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1. Introduction

This guidance supports health and social care
researchers to include people who require bilingual
support to understand and express themselves
fully in English.

Inclusive research:

* improves the relevance and quality of findings

* reduces health inequalities

* is increasingly required by funders such as
NIHR, UKRI, and Wellcome

In Sussex, approximately 4% of residents have a first
or preferred language other than English, with
higher levels of linguistic diversity in urban centres;
Crawley, Brighton & Hove, Hastings and the West
Sussex coastal towns.

Language needs are often not adequately considered
in research design, leading to the exclusion of
important perspectives, gaps in evidence and
ultimately services and interventions that do not

fully meet the needs of diverse communities,
reinforcing existing health inequalities.

This toolkit was developed through a collaborative,
co-production approach using a series of iterative
workshops. Contributors included researchers from
academic, clinical and applied disciplines, alongside
Bilingual Community Researchers and VCSE
organisations. Their real-world insights into
challenges and effective practice, combined with

a supporting literature review, have informed

the structure and content of this guidance.

Quotes used throughout are drawn directly from

the workshops, and bilingual community research
undertaken by Sussex Interpreting Services, which
reflect the professional and lived experience of those
involved in research and community engagement.

VCSE Community Engagement

Manager ! '

Academic Researcher

Arabic Speaking
Research Participant
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2. Key principles for including people

with language needs

Plan early

* Language support must be considered from
the design stage, not added later.

Budget for inclusion

* Inclusive research requires time, funding, and
specialist input

Consider the full participant journey

* Ensure communication is supported at every
stage, not just during data collection.

Work with communities

* Inclusive research is not just about translating
documents; it requires relationships, trust,
and engagement.

Language is only one barrier

» Culture, knowledge, information, power and
trauma can also form barriers to participation.

Use a combination of approaches

* Most studies will require a mix of translation,
interpreting and other bilingual support.

Build trust and explain purpose clearly

» People are more likely to participate if they
understand why the research matters and how
it may benefit them or their community.

Use accessible communication

* Written translation alone is often not
enough; consider video, audio, or face-to-face
explanation.

Take an asset-based approach

* Do not assume lower English proficiency
reflects lower capability or potential.

* Respect lived experience and community
expertise.

Bilingual Community
Researcher

Clinical Researcher
(maternity)

Bilingual Community

Researcher




3. Understanding who to involve

Before designing your study, identify which language communities are relevant.

Key considerations

* Does your study focus on a specific condition, age group, location?
* Which languages are most commonly spoken within that group locally?
* Are there different dialects, literacy or cultural considerations?

Understand how communities engage

* Where do people meet?
* Which digital platforms do they use (e.g. WhatsApp, Telegram, Facebook)?
* What communication formats work best?

Engage early with:

* local VCSE organisations

* community groups and leaders
* places of worship

» existing local networks

Consider wider barriers in addition to language

» trust and past experiences

» cultural expectations

* stigma around topics

» digital access and skills

* health literacy

* socio-economic factors and financial stability

NIHR Research Network Lead




4. The Research Cycle

Inclusive practice should be considered at every stage of the research lifecycle.

Identifying &
Prioritising
Use local data

and community
insight

Designhing &
Planning
Include language

support from the
outset

Evaluation &
Feedback

Assess how well

language needs
were met

Research
Cycle

Recruitment
& Engagement
use trusted networks
and communicate
in preferred

languages

Dissemination
Share findings
in accessible

formats

Data
Collection
Use culturally
appropriate methods
and comprehensive
language support




4.1. Identifying & Prioritising

ldentify and prioritise language groups early using local data and community insight.
Key questions

* Who is most affected by this issue?

* Which language groups are under-represented?

* Which languages are most commonly spoken locally?

* What additional barriers might these groups face in participating?

