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Highlights
What are the main findings?

e Patient and social interest organizations identified research on the mental health of children and
adolescents, continuity and trust in primary care, and patient-oriented palliative and end-of-life
care as the top regional health services research priorities.

e  General practitioners participated only marginally in regional health service research priority
setting.

What is the implication of the main finding?

e Regional health research agendas should incorporate community-driven priorities to ensure
their relevance and uptake.

e  Strategies are needed to improve general practitioner engagement in regional health services
research to complement the active participation of patients and social organizations.

Abstract

Background/Objectives: Engaging patients, caregivers, and community groups in health research
priority-setting ensures that research agendas reflect genuine needs and enhance patient-centered
care. Regions with cultural and linguistic diversity, such as South Tyrol in northern Italy, face
challenges in achieving fair representation. This study aimed to identify health services research
priorities in South Tyrol through a bilingual participatory survey involving general practitioners
(GPs) and patient and social interest organizations (PSIOs). Methods: A cross-sectional online survey
(August-September 2025) was conducted among invited PSIOs (1 = 64) and regional GPs (n =290). A
bilingual, self-developed questionnaire assessed organizational characteristics, priority ratings for
predefined topics, experiences with research participation, and preferred participation modes. The
data were analyzed descriptively. Group comparisons were performed using the Mann-Whitney U
and chi-square tests with effect sizes calculation. Associations were examined using Spearman’s
correlation. Free-text responses were thematically content-coded. Results: A total of 95 completed
questionnaires were analyzed in this study. Of these, 9 (9.5%) were from GPs, while the remaining
participants represented PSIOs, including 27 (28.4%) responses from leadership/board members.
Across all groups, the highest-rated research priorities included children “sand adolescents mental
health, palliative and end-of-life care, and continuity of primary care. Willingness to participate in
future research was expressed by 38% of the respondents, with an additional 52% indicating
conditional interest. Online surveys were the most preferred mode of participation, followed by
workshops and board meetings. Conclusions: Participatory bilingual approaches are feasible in
South Tyrol and highlight priorities that are highly relevant for patient-centered health services.
Future initiatives should strengthen the structures for research participation, enhance GP
engagement, and link identified priorities to research funding and policy action.
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1. Introduction

Engaging patients, caregivers, and community groups in determining research priorities is
increasingly acknowledged to ensure that health services research addresses genuine needs and
enhances patient experiences. Methods such as the James Lind Alliance Priority Setting Partnerships
and community-based participatory strategies have proven effective in formulating research
questions that differ from those identified solely by researchers, often emphasizing issues such as
access to care, service coordination, and self-management [1,2].

Regions characterized by linguistic and cultural diversity present difficulties in prioritizing.
Research from places such as Ireland and Singapore, as well as other multilingual areas, indicates
that traditional top-down methods might neglect the needs of minority groups. In contrast, well-
managed participatory processes can reveal concerns specific to the context and enhance the
legitimacy of decisions made [3,4].

Despite these advantages, participatory activities often face obstacles. Disparities in power
between researchers and participants can restrict the impact of community contributions, and
marginalized groups are frequently underrepresented, even when their inclusion is a stated objective
[5]. Additionally, resource limitations and institutional demands, such as inflexible funding
structures, hinder ongoing involvement [6].

Research has shown that involving participants in setting priorities can shift research towards
topics that focus on patients and enhance stakeholder satisfaction. However, its long-term effects on
healthcare quality and outcomes have not been thoroughly documented [7]. It is crucial to evaluate
these processes in various settings to create effective strategies for fair participation and determine
whether the identified priorities eventually influence policy and service delivery.

Building on this evidence, the present study investigates how a structured bilingual
participatory survey can inform health services research priorities in South Tyrol a culturally and
linguistically diverse region [8,9]. The survey was distributed to non-profit organizations
representing patient and social interests to identify research topics of greatest relevance for regional
health services. Specifically, we ask whether engaging these stakeholders can generate priorities that
reflect the patient experience, support patient-centered care, and guide improvements in the quality
of healthcare.

