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Patient and Public Involvement (PPI) can enhance the quality and relevance of health research. 
However, its implementation remains uneven across regions and research fields. This study explores 
how dementia and aging researchers perceive PPI’s impact on their work. A cross-sectional survey 
was distributed to 392 researchers in Europe, Latin America, the USA, and Canada. Following multiple 
expert reviews, native speaker input, and pilot testing, the final survey was administered. Quantitative 
data were analyzed using descriptive statistics, group comparisons, and logistic regression models. 
Of 392 questionnaires, 91 were returned (23.2% response rate). Researchers in Europe, the USA, 
and Canada reported greater familiarity with PPI than those in Latin America. Notably, 45.1% of 
respondents selected “I prefer not to answer” when asked about PPI’s role in their research; this was 
more common among Latin American participants, who also reported lower PPI knowledge. Logistic 
regression revealed that familiarity with PPI was associated with having more research experience, 
submitting more grant applications, better access to PPI groups, and using PPI to aid recruitment. 
These findings point to gaps in the awareness and application of PPI in aging and dementia research, 
with many researchers expressing uncertainty about its value. Regional disparities underscore the need 
for consistent, standardized approaches to PPI. Future efforts should focus on closing the gap between 
theoretical familiarity and active implementation to improve research quality and public engagement, 
particularly in under-resourced settings.
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Increasingly, funding bodies expect researchers to engage with interest-holders beyond academia1. In Europe, the 
European Commission introduced Responsible Research and Innovation (RRI) to foster the design of inclusive 
and sustainable research that benefits society2,3. While not legally mandated, many funding bodies, including the 
European Union, now require researchers to demonstrate how they will involve patients and the public in their 
research proposals4,5. This emphasis on PPI stems from a growing recognition that such engagement enhances 
the relevance, quality, and impact of research in society. For instance, the Horizon Europe program explicitly 
encourages co-creation with citizens to ensure that research aligns with societal needs and expectations.

The anticipatory importance of PPI lies in its ability to improve research by incorporating the lived experiences 
of patients and the general public, leading to more meaningful and applicable results6. Furthermore, involving 
non-researchers in the research process can increase public trust and accountability, which is particularly 
important in health-related research. Nevertheless, the implementation of PPI has been limited, particularly 
in the development of clinical practice guidelines (CPGs)7, despite the international standards emphasizing its 
importance for producing high-quality, evidence-based guidelines8. The evidence supporting the effectiveness 
of PPI is also limited9, and findings made are often inconsistent or inconclusive10. A recent study suggested that 
incorporating user involvement have the potential to positively impact the research process in the planning and 
execution phases by providing unique insights and fostering greater engagement with research outcomes11,12. 
However, evidence of PPI’s effectiveness in the dissemination and utilization of research results, particularly in 
regions like Latin America, remains sparse and underexplored.

The involvement of multiple interest-holders, whose priorities shift with political and societal changes, 
further complicates this context13. Additionally, the lack of standardized criteria for defining public health 
needs14,15 or measuring research returns makes it difficult to align scientific knowledge with policymakers’ 
funding allocations15–17.

Earlier PPI studies focus on implementation and barriers to involving e.g. persons with lived experience, 
lay persons and patients, in the planning and execution phases of medical research18,19. The arguments for such 
PPI can be practical and normative. PPI can help informant recruiting/retention and research quality20, identify 
research gaps not apparent to academic researchers alone and encourage the development of interventions that are 
more likely to be effective and accepted by the public21, and where normative arguments can be that democratic 
participation in research and reduce research discrimination22. Thus, it can be argued that well-executed 
engagement with patients and the public in research not only enhances transparency but ensures that research 
reflects the priorities and concerns of those directly affected23, PPI supports alignment of research outcomes 
with societal needs and relevance to real-world issues. PPI members contribute throughout research by shaping 
priorities, refining study design, supporting recruitment, guiding data collection, and aiding dissemination. 
They offer unique lived experiences that improve research relevance and ethics, ensuring studies better reflect 
patient needs. For example, in PREDICTOM, a multi-national Alzheimer’s research project to identify scalable 
biosignatures for early and accurate diagnosis of Alzheimer’s disease and personalized preventive interventions, 
PPI groups from EU, Norway and Spain engage from project planning to feedback on materials and results, 
influencing decisions at each phase24. The Norwegian WiseAge group at exemplifies successful integration by 
appointing user representatives who partner with researchers over multiple dementia research projects25. The 
multi-stage, collaborative involvement model illustrates how PPI enhances research quality and impact.

