Strategic Alliance for Intercultural Advocacy in Gl (SAIA) Research Policy

Strategic Alliance for Intercultural Advocacy in Gl (SAIA) is a patient-clinician led, grassroots
organization focused on improving the lives of patients living with chronic digestive diseases who
belong to various backgrounds and communities. Our efforts center around culturally informed
patient advocacy, HCP education, research and policy making. SAIA supports research that aligns
with this mission and that can be conducted responsibly within the organization’s available
capacity and resources.

Forms of Research Engagement through SAIA
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This Research Policy specifically discusses Circulating Surveys and Advisory and Expert Review
Support. For Research Awards, please refer to the Research Awards policy here.

Scope of Research Activities
At present, SAIA’s research efforts focus primarily on non-invasive and methodologically
feasible studies that are aligned with SAIA’s mission. Some examples of studies that SAIA can

support include:

e Patient-centered surveys
e HCP surveys (on a case by case basis)


https://saia-gi.org/research-grant/

e Qualitative and mixed-methods research
o Epidemiologic, scoping, and systematic reviews
e Exploratory or preparatory work that may inform future studies or registries

SAIA provides two levels of support to researchers who reach out to us:

a) Dissemination of Surveys:

Circulate surveys within patient & clinician communities through social media and
other platforms

Limited review and feedback on project methods and other details

SAIA places a high priority on patient trust and engagement. All patient-facing
surveys are reviewed for appropriateness of language and literacy level, cultural
relevance and population specificity and redundancy and participant burden. To
minimize survey fatigue, SAIA generally limits patient surveys distributed through
its platforms to no more than one per quarter.

Physician surveys are reviewed on a case-by-case basis and are not routinely
distributed due to physician burnout.

If translations of surveys are proposed, they must be accurate, culturally
appropriate, and reviewed by at least 2 individuals fluent in both English and the
target language. Documentation of the translation process must be provided.

b) Active Collaboration including Advisory Role & Expert Review Support:

Study must be initiated by an academic entity, clearly and demonstrably aligned

with SAIA’s mission and capacity

Advise on survey instrument including demographic data categories, questions

and options. Advise on other data collection tools, like interview guides.

Community engagement and an active role in recruitment for study/project

Review of data collected and participation in manuscript writing, where relevant

SAIA can provide also letter of endorsement for these projects to support external

grant applications

Provide clear and appropriate acknowledgement of SAIA’s support, including but

not limited to

1. authorship for SAIA team members where appropriate,

2. include SAIA’s affiliation with the study,

3. acknowledgement of SAIA’s support in distribution of surveys and other
materials

4. provide some form of financial support for SAIA’s time and expertise in
recruitment, where relevant.

We encourage you to kindly plan to allot financial support for SAIA’s time and

expertise in your external grant applications.

SAIA does not currently serve as a coordinating center for biospecimen collection, interventional
clinical trials, or large-scale registry infrastructure. These initiatives may be considered in future



phases as organizational capacity, funding, formal relationships with research institutions with
the requisite infrastructure, and governance structures mature.

SAIA does not typically participate in externally led retrospective chart review studies, as
regulatory, legal, and IRB responsibilities reside with the host institution.

Research Submission Process

SAIA reviews research submissions only during designated intake periods, currently planned for
twice per year in June and November. Requests submitted outside these windows will be
reviewed at the next opportunity when the portal re-opens.

All proposals must be submitted via the SAIA online proposal form located HERE. Proposals
submitted via email will not be reviewed.

We request that all individuals submitting a proposal become a SAIA Member first. The
membership platform can be accessed here: https://saibda.memberclicks.net/new-member-

application#/

Grants Committee Oversight

SAIA will constitute a Grants Committee consisting of members from SAIA’s Board of Directors,
Research Committee (RC), Medical Advisory Panel and Staff. The Board, Staff, Medical Advisory
Panel, and RC are composed of researchers with demonstrated experience in executing surveys,
systematic reviews, and population-focused research relevant to the Gl space and SAIA’s
communities. The Grants Committee will also include research trained patient advocates.

The Grants Committee is responsible for:

¢ Reviewing all research requests submitted to SAIA

e Assessing alignment with SAIA’s mission/goals/vision, Gl and population focus, and
organizational capacity

o Defining the level of SAIA involvement

SAIA does not develop research proposals on behalf of external investigators. All submissions
must be well-defined and feasible at the time of review.

Transparency and Expectations
SAIA is a volunteer-driven organization with limited bandwidth. While committed to advancing

meaningful research to improve patient healthcare outcomes, SAIA must set clear boundaries to
ensure sustainability.


https://forms.gle/2wH2KT1kCH2hQsmQA
https://saibda.memberclicks.net/new-member-application%23/
https://saibda.memberclicks.net/new-member-application%23/

Submission of a research request does not guarantee approval or partnership. SAIA appreciates
the professionalism and understanding of all individuals and institutions seeking collaboration.

This policy will be reviewed periodically and updated as SAIA’s research capacity evolves.