2. Methods

2.1. Study Design and Participants

An online cross-sectional survey was conducted to determine the priorities for regional health
services research from the perspectives of patients and social interest organizations (PSIOs), as well
as general practitioners (GPs) in South Tyrol, Italy. On August 25, 2025, an email invitation was
dispatched to all 64 member organizations of the South Tyrolean Umbrella Association for Social and
Health Affairs (“Dachverband fiir Soziales und Gesundheit”), with a reminder sent on September 17,
2025. Five of these email addresses were invalid. Each PSIO was asked to share the invitation with its
leaders, staff, and members to increase participation rates. Simultaneously, GPs employed by the
South Tyrolean Public Health Service (n = 290) received direct invitations. The survey will conclude
on September 25, 2025.

2.2. Questionnaire Development and Content

The questionnaire was developed by the Institute of General Practice and Public Health to
address the study objectives, drawing on relevant literature on participatory priority setting and prior
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health services research conducted in South Tyrol. In addition, the current program activities of the
institute—the only dedicated public health research institute in the region—were incorporated to
ensure contextual relevance. The instrument covered organizational characteristics, respondent roles,
priority ratings for a predefined set of regional health research topics, experiences with patient and
public involvement in healthcare planning, perceived barriers to healthcare access, suggestions for
enhancing patient influence in decision-making, and preferred modes of engagement in priority
setting (e.g., online surveys, workshops, focus groups, and patient advisory boards). Open-ended
items enabled respondents to raise additional health system issues and to provide free-text
recommendations.

The draft questionnaire was prepared in German, translated into Italian by a native speaker, and
provided in both languages. An English version is available in the Supplementary Material. It
combined multiple-choice, ranking, and open-ended questions to gather information. To ensure
clarity and validity, the questionnaire was piloted by a biostatistician, GP, and clinical psychologist
before distribution.

2.3. Data Collection

The survey was administered using Google Forms. Responses were anonymous, and
participation was voluntary and confidential. Completion of the online questionnaire was considered
as implied consent. According to local regulations, formal ethics committee approval was not
required because no patient-level clinical data were collected for this study.

2.4. Statistical Analysis

All analyses were prespecified as descriptive and exploratory. Categorical variables were
summarized as counts and percentages, and ordinal/continuous items as mean (SD) and median
(IQR), reporting the valid n for each item (no imputation). Unless stated otherwise, tests were two-
sided with a = 0.05; given the study’s exploratory aims, p-values are presented unadjusted and
interpreted alongside effect sizes. Analyses were conducted using IBM SPSS Statistics for Windows
version 25.0 (IBM Corp., Armonk, NY, USA).

The language of free-text responses was recoded to German and Italian; blanks were left as
system missing. For multi-response questions (e.g., preferred participation modes; barriers;
facilitators), open answers were content coded using a directed approach into binary indicators (1 =
theme mentioned; 0 = not mentioned) and summarized as proportions of all respondents.

Because priority ratings were captured on 5-point ordinal scales and group sizes were unequal,
GPs versus PSIO respondents were compared using Mann-Whitney U tests for each research topic;
medians and IQRs are shown per group. For associations between categorical variables, Pearson’s
chi-square tests with Cramer’s V as the effect size (small = 0.10-0.29, moderate = 0.30-0.49, large >
0.50) were used. The association between language and research interest was examined using chi-
square, and Kendall’s tau-b was additionally reported as an ordinal measure of association. Missing
data were excluded listwise for the variables involved in each specific test.

To explore the relationships between interest in research participation, topic priorities, and inter-
topic relationships, Spearman’s rank correlations (o) were computed using pairwise complete
observations. Correlation magnitudes were interpreted using conventional thresholds (small = 0.10—
0.29; moderate =~ 0.30-0.49; large > 0.50) [10].

2.5. Use of Generative Artificial Intelligence

Generative Artificial Intelligence (AI; ChatGPT, OpenAl) was used to assist in structuring and
refining the manuscript text, including the formulation of the Introduction and Methods sections. Al
was also used to synthesize and cross-reference the existing literature to ensure clarity and
contextualization. No generative Al was used for data collection, statistical analysis, or interpretation
of the results. All content was reviewed and approved by the authors.
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3. Results

3.1. Survey Participation and Respondent Characteristics

A total of 95 completed surveys were evaluated. Among the ten GPs who participated, nine
(9.5%) were employed in primary care. The other respondents were affiliated with PSIOs as either
members or service users (40.0%), board members or leaders (28.4%), staff (15.8%), or held other roles
(6.3%). This confirms that most responses originated from the PSIO sector, with physicians
contributing a smaller but distinct subgroup of respondents. As invitations were distributed both to
organizational representatives and through organizations to their members, multiple responses per
organization were possible. Thus, the distribution reflects individual perspectives rather than a strict
one-response-per-organization approach.

