid-19, the situation is tending to evolve toward recognition of the profession. The number of active mediators, both in research projects and in the hospital context, is undersized in relation to needs.


“It’s just unbelievable that in such a large hospital as Cayenne Hospital, mediation with such a wide range of populations, it’s unbelievable that we do not have a mediation service that’s more developed, even though I know there are people working in this direction.” 010-R.

“Now, these are not positions that are particularly valued. There is not really a mediator label in the French hospital service, so it’s a bit complicated, or at least there is not a type of contract that corresponds to their work, they are often on fairly precarious contracts, some act as mediators while having secretary, orderly, or hospital service agent contracts.” 013-R.

“Perhaps we could think about a status for these mediators who work on research projects, so that they have a real status and avoid precarious contracts. That they have a recognized place in research. And not end up being paid by the questionnaire..” 016-R.
 

Another problem raised was the administrative situation of people recruited as mediators. Many of them come from communities and in the case of migrant populations and gold miners, for example, many are undocumented. This situation sometimes extends to mediators, whose short-term residence permits, or their non-renewal, are incompatible with training courses and work contracts.


“Most of the mediators do not have papers, or they do have papers, but they are not yet stable, in fact, it’s a situation that.. they themselves aren’t stable in their papers.” 006-R.
 



A balance between rigor and flexibility, relying on soft skills

When discussing health research projects, two binary issues emerged during the interviews, which can be seen as mirrors of each other: the duality between the scientific methodological aspect of a project and the reality on the ground, and the importance for mediators or anyone in the field, of demonstrating both rigor and flexibility to meet the study’s objectives. Inclusion sites are often specific, remote areas where people are far removed from care. The rigid, methodological side of the scientific framework is often set against the challenging, energy-intensive field reality faced by mediators. These two theoretical and practical aspects have been described as the two heads of the research hydra. The distance between these two aspects has been cited as one of the main difficulties in conducting research projects.


“You know, working in the field isn't easy because there's rain, sun.. There are bad people, there are dogs, but when you feel good in a place, when you're well treated, well welcomed, well received. It makes you want to do the job, to do it well and to keep on doing it.” 022-M.

“We'd been told "interviews" - "to do a survey", so it was really fixed on one term. But then when you get there, it's the survey, and you find yourself faced with a lot of unknown worlds, surprises, different things, and you really have to bring something to contribute. We have to make sure that we're able to do this work, to do the interview, but to do this interview we really have to try to press on each point, to press to pick and to really have the tools, to be able to do the interview.” 023-M.
 

Mediators involved in research projects, and researchers alike, must constantly strike a balance between compliance with protocol and regulatory requirements, and the diversity of comprehension levels of their interlocutors, which requires the ability to adapt. Mediators are asked to fill in a questionnaire with precise questions for a variety of individuals, often with different priorities.


“You have to be rigorous [..] but you also have to be flexible and resourceful, because nothing ever goes according to plan, so if you're too rigorous you'll never succeed. You have to find the balance between adaptability and flexibility, and still be rigorous so that the collection is homogeneous and serious. It's a balance that's not always easy to find.” 013-R.
 

The work of mediators in research projects relies heavily on soft skills. The duality between rigor and flexibility was apparent in these qualities, and the frequency with which they were cited varied between groups of respondents, as shown in Figure 2. For ease of reading, “knowledge of subject and protocol” has been summarized under the heading “Knowledge.”
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FIGURE 2
 Distribution according to frequency of mention of the 12 qualities most cited at least five times and with propositional squares for the number of quotations per group as indispensable to the profession of health mediator by Inter-Med project respondents, by group.


Beyond soft skills, several other important elements emerged, in all groups. Firstly, the confidence and human qualities of the mediators are, according to the people interviewed, directly linked to the quality of the responses of the people included in a study, and therefore to the quality of the data. The time devoted to an interview was also raised as a quality factor.


“This links up with interpersonal skills such as patience, the ability to really understand the role of neutrality, the ability to put people at ease, to avoid biased responses, etc. So it's a lot of interpersonal skills, motivation and the capacity to get involved in the project. After that, you need a minimum of organization, even if you can help them, after all, teamwork, that's for sure, and honesty, in fact, intellectual honesty.” 026-R.

“Because if you have no patience, you're always in a rush, and you do the interview and you're in more of a rush than the person.. no, you can find answers, but they're not really answers.” 004-M.
 

Along the lines of trust and data quality, the notion of honesty also came up, with several people sharing experiences where people in the field had falsified or even invented data.


“I've talked about it with other people on other projects, and I've heard quite a few stories of people who, for various reasons, have gone so far as to falsify data.” 026-R.
 

The notion of posture and knowledge of one’s limits has also been mentioned many times, and the soft skills that are so useful in the exercise of the mediator’s profession in the context of research can also serve less noble ends. The mediator’s position in a community can give him or her a kind of power that can lead to abuse. Finally, according to some researchers, it is also important to take a step back from the information transmitted by mediators in order to maintain accuracy in analysis.


“It didn't go down well with the community and it's true that he had an attitude, he played the doctor a little bit, he had intimate relations with a member of the community who was in a relationship and so on. It was considered bad form. [..] really in a position to manipulate different people.” 026-R.

“And mediators don't necessarily know everything about their community. So there you have it.. You also need to cross-check with book sources, and not buy everything the mediator says, which can also be wrong.” 013-R.
 




Third main theme: The specific context of research


The world of academic research

Research, particularly hospital-based clinical research, is a standardized world with these codes. Many of those interviewed pointed to the importance of raising people’s awareness of research more generally, through widespread education and information. Many participants also expressed a desire to decompartmentalize knowledge.


“For me “research” is not the scientist who have the knowledge, who only have the right to create knowledge. Knowledge is everywhere in every of us, and in the all learning that we have from the formal institutions and systems, and from the informal systems and all of them are very rich and all of them allow us to live together.” 025-R.
 

