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ABSTRACT

The exclusion of people with limited or no English
language skill from health research occurs often, due to
logistical and financial constraints. Exclusion limits the
generalisation of study outcomes especially in culturally
and linguistically diverse populations. This includes falls
research for community-dwelling older people. Reduced
vision has been reported in the literature to be a significant
independent risk factor for falls in this population.
Excluding non-English speaking people from health research
also impacts on eye research. The aims of this review are
to increase the awareness of the issues arising from the
exclusion of non-English speaking older people from health
research and to encourage researchers to include this

vulnerable population in health research. English language
skill is a valid indicator of health status and older people
with limited English language skill have significantly poorer
self-reported health status than those who speak English
only. Despite this, guidelines governing inclusion of this
population in health research are inconsistent. Resources
and advocacy of inclusion will ensure ongoing equity
of access to health care services for this population.
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INTRODUCTION

eople with limited or no English language skill

are often excluded from health research.'

This includes research into falls for community-

dwelling older people.®® Falls are a major health
concern and the main reason for trauma-related hospital
admission in people aged 65 years and older.®?° Reduced
vision has been reported in the literature to be a significant
independent risk factor for falls in this population.!” When
this minority group are included in health research and falls
research for example, but the research variable of English
language skill is not reported,'*'” their outcomes remain
unknown. Excluding non-English speaking people from
health research is an area of interest and clinical relevance
as it also impacts on eye research. The exclusion of this
population from health research limits the generalisation
of study outcomes especially in culturally and linguistically
diverse populations. The aims of this narrative review
are firstly to increase the awareness of the issues arising
from the exclusion of non-English speaking older people
from health research, both qualitative and quantitative,
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including falls research in community-dwelling older
people. Secondly, this review aims to target researchers
and encourage inclusion of non-English speaking people in
health research.

DISCUSSION

The Australian guidelines by which human research
is regulated, advocate equity of access and recognise
the cultural diversity of Australia’s population.’® These
guidelines include the wvalues and principles of ethical
conduct, and the ethical consideration of risk, benefit,
consent, research methods, recruitment of participants
and accountability.’® The Department of Immigration and
Border Protection’® reported on this diversity, based on the
statistics from the 2011 Australian Census. Twenty-seven
percent of Australians aged 65 years and over, who spoke a
language other than English, reported that they either did
ot speak English well or did not speak English at all. This
particular statistic was not included in the 2016 Australian
census. In other countries like the United States for example,
the United States National Institutes of Health (NIH)?® also
have guidelines in place to ensure that minority groups such
as those with limited English proficiency are adequately
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represented in clinical research. These guidelines suggest
that minority groups must be included in all NIH-funded
clinical research, unless inclusion is inappropriate due to
the health of the participant or the purpose of the research.?®
Despite these guidelines, exclusion of people with limited
or no English language skills has not declined, but in some
cases has increased.”!

Exclusion of non-English speaking people from health
research

The reasons for exclusion of people with limited or no English
language skill in health research include logistical and
financial constraints.’ Glickman et al' reported that clinical
researchers are not always encouraged by their governing
body to include people with limited English proficiency.
The authors reported on the differences in American
Institutional Review Board (IRB) policies, regarding the
consent process of people with limited English proficiency
in clinical research projects. The sample was limited to
academic IRBs and restricted to policies posted on the
Internet. The consent requirements for all clinical research
of the IRB of 134 American academic health centres were
reviewed and the authors found eight statements that
could discourage investigators from including people with
limited English proficiency. For example, one IRB cautioned
the researchers to carefully consider the ethical and legal
implications (obtaining informed consent) of recruiting
subjects with limited English proficiency, whilst another
IRB warned investigators to carefully consider whether,
even with a trained interpreter, a legal informed consent
can be obtained. Equally, there were eight statements that
encouraged investigators to include people with limited
English proficiency, for example, that care must be taken
to not exclude non-English speakers and another statement
reminded investigators that non-English speakers must not
be excluded unless there is an ethical or scientific reason
agreed on by the IRB. It is encouraging that inclusion is
supported but there needs to be a consistency which is
not always seen. A consistent approach will ensure equity
of access to health research for this minority group.