Among all responses, 51 respondents (53.7%) provided a valid and identifiable organization
name, while 44 (46.3%) either left the field empty or provided information that could not be linked to
a specific organization. Of the organizations that could be classified, chronic disease associations
were the most frequent (1 = 28; 54.9%), followed by disability-related groups (n = 11; 21.6%), mental
health or psychosocial support organizations (n = 7; 13.7%), child and family welfare organizations
(n=2;3.9%), and social inclusion or poverty relief groups (1 = 3; 5.9%).

These categories represent a wide range of patient and community interests. Together, chronic
disease and disability organizations accounted for more than three-quarters of all identified PSIO,
indicating that the survey successfully engaged the most active segments of the South Tyrolean
Federation for Social and Health Affairs.

3.1.1.

Open-text responses were provided predominantly in German (n = 52; 71.2%), while a smaller
group responded in Italian (n = 21; 28.8%). Twenty-two participants (23.2% of the total sample) left
these fields empty and were coded as missing. It should be noted that the questionnaire was available
in both German and Italian; the coding here reflects the language used in free-text answers rather
than the version of the questionnaire selected. Among German-language responses, most indicated
conditional interest (“maybe / more information desired,” 55.8%), followed by definite interest
(34.6%) and no interest (9.6%). Italian-language responses showed a different distribution, with a
higher proportion expressing definite interest (47.6%), 42.9% reporting conditional interest, and 9.5%
indicating no interest. Respondents with missing entries displayed a pattern like the German-
language group, with conditional interest being most frequent.

Despite these descriptive differences, a chi-square test of independence did not reveal a
statistically significant association between language and research interests (x2=1.14, df =2, p=0.566).
The effect size was small (Cramer’s V = 0.125), and ordinal association measures (Kendall’s tau-b = —
0.12, p = 0.292) confirmed the absence of systematic trends.

3.1.2. Perceived Barriers to Healthcare Access

The open-ended survey question on perceived barriers to healthcare access among survey
participants (“What barriers do your members experience in accessing health care?”) was analyzed
using the same directed content approach described above. Figure 1 presents the frequency of these
content-derived categories as a proportion of all 95 respondents.

© 2025 by the author(s). Distributed under a Creative Commons CC BY license.
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Figure 1. Barriers to healthcare access reported by the survey respondents (n = 95). Horizontal bar chart showing

the percentage of respondents who selected each predefined barrier.

Long waiting times clearly dominated the responses, mentioned by more than two-fifths of the
participants. A shortage of healthcare personnel was the second most frequent barrier, followed by
bureaucratic procedures. Organizational issues, digitalization/IT problems, language barriers, lack of
trust in healthcare, financial costs, limited access to specialist care, care transitions, and mobility or
transport limitations were reported by progressively smaller proportions of respondents. These
findings indicate that, within this mixed group of GPs and PSIOs, barriers are concentrated on delays
and human resources, whereas structural, financial, and mobility obstacles are far less prominent.

Respondents detailed how prolonged waits disrupted both routine care and access to specific
benefits, sometimes forcing individuals to seek costly private services to avoid waiting. Financial
pressures were evident in reports of out-of-pocket payments for dental treatment or essential
medications, despite formal fee waivers. Several narratives described the difficulties faced by
vulnerable groups, such as people with disabilities, cognitive impairments, or limited language
proficiency, who encountered dismissive attitudes or practical obstacles when seeking preventive or
specialized services. Structural critiques included the persistence of a hospital-centered care model,
fragmented reporting and reimbursement procedures, and electronic health records used mainly as
document repositories rather than tools for integrated care.

3.2. Research Priority Ratings

Participants evaluated a predetermined list of research topics using a 5-point priority scale.

As illustrated in Table 1, the top priorities were the mental health of children and adolescents,
continuity and trust in primary care, and patient-focused palliative care and end-of-life care. These
were closely followed by reliable health information, communication, and access to healthcare for
disadvantaged groups. Moderate-priority topics included the freedom to choose a trusted general
practitioner and its effect on waiting times for specialist appointments and diagnostic procedures,
detecting frailty in older adults and appropriate care, and health education in schools. Lower
priorities were given to environmentally sustainable and safe prescribing, the family impact of
gender differences in stress management, and vaccine acceptance with culturally sensitive
information.
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Table 1. Descriptive ranking of research priority topics.

