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Why This Guide Exists
Research often asks communities to participate without first asking whether the research 
process is accessible, safe, understandable or realistic.

Too often, low participation is framed as a community problem. But ACT 20'26 showed 
something different.

When research conversations were held in a trusted baby group, supported by practical 
resources, flexible facilitation and culturally aware engagement, families did engage. They 
asked questions. They shared experiences. They returned. They brought friends.

The issue is not that people do not care about research. The issue is that research is 
often not designed around people's lives.

How to Use This Guide
This guide is designed to help researchers improve how they involve communities in health 
and care research.

Use it to:

Design more inclusive recruitment and 
engagement plans

Prepare ethics applications that allow 
flexible, community-informed methods

Budget properly for participation

Work well with community partners

Reduce avoidable harm

Improve trust, access and 
representation in research

Create safer spaces for sharing lived 
experience

Especially relevant when research 
involves people who may have 
experienced:

Exclusion or racism

Poor healthcare experiences

Language barriers or poverty

Digital exclusion

Caring responsibilities

Limited trust in services
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"They are hard to 
recruit."

"They do not 
engage."

"They are difficult to 
reach."



About The Essential Baby Co CIC
The Essential Baby Co CIC is a community-rooted organisation working to reduce maternal, infant and 
family health inequalities through culturally inclusive education, co-produced resources and community-
led research engagement.

The CIC's work is powered by the haPPIE™ ecosystem:

haPPIE™ Research 
Group
A safe, inclusive community 
where lived experiences help 
shape maternity care and 
research opportunities.

haPPIE™ Academy
A learning and upskilling 
space where members 
create leaflets, training tools, 
mini-films and health literacy 
resources.

haPPIE™ Collaborators 
Network
A cross-sector network 
supporting health innovation 
with communities.

The organisation's approach centres compassion, equity, practical support, lived experience and 
trauma-aware engagement.

About ACT 20'26
ACT 20'26: Amplify, Connect, Thrive was delivered as a community baby group and research awareness 

space at the Mary Potter Family Centre in Nottingham.

The project created:

A trusted wellbeing space for families

A venue to share Essential Baby Pack items

A bridge between community, health and 
research

A route into ongoing involvement through 
haPPIE Membership

A foundation for researcher-facing resources 
and a future podcast

Across the first 10 weeks:

219
Adult attendances

437
Total attendances including children

20
Avg. Adults per session

Strong repeat attendance from South Asian and 
African families, fathers, migrant families and 
low-income families.
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What Builds Trust
Trust is not built through a poster, a consent form or one outreach visit. Trust is built when researchers 
recognise that many families are not starting from a neutral place — they may already carry experiences 
of being dismissed, stereotyped, over-surveilled, misunderstood or not believed in healthcare settings.

Acknowledge racialised experience
Recognise that racism and bias affect 
healthcare experiences. Avoid treating 
communities as one homogenous group.

Use culturally relevant language
Check understanding without shame. Allow 
people to self-describe identity and 
experience.

Work with trusted community 
partners
Recognise that faith, family, food, culture and 
community shape health decisions. Show up 
consistently.

Give something meaningful back
Protect confidentiality, adapt when the 
original plan is not working, and feed back 
what happened as a result of community 
input.

In ACT 20'26, trust grew because The Essential Baby Co CIC gave back regularly and honestly. 
Families could attend without pressure, ask questions privately, and shape the rhythm of the 
space.

A poster with diverse images is not inclusive research. Inclusive research changes the method, 
the budget, the language, the setting, the support and the power dynamic. Communities notice 
when research feels extractive.
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Before You Recruit: Research 
Readiness Checklist

Researchers should not begin recruitment until they have done the following:

Research Understanding

Explained what research is in plain 
language

Tested whether people understand the 
opportunity

Made clear that questionnaires, 
interviews and focus groups can all be 
research