The research literature describes potential benefits of PPI but measuring evidential impact of PPI is complex 
and vague, and the implementation of PPI is fragmented and non-standardized26. The PPI barriers are extensive, 
from planning through execution and evaluation. These barriers include, but are not limited to, understanding 
of PPI roles and expectations, communication, time and resources, training, power dynamics, institutional 
commitment, requitement and representativeness, theoretical foundation, equality and diversity27.

Notably, how medical researchers perceive the expectation and requirements of engaging and executing these 
PPI activities is, however, not well documented. Dementia is a leading global public health and cost burden, 
yet remains underfunded and without an effective cure or prevention28. Dementia research is scarce in low- 
and middle-income countries compared to high-income countries29. Dementia research includes research from 
biomedicine, medical interventions to health care, across different medical research areas, e.g. aging medicine, 
geriatrics, geriatric psychiatry and dementia. Accessing these researchers required access to larger established 
research networks, with more participants and more diverse participation30. This study aims to fill this PPI 
knowledge gap for medical researchers in the fields of aging, geriatrics, geriatric psychiatry and dementia 
reporting to have their main working affiliation in Europe, USA/Canada and Latin America, with high- and 
middle-income economies31.

Methods
Study design
This study employed a cross-sectional design using an anonymous, web-based survey to collect quantitative 
data from researchers in the fields of aging, geriatrics, geriatric psychiatry, and dementia with main working 
affiliation in Europe, Latin America, the USA, and Canada. The survey was designed and validated through a 
multi-step process involving expert review, native speaker input, and pilot testing prior to distribution. The study 
design, the survey design/validation, and the analysis/interpretation of the data were executed by the authors, 
who are experienced dementia researchers.
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Participants
The participants of this study were existing members of nine national medical associations and research 
networks across Europe, Latin America, Canada and the United States, all specializing in fields related to aging, 
geriatrics, geriatric psychiatry and dementia. The questionnaire was not used as part of any recruitment strategy. 
A questionnaire was distributed to 392 active clinical researchers.

Data source and survey platform
The data was obtained through an anonymous cross-sectional survey that included closed and open-ended 
questions to provide a comprehensive understanding, with quantitative data and qualitative data offering deeper 
insights to explain underlying trends.

The survey included both quantitative and qualitative questions. Quantitative questions were included to 
promote closed-ended demographic clarity, to aid a timely survey response time, and to standardize the range 
of answers. Qualitative questions were included to allow respondents to allow answers outside the closed-ended 
quantitative options.

The qualitative data provided by the participants was limited and non-descriptive, limiting the viability of 
meaningful analysis. Therefore, in this paper we analyzed only quantitative data. To ensure anonymity and 
enhance comparability, questions were dichotomized as follows:

•	 “Yes vs. No” for binary decisions,
•	 “Very good/Good vs. Not good” to assess quality or satisfaction, and.
•	 “Always/most of the time/Sometimes vs. No” or “Always/most of the time/Sometimes vs. Never/Not relevant” 

for evaluating the frequency of specific experiences or usage.

This structured approach categorized responses clearly, enabling efficient cross-tabulation analyses and 
facilitating the use of logistic regression models.

The survey was executed on the web-based Nettskjema.no platform, which is specifically designed to gather 
sensitive data securely and confidentially, with built in functionality for conducting anonymous surveys32.

The survey data used is anonymous, contains no personal data and does not include any special categories of 
personal data, ref Art. 9 GDPR (General Data Protection Regulation) and such anonymous data do not require 
any ethics approval or specific consent.

Validation
The questionnaire used in this study was developed through a multi-step process to evaluate its validity in 
providing meaningful data, ensuring result repeatability, and its suitability for the intended purpose33.

Dichotomized responses were selected to allow cross-tabulation and logistic regression, but this format may 
reduce nuance. To ensure that the questionnaire still captured realistic perspectives, extensive validity testing was 
undertaken. Face and content validity were reviewed by seven professors in dementia, public health, and social 
sciences, while cultural and language validity were assessed through two international focus groups and rigorous 
translation–back-translation. These procedures confirmed that, despite dichotomization, the items adequately 
reflected researchers’ views on PPI, representing a pragmatic balance between analytic feasibility and validity.

