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Glossary of terms

Culturally and linguistically diverse (CaLD): Groups and individuals who differ according to religion,
race, language or ethnicity, except those whose ancestry is Anglo Saxon, Anglo Celtic, Aboriginal or
Torres Strait Islander.

CaLD-related data or CaLD data: data variables or parameters that measure those attributes of persons
that relate to their cultural or language background.

WA health system: health services publicly funded and administered by the Western Australian
Government. Consists of the WA Department of Health, five Health Service Providers and Health
Support Services.

WA Department of Health: the ‘System Manager’ of the WA health system, responsible for the overall
management, performance and strategic direction of the health system as a whole.

List of key abbreviations

ABS Australian Bureau of Statistics

AIHW Australian Institute of Health and Welfare

CalLD Culturally and linguistically diverse

Census Australian Bureau of Statistics’ Census of Population and Housing

EDDC Emergency Department Data Collection

HCare Health Care and Related Information Systems

HMDC Hospital Morbidity Data Collection

HMDS Hospital Morbidity Data System

LASS Language Services System

METeOR Metadata Online Registry

MHIS Mental Health Information System

NESB Non-English Speaking Background

PAS Patient Administration System

PSOLIS Psychiatric Online Information System

The Standards  Australian Bureau of Statistics’ Standards for Statistics on Cultural and
Language Diversity

TOPAS The Open Patient Administration System

webPAS Web-based Patient Administration System
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Executive Summary

The WA health system is committed to equal opportunity and respect for diversity. The initial step in
being able to achieve an equitable health service for all Western Australians is identifying disadvantaged
groups. Culturally and linguistically diverse (CaLD) individuals or groups may have poorer health
outcomes or access issues across multiple levels of the health service. It is therefore essential health
services are collecting appropriate data to assist in identifying, measuring and addressing the level of
disadvantage in CaLD populations. This report represents an initial review into CaLD data collection
practices across key WA health services.

The project aimed to review current CaLD data collection practices and make preliminary
recommendations for improvement. Specific objectives narrowed the scope of the project to focus
particularly on the data variables for measuring CalLD, with a further smaller secondary focus on data
quality issues. The review concentrated on public health services funded and administered by the WA
Government.

Three key steps were undertaken to address the project’s objectives:

o literature review of CaLD data variables and data quality issues
o desktop and key stakeholder review of large core data sets held by the WA Department of Health

» stakeholder consultation of health services seeking feedback on current CaLD data collection
practices and priorities for improvement.

Measuring ‘ethnicity’ and related concepts is a complex issue worldwide. In Australia, it is generally
accepted that a surrogate combination of variables provides optimal CaLD data. In 1999, the Australian
Bureau of Statistics (ABS) developed Standards for Statistics on Cultural and Language Diversity which
included a Minimum Core Set plus a number of optional variables recommended for collection across
service settings. The Minimum Core Set includes the CaLD variables: Country of Birth of Person, Main
Language Other Than English Spoken at Home and Proficiency in Spoken English. However, the literature
demonstrated that most health jurisdictions have not implemented this Minimum Core Set, but rather are
often solely collecting Country of Birth of Person. Some health settings are also collecting Interpreter
Service Required and Preferred Language. Minimal discussion of data quality issues existed in the
reviewed literature.

The seven large core data sets held by the WA Department of Health (relating to health events such as
emergency department presentations, hospital admissions, births and deaths) are collecting: Country of
Birth of Person most commonly, Interpreter Service Required by some and Preferred Language by a few.
None are collecting the ABS Minimum Core Set. Several issues were identified with data quality, including
lack of mandatory collection, poor data dictionary guidance, suboptimal software functionality, non-
standardised response options and poor staff training. In addition, data collected on primary software
packages such as the widely used Patient Administration System (PAS) is not always transmitted through
to core data set collections.

A survey of stakeholders received 72 responses from a range of services and staff roles. Primary

data collection tools reported reflected the predominance of PAS as either the user interface or for its
function to auto-populate to other software packages. Most services had used their CaLD data for service
reporting or informing individual care in the last five years, and few had completed a quality assurance
process. Data quality issues identified were similar to those identified in the core data set review. There
was strong support to improve CaLD data collection, with ‘optimisation of collected variables’ the highest
ranking measure for improvement. A strong theme was the desire to increase the capacity to share data,
including via the PAS auto-populating function.
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In line with other health jurisdictions, most WA health system services are not collecting the ABS
Minimum Core Set, but are instead collecting Country of Birth of Person and sometimes Interpreter
Service Required and Preferred Language. It is likely this reflects the health system’s requirement to
focus on service needs, rather than statistical measures of the CaLD population’s health. Proficiency

in English is not likely to be an adequate substitute for Interpreter Service Required, and Preferred
Language is important for informing the use of interpreters. However, failing to include the Minimum
Core Set variables beyond Country of Birth of Person severely limits the capacity to calculate population-
level trends because numerator data is in a non-compatible format in comparison to denominator CaLD
data obtained from the ABS Census. Currently CaLD data collection in the health setting is an unresolved
issue nationally with no stand out or agreed combination of variables. A number of data quality and data
collation issues were also evident across WA health system services.

