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Including ethnic and cultural diversity in 
dementia research
Australian dementia research needs increased representation of people from culturally and 
linguistically diverse backgrounds

Evidence- based practice and policy must be based 
on the best available evidence, which should be 
representative of the population.1 However, the 

current body of dementia research does not reflect 
the ethnic and cultural diversity of the Australian 
population. Hence, people from culturally and 
linguistically diverse (CALD) backgrounds may receive 
inequitable dementia care as there is less evidence to 
help optimise clinical and service decisions.

There are established differences related to ethnicity 
and culture in dementia prevalence and incidence, 
presentation, understanding of dementia, help- seeking 
and service use.2,3 Evidence is also emerging about 
differences in neuroimaging and blood biomarkers 
that may have an impact on diagnosis.2 While there 
are no established differential responses to dementia 
medications by ethnicity, they are possible, given 
that 20% of new Food and Drug Administration 
pharmaceutical approvals in the United States had 
known racial or ethnic differences in effects.4

Culture can underpin differences in health outcomes,5 
alongside biological differences by ethnicity. For 
example, diet and health literacy may have lifelong 
impacts on brain health.6,7 Communities’ acceptance 
of the premise of prevention and early intervention 
(versus fatalism and therapeutic nihilism) can also 
affect uptake of risk- reduction strategies.8

The sparse data we identified relating to the ethnic 
diversity of participants in Australian dementia 
research suggest that CALD people are under- 
represented. We searched the Scopus database and 
of the 15 published dementia clinical trials published 
between 2016 and 2018, two studies reported that 33.3% 
and 31.6% of participants were from non- Australian 
backgrounds,9,10 and three studies reported that 7.1%, 
12.5% and 57.0% of participants spoke English as a 
second language.11–13 The remaining ten studies did 
not report ethnicity- related data. We also searched 
the Australian New Zealand Clinical Trials Registry 
and ClinicalTrials.gov and found that 42 of the 94 
currently registered active dementia clinical trials in 
Australia (44.7%) excluded patients not fluent in English. 
A systematic review of 96 international randomised 
controlled clinical trials to improve cognition related to 
dementia (total of 37 278 participants) found that of the 
39 trials (39.4%) reporting ethnicity, pooled data showed 
that only 11.4% (95% CI, 7.5–15.9%) of participants were 
non- Caucasian.14

Epidemiological research is also critical to informing 
service planning and risk factor identification. We 
searched for dementia- related Australian cohort studies 
using Scopus, and from the lists of cohorts presented 
on the website of the Dementia Centre for Research 

Collaboration15 and by the Australian Institute 
of Health and Welfare.16 The 16 studies identified 
collected data exclusively in English, and six excluded 
participants who were not fluent in English. From the 
nine studies that reported country of birth, our pooled 
calculation is that 27.2% of participants were born 
outside Australia; lower than the 37% of people aged 
65 years and over who were born outside Australia, 
as reported in the 2016 census.17 Country of birth 
data do not allow distinction between people born in 
English- speaking and non- English speaking countries. 
About 0.6% of people with dementia in Australia 
have symptoms that start before the age of 65 years,18 
so we included people aged 65 years and over as a 
comparison group.

Australian dementia research is contributing to 
international research gains in early detection and 
lifestyle- related risk reduction.19 Major initiatives include 
the Australian Imaging, Biomarkers and Lifestyle (AIBL) 
prospective risk identification study with over 1000 
participants,20 the Maintain Your Brain online dementia 
risk- reduction trial with a target of 8500 participants,21 
and the Australian Dementia Network (ADNeT) 
dementia registry and memory clinic network.22 Given 
that one in three older people in this country are from a 
CALD background,17 it is important that these initiatives 
focus on achieving ethnic or cultural diversity in their 
samples, and support the participation of people with 
low English proficiency. At the very least, data collected 
on CALD variables, such as country of birth, years 
lived in Australia, proficiency in English and language 
spoken at home, must be considered in the analyses and 
subsequent publications.