The validation process included six revisions before the final versions were written in English and Spanish.
The survey was designed so that all the questions must be answered before submitting. The respondents 

were allowed to answer, “I don’t know” or “I prefer not to answer”. The option to answer “Other” were included 
for applicable multiple-choice questions. Sex and age were not included in the descriptive questions to ensure 
anonymity.

The questionnaire had 72 questions including skip questions to previous answers. The questions included 
multiple-choice options, follow-up questions (if the standard questions did not fit), numerical fill-in boxes and 
short answers. See the complete questionnaire in supplemental material 2. Numerical fill-in boxes were used for 
questions where appropriate with respect to the type of answer and potential direct/indirect identification of the 
respondent.

The development and validation of the questionnaire began with an initial review aimed at assessing how 
effectively the content would facilitate data collection. Despite a comprehensive literature search, no relevant 
existing questionnaires were found. The first draft underwent revisions by four professors specializing in age-
related and dementia research, all with extensive experience in public health management and research funding. 
A subsequent revision was conducted by three professors from social sciences and business management.

Research networks in Europe, USA/Canada and Latin-America were selected for the recipients of the survey. 
A key selection criterion of the regions was to be able to ensure appropriate validation of international cultural 
context and linguistic appropriateness of the survey, in addition to, a viable access to a sufficient number of 
potential respondents in each region needed to be secured. Dementia research is international, and the 
respondents of the survey answered which global regions they did most of their research work, and in which 
other regions they had research collaborations. These regions included Latin-America, Europe, USA/Canada, 
Asia, Australia and “Other regions” (free text for respondents). The third version questionnaire was reviewed 
by two focus groups, with dementia researchers fluent in English or Spanish, with experience from working 
across Europe, the United States, and Latin America. Each focus group consisted of four PhD candidates and 
postdoctoral researchers in dementia studies. The fourth version was translated by a native Spanish-speaking 
expert in dementia and age-related research, with another independent dementia researcher providing a back-
translation to English to ensure accuracy. This process led to creating a fifth version, which was compared with 
the original and back-translated texts.
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Ethical considerations were addressed when the Data Protection Officer at Stavanger University Hospital 
reviewed this fifth version to ensure respondent anonymity, resulting in a sixth revision. The sixth version was 
then pilot-tested with 100 English-speaking clinical researchers and 38 Spanish-speaking clinical researchers 
from Europe, Latin America, and the United States, all working with dementia and age-related research. This 
pilot test revealed two technical issues related to skip questions, which were corrected before finalizing the 
survey. The pilot respondents and pilot data were excluded from the final respondent group and the data used 
in this study.

In terms of validity, face, and content validity were established through expert reviews and focus group 
feedback. Internal, language and cultural validity were ensured via bilingual development and input from a 
multicultural perspective. External validity was enhanced through the diverse participant pool in the pilot test. 
Finally, construct validity did not apply to this survey due to its exploratory nature within a field that lacks well-
established psychometric measures34.

Statistical analysis
First, an exploratory analysis of the variables included in the study was performed. Then, descriptive data 
analysis was conducted by estimating percentages for categorical variables and presenting means with standard 
deviations, medians with interquartile ranges, and minimum and maximum values for quantitative variables.

The anticipatory differences in regional structural constraints and cultural differences28,29,31, a group 
comparison analysis was performed to assess differences by region (Latin America and the Caribbean vs. Europe/ 
USA/ Canada) and researchers’ familiarity with Patient and Public Involvement (Very familiar vs. Little familiar 
or not familiar) concerning the variables included in the study. Pearson’s chi-square test was used for categorical 
variables, the Wilcoxon rank-sum test was applied for numeric variables due to data asymmetry identified in the 
exploratory analysis, and the t-test was used for proportions.

Finally, logistic regression models were fitted to explore the association between researchers’ familiarity 
with PPI and region as dependent variables, and the variables included in the study as exposure variables. PPI’s 
models were adjusted for region due to the differences observed in variables related to research production. 
Model diagnostics were conducted by verifying the necessary assumptions and detecting influential outliers 
using Cook’s distance. Some observations identified as influential outliers were removed from the models.

Additionally, a visual analysis was performed by plotting odds ratio graphs to illustrate the associations 
found. A significance level of 0.05 was used for hypothesis testing and adjustments for multiple comparisons 
were made using the Benjamini & Hochberg method35. All statistical analyses were conducted using R software 
version 4.3.1.

Results
Ninety-one survey questionnaires were received from the respondents, resulting in a response rate of 23.2%.