Rank by n Mean Median

Priority topic Mean (valid* (SD) (IQR)
4.
Mental health of children and adolescents 1 87 a 3?) 5.0 (4-5)
L o 4.15
Continuity and trust in primary care 2 88 (1.07) 5.0 (4-5)
. . i . 411
Patient-oriented palliative and end-of-life care 3 85 (1.02) 4.0 (4-5)
Trustworthy health‘ 1nff)rmat10n and 4 89 4.09 5.0 (4-5)
communication (1.16)
4.02
Access to healthcare for disadvantaged groups 5 84 a (1) 3) 4.0 (4-5)
Impact of free choice of a trusted GP on waiting 400
times for specialist appointments and diagnostic 6 87 ( 1' 19) 5.0 (4-5)
procedures '
Detection of frailty in older age and appropriate ” 89 3.96 40 (3-5)
care (1.17)
S 3.91
Health education in schools 8 89 (114) 4.0 (3-5)
Environmen.tal%y sustainalf)l'te and safe 9 36 3.69 40 (3-5)
prescription of medicines (1.20)
Famlly consequences of gender.dlfferences in 10 85 3.58 40 (3-4)
coping with stress/psychological burden) (1.23)
Vaccine accepta‘nce and ?ulturally sensitive 1 g7 3.44 40 (2-4)
information (1.37)
. e 1 3.63
Other topics specified in free text * — 19 (1.80) 5.0 (2-5)

* Valid n varies due to missing values. f Open-ended responses were optional and thus less comparable across

the participants. Abbreviations: SD, standard deviation; IQR, interquartile range.

Among the 95 valid survey responses, 85 respondents (89.5%) represented PSIO, and 10
respondents (10.5%) were GPs (nine in primary care and one as a PSIO member). Mann-Whitney U
tests comparing the priority ratings between GPs and PSIO across all 12 research topics revealed no
statistically significant differences (all p > 0.16). The mean rank patterns suggest only minor and non-
significant tendencies. GPs rated vaccine acceptance and access to disadvantaged groups as slightly
higher than PSIO. The PSIO showed slightly higher rankings for frailty and free choice of physician.
These differences were not significant, indicating a broad agreement between GPs and PSIO in setting
research priorities (Figure 2).
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mmm Patient or social interest organizations (PSIO)
Mental health in children/adolescents General practitioners (GP)

Primary care and family physicians
Palliative care

Health information

Access for disadvantaged groups
Free choice of physician

Frailty

Health education

Medication use

Family stress and caregiving
Vaccine acceptance

Other

0 1 2 3 4 5
Median priority rating (1-5)
Figure 2. Median priority ratings for research topics among PSIOs and GPs. Median ratings (1 = lowest to 5 =

highest priority) with interquartile ranges (IQR) are shown for each research topic. Mann-Whitney U tests, p >
0.05.

3.3. Interest in Research Participation

Among the 81 valid responses to the question, “Is your organization interested in participating
in research projects (e.g., in formulating research questions, workshops, or sharing experiential
knowledge)?”, 38.3% indicated yes, 9.9% responded no, and 51.9% selected maybe / more information
desired, while 14 participants (14.7% of the total sample of 95) provided no answer.

When examined by organizational role, definite interest in research participation was most
frequent among board or leadership members (46.2%), followed by members or service users (40.7%)
and staff (21.4%); GPs showed an intermediate level (33.3%). A chi-square test of independence (x2 =
7.18, df = 12, p = 0.846) revealed no statistically significant association between organizational role
and research interest, reflecting a small sample size.

Correlation Results

Spearman correlation analyses were used to examine the associations between interest in
research participation and rated priority topics for health research (Tab. 2).

Interest in research participation showed small negative correlations with several priority topics,
including palliative care (0 =-0.23, p = 0.049), primary care continuity (¢ =-0.26, p = 0.022), and stress
in families (o = —0.25, p = 0.034). These results suggest that respondents expressing a higher interest
in participating in research tended to assign slightly lower priority ratings to these specific research
areas. Other associations with interest in research were weak and insignificant.

Among the priority topics themselves, there was a consistent pattern of positive inter-
correlations, indicating that participants who rated one topic as highly important tended to give high
ratings to other topics.