The strong points of the research most frequently highlighted during the interviews were its methodology, the solidity of the results produced, their verifiability, as these results contribute directly to improving the health of the target populations. The scientific framework of the research also contributes to its value.


“Research also means putting it into a framework, so that other people can do the same thing again and check that we're finding the same information. [..] All this framework and all these common codes of science, which for me.. These are the strengths of research.” 026-R.
 

The most frequently cited limitations of the research are the distance between theory and reality in the field, the extensive and under-valued logistics of the projects, biases (at all stages, cultural, declarative, at the time of sampling or subjectivity), the lack of time, the regulatory aspect and the lack of funding (or its oriented nature on certain subjects). Another element that emerged as one of the difficulties of the research was the complex and imperfectly human nature of people’s relationships with each other (through collaboration, personal egos, international relations or management).


“Like all human constructs, [Research] is subject to our imperfect organization, the need to find credits, to find funding to drive it forward. Having to deal with ego wars, the frustrations of researchers, research administration etc…” 013-R.

“It's really the limits of research, the limits of research is that you always find the same types of profiles in research who have done the same studies, who have the same way of thinking.” 026-R.
 

The perception of the limits and strengths of research, and the desire for improvement, coincide with the scope of each person’s professional reality. Thus, in the researcher’s group, where professions are highly specialized, everyone’s vision is “profession-centric.” In the “mediators” group, all visions converge to a much greater degree, with the well-being of users being a predominant common objective.


“When you're in charge of a team, it's hard to understand, because people have families, they have to carry loans, and if we don't get the boat to the right place, they'll lose their jobs. So, we're dictated by imperatives that are probably not the right ones, and the processes we're working on don't take enough account of the diversity of what humanity is, particularly in terms of its perceptions.” 001-R.
 

In this context, interdisciplinarity is of prime importance, leading to mutual openness. The collaboration between researchers and mediators has been very positive, and has led to an evolution in vision: a bigger world.


“The vision, yes … it's evolved because … the way I thought I was going to work, in fact, it's more vast […] There are quite a few surprises, it's changed me. There's a breadth to it, if I can say that. In fact, the discoveries are enormous.” 024-M.

“Working as mediators, in fact, on research which, as I was saying, is still very vertical, and now we're talking more and more about participative research, and the decolonization of knowledge, etc., which opens up the mind.” 026-R.
 



Peer concepts and differences in perception

Three definitions were explored in the interview guides during the survey: data, sample and representativeness. For the definition of datas, all respondents in all groups met the definition of academic research, i.e.: the results of observations or experiments carried out on a subject, used as part of a research project, which can take several forms. The majority of those interviewed said they attached great importance to data, as the basis of their research projects. Others, fewer in number, took a more nuanced approach to importance, warning of the biases associated with datasets and their analysis.


“[Data] so I give it a lot of importance, provided I know what we're talking about and where it comes from.” 001-R.
 

All participants in the “researchers” group met the definition of a sample given by academic research, i.e., a set representative of a population with the same characteristics, part of the population of interest. However, half the participants in the “mediators” group reported an academic definition, and half mentioned a broader definition not limited to the research world, or some other perception.


“It's a sample, it's a part, it's a little parcel, that's all. Of an original piece, to really give, to give an idea to others. I've taken this sample to go and buy the same product, for example, or to try and find the same product, or a more or less similar product, that's close to the original product.” 023-M.
 

Finally, questioning the concept of representativeness showed two very different perceptions depending on the group. The extreme majority of participants in the “researchers” group gave an academic definition, specific to research, of representativeness, i.e., the ability of a sample to correspond to the target population according to defined criteria. None of the participants in the “mediators” group gave this definition. Instead, they spoke of “representation”, of their posture, and of carrying the image of the institution for which they worked. Wearing this image is demanding, and sometimes brings hard feelings. Indeed, a number of mediators reported having been victims of violence during the investigations they conducted, because they were assimilated to the institution’s representatives (notably the hospital for which they worked) and were at that point the only available interlocutors.


“Traumatic with the hospital and unfortunately, it's just us … We're the ones who have to absorb everything […] It was a man who attacked me like that. It was a gentleman who told me … I introduced myself, and the gentleman said, "Oh yes, yes, it's the hospital in Cayenne, that's put me in this state, get out! And I was on the 4th floor, and the gentleman was coming out of his apartment, and I couldn't even move.” 023-M.
 



Health research: a matter of purpose

Research was defined by respondents as a process of creating knowledge, increasing expertise in a particular field, or on a particular population. The question posed must be relevant, with a valid methodology for answering it. The purpose of health research is to understand past, present and future phenomena. However, the definition of research has never been dissociated from its aim: to improve a situation, or the health of a population.


“Generally for me, these are things we want to know, then research to see what we can contribute, what we can improve, or what we can.. When there's a problem, we do research to see where the problem exists and what solutions we can come up with.” 007-M.
 

Health research was even contrasted by some respondents with fundamental research, whose practical purpose was not pre-established. A number of respondents pointed out the importance of questioning this purpose before setting up projects, as they felt that some projects served medical careers more than the target populations.


“And this, I think, is really an essential ethical element to take into account: why do we do research, or is it just for publication or personal interest, or is there a real benefit and operational consequences for the beneficiaries?” 020-R.
 

For many respondents, the definition and understanding of this research aim needs to be clearly explained to participants, in order to justify the questions asked, and sometimes their intimate nature. However, this explanation must be completely transparent. According to many respondents, outside the framework of interventional research, it is important not to promise immediate changes to the study population, but to explain the process of data creation, which can then be used for action.


“The sense is to create knowledge which would be beneficial for the health community, what I feel is that we need to be very honest when we ask people participating in research, on how we can relieve… be beneficial in that” 025-R.
 

Finally, always with an eye to “purpose” and finality, questioning the interest of the studies for the target populations is important in the design of a study, and it is important to think about the restitution of the information collected to the population of interest (Figure 3).
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FIGURE 3
 Main results: perceptions, attitudes and opinions on research of mediators and researchers collaborating on research projects; strengths and difficulties encountered during this cooperation, in French Guiana in 2022 and 2023.





