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Research in practice

Addressing the language barriers to
inclusion in paediatric emergency

medicine research
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INTRODUCTION

There are many challenges to ensuring
good representation within a research
study, one such challenge is spoken
language.' In countries where the primary
spoken language is English, such as the
UK, it has been observed that people who
require translation services are frequently
excluded from participating in research
studies.”™

The implications of language-based
exclusion in research are that essential data
could be missed; including how different
groups of people present clinically in rela-
tion to disease, or differences in respon-
sivity to treatments.®” Exclusion based on
language ability has the potential to lead
to greater disparities in health outcomes,
as well as limiting the generalisability of
the study outcomes.’ In addition, children
from households that express limited
comfort with communication in English
are more likely to experience higher
communication-related adverse events,
medical errors and mortality.'*"2

Paediatric emergency departments are
ideal environments from which to recruit
people for health research. They facili-
tate recruitment at first presentation as
well as the recruitment of people who are
not ultimately admitted or who may not
require follow-up within the hospital."
They act as the interface between primary
and secondary care, and are a vital safety
net.'"* Emergency departments are poten-
tially the area where there is the most
diversity in a single healthcare setting
regarding demographics of people and the
conditions and severity they may present
with."?

Research practices regarding language
inclusivity in paediatric emergency medi-
cine (PEM) research are not well docu-
mented. Moreover, there is limited data
regarding exclusion from research based

on language ability in general medical
literature in the UK. Here, we explore
current research to identify practices
around language inclusivity in research,
and what challenges researchers face
including people requiring translation
services.

EVIDENCE OF PROBLEM

English language skill has been shown
to be a valid indicator of health status in
the UK."” The UK 2011 census revealed
that only 65% of people who were not
proficient in the English language were in
good health, compared with nearly 88%
with English as their main language.'® '’
The areas in the UK where the disease
burden is the greatest also have the lowest
participation rates in research, with
language barriers being cited as one of
the three primary reasons for the under-
representation observed.'®

Most research investigating language-
based exclusion in clinical research is
based in the USA, and in the adult popu-
lation. Reviews of articles in major US
journals and study protocols from the
last four decades show that language
ability was a common reason for exclu-
sion and that there is a potential rise in
the trend of exclusionary practice based
on language.”™ One review that included
UK studies found that 849% of articles did
not discuss language issues at all.’

UK data are limited, and no studies or
reviews have been found that explore
language-based exclusion in PEM research.
A review from the USA of >5000 paedi-
atric research articles published between
2012 and 2021 found that only 9% of
studies included people who required
translation services.'”

Language-based exclusion contributes
to the lack of diversity in participant
population and for PEM, this risks an
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Table 1 Brislin's back translation model

Step 1 Forward translation: a translation of the document from the
language it was originally written into the new language of
choice.

Step 2 Backward translation: a second translator, without having
seen the document in its original language, independently
translates the document from the new language of choice
back to the original language.

Step3  To measure accuracy the back-translated document is
checked against the original document.

Step4  Any questionable items or errors in the back-translated
version are identified. A different translator then
independently translates these sections.

Step5 The process repeated until the back-translated document is

shown to represent the original document accurately.

evidence base which does not account for the disease
burden according to background and heritage, as well
as potentially fails to include an at-risk and vulnerable
group of children.' '*1”

WHAT ARE THE BARRIERS

Paediatric emergency departments have unique chal-
lenges surrounding seeking consent for clinical research
in situations that can be sensitive and time limited.*’
Even when it is possible to be language inclusive, it
may be difficult to accommodate all languages due to
the unpredictable nature of emergency departments.
Moreover, there is evidence to suggest that in PEM,
interpreters for clinical purposes are used less as the
department becomes busier, this may also impact clin-
ical research.”’

Ensuring quality of translation could be another
barrier as interpretation and translation are not statu-
torily regulated and there are no universal standards
that have to be followed, meaning that quality control
across services may vary and translation agencies do
not have to provide someone qualified. This contrasts
with the clear standards that exist within research for
data collection, analysis and interpretation.”** It is

the responsibility of individual researchers to assess
the quality of the service they intend to use.” This
could potentially be a time consuming and daunting
task and may be difficult to complete depending on the
resources available.

Even where resources are available and rigorous
processes have been followed, studies have shown
that the way in which a word or phrase is translated
according to a regional and cultural variations can
significantly alter the study’s findings.** *® Translators
need to consider the participants’ country of origin and
the context of the phrase within regional variations.

The potential increase in cost that interpretation
and translation may add to a research study could
be prohibitive.”” The cost of obtaining culturally and
linguistically accurate translations, in time, money and
resources, may not be justifiable depending on factors
such as how often the service is likely to be used.