It is recommended the WA health system develops its own ‘minimum core set’ for interim use across
most health services. It is proposed this include the variables Country of Birth of Person, Interpreter
Service Required, Preferred Language, Indigenous Status and Main Language Other Than English Spoken
at Home. Main Language Other Than English Spoken at Home would act as a filter question to Interpreter
Service Required which then prompts the Preferred Language question. It is also recommended the

WA health system works with other health jurisdictions and the ABS over coming years to develop

a standardised set for collection across health services nationally. Several further recommendations
relating to data quality and data sharing are made, along with the recommendation to establish a working
group to further pursue the issue.

This project makes a number of recommendations to address the issue of CaLD data collection in relation
to both variables collected, and the quality of data collection.
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1 Introduction

The WA health system is committed to equal opportunity and diversity, evident in the Western Australian
Language Services Policy 2014 and the WA Charter of Multiculturalism 2004, and supported by the
Equal Opportunity Act 1984. The WA health system’s Strategic Intent 2015-2020 has a vision to deliver
a safe, high quality, sustainable health system for all Western Australians. It is comprised of strategic
priorities focused on a continuum of care through integrated service delivery from prevention and health
promotion, early intervention, primary care through to diagnosis, treatment, rehabilitation and palliation.

Identifying disadvantaged groups is the first step in being able to achieve an equitable health service for
all Western Australians. CaLD individuals or groups may have poorer health outcomes or access issues
across multiple levels of the health service. Quality data collection is therefore crucial in being able to
adequately identify and measure the extent of challenges faced by CaLD populations.

Amidst the increasing cultural and linguistic diversity of the Australian population, there is increasing
interest in identifying CaLD service users both in terms of developing tailored programs and ensuring
equitable service delivery. The Epidemiology Branch of the WA Department of Health has received several
documented CalLD data requests annually over recent years. The Assistant Director General of the WA
Department of Health requested a review into the WA health system’s current data collection practices in
relation to cultural and linguistically diversity. This report represents an initial investigation into current
practices and makes a number of recommendations for improvement.

2 Background

2.1 Defining cultural and linguistic diversity (CaLD)

It is important to define the term cultural and linguistic diversity before considering related health and
data collection implications. Cultural and linguistic diversity (CaLD) refers to the range of different
cultures and language groups represented in a population. In popular usage, CaLD communities are
those whose members identify as having non-mainstream cultural or linguistic affiliations by virtue of
their place of birth, ancestry or ethnic origin, religion, preferred language or language spoken at home
(Victoria University, 2009). When it comes to information about Aboriginal people, there may be different
experiences, perspectives, expectations, requirements, preferences and needs. It is recommended that
the needs of Aboriginal Australians be considered separately, rather than under the framework of cultural
and linguistic diversity (Department of Human Services Victoria, 2006; Cultural and Indigenous Research
Centre Australia, 2017). Aboriginal people have a unique place in Australia as the original inhabitants of
the land and hold distinctive rights as Australia’s First People (Australian Human Rights Commission,
2014). Aboriginal cultures and communities may differ considerably and often have specific geographic
characteristics that are varied across metropolitan, regional and remote areas (Neckowaya, Brownlea and
Castellana, 2007). Providing health and health care information, and planning and delivering services

for Aboriginal people needs to be approached with consideration and in the context of individual, family,
community, social, cultural and historical factors (Australian Institute of Family Studies, 2011).‘Non-
English speaking background’ (NESB) is no longer considered an appropriate measure of culturally-
related disadvantage predominantly because it is an oversimplified indicator of disadvantage which may
result in inappropriate service provision, and neglects the positive aspects of cultural and linguistic
diversity (ABS, 1999).
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This report will use the definition assumed by the Western Australian Office of Multicultural Interests:
“Culturally and linguistically diverse (CaLD) includes groups and individuals who differ according to
religion, race, language or ethnicity, except those whose ancestry is Anglo Saxon, Anglo Celtic, Aboriginal
or Torres Strait Islander” (Office of Multicultural Interests, 2010).

In the Australian context, CaLD relates particularly to migrants from developing countries and/or
countries where the predominant language(s) is not English, and the children of these migrants.