Table 1A presents a comparative analysis of descriptive variables by region, focusing on “Latin America and 
the Caribbean” (N = 30) and “Europe/USA/Canada” (N = 61). Among the 91 respondents, 40.7% were medical 
specialists, and 49.5% held PhDs, with significant regional differences (p = 0.011). PhDs were more common in 
“Europe/USA/Canada” (59%) compared to “Latin America and the Caribbean” (30%), where medical specialists 
were more predominant (60% vs. 31%).

Most respondents (90.1%) conducted clinical research, with no significant associations between regions 
(p = 0.727). Additional demographic details, collaboration patterns, employment differences between public and 
private sectors, and university or hospital affiliations are shown in Table 1.

Table  2 shows that, overall, two of three (67.0%) respondents had little or no familiarity with PPI. The 
difference between the regions were, however, significant (p = 0.011), as a 86.7% of the respondents from “Latin 
America and Caribbean” had little or no familiarity, while 57.4% of Europe/USA/Canada respondents answered 
the same.

Table 3 highlights differences in responses between regions and levels of familiarity with PPI regarding the 
answer “I prefer not to answer.” Respondents more familiar with PPI were consistently less likely to select “I 
prefer not to answer” across all questions. This included questions about PPI availability (0% vs. 11.5%, p = 0.007), 
recruitment impact (13.3% vs. 60.7%, p < 0.001), research quality improvement (3.3% vs. 60.7%, p < 0.001), and 
potential harm to research (6.7% vs. 52.5%, p < 0.001). See Figs. 1, 2, 3, 4, 5, 6, 7 and 8.

The Figs. 1, 2, 3 and 4 compare responses from Europe/USA/Canada (Red) and Latin-America/Caribbean 
(blue). Europe/USA/Canada participants more often rated PPI as “Always” improving research “Quality” 
(75%) and “Inclusion” (90%), while Latin-America/Caribbean showed more distributed responses for Quality 
and more frequent “Sometimes” for “Inclusion” (72.7%). Recruitment was rated “Very good” in Europe/USA/
Canada (72.7%) but “Not good” in Latin-America/Caribbean (93.3%). Both regions largely agreed that PPI does 
not harm research (80.5% AND 76.9%, respectively).

The bar charts in Figs. 5, 6, 7, 8 compare perceptions between “Very familiar (Blue) and “Little/Not familiar” 
(Red) groups. “Very familiar” respondents more often selected “Always” for Quality (87.5%) and Inclusion 
(70%), and “Very good” for recruitment (81.8%). “Little/Not familiar” respondents frequently chose “I prefer 
not to answer” (eg., 97.4% for Quality) and “Never” for Inclusion (96%). Both groups largely agreed that PPI 
does not harm research, although “Very familiar” respondents showed stronger agreement (61.5%).

The logistic regression model revealed that researchers from “Europe/USA/Canada” reported significantly 
more research experience (OR: 1.267, 95% CI: 1.138–1.448, p < 0.001), more first-author publications in the past 
five years (OR: 1.520, 95% CI: 1.228–1.995, p = 0.001), and a more significant total number of scientific articles 
(OR: 1.409, 95% CI: 1.185–1.828, p = 0.002). Additionally, they had submitted more grant applications in the past 
36 months (OR: 1.691, 95% CI: 1.354–2.266, p < 0.001) and received more awarded grants (OR: 3.411, 95% CI: 
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2.000–6.954, p < 0.001). However, perceptions of PPI did not show significant results in this model (Fig. 9, and 
Supplementary Table S3).

The figure shows logistic regression models comparing (A) regions and (B) levels of familiarity with PPI. 
Six variables are analyzed: Research experience, Publications (first author/Co-author), H-index and Grant 
applications (participated and awarded). In (A), all variables are significant (Red), with Grant awards having the 

Variables

Overall USA/Europe/Canada

Latin 
America 
and 
Caribbean P 

value

Little 
familiar or 
Not familiar

Very 
familiar P 

value(n = 91) (n = 61) (n = 30) (n = 61) (n = 30)

Does your research institution have groups of people that are available for PPI 
in your research? 7 (7.7%) 4 (6.6%) 3 (10.0%) 0,594 7 (11.5%) 0 (0%) 0.007

How do you think PPI works in the recruitment of participants for research 
and clinical trials? 41 (45.1%) 22 (36.1%) 19 (63.3%) 0,015 37 (60.7%) 4 