There are several Australian projects underway 
exemplifying how to undertake research with CALD 
communities. Examples include:

• the Moving Pictures study (https ://movin gpict ures.
org.au), which seeks to increase dementia awareness 
through films and comics that document the lived 
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experience of carers across Australia who speak 
Hindi, Tamil, Arabic, Mandarin and Cantonese;

• the potential of using technologies such as Skype 
or Zoom to facilitate timely interpreter-mediated 
cognitive assessments and dementia diagnosis in 
older CALD patients;23 and

• the codesign of mobile phone applications to enable 
everyday conversations about care delivery between 
hospital and home case workers and CALD people 
with dementia and their families.24

Notably, the NHMRC National Institute of Dementia 
Research (NNIDR), in partnership with the National 
Ageing Research Institute, is developing an action plan 
for dementia research focused on CALD communities.25 
This action plan will outline research priorities and gaps 
in dementia research for these communities to facilitate 
collaboration across CALD dementia research and 
between researchers and CALD communities.

Women were historically excluded from clinical trials, 
and policy and practical strategies have successfully 
improved their representation and, equally 
importantly, sex- specific analysis of data.26 Ethnic 
and cultural diversity in research has been similarly 
neglected. The disparities and inequities described in 
relation to dementia research apply across the rest of 
medical research.27

We believe that across all Australian dementia 
research, overall CALD participation should be around 
30%, proportional to the total CALD population in 
Australia of people aged 65 years and over.17 However, 
we are not advocating targets for CALD participation 
in dementia research in specific studies; rather, we 
want researchers to consider cultural and linguistic 
diversity based on their research project — that is, the 
research aims, the characteristics of the population 
within the recruitment catchment, financial and time 
constraints, and generalisability.

There are several ways studies could be more 
inclusive of CALD participants. For example, a study 
of a public health campaign to increase timeliness 
of diagnosis of dementia in localities that have high 
proportions of older CALD groups could maximise 
the reach of the campaign through culturally targeted 
messages and materials. Studies could also recruit 
sufficient numbers of CALD participants to allow 
subgroup comparisons of response to the campaign. 
Furthermore, a qualitative study on the experiences 
of people with dementia in residential aged care may 
not support participation of non- English speakers, but 
may have a purposeful sampling strategy that includes 
cultural diversity in English speakers, which would 
add minimally to study cost through recruitment of 
this more diverse sample.

We propose the following strategies that may increase 
CALD participation in research:

• recognising diversity as a priority — grant funders 
should require applicants to address how they will 
support the inclusion of CALD populations or at 
least justify their exclusion;

• funding the additional costs of translation or 
interpreters;

• leveraging existing datasets to study ethnic and 
cultural differences in dementia; and

• support from academic publications in encour-
aging reporting of variables relating to ethnicity 
or culture, and ethnicity-specific analysis, where 
appropriate.

The US Food and Drug Administration has 
published recommendations for measurement 
and reporting of race and ethnicity28 that are also 
applicable in Australia. Other strategies include 
the development of methodologies to enable and 
facilitate CALD participation; for example, culture- fair 
tests that are not biased by culture and language,29 
“recruitmentology” (the study of recruitment of 
diverse samples), or a matchmaking service to 
encourage researchers to build relationships with 
CALD communities who want to be more involved in 
research.30 We also need to increase the awareness and 
skills of researchers in including people from CALD 
backgrounds in research. For instance, we need to 
promote information about ways of defining the target 
CALD groups, such as using country of birth, ancestry, 
language spoken at home, or identification with a 
culture. Finally, we might be able to increase uptake of 
research opportunities by CALD participants through 
ensuring that research questions are relevant to them, 
increasing awareness of dementia, and ensuring 
accessibility of materials, such as cultural relevance, 
language and level of literacy. Through such strategies, 
Australian dementia research, and Australian medical 
research more broadly, can more accurately reflect 
the ethnic and cultural diversity of the Australian 
population.