2.2 Cultural and linguistic diversity in Western Australia

The results of the 2016 Australian Census indicate Western Australia is a culturally diverse state,
consistent with a long history of migration to the nation. Nearly half (49%) of Australians were born
overseas or have a parent who was born overseas. WA was the state with the largest proportion of
residents born outside of Australia (32%), with an increase from 31 per cent reported in the 2011 Census
(ABS, 2017a). In 2016, 16 per cent of the total WA population was born in non-main English speaking
countries (Supreme Court of Western Australia, 2017). The 2016 Census also reveals that those born
overseas were more likely to live in a capital city (83%), a much higher percentage than for people born in
Australia (ABS, 2017b).

In 2016, there were nearly 300 separately identified languages spoken in Western Australian homes.
Within the Western Australian population, 18 per cent spoke a language other than English at home. After
English, the next most common languages spoken in WA homes were Mandarin, Italian, Vietnamese and
Cantonese (ABS, 2017d). Results available at a national level demonstrate 10.5 per cent of those born
overseas could not speak English well or at all (ABS, 2017d).

The latest Census data highlights that Western Australia is a religiously diverse state, with Christianity
remaining the most commonly reported religious affiliation (49.8% of the total population). Buddhism
was the second most common religion (2.1% of the total population) closely followed by Islam (2.0%)
(ABS, 20174d).

The current profile of the CaLD population reflects the history of migration to Australia subsequent to
European settlement. Since World War II, two permanent migration streams have emerged: migration

of skilled and family migrants, and resettlement of people in humanitarian need. Generally the former is
much larger than the latter. In 2015, there were 189 770 places for skilled and family migrants and

17 555 for humanitarian entrants (Phillips & Simon-Davies, 2017). As a proportion of the total population,
Australia’s overseas-born population has grown in the last 50 years — increasing from approximately

one in five Australians (18%) in 1966 to one in four (26%) in 2016. Of the overseas-born population in
2016, migrants came from over 190 different countries and nearly one in five (18%) had arrived since the
start of 2012 (ABS, 2017c¢). Predominant countries of birth have changed over time; European migration
featured throughout the 20th century, and there has been a marked increase in migration from China,
India, Vietnam and the Philippines since 1975 (ABS, 2017c). At the time of the 2016 Census, England and
New Zealand were still the next most common countries of birth after Australia nationally, however of the
people born overseas the proportion born in China or India increased since 2011 (from 6% to 8.3%, and
5.6% to 7.4%, respectively) (ABS, 2017c). Given the changing source countries over time, older migrants
in Australia are most likely to have been born in European countries, while younger people are relatively
more likely to have been born in New Zealand or countries throughout Asia (ABS, 2017c).

In 2015-2016, Australia granted 17 555 Humanitarian visas to refugees and others in refugee-like
situations (Department of Home Affairs, 2017). The top five countries of origin for those arriving via

the offshore resettlement component of the programme were Iraq, Syria, Burma, Afghanistan, and the
Democratic Republic of Congo (Department of Home Affairs, 2017). This reflects a focus in recent years
to resettle predominantly refugees from the Middle East and South West Asia.
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2.3 Relevance of cultural and linguistic diversity to health and wellbeing

Ethnic, religious and linguistic background create a range of influences that have an ongoing impact on
physical and mental health status and needs throughout the life course. These influences are particularly
significant during the early settlement period in a new country and especially significant for some high
needs groups like refugees. Impacts can extend beyond the first generation to second-generation migrants.

There has been a relative dearth of academic research on the health status and challenges of CaLD
groups in recent years. A 2010 systematic review of three major Australian health journals found just
2.2 per cent of total articles were primarily based on multicultural issues, and some communities and
health issues were essentially invisible or unrepresented in research (Garrett, Dickson, Whelan, & Whyte,
2010). Government census or survey CaLD data is more frequently summarised at a national level and
not readily available for WA. The following sections summarise the current understanding of health in
CaLD populations.

2.3.1 Mortality and morbidity

In general, overseas-born residents have better health than Australia-born persons for measures related
to mortality, such as life expectancy and mortality rates (AIHW, 2004, Anikeeva et. al., 2010). These
inequalities are likely explained by the ‘healthy migrant effect’, which ensures that, for the most part,
only those migrants in good health migrate to Australia. However, this effect diminishes over time with
increasing duration of residence in Australia (Anikeeva et al., 2010).

Evidence demonstrates generally greater variation in morbidity outcomes than mortality, with certain
diseases and health risk factors more prevalent among some migrant groups (Vang, Sigouin, Flenon, &
Gagnon, 2015). Reported patterns are listed below.

e Migrants originating from regions of the globe where particular diseases are more widespread have
ongoing increased rates of such diseases. These include infectious diseases such as tuberculosis,
and some diseases of genetic or biological origin (e.g. haemoglobinopathies or regional differences
in malignancy patterns respectively (Gushulak et al., 2011)).