Key actions

Identify relevant language communities

* Review local data (e.g. interpreting data, community insight)

* Consult national datasets where needed (e.g. census data)

* Engage early with VCSE organisations or community representatives

Good practice

* Use multiple data sources to inform decisions
* Prioritise languages based on demonstrated need and likely engagement
* Validate assumptions with community insight before committing resources

Sources of language data

* Interpreting and translation service data
» GP practice patient language records

* Local authority reports (e.g. JSSNAS,
EDI profiles)

* Public health team data and needs
assessments

» School census / English as an Additional
Language (EAL) data

* VCSE organisations and community groups

* UK Census (ONS) language and English
proficiency data

* ONS population and migration datasets

* Previous research studies and local
insight reports

8
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4.2. Desighing & Planning

Plan language support from the outset to ensure feasible, consistent and
inclusive research.

Key questions

* How will participants take part, and what language support is required?
* What ethical or methodological constraints need to be addressed?
* What resources (time, budget, staffing) are required for inclusion?

Key actions

* Build inclusion into study design and funding application from the outset

* Decide on appropriate language support methods

» Consult with community representatives or bilingual researchers

» Cost all potential language support; (translation, interpreting, community
researchers, accessible formats, transcription software)

* Ensure enough time is built in for language support

Good practice

* Finalise English materials before translation

« Allow sufficient time for quality assurance such as proofreading, back
translation, interview transcription

« Build flexibility into timelines and budgets




4.2. Desighing & Planning

CASE STUDY

Plan for inclusion from
the outset

Scenario

APrimary care research team was designing a
Study to evaluate a'diabetes.intervention across
several GP practices.

What the researchers did
Doctoral Researcher

* used local interpreting data to identify key (diabetes)
language groups

* puilt in bilingual support for community outreach
to explain the study and gauge interest ’!

* translated Patient Information Leaflet, consent Y
forms and outcome measures only in languages
with expressed interest

* made contingencies in timelines and budget for
translation and interpreting as needed

Key learning

Including people with language needs requires
early methodological planning, not just
additional resources.

CASE STUDY

Inclusion introduced too late
in the research process yy

Project manager
(global health research)

Scenario

A multi-site NHS study began recruitinent without
planning for participants with langlage neeads.
Laguage support was introduced Iater In response
to low diversity.

What happened
* inconsistent use of translation‘andinterpreting
across sites
* variation in participantexperience
« difficulties comparing data across groups

Key learning Clinical (/ig%%%rrgh Nurse

Early, structured planning of language support is
critical to maintain rigour and data consistency.




4.3. Recruitment & Engagement

Actively engage communities using trusted networks and communicate in
preferred languages.

Key questions

* How will people hear about the research?

* Is information accessible in their preferred language and format?
* Do participants trust the organisation or messenger?

» Can participants easily respond or sign up?

Key actions

* Develop recruitment strategies using trusted community networks
* Provide information in appropriate languages and formats
* Ensure clear, accessible routes for expressing interest or signing up

Good practice

* Work through VCSE organisations and community leaders

* Use a mix of formats (written, audio, video, face-to-face)

* Ensure instructions and processes are fully accessible (not just materials)
* Support participants throughout the recruitment process
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4.3. Recruitment & Engagement

CASE STUDY

Recruitment through trusted
community networks

Scenario

A study working with migrant communities in
Sussex partnered with bilingual community
researchers (BCRs) linked to & local VCSE
organisation.

What the bilingual community researchers did
Research Lead

»-used their community knowledge to display/ (digital inclusion)
distribute translated posters in shops, restaurants
and places of worship frequented by the target '!
community, and on commonly used social =
media platforms

* visited community groups and explained the
study in participants’ preferred language

* directly supported registration and ensured
consent was understood

Key learning

Working through trusted community relationships
is often more effective than standard
recruitment methods.

CAS E STU DY PPIE Specialist

(children & families)
]'ranslation al_ope d_id not
increase participation . | B

Scenario

A research team translated a healthi survey into
several languages and made it avallable online

What happened

* very low response rates from target communities
* instructions and surroundifng content remained
in English
* completing the surveyreguired printing out
and then posting thefsurvey
* No promotion through community organisations

Key learning
Translation alone is rarelygsufficient. Recruitment B”’”%‘Lfs’eg‘,’g,’,'g"”’ty

requires accessible’communication, active
engagement, and trusted routes into communities.