Acknowledgements: The data presented in this article were funded by 
the NNIDR as part of the development of the CALD Dementia Research 
Roadmap. Lee- Fay Low is funded through an NHMRC Boosting Dementia 
Research Leadership Development Fellowship. The NNIDR were involved 
in conceptualising the article, but not in analysis or interpretation.

Competing interests: Bianca Brijnath has financial relationships with 
government and private foundations for research and policy development 
specific to CALD communities and dementia.

Provenance: Not commissioned; externally peer reviewed. ■
© 2019 AMPCo Pty Ltd

References are available online.



 
M

JA
 211 (8) ▪ 21 O

ctober 2019

347

Perspectives
M

JA
 211 (8) ▪ 21 O

ctober 2019

346.e1

 1 Djulbegovic B, Guyatt GH. Progress in 
evidence- based medicine: a quarter 
century on. Lancet 2017; 390: 415–423.

 2 Babulal GM, Quiroz YT, Albensi BC, et 
al. Perspectives on ethnic and racial 
disparities in Alzheimer’s disease and 
related dementias: Update and areas of 
immediate need. Alzheimers Dement 
2018; 15: 292–312.

 3 Low LF, Anstey KJ, Lackersteen SM, 
Camit M. Help- seeking and service use 
for dementia in Italian, Greek and Chinese 
Australians. Aging Ment Health 2011; 15: 
397–404.

 4 Ramamoorthy A, Pacanowski MA, Bull 
J, Zhang L. Racial/ethnic differences in 
drug disposition and response: review of 
recently approved drugs. Clin Pharmacol 
Ther 2014; 97: 263–273.

 5 Pfeffer N. Theories of race, ethnicity and 
culture. BMJ 1998; 317: 1381–1384.

 6 Scarmeas N, Stern Y. Cognitive reserve 
and lifestyle. J Clin Exp Neuropsychol 
2003; 25: 625–633.

 7 Geboers B, Uiters E, Reijneveld SA, et al.  
Health literacy among older adults 
is associated with their 10- years’ 
cognitive functioning and decline — the 
Doetinchem Cohort Study. BMC Geriatr 
2018; 18: 77.

 8 Alzheimer’s Australia Vic. Perceptions 
of dementia in ethnic communities. 
Melbourne: Alzheimer’s Australia Vic, 
2008. https ://www.demen tia.org.au/
files/ 20101 201-Nat-CALD-Perce ptions-
of-demen tia-in-ethnic-commu nities-
Oct08.pdf (viewed Sept 2019).

 9 Aoun SM, Toye C, Slatyer S, et al.  
A person- centred approach to family 
carer needs assessment and support in 
dementia community care in Western 
Australia. Health Soc Care Community 
2018; 26: e578–e586.

 10 Brett L, Traynor V, Stapley P, Meedya S. 
Exercise and dementia in nursing homes: 
views of staff and family carers. J Aging 
Phys Act 2018; 26: 89–96.

 11 Baker FA, Stretton-Smith P, Clark IN, 
et al. A group therapeutic songwriting 
intervention for family caregivers of 
people living with dementia: a feasibility 
study with thematic analysis. Front Med 
(Lausanne) 2018; 5: 151.

 12 Regan B, Wells Y, Farrow M, et al. 
MAXCOG- Maximizing Cognition: a 
randomized controlled trial of the efficacy 
of goal- oriented cognitive rehabilitation 
for people with mild cognitive impairment 
and early Alzheimer disease. Am J Geriatr 
Psychiatry 2017; 25: 258–269.

 13 Henwood T, Neville C, Baguley C, Beattie 
E. Aquatic exercise for residential aged 
care adults with dementia: benefits 
and barriers to participation. Int 
Psychogeriatr 2017; 29: 1439–1449.

 14 Vyas MV, Raval PK, Watt JA, Tang-Wai 
DF. Representation of ethnic groups in 
dementia trials: systematic review and 
meta- analysis. J Neurol Sci 2018; 394: 
107–111.