= Higher cervical cancer incidence and mortality exists in some migrant groups in Australia and
overseas (Aminisani, Armstrong, Egger, & Canfell, 2012; Vang et al., 2015).

e Higher rates of diabetes and hypertension and lower rates of mental iliness and asthma is present
in the migrant population overall, and migrants most often present later in an illness (ABS, 2015;
Anikeeva et al., 2010; Gushulak et al., 2011).

e There is strong foreign-born health advantage in adulthood but less so in the perinatal period,
childhood/adolescence, and later life (Vang et al., 2015). Children are particularly at risk from
suboptimal health due to the impact of resettlement stresses on parents’ ability to care for their
children (Davidson et al., 2004).

= Migrants show frequent poor perinatal use or outcomes. For example, mothers born in Lebanon,
New Zealand, Fiji, Iraq, Pakistan, Korea, China, Indonesia, Vietham and the Philippines are less
likely to have their first antenatal visit before 20 weeks’ gestation and mothers born in Italy, Fiji, the
Philippines and New Zealand are more likely to have premature babies (NSW Department of Health,
2010). Immigrant women had worse maternal health than Canadian-born women in a systematic
review, with mental health among immigrant mothers especially poor (Vang et al., 2015).

» The physical and psycho-social welfare of older people from CALD backgrounds is affected by a
diverse range of factors. For example, cultural and language barriers, social supports, migration
circumstances (time since arrival, education, trauma experiences), as well as current geographical
location (Rao, Warburton, & Bartlett, 2006). Bilingual older migrants can lose ability to speak
English as a second language, especially for people suffering from dementia.
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e There is evidence of variable hospitalisation rates e.g. higher rates of admissions for diabetes or its
complications (people born in Lebanon and the Philippines), for coronary heart disease (people
born in Lebanon, Fiji, Sri Lanka and Iraq) and cardiac revascularisation procedures (people born
in Fiji, Lebanon, Sri Lanka, Greece, Indonesia, India, Italy and Iraq) (NSW Department of Health,
2008, 2010), and for gastritis and duodenitis among persons born in Continental Europe and Asia
(AIHW, 2004).

Refugee and asylum seeker populations in particular have a number of recognised health needs including
(Chaves et al., 2016):

e psychological disorders such as post-traumatic stress disorder, anxiety, depression and
psychosomatic disorders

e direct physical consequences of war or torture such as musculoskeletal pain, injury or deafness

= under-recognised and under-managed chronic non-communicable conditions such as
hypertension, diabetes, vision deficit or chronic pain

= poor oral health, secondary to nutrition and diet, lack of fluoridated water, poor dental hygiene
practices and/or limited dental care access

o infectious diseases including tuberculosis, intestinal parasites, malaria and chronic hepatitis B,
often due to inadequate immunisation

o delayed growth or development in children and poorly managed disability
« vitamin and nutritional deficiencies, such as vitamin D deficiency or anaemia
= sexual health issues, including female genital mutilation and stigma related to infections

= poor maternal and infant health, particularly among refugees, across multiple mental and physical
health outcomes (Hadgkiss & Renzaho, 2014; Vang et al., 2015).

2.3.2 Factors affecting CaLD health

2.3.2.1 Migration and settlement

Immigration and settlement can impact adversely on the physical and/or mental health of both individuals
and communities. This is particularly evident for refugee entrants, however there is evidence that factors
associated with immigration and settlement in a different country can negatively affect the health status
of all migrants (NSW Department of Health, 2008). The vulnerabilities of refugee groups in Australia
result from pre-settlement experiences including physical and psychological trauma and torture and the
deprivation of food, clean water, sanitation, shelter, education and health care in their countries of origin
or transit. Exacerbating factors once in Australia include limited English proficiency, cultural differences,
lack of knowledge of the health system, racism and discrimination, and socioeconomic disadvantage.
Initial arrivals from a region face extra challenges, including social isolation and inaccessibility of
interpreters, without the support networks associated with established migrant communities.

2.3.2.2 Health service access and equity

CaLD populations, particularly those from refugee and asylum seeker backgrounds, face recognised
barriers in accessing and using health services, further contributing to health inequities and adverse
healthcare events (Day, 2016; Department of Health & Human Services, 2015; Murray & Skull, 2005;
Sheikh-Mohammed, Macintyre, Wood, Leask, & Isaacs, 2006). Issues include those related to physical
access, in particular: increased distance to healthcare services and decreased access to transport;
perceived or actual cost of healthcare; unfamiliarity with services; competing life priorities such as
securing or maintaining employment; and denial of access to Medicare for certain asylum seeker
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visa categories. A further barrier is the cultural inappropriateness of some health services, relating to
institutionalised or overt racism, time constraints, and staff who may be inadequately trained in culturally
appropriate care or the health needs of CaLD groups. Health staff may tend not to use interpreters

when appropriate leading to miscommunication, misdiagnosis, under- or over-use (longer hospital

stays, readmissions, non-attendance at appointments), dissatisfaction with treatment services, and risk
of adverse events (Health Research and Educational Trust, 2011). These factors can ultimately lead to
increased costs for the health system. Diverse health beliefs, mistrust of government related to historical
experiences and reduced health literacy can affect attitudes to health, health care and expectations of the
health system.