Discussion

In terms of respondent profiles, for the researcher’s group, all respondents were born in the West and come from high-income countries. In this group, too, people have had long studies, and more than two-thirds have an academic level higher than a doctorate. As for the mediators’ group, the majority of those who took part in the survey were born in South America, one in French Guiana (France), one other in Brazil (an upper-middle-income country), but the majority of respondents in this group come from Haiti, one of the world’s poorest countries. In the mediator’s group, while all of the respondents had completed a high school diploma, only half had gone on to university. The biases of conception and interpretation inherent in the academic and Western backgrounds of the researchers are also likely to influence the research and interpretation of the results. In the field of research, power asymmetries are deeply rooted and have already been described, particularly in global health partnerships, between researchers from high-income countries and those from middle-income and especially low-income countries (often the places where research is carried out) (17, 18). What is more, the epidemiological distribution of health issues in French Guiana means that many research projects target people with low levels of health literacy, most of whom are racialized, of foreign origin and living in precarious conditions. These elements raise a color line superimposed on the relations of power (and therefore hierarchy) in our post-colonial societies.

The participation of mediators at different levels of the survey was described as important. First of all, the question of bias comes up, as studies carried out with foreign-gaze only depict part of the reality (17). In clinical research, their intervention helps to reduce ethnocentrism and negative stereotypes, and thus to provide quality data. Data quality and reliability is one of the pillars of good research practice (19). Information and consent are key points in good clinical practice, and in the Jardé law, which defines the framework for research in French territory (16, 20). According to the World Health Organization (WHO), quality research involves, in particular, the quality of the questions asked, the quality of the design and conduct of the project, and the communication of results (21). In the development of these elements, mediators who know the terrain and the community have a role to play. Beyond their involvement in the design, the importance of their intervention beforehand, to familiarize the target population with the project, and the researchers with the population, was mentioned. These elements are also in line with the WHO Code of Research Ethics, which refers to respect for people and communities (21). The involvement of peers and people from the community, and even the development of community-based research to question the feasibility, acceptability and suitability of research projects, has repeatedly demonstrated its effectiveness in healthcare (14, 22, 23).

Ethics are an intrinsic part of any research project involving human subjects. Obtaining ethics committee approvals and the regulatory aspect of a project, were cited as a burden by people in the researcher’s group. The perception of ethics approval procedures as an “obstacle” to be overcome is not isolated (24). The Declaration of Helsinki and the Nuremberg Code aim to protect participants in research involving the human person and to structure the ethical approach around respect for people, health and justice (25–27). Beyond regulatory approval and good clinical practices guaranteeing the quality of a study, ethics is a question that must be asked at every stage of research, particularly in environments where power asymmetries may exist (24). Some French Guianese people, far from the coastal areas, maintain a traditional way of life, often far removed from the written, quantitative or computerized systems of the West. However, these people may also be concerned about the confidentiality of their health information (especially in the case of a stigmatized pathology). These differences of vision can be a source of incomprehension and even concern for the populations targeted, and above all can imply inefficient application of the rights of study participants. Mediators have a role to play in transforming this regulatory framework into a protection of individuals. Through interpretation, explanation and time, they guarantee informed consent, respect for and understanding of users’ rights. The Declaration of Helsinki reminds us that anyone potentially involved in research must be properly informed of the objectives, methods, funding, expected benefits, risks and any other relevant aspects of the research. The notions of confidentiality and informed consent are also part of this declaration (25). Lastly, transparency (from data collection to the final outcome), in addition to contributing to the creation of a link of trust between interviewer and interviewee, is one of the points of commitment to clinical trials put in priority by the WHO (28).

Mediators act as an interface between the academic, scientific and protocol-based world of research, and the reality of life of target populations. This role can be played by translating concepts such as legal ones, but also by translating cultural concepts. Beyond language barriers, conceptual barriers and differences in representation schemes play a particularly important role in bringing together two very different populations. This aspect is essential in French Guiana. These elements also remind that culture is inseparable from the individual. Ignoring these differences can lead to disrespect through ignorance. In a survey, these differences redistribute the notion of intimacy, and the perceived weight of questions may diverge between the designers of a questionnaire and the people to whom it is addressed. A large number of social science studies have been calling for these differences in approach to be taken into account, and for the limitations of a purely biomedical approach or the inadequacies of institutions inspired by the scientific and technical model of medicine to be overcome (29). More globally, the WHO is calling for a “One Health” approach that is multisectoral, multidisciplinary, societal and involves the environment (30). These differences in perception highlight differences in perception of taboo and stigma. Stigma can affect target populations and is directly linked to their health problems, particularly in the case of migrants and illegal gold miners. The way in which the population is viewed by society, and the political choices made as a result, can have an impact on their health. Racism and stigma, and their consequences on individual socio-economic situations, are both proven sources of inequality in terms of health (31). Lastly, the titles of the studies themselves can be stigmatizing, written through a medical or epidemiological prism, reinforcing the burden of representations carried by certain individuals, particularly people living with HIV, who are still heavily exposed to this weight, including in the care environment (32). In this configuration, socio-cultural differences can lead to power asymmetries, differential treatment. Some works call for the need to question the essentialism, without rejecting efforts to understand the relationship between origin, culture and health, and to relativize these concepts in order to arrive at alternative useful and applicable formulations in the field of health and health care (33). And last but not least, the mixing of different individuals, and confrontation with diversity, can be a source of open-mindedness and learning.