Frayne et al® also reported on the exclusion of non-
English speaking people from health research. Unlike in
Glickman et al' the investigators in this review were not
discouraged from including non-English speaking people.
The main reason for exclusion was oversight. To determine
how often non-English speaking people are excluded from
medical research, Frayne et al® surveyed the authors of
publications on provider-patient relations about their
exclusion criteria. In this study, ‘provider-patient relations’
referstoactivitiessuch aspatienteducation, healtheducation,
or patient satisfaction. Of the 172 authors surveyed, sixty-
eight (40%) excluded non-English speaking people. The most
common reason for exclusion was not having considered it

(51%). The authors who did consider inclusion but decided
to exclude non-English speaking people did so for a variety
of reasons; 58% due to the absence of study instruments
in languages other than English, 55% due to having to
translate responses into English, 45% due to the expense
of translating the study material and 45% due to problems
recruiting bilingual staff. These percentages show that a
large number of researchers understand the importance of
including people who do not speak English. What is needed
are resources targeted at these specific barriers to support
researchers to include people who do not speak English.

Data quality concerns may also lead to the exclusion
of non-English speaking people from health research.
Ngo-Metzger et al®® reported on data quality in health
research by reviewing response rate and missing data.
The authors compared response rates and missing data of
telephone and mail surveys among Asian Americans with
limited English proficiency. The authors concluded that
their data quality was comparable to studies which had
been conducted with English speaking subjects. This study
is also an example of successfully including people who
do not speak English in research using resources such as
bilingual staff. In this particular study, 479 patients (mean
age 44 years) were surveyed about quality of medical care.
Eighty-three percent of the subjects did not speak English
or did not speak English well. The survey contained 78
items and was delivered via two modes: a self-administered
mail survey with telephone reminder and a telephone
survey. Both survey modes were in the participant’s native
language, Cantonese, Mandarin or Vietnamese. An overall
response rate of 67% (322 of 479) was achieved. There
was a higher response rate to the telephone survey (75%
of 240) compared with the mail survey (59% of 239) and
the missing data was minimal with respondents completing
over 90% of the survey questions. The conclusion made by
Ngo-Metzger et al,®® that their data quality is comparable
with studies conducted with English speaking subjects
is consistent with the findings of authors Sullivan et al®®
and Kerr et al,®* who surveyed English speaking people
about their health outcomes. Sullivan et al®® surveyed
983 English speaking people with diabetes (mean age 60
years) on their health outcomes and reported an overall
response rate of 70.9% (697 of 983) and a completion
rate of over 84%. This particular survey was delivered via
three modes; mail, handed out, and face to face interview.
The overall response rates for Sullivan et al® and
Ngo-Metzger et al®* were similar as were the completion
rates. More recently, Kerr et al** conducted a single mode,
mail survey with 5,110 English speaking patients (mean
age 72 vyears) on their satisfaction with hypotensive
eye drops. The response rate was 50% (2,541 of 5,110)
and the completion rate was over 99%. Once again, the
completion rate reported by Ngo-Metzger et al® is similar
to that achieved by Kerr et al,?* and the response rate of
59% achieved by Ngo-Metzger et al** from the group
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who received the survey via mail, compares with the
response rate that Kerr et al** received for their survey
which was also delivered via mail (50%). As response rates
and missing data have been shown to be similar despite
English language skill, the evidence does not support
concerns about the data quality of subjects with limited
English-language proficiency in health research.

Exclusion of non-English speaking older people from falls
research

In Australian research studies concerning falls for
community-dwelling older people, it is common for non-
English speaking people to be excluded.®® Falls are a major
health issue for older people aged 65 years and over and are
caused by the complex interaction between multiple risk
factors.?*%® Examples of such risk factors for falls include
poor vision, impaired cognition, impaired balance, previous
falls, the use of more than four medications and use of
psychoactive medications, that is medications used for
treating depression or anxiety.?® A fall can be defined as ‘an
unexpected event in which the participant comes to rest on
the ground, floor orlower level’.’ Around 43% of older people
living in the community (ie living at home or independently
in a retirement village) have one or more falls each year
(43.5%,'%43.6%,%7 43.2%°), with the fall rate increasing with
age,'7?8 along with the rate of fall-related injuries requiring
emergency medical attention and hospital admission.?*°