The strongest relationships were observed between frailty and palliative care (¢ =0.66, p <0.001),
health education in schools and stress in families (o = 0.59, p < 0.001), and primary care continuity
with appropriate prescribing (o = 0.64, p <0.001).

Numerous moderate associations (0 = 0.30-0.50, all p < 0.01) linked most other topic pairs,
suggesting a generally coherent pattern of high concern across the research priorities.

© 2025 by the author(s). Distributed under a Creative Commons CC BY license.
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Table 2. Significant Spearman correlations between research participation interest and priority topics (and

among the priority topics).

Q

Variables n (Spearma p-value Effect size
(pairs) t
n) *
Interest in research participation x Palliative
o 73 -0.23 0.049 Small
care priority
I . h c e Pri
nterest in researc par.t1c1.pat10n x Primary care 75 026 0.022 Small
continuity
Interest in research pz.ar'tlapatlon x Stress in 73 025 0.034 Small
families
Frailty x Palliative care 84 0.66 <0.001 Large
Health education in schools x Stress in families 82 0.59 <0.001 Large
Primary care contim'ﬁjcy x Appropriate 85 0.64 <0.001 Large
prescribing
Frailty x Primary care continuity 84 0.46 <0.001 Moderate
Frailty x Appropriate prescribing 84 0.44 <0.001 Moderate
Palliative care x Primary care continuity 83 0.48 <0.001 Moderate
Palliative care x Appropriate prescribing 82 0.45 <0.001 Moderate
Health education in s'chools x Mental health of 85 042 <0001 Moderate
children
Access for dlsadvantag?d groups x Primary care 83 0.39 0002 Moderate
continuity
A for disadvantaged A iat
ccess for disadvantaged groups x Appropriate o, 037 0003 Moderate
prescribing

* Negative values indicate that a higher research participation interest is associated with lower priority ratings
for the respective topic. * Effect size categories follow guidelines for correlation coefficients: small = 0.10-0.29,
moderate = 0.30-0.49, large > 0.50 [10].

3.3. Recommendations for Enhancing Patient and Public Involvement

Among the 95 respondents, 15 (15.8%) reported prior involvement of their members or users in
the planning or evaluation of health services, while 42 (44.2%) stated that no participation had taken
place, and 38 (40.0%) were uncertain. Thirty-five respondents (36.8 %) expressed definite interest in
participating in research projects, while an additional 47 (49.5 %) indicated conditional interest,
requesting more detailed information before committing. Only 13 respondents (13.7 %) reported no
interest in research collaboration. These findings suggest substantial openness within PSIOs and GPs
to engage in research in the ways specified in the questionnaire, such as contributing to research
questions, participating in workshops or focus groups, or providing feedback on research results,
provided that adequate information and support are available.

3.3.1. Feeling Heard in Health Decisions and Research

The open-ended question “What would help your members feel better heard in health decisions
and research?” was analyzed using a directed content approach. All narrative responses were
screened for recurring themes and subsequently coded into binary variables indicating whether a
respondent mentioned a specific theme.

Table 3 presents the frequency of the content-derived categories as the proportion of all 95
respondents in the study. Quantitative coding showed that clearer communication between decision-
makers and the public was the most frequently mentioned facilitator (12.6%), followed by more time
for participation (10.5%) and active inclusion of patients or community representatives (7.4%). Other
suggestions included representation in formal governance bodies and greater recognition of general
practitioners. Less commonly reported were calls for better education and information to support

© 2025 by the author(s). Distributed under a Creative Commons CC BY license.
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engagement, greater empathy from institutions, improved accessibility or barrier-free opportunities,
reduced bureaucratic barriers, and increased trust in health authorities or researchers.

Table 3. Measures suggested to help members feel better heard in health decisions and research (1 = 95).

Improvement category n (0f 95) % of respondents
Clearer communication 12 12.6%
More time for participation 10 10.5%
Active inclusion of patients/community 7 7.4%
Representation in formal governance bodies 5 5.3%
Greater recognition of GPs 5 5.3%
Better education and information 4 4.2%
Greater empathy from institutions 3 3.2%
Improved accessibility/barrier-free opportunities 3 3.2%
Reduction of bureaucratic barriers 2 2.1%
Increased trust in health authorities/researchers 2 2.1%

Requests for “communication on equal terms” and the use of clear, simple language, especially
for people with intellectual disabilities or limited language proficiency, were common. As one
participant put it, “General practitioners should have more time to listen to patients.” Another
emphasized that patients “should be perceived as persons, not as numbers.” Respondents
highlighted the need for more time with physicians and other health professionals to allow for
genuine listening and dialogue beyond routine consultations.