The title of the position itself is subject to different names, and conceptions in French. In English, the word “facilitator” is the most commonly used, although this is not a literal translation of the word “mediator.” This highlights a conceptual barrier between French and English, in terms of vocabulary. In these different studies, by their mission, the role of the mediators can be described as halfway between investigators and community health workers (34). There is a fine line between mediation (social and health work, human and cultural skills) and investigation (neutral, scientific, systematic and non-interventional). Investigators are immersed in environments where social and health needs are very present. The weight and mental consequences of exposure to contexts of illness, pain have been widely highlighted (35–37). Sometimes, the impossibility of action is particularly difficult to live with. Experiencing this combination of listening and powerlessness in health care, and its link with the status of the listener, requires self-knowledge, emotional resources and a confrontation with renunciation (38).

Listening to and being exposed to stories of trauma can have serious consequences for the health of those who receive them. Surveys in French Guiana are concentrated in vulnerable populations, exposed to hunger, physical and sexual violence, and to situations of great insecurity (39–42). Mediators are on the front line. Many cases of vicarious trauma have been described, among caregivers exposed to situations of violence (35–37, 43). Some of the mediators themselves have experienced difficult life situations, many do not have permanent residence permits, and some may be exposed to life situations similar to those they are investigating. Team support is absolutely essential, as accompaniment, training, psychological supervision and social and professional support have already demonstrated their positive impact on caregivers’ mental health (44, 45).

Despite the importance of mediators in projects, their positions are often precarious, short-term or not well-defined. The fact that the profession is undersized in relation to needs adds tension to an already demanding job. The question of opening positions and obtaining funding is one of the limits to their involvement early in projects. In practice, the importance of ensuring the long-term viability of these positions, in particular through the definition of their role and the duration of their funding, has already been highlighted (46). More generally, this question of sustainability is addressed by the health institution Santé Publique France, for whom one of the steps to be taken to facilitate the development of mediation on a large scale and guarantee the conditions for its effectiveness, is the question of securing jobs (47).

The duality between rigor and flexibility was highlighted, as a mirror of the duality between the scientific and methodological aspect of a project, and the reality of the field in which it is implemented. For the studies mentioned, these two inseparable elements are based on collaboration between mediators and researchers, and are illustrated by the importance attached to soft skills. Listening, for all groups, was mentioned as central. The link between active listening and adherence to a protocol is intuitive and described (48). The correlation between good communication, continuity of care, patient safety and the efficient use of resources, time and funding has been amply demonstrated (49). Different perceptions exist: on the researchers’ side, rigor, neutrality and non-judgment were highlighted, suggesting the academic aspect and the particular importance attached to data collection. As for the mediators, they highlighted patience, empathy and confidentiality, suggesting the particular importance attached to the well-being of the participants. These elements can be interpreted as the two cohabiting faces of health research.

This study deals specifically with research taking place in a hospital context that is particularly standardized. Interdisciplinarity brings many positive evolutions to project management. In this environment, or in any relationship, the complexity of human nature is expressed, multiplied by differences in beliefs, attitudes and norms that are often unconscious (50). In intercultural collaboration, strategies such as identifying expectations, adapting, monitoring attitudes and moods, considering stereotypes, developing knowledge bases and skill areas, suspending judgment, can be beneficial and facilitating (50). The strengths of research are defined as its methodology, making it possible to create solid results that contribute directly to improving the health of the target population. Reliability and validity are the historical strengths, the foundations of research in all fields (51–53). The weaknesses mentioned—the distance between theory and practice, underestimation of logistics, bias, lack of time or money—are identified and usual in many research projects (15, 54–57).

As mentioned above, differences in perceptions and norms can be expressed in cross-cultural collaboration. Here, the definitions of sample, data and representativeness suggest that part of the vision of the research world is shared between researchers and mediators, and that some of their realities are not superposable. Observing and decoding differences in a given situation, and building common frameworks (e.g., shared glossaries, where one definition does not take over another), can be valuables contributions that make collaboration more fluid (50). Lastly, mediators in the field may be exposed to resentment against the institutions they represent, and this factor should encourage to consider the communication around projects in order to guarantee their safety, and more generally to question the mistrust that exists in relation to these structures.

According to the Oxford Language Dictionary, research is defined as the detailed study of a subject, particularly with a view to discovering new information or reaching a new understanding. In this study, the proposed definitions are in line with this, but place the focus one step further on action, and the particular need associated with health research: to improve the health of the populations concerned. According to the Société Française de Santé Publique, the distinctive feature of public health research is that it indirectly includes a perspective of action, or decision support (58). However, despite this optic of action, improving the health of populations depends directly on the political choices that will be made following communication of the results. As current events in France have shown, with the proposed abolition of state medical aid (health coverage for primary care for undocumented migrants in France), or the regular questioning of the right to abortion throughout the world, despite the accumulation of scientific evidence and international recommendations, political decisions can be driven by other motivations, to the detriment of the health of populations (59–61). The World Health Organization’s Code of Conduct for Responsible Research states that research must be based on people’s health needs, as well as on all factors likely to influence quality of life (21). In practice, in France, the ratings associated with publications play an important role in budget allocation for healthcare establishments, and in the development of individual careers, influencing the orientation of investigations and questioning the ultimate usefulness of their results.


Strengths and limitations

This study has a number of limitations: first of all, it is an analysis limited to the French Guiana experience, the territory of French Guiana being specific in many aspects. The last part of the results is linked to the Guianese context, hospital-based, and less transferable than the first two. Another limitation is that the definition of the profession of mediator here is non-specific, open-ended and covers different definitions. The interviews carried out involved a variety of themes, and as the projects touched on a variety of subjects, only a general and not very in-depth analysis was possible for certain themes. Finally, the volume of information was substantial, and the analysis involved setting limits, coding concepts and choosing definitions, with the biases that this implies. What is more, this work attempts to describe a complex, constantly evolving system for which few works or conceptual frameworks exist. One of the limitations of this study is that a large proportion of the studies discussed during the interviews were cross-sectional epidemiological studies, based on hetero-administered questionnaires. Qualitative studies and intervention research were also mentioned, but to a smaller degree.

