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Abstract: Science Shops (SSs) represent a Community-Based Participatory Research (CBPR) model
that fosters collaboration between community organizations and research institutions. This model
highlights the growing importance of ethics in such projects. The study aims to identify and analyse
ethical challenges encountered during the implementation of Science Shop projects within the
InSPIRES consortium. Eight pilot projects conducted by InSPIRES Science Shops were selected for a
qualitative assessment of ethical practices and challenges in CBPR. Semi-structured interviews were
conducted with SS coordinators, principal investigators, and Civil Society Organization (CSO)
partners. Findings revealed a high level of participation from CSOs in six of the eight projects,
primarily in participant recruitment. However, scientific questions originating from these
organizations were adopted in only two projects, indicating limited involvement in the research
process. Regarding participant consent, three institutions adapted consent forms for vulnerable
participants. Data and results were shared between CSOs and academic partners in four projects, and
formal partnership agreements were established in only three of the eight SSs. For successful
implementation of SS projects addressing community-driven research, all partners must agree on a
formal, inclusive, and participatory process, including a well-structured plan for data sharing and
dissemination. These findings offer guidance for future CBPR initiatives.

Keywords: science shops; civil society organizations; community-based participatory research;
ethics; inclusiveness and participation

© 2025 by the author(s). Distributed under a Creative Commons CC BY license.


https://doi.org/10.20944/preprints202503.1499.v1
http://creativecommons.org/licenses/by/4.0/

Preprints.org (www.preprints.org) | NOT PEER-REVIEWED | Posted: 20 March 2025 d0i:10.20944/preprints202503.1499.v1

2 of 12

1. Introduction

The Science Shop (SS) model represents one of the most relevant public engagement tools in the
context of research. It facilitates the co-creation of collaborative research projects based on the
concerns and needs expressed by Civil Society Organizations (CSOs) (Gresle et al. 2021). Science
Shops (SSs) involve students, researchers and other relevant stakeholders creating synergies between
community needs and research development. It represents one model of community-based
participatory research that aims to establish productive, mutually beneficial collaboration between
community organizations and research institutions. It was first established by universities in the
Netherlands in the 1970s, and from its beginning, the aim of such partnerships is to strengthen the
efforts and resources and combine surrounding knowledge, lived experience and action to translate
the research findings into practice. Moreover, it represents a set of research methods in health or
social sciences that seek to transform the scientific enterprise by engaging communities in the
research process where “Decision making power” is shared among partners in all aspects of the
research process, the doing, interpreting and acting on science (Balazs et Morello-Frosch 2013).

One of the main pillars of CBPR is ethics, being even more relevant in the context of projects that
address medical research, answering specific demands on health. Generally, researchers must always
adhere to a certain code of conduct particularly when involving humans(Barrow, Brannan, et
Khandhar 2022). This includes privacy, respect, anonymity, transparency, and voluntary consent.
However, CBPR requires a more inclusive approach, emphasizing the reciprocity and equity in
sharing roles as well as decision making and ownership between researchers and community
partners (Jamshidi et al. 2014). In addition, Bradbury and Reason mentioned five characteristics of
action research which are emergent developmental form, human flourishing, practical issues,
participationand democracy, and knowledge in action and emphasized their importance for the
validity andquality of action research (Reason 2006).

As an EU-H2020 project, InSPIRES brought together practitioners and experts from across
(Spain, Netherlands, France, Hungary and Italy) and beyond Europe (Tunisia, Bolivia) to co-design,
jointly pilot, implement and roll out innovative models for SSs. One of the outcomes of the project is
to nurture the debate about the place and role of society in science, encouraging the systematic and
ethical involvement of civil society actors and their societal concerns in the research and innovation
processes.

In this study, our main goal was to identify and analyse ethical issues and challenges faced
during SS projects research process from co-creation to implementation and results dissemination
based on InSPIRES experience in different settings and thematic areas. We also reported examples of
solutions, discussed with the research team, that were found to overcome ethical obstacles in the
context of each research.

2. Materials and Methods

2.1. Pilot Projects’s Selection

Eight pilot projects from the InSPIRES consortium’s Science Shops (SSs) were selected for
qualitative assessment. The selection process involved choosing the most challenging projects (one
per SS) in collaboration with SS coordinators.