4.4. Data Collection

Use culturally appropriate methods and comprehensive language support to enable
meaningful participation.

Key questions

* What type of language support do participants need?

* Are materials and methods accessible for different literacy levels?

* Are researchers equipped to work effectively with interpreters or Bilingual
Community Researchers?

* Have researchers understood and considered additional culture, digital,
socio-economic barriers?

Key actions

» Select appropriate data collection methods (e.g. translated surveys,
interpreted interviews)

* Plan for validation of translated materials and first language transcripts

* Ensure accessibility of format, setting and participation requirements

Good practice

* Brief interpreters and develop shared terminology

« Allow additional time for interpreted sessions

* Match approach to participant preference and context

* Ensure consistency in translation and data collection processes
across participants




4.4 Data Collection

CASE STUDY

Structuredinterpreting supported
rigorous data/collection

Scenario

A clinical study included participants with
language needs in structured interviews

assessing patient experience. : _
Spanish Speaking

What the reseal‘CherS did Research Participant
*‘used professional interpreters for interviews

* briefed interpreters in advance and developed
a shared glossary ’!

» extended interview times and trained researchers
in working with interpreters

What happened

» consistent data collection across participants

* improved quality and comparability of responses
Key learning

Interpreting can be integrated into research in a way
that maintains rigour, consistency, and inclusion.

CASE STUDY

Inconsistent translation can (children & families)
compromise data validity gy

Scenario
* survey gquestions were translatedwithout clear
instructions albout concepts

* NoO verification methods suchfas proofreading
or back translation were used

What happened
* surveys were translated differenth across
language groups
* no standardised wording or approach
 data became difficult t6 €¢Ompare across
language groups
Key learning

Unstructured translationintroduces
measurement bias

Bengali Speaking
Research Participant




4.5 Dissemination

Share findings in accessible ways to build trust and support future engagement.
Key questions

* How will findings be shared with participants and communities?

* What formats and channels are most appropriate?

* How can dissemination support trust and future engagement?
Key actions

« Develop accessible outputs e.g. translated summaries, audio/video, community
presentations, posters and zines

» Tailor level of detail and format to audience needs
* Share findings through appropriate community channels
Good practice
* Involve participants or community representatives in dissemination
» Use clear, visual, and concise formats where possible
* Ensure outputs are accessible and culturally appropriate
* Use dissemination to build ongoing relationships

CASE STUDY ' Community-led dissemination

Scenario

A study bullt in timesforparticipants to create outcome summaries for
their communities

What happened

» Participants met to discuss the key outcomes for them from the study.

» They designed posters to present the findings

* The researchers produced English and community language versions

» [he results were shared in community groups and venue

* [here was increased understanding and a commitment to future engagement

Key learning
Accessible dissemination builds trust and long-term participation.

Research Fellow at Chinese Speaking
the University of Sussex Research Participant




4.6 Evaluation & Feedback

Assess how well language needs were met to improve future inclusion.
Key questions

« Who took part, who did not -and why?
* How accessible and inclusive was the research process?
* What can be improved for future studies?
Key actions
» Collect feedback from participants on their experience; particularly accessibility
and communication
* Monitor engagement and participation across different groups
* Review effectiveness of language support approaches

Good practice

» Build feedback collection into the study design

* Be transparent about outcomes and limitations

« Communicate clearly about timelines and next steps

* Use learning to inform future research and engagement

L& Research

(sussexinte rpretingservices Engagement

Network
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5. Choosing the Right Approach

5.1.