 15 Dementia Centre for Research 
Collaboration. Australian cohorts and 
longitudinal studies measuring dementia 
outcomes [website]. DCRC, 2017. http://
www.demen tiare search.org.au/ 
popua tion-healt h/2-uncat egori sed/ 
218-cohort-studi es.html (viewed  
Jan 2019).

 16 Australian Institute of Health and 
Welfare. Dementia in Australia (Cat. No. 
AGE 70). Canberra: AIHW, 2012. https ://
www.aihw.gov.au/getme dia/19979 6bc-
34bf-4c49-a046-7e83c 24968 f1/13995.
pdf.aspx?inlin e=true (viewed Sept 2019).

 17 Australian Institute of Health and 
Welfare. Older Australians at a glance 
(Cat. No. AGE 87). Canberra: AIHW, 2018. 
https ://www.aihw.gov.au/repor ts/older-
peopl e/older-austr alia-at-a-glanc e/conte 
nts/summary (viewed Nov 2018).

 18 Brown L, Hansnata E, La HA. Economic 
cost of dementia in Australia 2016–2056. 
Canberra: University of Canberra, 2017. 
https ://www.demen tia.org.au/files/ 
NATIO NAL/docum ents/The-econo mic- 
cost-of-demen tia-in-Austr alia-
2016-to-2056.pdf (viewed Sept 2019).

 19 NHMRC National Institute for Dementia 
Research (NNIDR). Australia’s Boosting 
Dementia Research Initiative: report on 
early outcomes. Canberra: Commonwealth 
of Australia, 2018. https ://www.nnidr.gov.
au/sites/ defau lt/files/ files/ Boost ing%20
Dem entia %20Res earch %20Ini tiati ve%20
Ear ly%20Out comes %20Rep ort.PDF 
(viewed Sept 2019).

 20 Ellis KA, Ai Bush, Darby D, et al. The 
Australian Imaging, Biomarkers 

and Lifestyle (AIBL) study of aging: 
methodology and baseline characteristics 
of 1112 individuals recruited for a 
longitudinal study of Alzheimer’s disease. 
Int Psychogeriatr 2009; 21: 672–687.

 21 Heffernan M, Andrews F, Fiatarone 
Singh MA, et al. Maintain your brain: 
protocol of a 3- year randomized 
controlled trial of a personalized 
multi- modal digital health intervention 
to prevent cognitive decline among 
community dwelling 55 to 77 year olds. J 
Alzheimers Dis 2019; 70: S221–S237.

 22 Dementia Australia. Australian Dementia 
Network (ADNeT) Registry and Clinical 
Trials Program [website]. Dementia 
Australia, 2018. https ://www.demen tia.
org.au/news/2018/austr alian-demen tia- 
netwo rk-adnet-regis try-and-clini cal-
trials-program (viewed Feb 2019).

 23 Haralambous B, Tinney J, LoGiudice D, 
et al. Interpreter- mediated cognitive 
assessments: who wins and who loses? 
Clin Gerontol 2018; 41: 227–236.

 24 Panayiotou A, Gardner A, Williams S, et al.  
Can language translation applications 
be safely used in a health care setting? 
Expert opinion. JMIR Mhealth Uhealth 
2019; 7: e11316.

 25 Brijnath B, Ellis S, Croy S. CALD dementia 
research action plan. AJDC 2019; 8: 14.

 26 Liu KA, Mager NAD. Women’s 
involvement in clinical trials: historical 
perspective and future implications. 
Pharm Pract (Granada) 2016; 14: 708.

 27 Knepper TC, McLeod HL. When will 
clinical trials finally reflect diversity? 
Nature 2018; 557: 157–159.

 28 Food and Drug Administration. Collection 
of race and ethnicity data in clinical trials. 
FDA, 2016. https ://www.fda.gov/downl 
oads/regul atory infor matio n/guida nces/
ucm12 6396.pdf (viewed Sept 2019).

 29 Rowland JT, Basic D, Storey JE, Conforti 
DA. The Rowland Universal Dementia 
Assessment Scale (RUDAS) and the 
Folstein MMSE in a multicultural cohort 
of elderly persons. Int Psychogeriatr 
2006; 18: 111–120.