2.2. Qualitative Analysis Approach

o Semi-structured Interviews

Semi-structured interviews were conducted with SS coordinators, academic project
investigators, and representatives from CSOs with a focuson ethical practices, challenges, and
solutions in CBPR.
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The Interview questions were developed based on a literature review of CBPR ethics, covering
topics like CSO inclusivity, ethical literacy, stigma, confidentiality, data sharing, and results
dissemination.

e Data Collection

A total of eight interviews, lasting one to two hours each, were conducted and interviews were
recorded with participant consent, transcribed, and coded.
In total, 20 participants (academic investigators and CSO representatives) were interviewed.

e Data Analysis

Thematic analysis typically follows six steps as described by Braun and colleagues (Braun et
Clarke 2006). Analysis combined inductive (data-driven) and deductive (theory-driven) approaches.

Coding and analysis were performed using the qualitative data analysis software with a free
online software, QCAmap (https://www.qcamap.org/ui/en/home).

3. Results

In the current study, we used a qualitative method to assess ethical practices and challenges
encountered during SS projects implementation in the frame of InSPIRES project SSs. Results are
structured according to the mainly address ethical requirement of CBPR.

3.1. Inclusivity of Community and CSOs

As shown in the flow chart (Figure 1), the eight interviewed institutions were categorized
according to their research area. ISGlobal, IPT, UNIFI, Caixa, VU and CEADES were all mental health
or health-related projects. ESSRG was the only SS working on environmental projects and UDL
worked on social projects.
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Figure 1. Inclusivity of community and CSOs Flow chart.

Regarding the emergence of scientific questions, five out of eight projects’ research questions
emerged from academic teams and for the remaining projects the research questions emerged from
the CSO partners. The type of involved stakeholders was identified in each project. The five main
stakeholders’ types identified were CSOs, academic institutions, patient’s communities, medical staff,
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and decision makers. Projects led by academic institutions had more variability in the types of
stakeholders involved than those led by CSOs. Our results showed that five projects involved a high
level of patient’s community participation whereas six projects had high level of CSOs participation.
We observed, from interviews, that projects where CSOs or both CSOs and academic institutions
have been in charge of participant enrolment and attainment of informed consent, have been shown
to have high levels of community participation and involvement. On the contrary, when academic is
the sole partner in charge of participant enrolment, the community and CSOs involvement level was
low.

Concerning ethical considerations made by the institution at the start of the project, six
institutions indicated that the ethical considerations identified influenced the design of their project
and the remaining institutions did not adjust their project design based on the ethical considerations
made. Taking this into consideration, we were able to make conclusions about the level of
involvement of CSOs and community participants. This was defined as high, moderate, low, or no
participation from these stakeholder group types (Figurel).

Community involvement in the research process was low in the majority of projects because the
community was not involved in the project design, research question development, etc.

3.2. Informed Consent, Data Management Security, and Stigma

In the current study, written consent from participants was used in almost all the eight selected
research projects. The first grey box (Figure 2) describes the type of used informed consent, the
second one specifies if it is an adapted one or not, the third one specifies the profile of the person who
was in charge of obtaining this consent and the last one describes the behaviour of the person towards
this consent. Our results showed that three of them used special consent forms that were adapted to
the type of vulnerable groups involved. For instance, specificity concerned participants less than 18
years-old, participants at high risk of depression and participants with drug addiction. In these three
cases, the CSO was in charge of obtaining informed consent from participants while in five remaining
projects the consent was obtained by the academic institution team. However, we observed that the
responsibility was shared between the academic institution, CSO and medical partner in only one
project.
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Figure 2. Informed consent, data management policies and Stigma analysis flow chart.
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Regarding the consent process, participants’ resistance to consent was observed in four out of
the eight projects. Among them, three involved participants with stigmatizing diseases or in “risk
situation” (drug addiction, HIV and Chagas disease) and the remaining project involved a conflict of
interest where participants felt apprehensive to share fully because the study was facilitated by their
direct superiors. Such situation emphasizes the fact that resistance to consent is strongly influenced
by vulnerability and stigma risk as well as crucial need to preserve anonymity for vulnerable groups.