Despite peer review, the analysis was mainly carried out by a Western-born, medically-trained, from the world of academic research, who had been involved in coordinating health research projects: a social, cultural and linguistic bias cannot be excluded. Another bias to be taken into account is that, in the sample collected, the group of researchers was larger than the group of mediators, which could influence the discourse collected, giving more weight to the views reported by the group of researchers. What is more, as mediators are an integral part of research teams, here the definition was made in two blocks, taking the risk of placing two arms of the same body in opposition. Finally, throughout this study, the notion of community-based research came up, although the projects carried out did not fall into this definition.

Despite its limitations, this study also has a number of strengths. The first of these is its internal questioning of the way research works, highlighting a willingness to understand and look critically at the endogenous and exogenous creation of knowledge. To our knowledge, this is the first analysis carried out in French Guiana of the perceptions, attitudes and opinions of mediators and researchers on the participation of mediators in clinical research, and on the context of interculturality. This analysis covered several perceptions, involving mediators, researchers, people working on several projects, and mutualizing a wide range of experiences. The interviews were supplemented by the exploration of 2 field experiences extending over 2 years, grounding this analysis in practice and reinforcing its quality and robustness. Despite the fact that some aspects were only explored on the surface, there is a strong convergence of perceptions on many themes, both within and between groups. Despite the diversity of the projects, the study highlighted some particularly salient and redundant themes. As the French Guiana experience is highly diversified, despite the specific nature of this territory, it is possible to presume, given the plurality of the populations involved, that the themes, learnings, conclusions and recommendations may be transferable to similar situations, particularly in the context of epidemiological health research in an intercultural context. Although the studies mentioned above do not fall into the definition of community-based research, they can be likened to participatory research, and were driven by the same values, the same philosophy, and the same desire to decompartmentalize knowledge and empower populations. And, last but not least, this study offers an important perspective on healthcare and research actors in development, and opens up discussion on key themes where relatively little literature exists. This analysis, although based on experiential knowledge, was supported by existing conceptual frameworks, particularly with regard to intercultural skills. This analysis was reviewed by people with a variety of skills (mediators, anthropologists, researchers) to limit bias and reinforce its internal validity.




Conclusion

This study touches on a number of theoretical and practical aspects of the development and implementation of research projects. Crossed all the way through by respect for good clinical practice, respect for rights and individuals, transparency and data quality, it questions the power issues in place along projects and challenges ethnocentrism. Particular attention must be given to the weight of words and the biomedical prism in studies, to avoid adding the weight of a new stigma to an already heavy burden. Mediators play an important role in creating a link of trust, which is essential to any collaboration, in building acceptance among the populations concerned, and in guaranteeing the quality of the data collected. Their involvement is a guarantee of quality, and must take place all along the project, but also early on, with a view to familiarization. Mediators act as interfaces between two very different worlds, translating languages and concepts. The work of mediators is based on soft skills, and is carried out across the abyss between rigor and adaptation, theory and practice. The creation of common tools, and improved attention to communication among teams, would enable us to better navigate between the demands of protocol and the reality of the field. Language, thinking, relationships with the body, health and perceptions of others are all part of a complex system: the individual, and research must do everything in its power to respect the individual to the greatest possible extent. The presence of mediators is an opportunity to transform heavy administrative procedures into the application of ethics and the protection of people along the whole project. Because of the populations they work with, mediators are highly exposed to mental health issues in their emotionally demanding profession, and need to be supervised, protected and supported. Despite their importance, these professionals are often employed in precarious positions, or experience professional instability. Structuring and securing the profession would contribute to its recognition. This study also reminds us of the importance of promoting the decolonization of knowledge, and participatory research, in the interests of transparency and adequate response to healthcare needs. Before any research project is launched, its ethical and impartial aspects must be taken into account, and its purpose and possible impact on the health of the target population must be transparently questioned. Finally, from a participatory research perspective, this study shows that the full integration and recognition of mediators in research projects could be beneficial in research carried out in an intercultural context.



Data availability statement

The original contributions presented in the study are included in the article/supplementary materials, further inquiries can be directed to the corresponding author.



Ethics statement

The studies involving humans were approved by the following ethics committee: Comité de Protection des Personnes (CPP) Sud-Est I under CPP number 2021–119. The studies were conducted in accordance with the local legislation and institutional requirements. The participants provided their written informed consent to participate in this study.



Author contributions

LA: Conceptualization, Data curation, Formal analysis, Investigation, Methodology, Project administration, Resources, Supervision, Validation, Writing – original draft. M-AT: Formal analysis, Investigation, Methodology, Supervision, Validation, Writing – review & editing. MO: Methodology, Supervision, Validation, Writing – review & editing. AA: Funding acquisition, Methodology, Project administration, Resources, Supervision, Validation, Writing – review & editing. NV: Funding acquisition, Methodology, Resources, Supervision, Writing – review & editing.



Funding

The author(s) declare that financial support was received for the research, authorship, and/or publication of this article. This work did not receive any funding of its own, being ancillary to the Parcours d’Haïti project. This work benefited from the institutional support of the Center Hospitalier de Cayenne and Corevih Guyane.



Acknowledgments

Thanks to all the participants, to Anaïs Selvelian who conducted part of the interviews, and to Ruth Pierre Louis, Annette Zephirin, Guerline Jean, Clarisse Tareau, Celia Basurko, Yann Lambert, and Muriel Galindo for their expert advices and feedback.