(13.3%) < 0.001

Does PPI improve the quality of your research? 38 (41.8%) 20 (32.8%) 18 (60.0%) 0,016 37 (60.7%) 1 (3.3%) < 0.001

Do PPI reduce and/or harm the quality of your research? 34 (37.4%) 17 (27.9%) 17 (56.7%) 0,011 32 (52.5%) 2 (6.7%) < 0.001

How often do you include PPI in your more recent research projects and/or 
articles? 25 (27.5%) 10 (16.4%) 15 (50.0%) 0,002 24 (39.3%) 1 (3.3%) < 0.001

Table 3.  Differences in “I prefer not to answer” to PPI-related questions by region and familiarity 
(Dichotomized).

 

Variable

Overall Europe/USA/Canada Latin America and Caribbean

P value(n = 91) (n = 61) (n = 30)

Are you familiar with Patient and Public Involvement (PPI) in research?

 Little familiar or not familiar 61 (67.0%) 35 (57.4%) 26 (86.7%)
0.011

 Very familiar 30 (33.0%) 26 (42.6%) 4 (13.3%)

Table 2.  Respondents’ familiarly with PPI.

 

Variables

Overall

Region for primary working area

P value

Europe/ USA/ Canada Latin America and Caribbean

(n = 91) (n = 61) (n = 30)

Highest level of formal education, (%)

 Graduate Medical school 4 (4.4%) 4 (6.6%) 0 (0%)

0.011
 Medical Specialist 37 (40.7%) 19 (31.1%) 18 (60.0%)

 PhD 45 (49.5%) 36 (59.0%) 9 (30.0%)

 Other 5 (5.5%) 2 (3.3%) 3 (10.0%)

Main research discipline, (%)

 Clinical 82 (90.1%) 54 (88.5%) 28 (93.3%)
0.727

 Basic science 9 (9.9%) 7 (11.5%) 2 (6.7%)

Researchers collaborated from, (%)

 Latin America and Caribbean 39 (42.9%) 11 (18.0%) 28 (93.3%) < 0.001

 Europe 63 (69.2%) 52 (85.2%) 11 (36.7%) < 0.001

 USA/Canada 45 (49.5%) 38 (62.3%) 7 (23.3%) < 0.001

 Australia 17 (18.7%) 17 (27.9%) 0 (0%) < 0.001

 Asia 16 (17.6%) 16 (26.2%) 0 (0%) < 0.001

 Other regions 5 (5.5%) 4 (6.6%) 1 (3.3%) 0.487

Respondent employer(s), (%)

 University/College 46 (50.5%) 30 (49.2%) 16 (53.3%) 0.714

 University Hospital 58 (63.7%) 45 (73.8%) 13 (43.3%) 0.007

 Public research center 8 (8.8%) 4 (6.6%) 4 (13.3%) 0.343

 Private company 6 (6.6%) 1 (1.6%) 5 (16.7%) 0.042

Table 1.  Characteristics of the sample differenced by region. *Bivariate models between regions and according 
to PPI familiarity can be found in the Supplementary Table S1 and S2.
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highest OR (3.411). In (B), Grant awards are significant (OR = 1.522), while H-index is non-significant (Gray, 
OR = 0.997).

In terms of PPI familiarity, those more familiar with PPI had more years of research experience (OR: 1.093, 
95% CI: 1.024–1.176, p = 0.011) and more first-author publications in the past five years (OR: 1.182, 95% CI: 
1.077–1.357, p = 0.004). They also participated in more grant applications over the last 36 months (OR: 1.167, 
95% CI: 1.054–1.320, p = 0.006) and secured more successful grants (OR: 1.522, 95% CI: 1.155–2.219, p = 0.013). 
See Supplementary Table S4.

Familiarity with PPI was also strongly associated with having access to PPI groups (OR: 8.605, 95% CI: 
2.910–30.012, p = 0.001) and using PPI to improve recruitment (OR: 99.145, 95% CI: 21.547–821.138, p < 0.001). 
No significant differences were found for other variables.

Discussion
Recent literature corroborates the regional disparities and hesitancy seen in this study regarding PPI in dementia 
research. Persistent barriers include unfamiliarity with PPI concepts, lack of dementia-appropriate frameworks, 
and insufficient engagement of patients and caregivers—especially in under-resourced settings. Systematic reviews 

Fig. 2.  Regional differences on the perceptions of PPI in: Recruitment of participants.