POTENTIAL SOLUTIONS

To facilitate further exploration and learning around
language inclusion, researchers should be encouraged
to discuss linguistic diversity of the research popu-
lation, how translation occurred and any barriers to
inclusion. This would highlight any potential biases
in the interpretation of the research findings, as well
as helping to identify barriers and facilitators to being
language inclusive on a larger scale.

To ensure that time, money and resources are
allocated appropriately, language needs in clinical
research should be considered during the planning
stage by both investigators and funding agencies.”
This includes a language and literacy assessment of
the study population, enabling researchers to deter-
mine demand, which would then inform a more
precise cost-benefit valuation for the use of transla-
tion services within the study.” ** The National Insti-
tute for Health and Care Research (NIHR) advises
that the percentage of the target population that relies

Table 2 Core problems and potential solutions to address the language barriers to inclusion in paediatric emergency medicine

research
Problems Solutions
Written Unpredictable nature of paediatric emergency departments Consider language needs at the planning stage with adequate Patient
translation  makes it difficult to accommodate for all potential languages. and Public Involvement (PPI) representation.
Time required to produce translated documents which have  Language and linguistic assessment of study population. Use of
conceptual equivalence. research tools such as INCUDE and HIAT to assist planning.
Ensuring conceptual equivalence of written translation. Use of frameworks such as Brislin's back translation model.
Verbal Timely access to qualified translators in an emergency setting. Opportunity for bilingual staff members to train in research consent.
translation Cautious consideration of the use of family members, ensuring NIHR
guidance is followed.
Both No universal standards for ensuring quality control across Clear universal standards for translators used in clinical research.

translation services.
Regional or cultural variations within a language.
Cost of translation services.

NIHR, National Institute for Health and Care Research.

Co-production of work with community representation.
Use of research tools such as those provided by NIHR, at the study
conceptualisation phase.
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on interpreters should be reflected in the proportion
of people who do not speak English included in the
study.?

National funding bodies in the UK have devel-
oped guidelines and frameworks aimed at improving
inclusion in clinical research.' * Frameworks such as
INCLUDE and HIAT provide tools to guide improved
inclusion of underserved communities and reduce
health inequalities in research.' ** The NIHR has also
produced a two-part guide on how to conduct research
involving interpreters and translators, and how to
calculate the associated cost.” !

For ethical approval, the Health Research Authority
(HRA) offers guidance on their integrated Research
Application System for approvals and permissions. This
outlines requirements for applications where transla-
tion services are to be used in a study.** Proposals for
translation will be considered by the Ethics Committee
as part of the application process.’* Email correspon-
dence with the HRA confirmed that translated versions
of documents do not need to be submitted with the
applications, and for ongoing studies, amendments can
be submitted detailing what provisions are in place for
the use of translation services.

Where written translation is required, methods
such as Brislin’s back translation model are advised
to ensure equivalency between the original and trans-
lated text (table 1)."® 2* 33 3* Where possible, inter-
preters should have awareness of regional and cultural
differences.” 2° 3 Having an accepted standard or
qualification for research translators would hold trans-
lation agencies accountable to a minimal standard and
reduce the workload for researchers. Table 2 (table 2)
summarises the core problems and potential solutions
in language inclusivity research.

When researchers do not have access to translation
services, more readily available and free services such
as Google Translate are advised against due to the
high risk of errors and lack of confidentiality regula-
tions.’® *” The Department of Health and Social Care
advises against the use of family members for trans-
lation for clinical care.’” ** Given the unpredictable
nature of emergency departments, family members are
often more immediately available and may be helpful in
providing cultural context for translation for research
participation in an emergency setting. However, a
balanced consideration is vital, and the NIHR cautions
that if family members are used, then the integrity of
the translated response need to be considered, as well
as ensuring that private and confidential information
is protected.'® Bilingual healthcare providers can be
useful in translating for patients in emergency clinical
situations.”” While professional standards of clinical
care may make this more acceptable than using family
members, they would still need appropriate training in
research consent.

Research in practice

CONCLUSION

This review has highlighted some of the challenges to
including people requiring translation services in PEM
research, as well as identifying potential solutions
and guidance which currently exist but may not be
common knowledge.

The existing guidance and resources are helpful and
provide a foundation on which to build on. However,
more evidence needs to be gathered to help shape
best practice and develop strategies, frameworks and
resources that are accessible to all and sustainable.
This needs to be context specific, acknowledging that
certain environments, such as the emergency depart-
ment, are more difficult to plan for given their unpre-
dictable nature and may require more innovative
solutions.
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