Several comments called for formal mechanisms that would give patients and caregivers a
recognized voice in decision-making. Suggestions included the creation or revival of decision-making
bodies that include “experts by experience,” systematic integration of patient organizations into
planning processes, and designated contact persons within the health authority to address concerns.
Some respondents asked for greater recognition of general practitioners within the regional health
service and for the simplification of bureaucratic procedures, such as easier booking systems or more
transparent administrative pathways.

Participants advocated for improved health education and public campaigns, such as organ
donation awareness and better information on chronic diseases, to empower citizens to participate
effectively. One long and detailed statement called for “systematic integration of patient
organizations; transparent communication and co-design; participation in clinical research through
patient advisory boards; and structured opportunities for feedback, such as patient portals or
satisfaction surveys, that are taken seriously and used to achieve concrete improvements.”

3.3.2. Preferred Modes of Participation in Setting Research Priorities

The survey asked respondents how they would prefer to participate in defining research
priorities (“How would you prefer to participate in setting research priorities?). Select up to two
options”). All answers were content coded into binary variables to capture the presence of each
predefined option, allowing multiple selections per respondent.

Figure 3 displays the proportion of all 95 respondents who selected each participation mode.
Online surveys were the most frequently chosen format, followed by participation in in-person or
online workshops and involvement in patient advisory boards. Roughly one quarter indicated
interest in focus groups and one fifth in providing feedback on the research results. A small minority
(5.3%) provided free-text suggestions outside the predefined options, mainly calling for direct
personal dialogue with researchers or hybrid formats that combine elements of surveys and
workshops.
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Figure 3. Preferred modes of participation in setting research priorities (n = 95). Horizontal bar chart showing the

percentage of respondents who selected each option.

4. Discussion

This priority-setting survey demonstrated stakeholder engagement and clarity of the research
agenda. Although most respondents represented PSIOs, leadership positions were well represented,
providing perspectives from individuals pivotal to patient involvement and citizen science. Across
this diverse group, long waiting times and shortages of healthcare personnel emerged as the most
pressing barriers to healthcare access, while the highest research priorities focused on the mental
health of children and adolescents, continuity and trust in primary care, and patient-centered
palliative and end-of-life care. Interest in active participation in research was substantial, with nearly
40% expressing definite willingness and more than half requesting additional information, indicating
potential partners for collaborative research and health-system development. These findings
highlight the need for collective awareness of system bottlenecks, convergent research priorities, and
readiness among PSIOs to engage in future participatory research efforts.

4.1. Respondent Characteristics

The linguistic distribution of the responses reflects South Tyrol's demographics, where
approximately 68% of the population is German-speaking and 27% Italian-speaking [11]. In our
sample, 71.2% of the answers were in German and 28.8% in Italian. This indicates that the survey
captured the region's two majority language groups while potentially underrepresenting linguistic
minorities, possibly including participants with missing free-text responses.

Interest in participatory research did not differ between German- and Italian-speaking
respondents, showing linguistic background did not affect research collaboration willingness.
Evidence suggests language alone does not influence participation when engagement methods are
inclusive. Successful engagement across linguistic groups depends more on quality facilitation, trust-
building, and accessible materials than specific language [12-15].

Common barriers to healthcare access—long waiting times, staff shortages, and bureaucratic
procedures—indicate system-level challenges affecting the population. Less frequent obstacles like
language barriers, trust issues, and mobility limitations highlight burdens faced by disadvantaged
groups. Long waiting times, staff shortages, and bureaucratic procedures represent system-level
obstacles that disproportionately affect those with fewer resources [16,17]. Such barriers discourage
access to care by contributing to perceptions of inaccessibility [17]. These findings demonstrate why
perceived barriers matter: they shape participation conditions and require addressing. Language
barriers, trust issues, and mobility limitations particularly affect disadvantaged groups like migrants
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and people with disabilities, who risk underrepresentation without targeted measures [18,19].
Addressing these barriers through trust-building and accessible formats is essential for equitable
inclusion [17,19].