 

Fig. 1.  Regional differences on the perceptions of PPI in: Quality of research.
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suggest PPI increases perceived study relevance and recruitment, but the PPI studies highlight the structural and 
cultural difficulties in implementing meaningful involvement and reporting outcomes clearly. Newer studies 
suggest that involving people living with dementia in co-designing research materials and decision-making can 
reduce misconceptions and stigma, improving autonomy and trust in research processes20,36–39.

A notable finding of this study is the high rate of non-responses or caution regarding questions related to PPI, 
particularly among respondents from “Latin America and the Caribbean.” These respondents were significantly 
more likely to select “I prefer not to answer” when asked about PPI’s impact on recruitment (63.3%) and research 
quality (60.0%). This could indicate uncertainty or discomfort with the concept of PPI in regions where it is 
less commonly implemented, or a lack of clear guidance on how to effectively integrate PPI into the research 
process. The same trend was observed among researchers less familiar with PPI, who were also more likely to 
opt for “I prefer not to answer”, coincidental with the 86.7% of the respondents from Latin America and the 
Caribbean which stated that they were little familiar or not familiar with PPI in research. This suggests that 
unfamiliarity with PPI could contribute to reluctance in assessing its effectiveness and highlighting the need 
for greater awareness and practical frameworks for integrating PPI into research workflows. Unfamiliarity with 
PPI can negatively affect the quality of research, hinder its effective implementation, and reduce the chances of 
securing international grants, where PPI is increasingly a requirement.

Fig. 4.  Regional differences on the perceptions of PPI in: Harm to research.

 

Fig. 3.  Regional differences on the perceptions of PPI in: Inclusion in research.
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Additionally, we reported that researchers more familiar with PPI tend to have more research experience, 
first-author publications, and greater success in securing grants. This could suggest that experienced researchers 
are more familiar with the requirements of funding bodies, which increasingly mandate PPI in proposals. 
However, it is also possible that researchers who recognize the value of PPI are better equipped to produce 
impactful research and secure the funding necessary to support these activities.

Familiarity with PPI was strongly associated with accessing PPI groups and using PPI to improve 
recruitment. The striking odds ratio for PPI’s impact on recruitment suggested that researchers using PPI view 
it as a powerful tool for enhancing study participation. This aligns with existing literature suggesting that PPI 
could improve recruitment by making studies more relevant and accessible to the public, thus increasing the 
quality and applicability of research11. Despite the high association between familiarity with and use of PPI, no 
significant differences were found in perceptions of PPI’s impact on research quality, indicating the need for 
further investigation into how PPI influences research outcomes.

Additionally, significant regional differences in research experience, academic output, and engagement 
with PPI were observed, highlighting varied perceptions and applications of PPI across contexts. Researchers 
from “Europe/USA/Canada” had significantly more years of research experience, first-author publications, and 
greater grant success compared to their counterparts in “Latin America and the Caribbean.” These differences 

Fig. 6.  Knowledge of PPI and differences on the perception of PPI with respect to: Recruitment of participants.

 

Fig. 5.  Knowledge of PPI and differences on the perception of PPI with respect to: Quality of research.

 

Scientific Reports |         (2026) 16:3846 8| https://doi.org/10.1038/s41598-025-33955-y

www.nature.com/scientificreports/

http://www.nature.com/scientificreports


likely reflect disparities in research infrastructure, funding opportunities, and resources available in higher-
income regions. The higher rate of awarded grants and applications in these regions underscores the competitive 
advantage that researchers in Europe and North America have in securing funding. It also highlights the 
potential challenges faced by researchers in under-resourced regions like Latin America in adopting PPI and 
other innovative research practices.

Another area of concern is the practical implementation of PPI in research. PPI implementation, execution 
and outcome metrics have not been established. Potential measurable effects may be developed in the future 
taking into consideration the societal effects of involving patients and the public in medical research26.

While 49.5% of respondents reported that their medical research institutions had groups available for PPI, a 
significant proportion (42.9%) had not yet utilized PPI to improve recruitment, and 45.1% expressed uncertainty 
about its effectiveness for this purpose. The study did not detail the composition of these PPI groups, leaving 
open the question of whether a broader selection of PPI participants (including patients, healthy individuals, 
healthcare workers, and researchers from different disciplines) might increase PPI’s perceived desirability and 
utility. This disconnect between the theoretical benefits of PPI and its practical application suggests that, while 
PPI is recognized as valuable, its implementation in research remains inconsistent.