In this study, three different types/situation of stigma have been identified among selected
projects such as power balance (research investigator has some power on participants) (two projects),
anonymity of interviewees (three projects) and no stigma identified (three projects). The last group
includes projects with no specific stigma identified and obviously no particular stigma mitigation
plan was needed.

As a solution, three major categories of measures have been undertaken by SSs (i) formal
guidance regarding stigma for participants with stigmatizing diseases, (ii) privacy insurance for
participants facing power unbalance and (iii) flexibility to adapt safe spaces for at-risk participants’
interviews. In fact, six out of the eight projects involved vulnerable participant groups including
people with stigmatizing diseases as mentioned above, homeless people, participants under 18 years-
old, and people with severe mental health disorders. Hence, in some cases research participants were
interviewed at home in order to protect their identity (Chagas disease). In the case of participants
with an addiction, interviews were conducted in the CSO space in order to protect them from the
police.

Regarding data management policies, the blue boxes in Figure 2 represent the type of data
management system used and its formalization status. It also describes the level of familiarity with
the data management process. As result, only three out of eight SSs (IPT, CEACES and VU) have
formalized a data management plan and a data security system showing an important level of
familiarity with such processes and particular attention to the sensitive data protection.

3.3. Results and Data Ownership, Dissemination and Community Impact

Project results dissemination and data ownership have been evaluated regarding the
accessibility of data and results by all partners involved in the research. Different levels of ownership
have been categorized into three main ownership types. (i) Category with shared ownership between
CSO and academic institution (four projects), (ii) no shared ownership (two projects) and (iii)
ownership status not officially formalized (ambiguous ownership) (only one project) (Figure 3).
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Figure 3. Results Data Ownership and dissemination flow chart.

We assessed the level of inclusiveness of community, participants and other stakeholders in this
dissemination process. Three categories have been identified: high, moderate, and low levels of
dissemination. High level of dissemination includes projects involving CSOs partners, research
participants and other stakeholders such as policy makers (two projects). Moderate level of
dissemination involves only CSOs and academics (three projects). Low level of dissemination
concerns academic institutions alone typically via research publications (three projects). Hence, the
majority of selected projects showed low to moderate levels of data sharing and large results
dissemination. In overall, the most important gaps identified for this section were the lack of results
public dissemination and results and data sharing between academic, participant communities as
well as civil organizations included in the project.

4. Discussion

Our study employed qualitative methods to assess ethical practices and challenges in the
implementation of SS projects. The results are categorized according to the ethical requirements of
Community-Based Participatory Research (CBPR), highlighting significant insights into community
involvement, informed consent, data management, and dissemination of results. We assessed the
main ethical issues and challenges faced during CBPR projects implementation and shared lessons
learned within the InSPIRES consortium, a project that was implemented in different social-cultural
settings, in Europe and abroad. We focused on the main challenges faced starting from co-creation to
project implementation and results dissemination based on the InSPIRES SSs projects. An overview
on different solutions provided by partners, in order to overcome these challenges, has been
performed. All discussed issues will help in giving guidance to researchers, partners and participants
when conducting CBPR or CBPAR.

4.1. Inclusivity of Community and CSOs in the Research Process and Ethical Literacy

Our study revealed that inclusivity is a critical factor in the success of SS projects. The
categorization of institutions based on their research areas (e.g., mental health, environmental
projects) illustrates the diversity of focus within the SS framework. Notably, the emergence of
scientific questions varied, with five out of eight projects deriving their questions from academic
teams while others stemmed from CSO partners.

This distinction underscores the importance of involving community stakeholders in shaping
research agendas (De Weger et al. 2018).

Based on a philosophy of partnership and principles of self-determination, equity, and social
justice, CBPR aims to break down barriers between the researcher and the “researched” (Buchanan,
Miller, et Wallerstein 2007; Cornwall et Jewkes 1995) by considering that people are able to assess
their own needs and to act upon them (Minkler et Wallerstein 2003; Ocloo et al. 2021) and by valuing
community partners as equal contributors to the research project in order to improve public health
outcomes. Similarly, integrated knowledge translation approach (IKT) has been described by the
Canadian Institute of Health Research (CIHR) as another dynamic and iterative process including
synthesis, dissemination, exchange and ethically based application of knowledge to improve the
health system. It takes place within a complex system of interactions between researchers and
“knowledge users” varying in terms of level and intensity depending on the research type, results
and knowledge users’ needs (https://cihr-irsc.gc.ca/e/29418. html).