 30 Brewster P, Barnes L, Haan M, et al. 
Progress and future challenges in aging 
and diversity research in the United 
States. Alzheimers Dement 2019; 15: 
995–1003. ■

https://www.dementia.org.au/files/20101201-Nat-CALD-Perceptions-of-dementia-in-ethnic-communities-Oct08.pdf
https://www.dementia.org.au/files/20101201-Nat-CALD-Perceptions-of-dementia-in-ethnic-communities-Oct08.pdf
https://www.dementia.org.au/files/20101201-Nat-CALD-Perceptions-of-dementia-in-ethnic-communities-Oct08.pdf
https://www.dementia.org.au/files/20101201-Nat-CALD-Perceptions-of-dementia-in-ethnic-communities-Oct08.pdf
http://www.dementiaresearch.org.au/popuation-health/2-uncategorised/218-cohort-studies.html
http://www.dementiaresearch.org.au/popuation-health/2-uncategorised/218-cohort-studies.html
http://www.dementiaresearch.org.au/popuation-health/2-uncategorised/218-cohort-studies.html
http://www.dementiaresearch.org.au/popuation-health/2-uncategorised/218-cohort-studies.html
https://www.aihw.gov.au/getmedia/199796bc-34bf-4c49-a046-7e83c24968f1/13995.pdf.aspx?inline=true
https://www.aihw.gov.au/getmedia/199796bc-34bf-4c49-a046-7e83c24968f1/13995.pdf.aspx?inline=true
https://www.aihw.gov.au/getmedia/199796bc-34bf-4c49-a046-7e83c24968f1/13995.pdf.aspx?inline=true
https://www.aihw.gov.au/getmedia/199796bc-34bf-4c49-a046-7e83c24968f1/13995.pdf.aspx?inline=true
https://www.aihw.gov.au/reports/older-people/older-australia-at-a-glance/contents/summary
https://www.aihw.gov.au/reports/older-people/older-australia-at-a-glance/contents/summary
https://www.aihw.gov.au/reports/older-people/older-australia-at-a-glance/contents/summary
https://www.dementia.org.au/files/NATIONAL/documents/The-economic-cost-of-dementia-in-Australia-2016-to-2056.pdf
https://www.dementia.org.au/files/NATIONAL/documents/The-economic-cost-of-dementia-in-Australia-2016-to-2056.pdf
https://www.dementia.org.au/files/NATIONAL/documents/The-economic-cost-of-dementia-in-Australia-2016-to-2056.pdf
https://www.dementia.org.au/files/NATIONAL/documents/The-economic-cost-of-dementia-in-Australia-2016-to-2056.pdf
https://www.nnidr.gov.au/sites/default/files/files/Boosting Dementia Research Initiative Early Outcomes Report.PDF
https://www.nnidr.gov.au/sites/default/files/files/Boosting Dementia Research Initiative Early Outcomes Report.PDF
https://www.nnidr.gov.au/sites/default/files/files/Boosting Dementia Research Initiative Early Outcomes Report.PDF
https://www.nnidr.gov.au/sites/default/files/files/Boosting Dementia Research Initiative Early Outcomes Report.PDF
https://www.dementia.org.au/news/2018/australian-dementia-network-adnet-registry-and-clinical-trials-program
https://www.dementia.org.au/news/2018/australian-dementia-network-adnet-registry-and-clinical-trials-program
https://www.dementia.org.au/news/2018/australian-dementia-network-adnet-registry-and-clinical-trials-program
https://www.dementia.org.au/news/2018/australian-dementia-network-adnet-registry-and-clinical-trials-program
https://www.fda.gov/downloads/regulatoryinformation/guidances/ucm126396.pdf
https://www.fda.gov/downloads/regulatoryinformation/guidances/ucm126396.pdf
https://www.fda.gov/downloads/regulatoryinformation/guidances/ucm126396.pdf