Fig. 8.  Knowledge of PPI and differences on the perception of PPI with respect to: Harm to research.

 

Fig. 7.  Knowledge of PPI and differences on the perception of PPI with respect to: Inclusion in research.

 

Scientific Reports |         (2026) 16:3846 9| https://doi.org/10.1038/s41598-025-33955-y

www.nature.com/scientificreports/

http://www.nature.com/scientificreports


The benefits of PPI have been studied and documented hereunder in dementia research subfields. Case 
studies from the Dementia and Neurodegenerative Diseases Research Network (DeNDRoN) illustrate how 
implementation of a structured group-based PPI program may correct issues in studies facing recruitment 
challenges or conceptual misunderstandings. For example, the researchers in the DOMINO-AD study were 
able to resolve recruitment issues, while the MUSTARDD-PD study benefitted from PPI’s insights into language 
use and risk assessment40. Similarly, the ROADMAN project collaborated with the European Dementia 
Working Group (EWGPW) to refine the survey design, making it more accessible and relevant to people with 
dementia41. Other studies, like Caregiving HOPE, engaged minority communities to enhance recruitment 
and representation, while the PREVENT study successfully used PPI to improve recruitment through patient 
ambassadors42,43. These examples underscore PPI’s potential efficacy to enhance study design, recruitment, and 
patient-centeredness.

PPI also influences research guidelines and outputs by ensuring the inclusion of patient perspectives in 
dementia research44 by involving patients in guideline development to achieve relevant recommendations 
for dementia diagnostics45, and by involving people with dementia as co-researchers to enhance data analysis 
validity. The SHARED study used PPI to co-create care planning recommendations for memory loss patients 
and their caregivers46. These studies highlight how PPI enhances the applicability and credibility of research 
findings by integrating the lived experiences of those affected by dementia.

The benefits of PPI extend beyond research design and recruitment to the participants themselves. In 
the PREVENT study, caregivers reported increased knowledge about dementia, which helped them in their 
caregiving roles42. Similarly47, found that PPI participation gave patients and caregivers a sense of purpose 
and satisfaction, fostering community ties. These outcomes demonstrate the potential reciprocal benefits of 
PPI—improving both research quality and the experiences of all involved. However, to capture and evaluate 
these benefits more effectively, additional research is needed. Such efforts should focus on clarifying the roles 
of user participants, establishing clear guidelines for implementing PPI, developing appropriate metrics and 
standards, defining funder requirements, and determining how best to allocate research time and funding to 
PPI activities11,12,43.

The high proportion of “I prefer not to answer” responses points to a need for clearer guidance on PPI, 
including who it impacts, what it impacts, how it works, and why it matters. Addressing researchers’ uncertainties 
and reservations about PPI will be crucial for its successful implementation and for realizing its full potential in 
aging and dementia research.

Several structured health care activities aim to enable researchers to implement PPI. Some medical and graduate 
programs include modules on public involvement and research co-production. For practicing researchers, 
national and international bodies provide short courses, workshops, online learning, and practical toolkits 
that cover planning, role definition, compensation, governance, and evaluation Evaluations of these offerings 
generally suggests gains in knowledge, confidence, and intentions to use PPI, but evidence for sustained practice 
change, integration into study governance, and downstream impact on recruitment, retention, or outcomes 
is heterogeneous and often based on self-report. In dementia research specifically, adaptations emphasize 
involvement of people with cognitive impairment and care partners; however, formal evaluations of dementia-
focused training remain scarce. Taken together, the training landscape is growing but uneven, underscoring the 
need for standardized competency frameworks, condition-specific guidance, and longitudinal evaluation27. The 
results of this study underscore the need for targeted education and facilitate a meaningful dialogue between a 
wider range of researchers and funders on PPI, particularly regarding how it can be effectively integrated into 
research processes to enhance recruitment, implement objective quality metrics for PPI, and improve public 
engagement in scientific research26. Moreover, future studies should examine how PPI familiarity evolves, how 
to engage the public and public decision-makers to a greater extent26, how to standardize and measure training 

Fig. 9.  Logistic regression model (A) Latin-America/Caribbean vs. Europe/US/Canada (B) Familiarity.
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interventions, and explore how factors such as gender and academic discipline, culture and socioeconomics 
influence attitudes towards PPI.