The common barriers to inclusion of non-English
speaking older people from falls research are once
again operational and financial, for example, a lack of
validated assessments available (neuropsychological,
anxiety and depression) in languages other than English,
questionnaires and falls calendars which are only
available in English, physical assessments which require
comprehension of oral instructions to ensure reliability
and an absence of funding for language interpreters (A
Tiedemann, February 8, 2012, personal communication;
S Lord, February 9, 2012, personal communication). The
barriers to inclusion of non-English speaking older people
experienced by researchers over a decade ago® are the
same today (A Tiedemann, February 8, 2012, personal
communication; S Lord, February 9, 2012, personal
communication). This is surprising considering the focus
on positive health outcomes for our diverse community.?'-%

English language skill, self-reported poor health and falls

English language skill is a useful variable for health
research and a valid indicator of health status.?-®
Older people with limited English language skill have
significantly poorer self-reported health status than
those who speak English only.*>*%¢ As self-reported poor
health is a falls risk factor for community-dwelling older

people,?” then faller status for non-English speaking older
people may differ from English speaking older people.
As non-English speaking people are often excluded from
falls research, then this association remains unclear.

In two large American studies on linguistic disparities
in health access and health status in older people, data
was analysed from the 2001% and the 2007% California
Health Interview Survey. Both studies were conducted in
similar languages including English, Spanish, Cantonese,
Mandarin, Korean and Vietnamese. The study by Ponce et
al®*® also included Khmer. The sample size in the study by of
Ponce et al®*® was less than half that of Sentell and Braun®®
(n = 18,659 and n = 48,427, respectively) and also older
(Ponce et al,*® 53% aged 65 years and over; Sentell €r
Braun,®® 11.8% aged 65 years and over). Despite this, each
study had a similar percentage of respondents with limited
English proficiency (Ponce et al,®® 7%; Sentell and Braun,*®
7.7%). Ponce et al*® reported that the respondents with
limited English language proficiency had 68% increased risk
of poorer self-reported health (fair to poor health status)
compared with the English only speakers (RR 1.68, 95% CI:
1.37-2.02,P<.001). Sentell and Braun®®found that the adults
with limited English proficiency were significantly more
likely to self-report poor health status compared with those
adults who were English proficient (42.9% versus 14.9%; OR
2.10, 95% CI: 1.7 - 2.58). These two large sample studies
have highlighted the disparities in health status between
older people with limited English language proficiency and
older people who are English proficient. Both studies have
shown that older people with limited English proficiency are
more likely to self-report poor health than those who are
proficient in English, even when questioned in their native
language. Limited English proficiency is a major barrier to
health care. The provision of health service interpreters is
an example of how health care systems could reduce the
linguistic barrier and improve access to health care, thus
improving the health status of this vulnerable population.®-3¢

Gill et al®” determined that self-reported poor health is
a falls risk factor for community-dwelling older people.
Their population-based survey, conducted in Australia,
investigated a range of potential factors for falls defined
in community dwelling older people. A definition of a fall
was not included. Although language spoken at home was
included as a demographic variable, English-language skill
was not. One of the factors included in the survey was
general health, self-reported as either poor, fair, good,
very good or excellent. Two-thousand-six-hundred-and-
nineteen older people responded to the survey (females
n = 1,481) which was conducted via telephone. The
respondents who self-reported poor or fair general health
compared to good, very good or excellent general health
were significantly more likely to have fallen in the previous
12 months (OR 1.34, 95% CI: 1.09-1.67, P< 0.001).%"
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Theretrospective recall of falls data may have led to an under-
reporting of falls, limiting the accuracy of the data analysis.

Also, it could not be established if the fall contributed to
the self-reported poor health rating, that is whether it
came before the poor health, or if self-reported poor health
was a risk factor for the fall, or if both patterns occurred.

CONCLUSION

People with limited or no English language skill are often
excluded from health research including falls research due
to logistical and financial constraints. There are guidelines
in place governing human research which generally support
the inclusion of participants with limited or no English
language skill and concerns such as limited data quality
are not substantiated in the literature. Exclusion of this
group from health research may have a negative impact
on the general health outcomes of this culturally and
linguistically diverse population as they are also more likely
to self-report poor health compared to older people who
are English proficient. This includes community-dwelling
older people from this group who may not have access
to evidence-based health care services including falls
prevention. As poor vision is associated with an increased
risk in falls for older-people then exclusion also limits the
generalisation of important clinical findings especially in
culturally and linguistically diverse populations. Awareness
of the issues arising from the exclusion of non-English
speaking older people from health research including
eye research, need to be considered to ensure ongoing
equity of access to health care services for this population.
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