The recent National Health Survey suggested reduced use of health services by migrants overall,
particularly those recently arrived, across services including general practices, specialists, dentists and
admissions to hospital. Of those arriving in Australia between 2009 and 2015, 74 per cent had visited
a GP in the last 12 months and less than 8 per cent had been admitted to hospital, compared to the
Australian born population total of 86 per cent and 12 per cent, respectively (ABS, 2017¢). In addition,
46 per cent of people who spoke a language other than English at home had private health insurance,
compared to 59 per cent of English speakers at home (ABS, 2017f).

There is evidence for reduced use of screening services for preventative care within CaLD populations.
BreastScreen Australia found a lower rate of participation (49%) in mammograms in CaLD women
compared to 55 per cent in the population overall over the period 2012-2014 (AIHW, 2016). In addition,
there is evidence that cervical cancer screening uptake was lower in multiple migrant groups (ABS, 2002;
Taylor, Mamoon, Morrell, & Wain, 2001). Reduced cancer screening uptake was a particular problem

for those speaking another language at home and for those recently arrived, with only 28.6 per cent of
those speaking a language other than English at home tested for any type of cancer in the last two years,
compared to 48 per cent for the English speaking population, and 21.8 per cent of people arriving in
Australia between 2009 and 2013 tested for any type of cancer in the last two years, compared to 48 per
cent in the Australian-born population (ABS, 2017f).

There is evidence of varying use of mental health services and treatment for CaLD groups. Of people
who spoke English at home, 7.9 per cent accessed a Medicare Benefits Schedule subsided mental
health-related service in 2011, compared to 5.8 per cent of those speaking a language other than English
at home (ABS, 2016d). The rate of dispensing of prescription medications for mental-health related
medications also varied by country of birth and language spoken at home (ABS, 2016d).

2.3.2.3 Individual behavioural factors

Individual level behaviours affect health by either increasing risk or being protective for developing
‘lifestyle-related’ diseases. Commonly considered behaviours include diet, smoking, alcohol and physical
activity. Individuals from some CaLD populations might have a reduced risk due to a healthier diet (e.g.
traditional Mediterranean diet). Conversely, some CaLD populations have been found on average to have
higher rates of smoking, physical inactivity or being overweight or obese. For example, the 2014-2015
National Health Survey found that 73.8 per cent of people who spoke a language other than English

at home did no or low levels of exercise, compared to 65 per cent for those that spoke only English at
home. In the same survey, the level of smoking varied by country of birth: 4.8 per cent of those born in
Southern and Central Asia undertook daily smoking compared to 18.1% of those born in ‘other Oceania’
countries and 16.4% of those born in Australia (ABS, 2015). In general, evidence suggests behavioural
risk factor patterns trend closer to the non-migrant population with increasing time since arrival in
Australia (National Health and Medical Research Council, 2005).

It is important to note caution should be exercised in interpreting the ABS results as it is unclear whether
results have been age standardised.
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2.4 Cultural and linguistic diversity data collection in the healthcare setting

Accurate and consistent identification of persons from CaLD backgrounds in the health setting is
important to ensure culturally appropriate service delivery and to address disparities in health outcomes
occurring in particular CaLD groups. It is even more essential in the context of poor reporting and research
related to CaLD communities across Australia in recent years. Effective and efficient services require

that policy makers and program managers identify and measure the impact of policies and programs on
potentially disadvantaged groups of the population, including those with various language and cultural
characteristics. Organisations can more effectively undertake meaningful assessments of the impact of
programs on individual cultural and language groups if they collect and analyse standardised data.

The importance of consistent collection and recording of CaLD information is relevant across multiple
levels of healthservice delivery. There are implications at the individual worker level for clinical contact,
planning and treatment; at the service level for handover, strategic planning and development; and at the
broader whole-of-sector level for policy, strategic planning and resource allocation. Quality CaLD data
may assist specifically with:

e organisation of appropriate interpreting services and avoiding under- or over-use of interpreters

e assessing client needs and responding effectively and in a culturally appropriate way to individuals
and assisting to avoid medical errors

e assisting with diagnosis of disease more common in certain ethnic groups

= understanding usage patterns for interpreters and translated materials

e assisting with identifying unmet need

e assessing client satisfaction with services

» profiling of clients and service usage patterns

e assessing and measuring the impact of policies and programs on different CaLD groups
e recognising where discrimination, institutional racism and marginalisation may be arising