The ethical considerations in CBPR are particularly significant, as they ensure that the rights and
needs of community members are respected throughout the research process. Addressing ethical
challenges, such as informed consent and the involvement of vulnerable populations, is crucial for
maintaining integrity in research practices. The findings from projects within the InSPIRES
consortium highlight these ethical dimensions, revealing that many projects involve vulnerable
groups and face challenges related to consent.
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In addition, CBPR has emphasized the importance of creating partnerships with people for
research beneficiaries. Nevertheless, taking into consideration the importance of the involvement of
the community in research processes, it is clearly established that their involvement requires
prerequisites and minimum requirements in terms of scientific knowledge of the investigated topics
and a good understanding of their needs and environment (Jull, Giles, et Graham 2017).

Based on our findings, we were able to make conclusions about the level of involvement of CSOs.
This was defined as high, moderate, low, or no participation among stakeholder group types as
reported by (Elwy et al. 2022). Community involvement in the research process was low in the
majority of projects since the community was not involved in the project design, research question
development, etc. However, the level of CSOs involvement amongst the different selected projects
differed with five of the projects having high levels of involvement and two with low levels of
involvement. The main observed role of the CSOs was contribution to participant enrolment and
project design due to their familiarity with the particular vulnerable group being studied and they
do benefit from their trust. Supporting this statement, it has been reported that in CBPR-oriented
initiatives, it is recommended to effectively include “‘research participants’” and communities in the
identification, definition of the scientific question and what is the best suitable methodology to
answer that question as well as involving them in the interpretation of the emerging results.

In addition, participants or their representatives should be involved in the development and
implementation of identified interventions to address public health problems and dissemination of
results (Burdine et al. 2010).Though, such effective involvement could be very challenging regarding
the participants’ scientificknowledge and research methodology skills levels in particular in
populations living in low- and middle-income countries (LMICS) where the literacy rate is relatively
low compared to high incomecountries, particularly among rural populations. In addition,the
involvement of particular vulnerable groups and minorities in the research process represents a
complex and multi-layered process considering gaps observed in health disparities, socio-economic,
high level of mistrust regarding their participation in research particularly in developing
countries(Bastida et al. 2010). Besides research participants’ low ethical literacy, a similar gap has also
been observed among health practitioners in some projects such as nurses and technicians.
Surprisingly, some doctors and senior academic researchers also showed such a limitation,
highlighting the importance of training on ethical aspects among all the involved partners. Indeed, it
has been reported that the increase of use of CBPR warrants the introduction of professional
preparation in ethics at the undergraduate and graduate levels in health education and other
professions, particularly regarding knowledge, awareness, and skills building (Bastida et al. 2010).

Indeed, such a phenomenon has been observed in the studies performed in Bolivia and Tunisia,
whereas SS research projects had limited involvement of communities has been observed.

To overcome this challenge, CBPR based initiativesrecommend the importance that required
skills and knowledge is expected to be transferred from researchers to community members in order
to strengthen community capacity (Minkler et Wallerstein 2003). In fact, scientific investigators from
Tunisia (IPT) and Bolivia (CEADES) together with CSOs scheduled specific info days or specific
meetings to increase knowledge level and awareness of involved communities toward studied topics,
research goals and needs. Such actions allowed the improvement of participants” adherence to the
projects besides improving the trust relationship between researchers and participants. Considering
such initiatives, it has been reported that cultural adaptation must be considered especially when
dealing with research skills and results dissemination (Burdine et al. 2010). In addition, effective
community involvement to research process might have other constraints and barriers, despite
researchers adherence to the CBPR oriented process, such as logistic costs to participants
transportation, time and energy needed for participation particularly for women as observed in a
project focused on reproductive health outcomes in Brazil (Diaz et Simmons 1999) and kids from
most marginalized and vulnerable classes where we can observe differential costs of participation by
gender (Yoshihama et Carr 2002).
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Our results showed thatonly in projects where CSOs or both CSOs and academic institutions
have been in charge of participant enrolment and attainment of informed consent, have been shown
to have high levels of community participation and involvement. Indeed, based on InSPIRES project
SSs experience (UDL, IPT, IS Global, UNIFI, ESSRG and Caixa), the role of CSO partner was of great
importance in participants” enrolments and informed consent gathering. This is not surprising since
CSOs usually have a strong understanding of community’s needs, fears and vulnerability.