Explained why participation matters and 
what will happen with input

Avoided technical language where plain 
language would work better

Access & Practical Needs

Budgeted for childcare, travel, food and 
participant time

Checked real local travel costs

Made participation possible for parents 
with babies or siblings

Chosen a venue that is free, trusted, 
accessible and familiar

Considered school holidays, prayer times, 
work patterns and feeding needs

Community Partnership

Involved trusted community partners 
before recruitment begins

Community partners helped shape the 
engagement method

Paid community partners fairly for time, 
networks and emotional labour

Listened if community partners say the 
planned method will not work

Recognised that community trust is 
skilled work

Phenotype, Bias & Racialised 
Experience

Considered how racial bias may have 
shaped previous healthcare experiences

Checked whether materials speak to the 
communities we want to involve

Avoided grouping all minoritised 
communities together

Allowed people to describe their own 
identity

Budgeted for culturally curious 
facilitation and translation

Planned how to respond if participants 
share experiences of racism or harm

Underrepresented families are asking researchers to recognise how phenotype, 
racism, culture, trust and access shape whether research feels safe, relevant and 
possible.
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Ethics, Flexibility and Inclusive 
Methods
Ethics applications should not lock researchers into methods that exclude the very people they 
say they want to involve.

Ethics applications should 
explain:

Why trusted community 
venues may be needed

Why verbal explanations may 
sit alongside written 
information sheets

Why flexible consent 
approaches may improve 
inclusion

Why interpreters or peer 
support may be needed

Why babies, children or siblings 
may need to be present

Why informal engagement 
may produce safer and more 
honest insight

Why community partners 
should help shape recruitment 
routes

Why psychological safety and 
aftercare are part of ethical 
design

A Note for Ethics Committees

Inclusive research sometimes requires 
flexible methods. Ethics committees and 
governance teams should support 
researchers to:

Use trusted community venues

Adapt recruitment methods based on 
community advice

Offer verbal explanations alongside 
written materials

Provide flexible consent options where 
appropriate

Include interpreters or peer supporters

Welcome babies and children where safe

Budget for practical and emotional 
support

Avoid over-rigid processes that exclude 
underrepresented groups

Ethical research is not only about 
controlling risk. It is also about 
reducing exclusion. A rigid process 
that prevents inclusive participation 
can unintentionally reproduce 
inequality.
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During and After Engagement

Before
Create a safe

welcoming space;
assess their needs
before your own.

After
Thank participants;
share findings. Use
your contacts, skills
or resources to help

overcome their
daily barriers.

During
Protect

confidentiality; offer
one-to-one options.

Be flexible.

Creating a Safer Space

Start with welcome, not paperwork

Allow informal conversation before formal 
questions

Explain the purpose clearly and calmly

Avoid putting people on the spot

Offer one-to-one conversation options

Make it clear that people can decline any 
question

Protect confidentiality, especially in group 
settings

Let parents attend with babies and 
children where possible

Adapt the session if the original format is 
not working

Ethical Follow-Up

Thank participants properly

Pay or reimburse quickly

Check whether anyone needs follow-up 
support

Explain what will happen next

Share how community insight has 
shaped the work

Keep community partners informed

Return findings in accessible formats

Avoid disappearing once recruitment is 
complete

Make feedback meaningful, not 
tokenistic

If a study does not budget for participation barriers, it is not designed for inclusive 
participation. Equity cannot be delivered on goodwill alone.
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Psychological Safety Is Research 
Safety
When research asks people to share healthcare experiences, discrimination, trauma, birth 
experiences, exclusion, poverty or service failure, psychological safety must be built into the 
research design.

Researchers must plan:

How distress will be recognised

Who will respond and what 
support will be offered 
immediately

What follow-up is available

How community partners will 
be supported

How participants can pause, 
stop or withdraw safely

How the research avoids 
retraumatising people

How disclosure will be handled 
in group settings

How confidentiality will be 
protected

How support will be offered 
without shame

Psychological Safety and Racialised 
Harm

For families with Black or brown skin, 
research participation may involve revisiting 
experiences of:

Being dismissed or not believed

Being stereotyped or treated differently 
because of skin colour, accent, faith or 
culture

Feeling unsafe in maternity, health or 
research settings

Being asked to share painful experiences 
without meaningful support

Being expected to explain racism to 
people who have not prepared to hear it

Research that asks about harm 
must not create more harm. 
Researchers should not ask people 
to disclose racialised harm unless 
they have planned how to hold that 
conversation safely.