= enabling comparisons in rates of disease or access issues across groups or geographical areas via
use of population data gathered through the ABS Census of Population and Housing

= providing a starting point to address likely issues with longer hospital stays, more frequent
readmissions, increased rates of tests due to difficulty with communication, or more frequent non-
attendance at appointments

e assessing and addressing increased potential for adverse events

e designing services to target recognised health disparities in particular CaLD populations
e assisting with designing a culturally appropriate service more broadly

» informing CaLD-specific policy, budgets, programs and research

e assisting with funding provision, in particular the move to Activity Based Funding may include a
payment attached to the measure Interpreter Service Required

e improving staff cultural competency, including appropriate workforce recruitment and training.

The importance of CaLD data collection should be considered from multiple healthcare quality perspectives
including: effective care; equity; patient-centred care, consumer knowledge and empowerment; resource
efficiency and financial impacts; safety, avoiding adverse events and managing legal risk; regulatory and
accreditation implications; and public perception of the health service (Victoria University, 2009). Overall,
CaLD data can benefit CaLD patients, their families, and health service staff members.
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3 Aim and Objectives

3.1 Aim

Review current data collection practices in relation to cultural and linguistic diversity across WA health
services and make recommendations for improvement.

3.2 Objectives

Understand data variables available for measuring CaLD

Review recognised CaLD data quality issues

Understand current CaLD-related variables collected by relevant WA health services
Explore important CaLD data quality issues present in WA

ok~ DN =

Identify opportunities and priorities for improvement in health service CaLD data collection

4 Methodology

The project was undertaken part-time over a 12-month period as an initial review into health service
CaLD data collection practices in WA. The methodology was designed to focus on identifying key existing
issues and options for improvement.

Three steps were undertaken to address the project’s objectives. These were:

e literature review of CaLD data variables and data quality issues
o desktop and key stakeholder review of large core data sets held by the WA Department of Health

= stakeholder consultation of health services seeking feedback on current CaLD collection practices
and priorities for improvement.

The scope of the project was narrowed consistent with resources. The project focused on the variables
for measuring CaLD background rather than comprehensive assessment of data quality, processing or
use issues. Review of the feasibility and process for implementation of recommendations was beyond
the scope of the analysis. The project focused on public health services funded and provided by the
WA government, and data collection relevant to healthcare access and health outcomes rather than risk
factors or determinants of health.

4.1 Literature review

A review of the literature was undertaken to compare the range and relative effectiveness of variables for
measuring cultural and linguistic diversity relevant to health service provision. Preliminary assessment
was also made of recognised data quality issues.

The peer-reviewed literature was searched via databases Pubmed, Google Scholar and Cochrane Database
for international reviews and Australian studies using combinations of search terms including: ‘CALD’,
‘cultural’, ‘minority’, ‘diversity’, ‘refugee’, ‘ethnic’, ‘migrant’, ‘migration’, ‘race’, ‘Australia’, ‘data collection’,
‘monitoring’, ‘health’ and ‘culturally and linguistically diverse’. Google Scholar results were not reviewed
beyond the third page of results due to decreasing relevance to search terms.
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Searching was otherwise limited to identifying Australian federal, Victorian, New South Wales

and Western Australian government department reports and publications via contacting existing
intergovernmental networks or searching government websites. Website searching was conducted via
sites listing all government agencies and departments and selecting those dealing specifically with CaLD
populations, language services and/or health. Departments or agency websites were searched for relevant
publications using the search terms ‘CaLD’, ‘cultural’, ‘ethnic’, ‘data collection’ or ‘data standards’ or
‘monitoring’ and browsing the websites for relevant publications.

Inclusion criteria

Articles were included if they were in the English language and were Australian or international literature,
or academic peer-reviewed Australian studies or international reviews published since 1998.

Exclusion criteria

Academic articles were excluded if the title and abstract clearly did not confirm a focus on CaLD-related
data collection relevant to healthcare provision. Literature was excluded if title, executive summary or
contents pages did not include specific reference to CaLD data collection practices.

4.2 Review of WA health system core data sets

Large aggregated data sets currently held by WA Department of Health were examined for current
CaLD-related data collection practices. These large or ‘core’ data sets were examined because they
represent the predominant data collections relating to the majority of the healthcare provision provided
by the WA Government (and coincidentally WA private hospitals). The core data sets represent a total
population record across the WA population of important health events including emergency department
presentations, hospital admissions, births and deaths. The core data sets act as the predominant data
source for researching and studying disease outcomes in the WA population and for evaluating and
planning healthcare services and policy. It is therefore important that the core data sets act as the initial
focus for CaLD data collection improvement.