Conflict of interest

The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Publisher’s note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References

 1. Institut National de la Statistique et des Etudes Economiques
. (2018). La démographie guyanaise toujours aussi dynamique - Insee Analyses Guyane - 27. Available from: https://www.insee.fr/fr/statistiques/3309060


 2. Institut National de la Statistique et des Etudes Economiques
. (2021). La diversité linguistique marque chaque pan de la culture en Guyane - Insee Analyses Guyane - 54. Available from: https://www.insee.fr/fr/statistiques/5543889


 3. OFPRA (Office Français de Protection des réfugies et apatrides)
. (2024). Premières données de l’asile 2023 [Chiffres provisoires] | Ofpra. Available from: https://www.ofpra.gouv.fr/actualites/premieres-donnees-de-lasile-2023-chiffres-provisoires


 4. Tareau, MA, and Shepard, GH Jr. The interculturization of ethnobotanical practices in French Guiana: towards a new understanding of medical pluralism. Suds (2023). 2:145–173. doi: 10.4000/suds.810


 5. Durand, P, Basurko, C, Vreden, S, Nacher, M, and Douine, M. COVID-19 and vaccination: knowledge, attitudes and practices of people working on illegal gold mining sites in French Guiana. Vaccine. (2023). 11:1265. doi: 10.3390/vaccines11071265 

 6. Migration Interculturalité Education en Amazonie, Université de Guyane
. Colloque enjeux de l’interculturalité et de la pluriethnicité dans la relation d’aide et de soin en Guyane. (2019). Available from: https://www.univ-guyane.fr/colloque-enjeux-de-linterculturalite-et-de-la-pluriethnicite-dans-la-relation-daide-et-de-soin-en-guyane/


 7. UNESCO
. Conférence mondiale sur les politiques culturelles: rapport final - UNESCO Bibliothèque Numérique - Déclaration de Mexico. (1982). Available from: https://unesdoc.unesco.org/ark:/48223/pf0000052505_fre


 8. Poland, B, Frohlich, K, and Cargo, M. Context as a fundamental dimension of health promotion program evaluation In: Health promotion evaluation practices in the Americas: Values and research. Eds. Louise Potvin and David McQueen (QC, Canada: Springer-Verlag New York Inc.) (2008). 299–317.


 9. Renaud, L
. Mieux prendre en compte la pudeur et la diversité culturelle à l’hôpital - CHU Bordeaux. SANTÉ EN ACTION. (2017). 442:18–20.


 10. Origlia Ikhilor, P, Hasenberg, G, Kurth, E, Asefaw, F, Pehlke-Milde, J, and Cignacco, E. Communication barriers in maternity care of allophone migrants: experiences of women, healthcare professionals, and intercultural interpreters. J Adv Nurs. (2019). 75:2200–10. doi: 10.1111/jan.14093 

 11. Haute Autorité de Santé
. (2017). La médiation en santé pour les personnes éloignées des systèmes de prévention et de soins. Available from: https://www.has-sante.fr/jcms/c_2801497/fr/la-mediation-en-sante-pour-les-personnes-eloignees-des-systemes-de-prevention-et-de-soins


 12. El Ghozi, L
. (2022). Frédérique Quirino Chaves. Un programme national de médiation en santé auprès et avec les Gens du voyage et les habitants de bidonvilles et squats. SANTÉ EN ACTION. 35–36.


 13. Epelboin, L, Abboud, P, Abdelmoumen, K, About, F, Adenis, A, Blaise, T , et al. Panorama des pathologies infectieuses et non infectieuses de Guyane en 2022. MTSI. (2023). 3. doi: 10.48327/mtsi.v3i1.2023.308


 14. Gosselin, A, Carillon, S, Coulibaly, K, Ridde, V, Taéron, C, Kohou, V , et al. Participatory development and pilot testing of the Makasi intervention: a community-based outreach intervention to improve sub-Saharan and Caribbean immigrants’ empowerment in sexual health. BMC Public Health. (2019). 19:1646. doi: 10.1186/s12889-019-7943-2 

 15. Health Outreach Partners
. (2011). Applying principles of community-based participatory research to your program. Available from: https://outreach-partners.org/2011/10/01/applying-principles-of-community-based-participatory-research-to-your-program/


 16. Légifrance
. LOI n° 2012-300 du 5 mars 2012 relative aux recherches impliquant la personne humaine (1). 2012–300 Mar 5, (2012).


 17. Abimbola, S
. The foreign gaze: authorship in academic global health. BMJ Glob Health. (2019). 4:e002068. doi: 10.1136/bmjgh-2019-002068 

 18. Berger-González, M, Stauffacher, M, Zinsstag, J, Edwards, P, and Krütli, P. Transdisciplinary research on Cancer-healing systems between biomedicine and the Maya of Guatemala: a tool for reciprocal reflexivity in a multi-epistemological setting. Qual Health Res. (2016). 26:77–91. doi: 10.1177/1049732315617478 

 19. Jena, GB, and Chavan, S. Implementation of good laboratory practices (GLP) in basic scientific research: translating the concept beyond regulatory compliance. Regul Toxicol Pharmacol RTP. (2017). 89:20–5. doi: 10.1016/j.yrtph.2017.07.010


 20. Groupement interregional de recherche clinique et d’Innovation, GIRCI SOHO
. (2024). Recherche clinique et Bonnes Pratiques Cliniques. Available from: https://formation.girci-soho.fr/courses/recherche-clinique-bonnes-pratiques-cliniques/about


 21. Code of Conduct for responsible research
. (2017). Available from: https://www.who.int/about/ethics/code-of-conduct-for-responsible-research


 22. Pitpitan, EV, Mittal, ML, and Smith, LR. Perceived need and acceptability of a community-based peer navigator model to engage key populations in HIV Care in Tijuana, Mexico. J Int Assoc Provid AIDS Care. (2020). 19:232595822091927. doi: 10.1177/2325958220919276


 23. Kibel, M, Thorne, J, Kerich, C, Naanyu, V, Yego, F, Christoffersen-Deb, A , et al. Acceptability and feasibility of community-based provision of urine pregnancy tests to support linkages to reproductive health services in Western Kenya: a qualitative analysis. BMC Pregnancy Childbirth. (2022). 22:674. doi: 10.1186/s12884-022-04869-8


 24. Reid, AM, Brown, JM, Smith, JM, Cope, AC, and Jamieson, S. Ethical dilemmas and reflexivity in qualitative research. Perspect Med Educ. (2018). 7:69–75. doi: 10.1007/S40037-018-0412-2 

 25. World Medical Association General Assembly
. WMA declaration of Helsinki - ethical principles for medical research involving human subjects. (1964).