Besides, CSOs have cultivated strong trust relationships with their community members
throughout years and have an ease in approach and communication(Lansing et al. 2023) which has
significantly facilitated the enrolment process. Supporting this, a recent report pointed out that
community participant could refuse to be enrolled in research due to the fear of researchers “non
familiar” to them, particularly for women and elderly participants living alone at home. They have
indicated that presence of community representative volunteers might make participants feel more
secure and hence adhere to the research. They had crucial roles facilitating social actions and
negotiations essential for the study implementation as well as resolving any unforeseen problem
encountered (Dwarakanathan et al. 2018).Indeed, a similar situation has been experienced by IPT SS
project working on hepatitis since interviews to people with drug addiction were conducted in the
CSO local, avoiding participants * identification by the local police. Another report has emphasized
the importance of involving communities in the research process by acknowledging them as an equal
partner in all aspects of the research via continuous consultation and collaboration, ensuring hence
the relevance of the research to the community, their priorities and needs. Such synergy will allow
researchers to optimize and adapt the research protocol and to have access and optimally utilize
community resources (Dwarakanathan et al. 2018).

4.2. Informed Consent, Data Management Security, and Stigma

Resistance to consent was identified as a significant challenge in four projects, particularly
among participants with stigmatizing conditions or those in vulnerable situations. This resistance
underscores the need for researchers to be sensitive to the social dynamics affecting participant
willingness to engage in research. The identification of different types of stigmas (e.g., power
imbalances, anonymity concerns) further illustrates the complexities involved in conducting ethical
research with vulnerable populations.

However, three SS partners used special consent forms adapted to the vulnerable groups
involved, participants under 18 years-old, participants at high risk of depression and drug addiction
participants. In these cases, the CSO was in charge of obtaining informed consent from participants.
Nevertheless, in the five remaining projects the consent was obtained by the academic institution
team. Such adaptation might be necessary in some projects, facing particular challenges during
informed consent obtaining process or necessity to gather some sensitive data or biological samples
from participants, obligating the investigating team to adapt their documents content or format to
the situation. In fact, in some projects investigators faced some resistance to consent from participants
to the research for different reasons such as academic team mistrust, fear of being issued by the police
(addicted), social judgment and exclusion in case of disclosure of their identity. Other reasons to
consent resistance have been reported in the literature such as the lack of a clear benefit for
participants from the study results, participants or communities” members agenda or previous
participants unpleasant experiences (Dwarakanathan et al. 2018). Indeed, in some cases and due to
both academics and community’s agenda, researchers didn’t take enough time to give full
information and convince participants on the impact and benefits of their participation in a given
research project or fail to explain in simple language.

Unfortunately, under high pressure and limited resources, it might be very challenging to totally
adhere to gold standards for informed consent, leading to participants confusion, expectations
mismatch and consequently lack of trust (Cebron et al. 2020).

Fear of stigma represents the most frequently observed reasons to consent to resistance in 5SS
projects particularly in developing countries (Bolivia and Tunisia) where some diseases represent a
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taboo or could lead to social segregation or exclusion (HIV infection/AIDS, Hepatitis or Chagas
disease). An unfavourable economic situation, such as homeless people, represents a source of stigma
as well since homelesspeople might feel shame and uncomfortable when being approached and
asked for their participation in a research project. Such a challenge has obligated investigators, with
CSOs partner collaboration, to reorganize themselves and adapt a safe environment and spaces for
participants at risk of stigma. In fact, most strategies and anticipations have worked because the
design was made by specialists, so this allowed them to design the project in a better way and use a
partner to reach women which has cleared most ethical issues and created a chain of confidence and
trust.