CaLD data practices relating to the following core data collections were assessed:

= Hospital Morbidity Data Collection

= Emergency Department Data Collection

e Mental Health Information System

= Non-Admitted and Patient Waitlist Data Collection

o Midwives Notification System

o WA Cancer Register

e Mortality Data Set.
WA Department of Health Epidemiology Branch core data set records were examined via desktop review
for the selection, completion rate and accuracy of CalLD-related variables where possible. It should be
noted; however, that while the core data sets are primarily maintained by data custodians within the Data

Collections Directorate of the WA Department of Health, this is not the only process for data collection so
the records may not reflect the entirety of core data set data collected by WA Department of Health.

Manuals developed by the WA Department of Health guide the primary data collection for most of the
core data sets. These manuals, where available, were examined to assess the quality of guidance given for
primary data collection and understand any potential reasons for the selection, quality and completeness
of core data set records.
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Observation of primary data collection at clinical sites and verbal consultation with WA Department

of Health data custodians was conducted to understand any discrepancies and collation processes
between primary collection and WA Department of Health records and potential reasons for incomplete
or inaccurate data. Observation of primary data collection was limited to one service using each of the
commonly used WA health system software packages ‘The Open Patient Administration System’ (TOPAS)
and ‘Web-based Patient Administration System’ (webPAS). Data custodians were verbally consulted in
relation to the Hospital Morbidity Data Collection, Emergency Department Data Collection, Mental Health
Information System and Non-admitted and Patient Waitlist Data Collection.

4.3 Stakeholder consultation

4.3.1 Development

A survey of a wide range of relevant health services and professions was conducted with the aim of
identifying common CaLD data collection practices and gathering suggestions for improvement.

The target audience was defined as health programs or services with a key focus on CaLD clients and
health services likely to have a significant proportion of CaLD users. In addition, the survey was designed
for completion by staff with a variety of roles relevant to CaLD data collection or use including data
custodians, clerks and coders, and clinical staff.

The content of the survey was informed by the Project’s literature review and expert consultation with
the Survey Team of the Epidemiology Branch of the WA Department of Health. Consideration was given
to appropriate length, language, question and answer content, sequence, and mandatory versus optional
responses. The survey was piloted with multiple Epidemiology Branch and clinical staff.

The final survey had a total of 21 question stems, relating to both current data collection features and
problems, and future priorities and suggestions for improvement. Questions specifically focused on:

e data collection tools or software packages

» variables collected

= use of CaLD data collected

e data quality issues

e quality assurance processes

e suggestions for additional CaLD variables for collection

e improvements that would result from better data collection

e priorities for improvement of CalLD data collection

s general comments

e suggestions for improvement of CaLD data collection by other WA health services.

A full copy of the survey appears in Appendix 1.
4.3.2 Conduct

Programs were invited to participate in the survey either via direction arising from requests to Health
Service Provider Chief Executives or via direct email invitation to a collated list of relevant services. To
increase uptake, written support from the Acting Assistant Director General was added to invitations. Each
program was asked to provide a small number of representative responses across different staff roles.
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Given the resources available, invited services were narrowed to those within the WA health system

and the Mental Health Commission. The exception was St John Ambulance and the Disability Services
Commission which was asked to complete the survey given the likely system changes occurring with the
introduction of the National Disability Insurance Scheme.

The consultation was initially opened for a period of five weeks, but was extended to seven weeks to
facilitate additional responses. Direct email invitations were sent one reminder email if they had not
completed the survey within a week of the initial closing date. Health Service Providers, programs from
important health areas with a poorer response, and organisations external to the WA health system were
contacted via phone if a response was not received following an initial letter or email.

Two question explanations were adjusted slightly during the survey period to counter a significant
proportion of people not completing their personal details and poorly entering responses to question 1.

4.3.3 Analysis

Results were analysed using Microsoft Excel and SAS statistical package software. A frequency table

of responses was run for each question. Free text responses were assessed qualitatively to identify
themes and important points. Answers that fell out of scope for a particular question were omitted from
further analysis of that question, but where possible were included in the analysis of a more appropriate
question. Further analysis was beyond the scope of the review.

5 Results

5.1 Literature review

Overall, the key word search of the academic literature yielded 500 articles. Thirty-three articles were
reviewed further based on title or abstract and excluded if they:

« did not directly relate to data collection and analysis of CaLD
« did not directly relate to healthcare provision or CalLD service provision in general
e focused on collection of ethnicity data in clinical trials or self-report instruments.

Nine academic articles were relevant for final inclusion, including just four at the Australian level, with the
remainder being narrative reviews on ethnicity data collection practices in Europe, the United Kingdom,
the USA or more generally. The four Australian studies were primary research examining data collection
across health data sets generally or in relation to specific fields of health, for example mental health and
type 2 diabetes (Abouzeid, Bhopal, Dunbar, & Janus, 2014; Blignault & Haghshenas, 2005; Minas et

al., 2013). One Australian study examined the reliability of country of birth as a proxy measure for self-
identified ethnic group in maternal women (Porter, Todd, & Zhang, 2016).