Translation

“The accurate written transmission of meaning from one
language to another, which is easily understood by the reader”

When to use

* When participants need to read or complete written materials in their preferred

language e.g. consent forms, participant information leaflets, surveys,
recruitment materials, outcome summaries

When consistent wording is required across participants

Key considerations

Use professional translators working into their primary language
Use plain, accessible English

Consider dialect, cultural differences and local context

Plan for quality assurance, such as proofreading or back-translation

Consider literacy levels and whether alternative formats (audio, video,
visual) are needed

Always finalise English materials before translation where possible

Good practice

Provide translators with clear context, purpose, format and audience

Build terminology glossaries to ensure consistency across materials
and over time

Allow time for queries and clarification from translators
Use community validation to strengthen accuracy and usability
Ensure final proofreading after formatting or design changes

Common pitfalls

Translating into multiple languages without
understanding actual need

Translating materials but not recruitment
information or instructions

Assuming translated surveys will be completed
without additional support

Using Al or automated translation without
quality checking

Translating draft materials leading to
inconsistency and errors

Over-relying on written translation where
literacy or engagement is a barrier

Bilingual Community
For a translation quote contact: Researcher

projects@sussexinterpreting.org.uk !!
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5.2 Interpreting

“The accurate oral transmission of meaning from one language
to another, which is easily understood by the listener”

When to use

When participation involves spoken communication e.g. interviews,
focus groups, consultations

When participants prefer or need to speak in their own language
When topics are complex, sensitive or require detailed responses

Key considerations

Use professional interpreters, not family or friends
Match language, dialect, and cultural background

Choose the most appropriate mode and model of interpreting e.g. consecutive,
summary or simultaneous, face to face, video or telephone

Allow additional time (typically double) for interpreted sessions
Plan for appropriate environment, confidentiality and minimal interruptions

Brief interpreters in a pre-session on purpose and context of the session,
terminology and concepts, and discuss any potential sensitivities or risks

Ensure researchers understand the interpreter’s role as an accurate, impartial,
confidential communication tool

Good practice

Common pitfalls

* Underestimating the time and coordination

For an interpreting quote contact:

Speak directly to the participant, not the interpreter
Use short, clear sentences, with pauses for interpreting
Avoid jargon, abbreviations and complex language
Allow interpreters to intervene or clarify where needed
Check understanding regularly throughout the session

Recognise the cognitive and emotional demands
on interpreters and provide breaks

Using family members, friends or informal
interpreters

Assuming the interpreter will lead or manage
the interaction

Ignoring cultural or interpersonal preferences
e.g. gender, age, religion, political context

required for interpreted sessions

. . . Social Science Researcher
projects@sussexinterpreting.org.uk (family research)

17



5.3 Bilingual Community Researchers (BCRs)

“An individual with lived experience of the target demographic
who acts as a crucial link between traditional researchers and
underrepresented or marginalised communities ”’

When to use

When trust, engagement and access are key challenges
When working with communities less familiar with research
When participants face language, literacy, culture and/or confidence barriers

Key considerations

BCRs combine language skills, cultural and community insight with
lived experience

They can support throughout the research cycle

Provide clear roles, objectives and expectations, including how findings
will be used

Plan for training, safeguarding and ongoing support

Consider practical and accessibility needs e.g. time, travel, digital
access, payment

Plan for transcription, translation and analysis of multilingual data
Ensure appropriate governance, ethics and confidentiality processes

Good practice

Common pitfalls

For a BCR quote contact:
projects@sussexinterpreting.org.uk

Involve BCRs early in design and planning
Work with BCRs to shape research questions, materials and
recruitment approaches
Use BCRs to:

* recruit through trusted networks

* explain research and consent clearly

* support or conduct data collection
Provide training, mentoring and regular check-ins
Provide debrief and emotional support,
particularly for sensitive topics
Combine BCRs with translation and/or
interpreting where appropriate

Unclear roles, expectations or lack of training \
Assuming language skills alone are sufficient
Insufficient support, supervision or safeguarding
Over-reliance on BCRs without other
approaches

Poor planning for multilingual data handling
and analysis

Using BCRs in highly standardised designs
without adaptation

18



6. Further Support

Language service providers (such as Sussex Interpreting Services) can support:

* identifying relevant language communities
* advising on engagement approaches
* providing interpreting and translation
* supporting recruitment and dissemination

Engaging specialist support early will
improve both quality and inclusivity.

| s www.sussexinterpreting.org.uk
S's 01273 978702 (Option 2)

sussexinterpretingservices  Projects@sussexinterpreting.org.uk
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