Selection and enrolment of vulnerable groups participants via CSOs or community
representatives mitigates significant stigma because they typically have all the required support
needed to adequately represent vulnerable participants such as safe spaces, codes of conduct,
selection criteria for participants, special consent forms and interpreters or qualified medical staff as
needed. Overall, it could take several years to build a strong trust relationship between a community
and a research institution so it is of crucial importance to maintain such a relationship for mutual
benefits as long as possible.

4.3. Results and Data Ownership and Dissemination

In the current work, we have categorized the data and results ownership status into three main
ownership types. Four projects pertained to the first category with shared ownership between CSO
and the academic partner of all data and results, two projects reported that they didn’t share data
with CSO partners and one project had ambiguous ownership status (not clearly defined and
formalized). These findings highlight the fact that academics tend to take power over the research
process particularly regarding data and results ownership since they consider having the
“legitimacy” to own them. This is particularly due to their familiarity with data types, format and
analysis as well as results dissemination process (via international publication and academic
dissemination events). However, within selected SSs projects involved in this study, some particular
patterns have been noted throughout conducted interviews. Most academic partners shared gathered
data with their CSO partners particularly when CSOs members have contributed significantly to
participants and data enrolment.

Nevertheless their “sharing process” has not always involved research results. Indeed,
discordance over the dissemination and publication of research results represents one of the most
common conflicts occurring between academics in the CBPR settings and it is of crucial importance
to resolve such disagreements timely in order to maintain research process integrity and sustain
partnership (Seifer 2006).

We observed that even if academic partners are aware of the importance of giving feedback to
the community, they usually miss involving research participant in data and results interpretation as
well as result dissemination planning. Besides, these activities are thought to require specific skills
that might be acquired through formal training. Even though community or CSOs partners are not
expert in managing databases and statistical analyses, their great knowledge of communities and
their needs is of crucial importance to guide academics for more relevant analyses and interpretation
of research results (Judd et al. 2005). In addition, validity of the data and the potential implications
of the study results should be evaluated and discussed jointly by academic and community
representatives (CSOs in this framework) and should be both active in the results dissemination
process since they have access to different audience profiles.

As a recommendation, partners must not alter the research results but should prepare and
present them together with community representatives that were involved in the research process,
and after, share the results to the whole community in a clear, easily understandable, culturally
sensitive, useful, and empowering manner. Indeed, when the results are presented jointly by the
academic and community partners in easily understood language, the community is more likely to
accept the results and work with the partners to develop and implement interventions.
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Overall, disagreements are likely to occur when conducting participatory research with numbers
of partners with different profiles and different backgrounds. It has been reported that conflict
management might be facilitated when the partners have developed a strong trust and respect
relationship which must be formalized by written and signed agreement (or Memorandum of
Understanding: MOU) from the start of the project which has not been largely formalized among SSs
selected projects. Issues and discords should be anticipated and discussed at an early stage in the
process and possible solutions agreed.

Adequate planning and a detailed MOU, conflicts may not be avoided, but they are more likely
to be resolved in a manner that will facilitate the research process for better community outcomes
(Wilkins 2011).

5. Conclusions

Overall, the findings from our study highlight both progress and challenges in implementing
ethical practices within SSs projects. While there are notable examples of effective community
engagement and ethical considerations, significant barriers remain regarding inclusivity and
participation levels among community stakeholders. Addressing these challenges will require
ongoing efforts to foster genuine partnerships between researchers and communities, ensuring that
all voices are heard and valued throughout the research process.

Conducting CBPR is a complex and dynamic process involving a variety of partners and
stakeholders from different background, resulting in high risk of conflicts and disagreement. Our
main results pointed several faced issues resulting in several recommendations. One of them is that
all partners must agree, from the start, on a well-designed, documented and formalized data and
results ownership, interpretation and results dissemination plan (by signing MOU).

Ethical pathway in each intervention should be agreed before starting the project, and the
engagement of CSO in ethical procedures would be key for its success. All stakeholders should, also,
agree on a data protection approach they will use in order to preserve participants anonymity and
mitigates any stigma risk via an adapted approach taking in consideration community particular
requirements, resources, level of knowledge and culture. Sharing responsibility and benefits must be
agreed and formalized for better research outcomes on communities. A well-designed public results
dissemination plan should be considered with communities as well to strengthen a trust and a win-
win based relationship.
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