Psychological safety is not someone else's job. If researchers ask people to share painful 
experiences, they must take responsibility for the conditions in which those experiences are 
shared.
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What Researchers Need to Remember
Families facing access barriers are often managing multiple, intersecting challenges simultaneously.

Working With Community Partners
CORE PRINCIPLE

Community partners are not recruitment shortcuts. They are engagement experts. Community 
organisations often hold trust that has been built over years.

Involve Early
Involve community partners before study 
design is finalised. Allow them to shape 
recruitment and engagement methods.

Pay Properly
Respect their knowledge of timing, 
language, culture and local dynamics. 
Recognise emotional labour and pay fairly.

Listen and Adapt
Listen when they identify risks. Avoid using 
their networks without accountability.

Share Back
Share findings back with them. Recognise 
their role in safeguarding trust. Avoid 
parachuting in and leaving once 
recruitment is complete.

Researchers would not ask an untrained person to do specialist clinical or academic work. 
Community engagement should be treated with the same respect. Trust is skilled work.
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Do / Don't Guide for Researchers

✓ Do X Don't

Use plain language Use technical language in posters and expect people to 
understand

Explain what research is Assume people already know

Name racism, bias and racialised experience 
where relevant

Hide behind vague diversity language

Use trusted community spaces Expect people to travel to unfamiliar institutions

Budget for childcare, travel and food Assume these are already covered

Work with community leaders early Treat community partners as mailing lists

Offer flexible ways to engage Assume one focus group format fits everyone

Build trust before asking for disclosure Start with sensitive questions too quickly

Plan emotional support Treat psychological safety as someone else's role

Let people self-describe identity Force people into fixed categories without thought

Adapt methods when communities tell you they 
are not working

Treat the ethics application as a reason to keep inaccessible 
methods

Feed back what changed Disappear once data is collected

Inclusive Research Engagement Checklist

Before Engagement

Community partner involved from the start
Plain language materials tested
Ethics application includes flexibility for inclusive 
methods
Budget includes childcare, travel, food and 
participant time

Venue is trusted, accessible and family-friendly
Emotional support pathway agreed
Recruitment materials explain what research is
Timing works for participants, not only researchers
Phenotype, racism, culture and access have been 
considered
Community partner time is properly paid

During Engagement

Welcome comes before paperwork
Consent is explained clearly and opt-out is repeated
Children and caring responsibilities are considered
One-to-one options are available
Confidentiality is protected
Support is available if distress arises
Participants are not pressured to share trauma 
publicly

After Engagement

Participants thanked and payments made quickly
Follow-up support offered
Findings shared accessibly
Researchers explain what changed because of 
participation
Relationships are maintained beyond recruitment
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haPPIE™ Research Group Closing 
Message

Inclusive research engagement is not about persuading communities to fit into research 
systems. It is about redesigning research so people can participate safely, practically and 
meaningfully.

What underrpesented families are 
asking for:

They are not asking researchers to make 
assumptions about them.

They are asking researchers to recognise 
how phenotype, racism, culture, trust and 
access shape whether research feels safe, 
relevant and possible.

The Foundation of Ethical Research

Trust is not a recruitment tactic.

It is the foundation of ethical research.

When research is designed around people's 
lives, with proper resources, genuine 
partnership, cultural awareness and 
psychological safety; communities do not 
need to be persuaded to participate.

They are already there.

Trust First

Build relationships before asking for 
participation

Design Inclusively

Remove barriers through method, budget 
and language

Share Power

Communities are co-design partners, not 
data sources

Give Back

Feed back findings and maintain 
relationships beyond recruitment

Developed by The Essential Baby Co CIC · Informed by ACT 20'26: Amplify, Connect, Thrive
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