Limitations and strengths
This study has several limitations that may affect the generalizability and applicability of the findings. Firstly, 
the response rate of 23.2% could introduce response bias. The survey was anonymous, and the population 
composition is not known. Therefore, the sample used in this survey may therefore not be representative of the 
population. This is a limitation to the generalizability of the study, e.g. those who chose to participate may have 
had stronger opinions and/or different perceptions on PPI compared to those who did not respond.

However, this response rate is relatively good for online studies, particularly when involving specialized 
populations like researchers48. Additionally, the cross-sectional design limits the ability to draw causal 
conclusions about the relationship between PPI familiarity and research outcomes. We acknowledge that 
longitudinal studies could provide better insights into how familiarity with PPI evolves over time and impacts 
research outcomes. The reliance on self-reported data introduces potential recall bias or social desirability bias, 
particularly for sensitive questions related to PPI implementation. Additionally, variables with very large ORs 
observed in the results can be attributed to the small number of cases in specific categories. Another limitation 
is this study’s dichotomized answer options and exclusive focus on quantitative data limits the depth of insights 
into researchers’ attitudes toward PPI, underscoring the need for qualitative follow-up studies to capture a more 
detailed and individualized perspective and identify barriers to PPI. In addition, further investigations that can 
examine how factors like gender, socioeconomic status, and research discipline influence attitudes toward PPI. 
Furthermore, it was beyond the time and recourses available to this study to include global regions outside 
Americas and Europe. The regional focus of this study on Europe, Latin America, and North America, and 
the grouping of Europe/USA/Canada and Latin America, restricts the applicability of the findings to other 
global regions where PPI practices and research infrastructures may differ significantly. Future research should 
prioritize underrepresented regions such as Asia and Africa to provide a more global perspective.

On the other hand, this study offers several strengths. To our knowledge, it is the first paper to address this 
critical and timely topic, exploring an area of growing concern. The multinational approach, which includes 
participants from Europe, Latin America, Canada, and the United States, allows for meaningful cross-regional 
comparisons, shedding light on disparities in PPI practices between high-income and under-resourced areas. 
The comprehensive survey design ensured a thorough understanding of participants’ views, and the multi-step 
validation process—including expert reviews and feedback from focus groups—enhanced the reliability of the 
questionnaire. Ethical considerations, such as participant anonymity and the conduct of a pilot test, further 
strengthen the study’s credibility.

Future research
In the past PPI has been studied from an institutional level and with respect to the researcher-patient/participant 
relationship. This study has a novel aim by focusing on the researchers’ own perception of PPI across different 
counties in Europe and Americas. The adoption of PPI in research varies substantially across global regions, 
between individual countries within these regions. While Europe and North America have developed institutional 
frameworks and funding strategies that encourage and support PPI. Countries on other regions such as Asia, 
Africa, the Middle East, and Oceania may face structural and cultural barriers. In these areas, limited policy 
mandates, resource constraints, hierarchies within healthcare and research environments, and lower levels of 
awareness about the benefits of participatory research may contribute to the slower uptake of PPI. Additionally, 
reporting on PPI activities, where they do occur, often lacks rigor and depth, further hindering knowledge 
transfer and capacity-building for effective PPI models in these regions. In Latin America, PPI remains limited 
due to the absence of funding requirements or policy incentives, entrenched researcher-centered traditions 
that privilege biomedical expertise, and structural constraints such as scarce resources and fragmented health 
systems20,27,36,49. Future studies may consider repeating the study in other geographic areas and different medical 
fields to explore the nuanced implementation of patient and public involvement in practice, hereunder exploring 
the impact of different structural and resource barriers/enablers, cultural and institutional factors, diversity and 
strategic considerations. Other studies could seek to understand the high number of respondents preferring not 
to answer PPI questions.

Conclusion
Earlier studies have undertaken to explore theories, enablers and barriers to PPI. Despite state sponsored PPI 
programs for more than 50 years50, implementation of PPI is complex and continues to be fragmented, and the 
results from PPI remains unclear27,51,52. The study’s findings hold important implications for research funders 
and policymakers. As PPI increasingly becomes a requirement set by funding agencies, it is crucial to address 
regional disparities in both understanding and applying PPI in a structured, evidence-based manner. Researchers 
in high-income countries may have more time, resources, and experience to implement PPI effectively, whereas 
those in lower-income regions may need additional, targeted support and guidance to fully realize its benefits. 
Policymakers and research institutions should focus on providing training and resources to encourage PPI 
adoption, particularly where it is less well-known.

Data availability
Data used in this study will be available upon request to the corresponding author.
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