 26. Nuremberg Code
. Trials of war criminals before the Nuernberg military tribunals under control council law 10, Washington, U.S. Government Printing Office, 1949–1953. (1947).


 27. Doucet, H. 3. À la source des normes en éthique de la recherche. In: L’éthique de la recherche: Guide pour le chercheur en sciences de la santé. Montréal: Presses de l’Université de Montréal; (2018). p. 51–72.


 28. WHO
. (2017). Joint statement on public disclosure of results from clinical trials. Available from: https://www.who.int/news/item/18-05-2017-joint-statement-on-registration


 29. Jodelet, D
. Culture et pratiques de santé. Nouv Rev Psychosociologie. (2006). 1:219–39. doi: 10.3917/nrp.001.0219


 30. WHO
. (2017). One health. Available from: https://www.who.int/news-room/questions-and-answers/item/one-health


 31. CD, C
. Culture, race, and health: implications for racial inequities and population health. Milbank Q. (2019). 97:736–61. doi: 10.1111/1468-0009.12411


 32. Yuvaraj, A, Mahendra, VS, Chakrapani, V, Yunihastuti, E, Santella, AJ, Ranauta, A , et al. HIV and stigma in the healthcare setting. Oral Dis. (2020). 26:103–11. doi: 10.1111/odi.13585


 33. Culley, L
. Transcending transculturalism? Race, ethnicity and health-care. Nurs Inq. (2006). 13:144–53. doi: 10.1111/j.1440-1800.2006.00311.x 

 34. Hartzler, AL, Tuzzio, L, Hsu, C, and Wagner, EH. Roles and functions of community health Workers in Primary Care. Ann Fam Med. (2018). 16:240–5. doi: 10.1370/afm.2208 

 35. Borenstein, M
. Compassion fatigue and vicarious trauma in caregivers. Soins Pediatr Pueric. (2018). 39:13–5. doi: 10.1016/j.spp.2018.07.003


 36. Khalaila, R
. Caregiver burden and compassion fatigue among Arab family caregivers of older relatives. J Appl Gerontol Off J South Gerontol Soc. (2021). 40:722–30. doi: 10.1177/0733464820920100 

 37. De Laurentis, M, Rossana, B, Andrea, B, Riccardo, T, and Valentina, I. The impact of social-emotional context in chronic cancer pain: patient-caregiver reverberations: social-emotional context in chronic cancer pain. Support Care Cancer Off J Multinatl Assoc Support Care Cancer. (2019). 27:705–13. doi: 10.1007/s00520-018-4550-1


 38. Lugan, F
. Écoute et impuissance, un duo inséparable. Jusqu’à Mort Accompagner Vie. (2018). 133:27–30. doi: 10.3917/jalmalv.133.0027


 39. Douine, M, Mosnier, E, Le Hingrat, Q, Charpentier, C, Corlin, F, Hureau, L , et al. Illegal gold miners in French Guiana: a neglected population with poor health. BMC Public Health. (2017). 18:23. doi: 10.1186/s12889-017-4557-4 

 40. Cordel, H, Tantet, C, Stempak, T, Billaud, E, Mosnier, E, Huber, F , et al. Addressing sexuality and sexual health with migrants. Practice guidelines Infect Dis Now. (2022). 52:61–7. doi: 10.1016/j.idnow.2022.01.005


 41. Alcouffe, L, Huber, F, Creton, PM, Bitan, L, Gonzalez, A, Volpellier, M , et al. Sexual vulnerability of migrant women in the multicultural context of French Guiana: a societal issue. Front Public Health. (2022). 10:934049. doi: 10.3389/fpubh.2022.934049 

 42. Basurko, C, Dupart, O, Savy, M, Obert-Marby, C, Mvogo, A, Gonzalez, A , et al. Hunger in French Guiana’s vulnerable urban neighborhoods: a neglected consequence of COVID-19. Food Nutr Bull. (2023). 44:3–11. doi: 10.1177/03795721231156641


 43. Bhagwagar, H
. Secondary trauma, burnout and resilience among mental health professionals from India: a review of research. Asian J Psychiatr. (2022). 76:103227. doi: 10.1016/j.ajp.2022.103227 

 44. Denkinger, JK, Windthorst, P, Rometsch-Ogioun El Sount, C, Blume, M, Sedik, H, Kizilhan, JI , et al. Secondary traumatization in caregivers working with women and children who suffered extreme violence by the “Islamic state”. Front Psychol. (2018). 9:9. doi: 10.3389/fpsyt.2018.00234 

 45. Ribé, JM, Salamero, M, Pérez-Testor, C, Mercadal, J, Aguilera, C, and Cleris, M. Quality of life in family caregivers of schizophrenia patients in Spain: caregiver characteristics, caregiving burden, family functioning, and social and professional support. Int J Psychiatry Clin Pract. (2018). 22:25–33. doi: 10.1080/13651501.2017.1360500 

 46. Haschar-Noé, Nadine
. Évaluation de la médiation à la Case de santé de Toulouse: «Renforcer les capacités et pouvoir d’agir en santé des usagers-patients». LA SANTÉ EN ACTION No 460. (2022).