4.2. Research Priority Ratings

The identified prioritization patterns highlight challenges for healthcare systems, with youth
mental health, continuity of primary care, and palliative care receiving the highest rankings. The
urgency of youth mental health reflects a global crisis exacerbated by COVID-19, with increasing
psychological distress and unmet needs among adolescents and young adults [20-22]. Evidence
shows that delayed detection and care lead to worse outcomes, underscoring the need for integrated,
accessible, and youth-friendly primary care models [23,24]. Continuity in primary care was
prioritized, consistent with findings that sustained provider relationships reduce hospitalizations,
improve care transitions, and strengthen patient outcomes [25,26]. The high priority for palliative
care reflects the growing recognition of patient-centered approaches in serious illness management,
particularly in improving the quality of life and aligning care with patient values, although mental
health support remains insufficient [27,28].

Reliable health information and equitable access for disadvantaged groups have emerged as
priorities, highlighting their role in reducing inequities and responding to systemic challenges.
International evidence shows that socioeconomically disadvantaged, minority, rural, and older
populations face barriers, including limited digital access and skills [29,30], low health literacy [31,32],
and structural obstacles such as language barriers, discrimination, and limited trust in providers
[33,34]. These findings mirror respondents’ concerns and emphasize the need for culturally tailored
interventions that engage affected groups in health information design and delivery [31,35].

Moderate priorities, such as GP choice, frailty detection, and school health education, were rated
secondary to urgent issues, whereas sustainable prescribing, gender stress differences, and vaccine
acceptance received lower priority. This suggests that respondents viewed the immediate challenges
of mental health, care continuity, and access as more pressing than structural or long-term issues.

The absence of significant differences between GPs and PSIOs indicates a consensus across
stakeholder groups rather than profession-specific agendas. Similar findings have been reported in
structured priority-setting processes, where clinicians and patient stakeholders emphasize quality of
care, access, and care models [36-38]. Evidence from cancer and general practice research shows
convergence, with prevention, survivorship, and care coordination being rated highly across groups
[39]. This alignment strengthens the legitimacy of the present results as a foundation for future
participatory research. When priorities are shared, the resulting agendas are more inclusive, less
vulnerable to claims of narrow professional bias, and more likely to attract support, funding, and
implementation [2,36,40]. Broad agreement across stakeholders thus enhances the credibility of
identified priorities and underscores the value of participatory approaches in ensuring that health
research addresses community-relevant concerns.

4.3. Interest in Research Participation

Interest in future research participation was moderate, with approximately 38% of respondents
expressing willingness, 10% declining, and just over half reporting uncertainty. This distribution
mirrors findings from other contexts, where many potential participants remain undecided until they
receive clearer information about the study’s aims, procedures, and benefits [41-43]. Uncertainty
often reflects not a lack of interest but the need for greater trust, reassurance about ethical safeguards,
and practical support to overcome perceived barriers to participation [44,45]. Evidence shows that
transparent communication, trust-building, and reducing the logistical burden of participation can
help translate moderate levels of willingness into active engagement [41,46,47].

PSIO board and leadership members showed more interest in future research participation than
staff, with GPs between, though differences were not statistically significant. This aligns with studies
showing professional role alone does not predict research engagement [48,49]. GPs have been
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described as difficult to recruit, with willingness varying by age, gender, and practice context [50].
Education, prior research experience, and organizational support are stronger determinants of
participation, highlighting the importance of fostering a supportive research culture across
professional roles in nursing.

Correlation analyses revealed minor negative associations between participation willingness
and priority ratings for palliative care, continuity of care, and family stress, while strong positive
correlations existed among other topics. Willingness to engage in research was largely independent
of topic preferences, though those rating sensitive areas as priorities appeared less inclined to
participate. This aligns with evidence that emotionally taxing research topics may reduce
participation willingness [42,43,50].

The correlations between topics like frailty and palliative care, school health education and
family stress, and primary care continuity and prescribing, indicate their interconnected nature. This
clustering reflects a systems perspective, emphasizing integrated health approaches, consistent with
priority-setting studies showing related theme groupings [51,52]. The results support that these
research areas were perceived as jointly important, underscoring the coherence of the identified
agenda.

4.4. Preferred Modes of Research Participation

In this study, online surveys have emerged as the preferred mode of participation, reflecting
convenience, flexibility, and privacy. This finding aligns with evidence that mode preference predicts
actual participation in web-based studies [53-55]. Workshops and patient advisory boards were
frequently mentioned, suggesting participants value interactive and collaborative formats, despite
greater time commitment and institutional support [51,56]. Focus groups and feedback on research
results were less prioritized, indicating dialogic approaches appeal to a smaller subgroup [57,58].
Finally, only a minority preferred free-text or hybrid formats, showing that while flexibility is
welcomed, most participants prefer structured modes [51,59].

4.5. Recommendations for Enhancing Research Participation

While few respondents had prior structured patient involvement experience, most were willing
to engage in future research activities, suggesting the potential for participatory approaches with
proper support. Evidence shows that effective engagement relies more on creating conditions that
empower contributors and establish inclusive partnerships than on baseline familiarity [51,60-63].

Respondents emphasized clear communication, dialogue time, and inclusion strategies, aligning
with best practices for patient involvement in health research. Transparent communication about
involvement in activities builds trust [51,63,64]. Regular feedback and demonstration of how input
shapes decisions strengthen engagement.

Sufficient time and resources enable meaningful engagement, as tokenistic processes risk
limiting impact [51,63]. Diversity requires flexible meeting formats and support for patients, PSIOs,
and GPs [65,66]. Recognizing each group's expertise, particularly GPs' practical knowledge, bridges
professional and community perspectives [51,66]. Shared decision-making approaches that respect
all voices lead to greater trust and research impact [60,64].

In line with our results, where only 15.8% reported prior involvement but most expressed
definite or conditional willingness, education and training can build confidence and capacity, while
empathetic engagement and accessible processes lower barriers to entry [67-69]. Conversely,
concerns about administrative burdens and institutional transparency reflect well-documented
obstacles that deter participation, underscoring the need for structural solutions and feedback
mechanisms to translate willingness into active involvement [67,68].

4.5. Strengths and Limitations
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This study had several strengths. This study represents the first structured, bilingual,
participatory survey on health services research priorities in South Tyrol, a region marked by
linguistic and cultural diversity. The inclusion of both German- and Italian-speaking organizations
ensured coverage of the region’s two main language groups, and the involvement of PSIOs provided
perspectives beyond those of professionals. With 64 PSIOs active in a region of approximately 530,000
inhabitants, their numbers and participation provide a robust base for priority setting. The bilingual
design, piloted by experts with clinical and methodological backgrounds, and the combination of
structured items with open-ended questions enhanced contextual relevance and validity.

This study has several limitations must be acknowledged. Most importantly, the response rate
among GPs was alarmingly low, with only nine of 290 invited GPs responding. This likely reflects a
combination of factors, including the reliance on a single email invitation and one reminder, the risk
that messages were overlooked, and the well-documented challenges of engaging GPs in research,
such as limited time and the perceived low relevance of academic studies to daily practice [50,52].
Consequently, the GP perspective is underrepresented in the findings, reducing the generalizability
of the conclusions regarding professional stakeholders. In addition, although the predefined list of
research topics was informed by the literature and regional program activities, framing effects may
have influenced responses, and certain topics may have been overlooked.

Given the exploratory nature of this study, no formal adjustment for multiple tests was
performed. While this approach allows for the identification of potentially relevant patterns, some
associations may represent chance findings. As a sensitivity consideration, applying a Benjamini—
Hochberg false discovery rate (FDR) control at q = 0.10 would likely confirm strong inter-topic
associations, but marginal effects should be interpreted cautiously [70].

Finally, although the cross-sectional design provides a snapshot of current priorities, it cannot
assess how these priorities evolve over time or whether they ultimately inform policy and practice.

5. Conclusions

This study provides the first systematic bilingual assessment of health service research priorities
in South Tyrol, engaging both GPs and PSIOs in a participatory process. Despite the very low GP
response rate, the participation of community organizations highlights the feasibility and value of
including diverse stakeholders in regional priority setting.

The findings emphasize the centrality of child and adolescent mental health, continuity and trust
in primary care, and palliative and end of life care as top priorities, alongside enduring concerns
about equitable access and reliable health information. While participatory approaches revealed
broad agreement, the study also uncovered practical barriers to engagement, including limited prior
involvement and a preference for low-burden participation modes, such as online surveys.

These results demonstrate that participatory approaches can generate priorities that are context-
specific, patient-centered, and relevant to health policy and service development in a culturally
diverse region. Future efforts should build on this foundation by improving the recruitment of
healthcare professionals, strengthening structural mechanisms for patient and public involvement,
and ensuring that identified priorities are systematically linked to research funding and policy
decisions.
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