 47. Santé Publique France
. (2023). Conditions d’efficacité de la médiation en santé pour favoriser le recours aux soins et à la prévention des populations éloignées du système de santé: une revue de la littérature. Available from: https://www.santepubliquefrance.fr/revues/articles-du-mois/2022/conditions-d-efficacite-de-la-mediation-en-sante-pour-favoriser-le-recours-aux-soins-et-a-la-prevention-des-populations-eloignees-du-systeme-de-san


 48. Moffat, M, Cleland, J, van der Molen, T, and Price, D. Poor communication may impair optimal asthma care: a qualitative study. Fam Pract. (2007). 24:65–70. doi: 10.1093/fampra/cml062 

 49. Vermeir, P, Vandijck, D, Degroote, S, Peleman, R, Verhaeghe, R, Mortier, E , et al. Communication in healthcare: a narrative review of the literature and practical recommendations. Int J Clin Pract. (2015). 69:1257–67. doi: 10.1111/ijcp.12686 

 50. Bird, A, and Osland, JS. Making sense of intercultural collaboration. Int Stud Manag Organ. (2005). 35:115–32. doi: 10.1080/00208825.2005.11043739


 51. Carr, LT
. The strengths and weaknesses of quantitative and qualitative research: what method for nursing? J Adv Nurs. (1994). 20:716–21. doi: 10.1046/j.1365-2648.1994.20040716.x


 52. Smith TODavies, L, Toms, AP, Hing, CB, and Donell, ST. The reliability and validity of radiological assessment for patellar instability. A systematic review and meta-analysis. Skeletal Radiol. (2011). 40:399–414. doi: 10.1007/s00256-010-0961-x 

 53. O’Grady, MG, and Dusing, SC. Reliability and validity of play-based assessments of motor and cognitive skills for infants and young children: a systematic review. Phys Ther. (2015). 95:25–38. doi: 10.2522/ptj.20140111 

 54. Erdmann, J
. Researchers facing increasing costs for clinical research, with few solutions. J Natl Cancer Inst. (2005). 97:1492–4. doi: 10.1093/jnci/dji363 

 55. Malinowski, B
. Argonauts of the Western Pacific: An account of native enterprise and adventure in the archipelagoes of Melanesian New Guinea. Prospekt Heights, Ill: Waveland Press (1990). 527 p.


 56. Squitieri, L, and Chung, KC. Funding research in the twenty-first century: current opinions and future directions. Hand Clin. (2014). 30:367–76. doi: 10.1016/j.hcl.2014.04.002


 57. Ashworth, PD, and Ann, LM. Theory and practice: beyond the dichotomy. Nurse Educ Today. (1993). 13:321–7. doi: 10.1016/0260-6917(93)90071-9


 58. Moatti, JP, Spira, A, Manoux, AS, and Thiebaut, R. Reconnaître la spécificité de la recherche en santé publique pour améliorer son impact scientifique, sanitaire et sociétal. Santé Publique. (2012). 24:383–5. doi: 10.3917/spub.125.0383


 59. Declaration of Alma-Ata. (1978). Available from: https://www.who.int/teams/social-determinants-of-health/declaration-of-alma-ata


 60. Ganatra, B, Gerdts, C, Rossier, C, Johnson, BR, Tunçalp, Ö, Assifi, A , et al. Global, regional, and subregional classification of abortions by safety, 2010–14: estimates from a Bayesian hierarchical model. Lancet. (2017). 390:2372–81. doi: 10.1016/S0140-6736(17)31794-4 

 61. Barbarit, S. Public Sénat. (2023). Loi immigration: le Sénat supprime l’aide médicale d’Etat. Available from: https://www.publicsenat.fr/actualites/politique/474850



Copyright
 © 2024 Alcouffe, Tareau, Oberlis, Adenis and Vignier. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.

OPS/images/fpubh-12-1342140-g003.jpg
remp—— The odaionrksior e nd il o T i iomer, ot mr secic s ey






OPS/images/fpubh-12-1342140-t001.jpg
Researchers (n = 18)

%

Mediators (n = 8)

Gender
Women

Man

Region of birth
Hexagon France
Germany

Spain

French Guiana
Haiti

Br:

Level of academic study
PhD or more (8 years of university studies or more) ISCED 8
Master's degree (5 years of university studies) ISCED 7
Bachelor's degree (3 years of university studies) ISCED 6
Advanced diploma (2years of university studics) ISCED 5
High school degree ISCED 4 and 5

Age

Age (Years)

6L1

389

888

56

56

66.7

278

55

Median [IQR] n=18

365 [33-43]

8 100
7 87.5
1 125
8 100
0 0
0 0
0 0
1 125
6 7
1 125
s 100
0 0
0 0
3 375
1 125
4 50
Median [IQR] n=

37(35-43.5)





OPS/xhtml/Nav.xhtml




Contents





		Cover



		Research in an intercultural context: mediator-investigators of epidemiological health studies, bridges between two worlds



		Introduction



		Materials and methods



		The inter-med project



		The field coordination notebooks



		Ethics statement



		Analysis









		Results



		First main theme: Health mediation, an indispensable interface between two worlds



		The involvement of mediators at different stages



		The role of mediators in good clinical practice, ethics and respect for legislation



		Beyond the questions, a wide range of representation schemes to be made intelligible









		Second main theme: A profession sometimes misunderstood and underestimate



		The uncertain contours of this profession



		Complex life journeys and an emotionally demanding profession



		Precarious mediation jobs



		A balance between rigor and flexibility, relying on soft skills









		Third main theme: The specific context of research



		The world of academic research



		Peer concepts and differences in perception



		Health research: a matter of purpose









		Discussion



		Strengths and limitations









		Conclusion



		Data availability statement



		Ethics statement



		Author contributions



		Funding



		Acknowledgments



		Conflict of interest



		Publisher’s note



		References



















OPS/images/fpubh-12-1342140-g001.jpg
Time axis

P S | e o | owow ]

Invaiement of healh e

I
H

|

Fifl






OPS/images/fpubh-12-1342140-g002.jpg
Mediators Group

Listening

Confidentiality

Empathy

Patience

Understanding No judgment

Adaptation  Knowledge

Communicaton Respect

Researchers Group.

Rigor

Communication

Patience

Respect

Adaptation

Listening

Neutrality

Understanding

Knowledge

Nojudgment

Contdentatty

Empathy





OPS/images/cover.jpg
& frontiers | Frontiers in Public Health

Research in an intercultural
context: mediator-investigators
of epidemiological health studies,
bridges between two worlds












OPS/images/crossmark.jpg
©

2

i

|






OPS/images/logo.jpg
¥ frontiers Frontiers in Public Health