Twenty literature documents were eligible for inclusion, with 15 from the Australian setting and the rest
from the United Kingdom or the USA.

The following text summarises common themes and important findings contained within the reviewed
academic and literature, including in relevant policies and standards.
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5.1.1 Measuring cultural, linguistic and ethnic diversity

Measuring cultural and linguistic diversity is complex. The core tenet of ethnicity has multiple definitions
and is a subjective, composite construct. Ethnicity has been described as the ‘group a person belongs to,
and either identifies with or is identified with by others, as a result of a mix of cultural and other factors
including language, diet, religion, ancestry, and physical features...” (Bhopal, 2004), but there are various
definitions. Adding to the definitional complexity, some of these dimensions used to conceptualise
ethnicity are themselves multidimensional, including the importance of nationality or ancestry (Abouzeid
et al., 2014; ABS, 1999). For example, someone may be an Australian citizen or consider themselves to
bear an Australian identity, but this sense of identity may also be shaped by the ethnic background of
ancestors prior to migration, for example Italian, Somalian or Chinese. Competing concepts of ethnicity
may thus create measurement difficulty in recording a single ethnicity. Ethnic identity may also change
over the life course.

Ethnic data collection is an ongoing global issue. There have been calls for more development of the
theoretical understandings of ethnicity and for a standardised international approach for how best
ethnicity should be conceptualised and measured in explaining ethic inequalities in health (Abouzeid et
al., 2014; Aspinall, 2001). However, standardising the approach internationally would be difficult because
the various ways healthcare providers and researchers currently collect, interpret and use culture and
ethnicity data of patient populations is very much dependent on the local context (Abouzeid et al., 2014).
Historical and political contexts, administrative and political structures, welfare regimes and immigration
histories can all affect relevant measures of diversity (Rechel, Mladovsky, & Devillé, 2012). In general,
chosen measures are used to inform the basis for equitable distribution of power and resources (ABS,
1995).The Indian Census, based on the most multicultural society in the world, measures language,
religion and caste. European data collection is variable across countries. Country of birth and citizenship
only is collected in France and ethnicity is avoided in Germany due to historical concerns around
categorisation (Rechel et al., 2012). In the UK and the USA, federal health data collection includes explicit
variables on race and/or ethnicity, while in Australia the predominant practice has been to make use

of one or more surrogate variables such as country of birth and languages spoken but not generally
‘ethnicity’ (aside from Indigenous Status) per se (ABS, 1999; Borrie, Beaurepaire, Kiosoglous, Sheldrake,
& Zubrzycki, 1984; NHS, 2005; Wallman, Evinger, & Schechter, 2000).

It is widely agreed that in Australia there are many elements to cultural and language diversity which must
be considered to provide an accurate measure of cultural and language background or ethnic diversity. By
definition the term CalLD itself reflects a diverse range of groups. Therefore it is generally recognised that
in the Australian context no single measure is adequate, but rather a combination of variables is likely to
be more useful in answering particular policy questions in terms of advantage or disadvantage related to
cultural and language background (ABS, 1999).

Prior to 1999 in Australia, non-English speaking background (NESB) was used as a broad measure of
culturally related need or disadvantage. There was an official shift away from NESB as an appropriate
measure of culturally related disadvantage in terms of access to government services for a variety of
reasons, including but not limited to (ABS, 1999):

s the term has many conflicting definitions

e it groups people who are relatively disadvantaged with those who are not disadvantaged

e itis unable to separately identify the many cultural and linguistic groups in Australian society

e it has developed negative connotations.
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5.1.2 \Variable options

In 1999, the ABS developed Standards for Statistics on Cultural and Language Diversity in response to

a widely recognised need for a nationally consistent framework for the collection and dissemination of
data on cultural and language diversity (ABS, 1999). The aim was to increase ability of all government
agencies to capture a common core set of cultural indicator data which would allow a more precise

and meaningful assessment of service uptake by different cultural groups across a number of different
portfolio services, as well as a comparative assessment across agencies. The ABS was engaged by
government to cost, develop and pilot a data collection instrument and trial it in a number of government
agencies (ABS, 1999).

Following an extensive testing process, the Standards for Statistics on Cultural and Language Diversity
(the Standards) recommended a set of statistical standards which were designed to collect the cultural
and language information considered necessary for consistent and accurate measurement of cultural
diversity in Australia. The thorough development work was intended to lead to long-term cost savings by
providing an ‘off the shelf solution’ for most data collections. It proposed a “Standard Set” of variables to
measure cultural and language diversity which could be used in all administrative and service provision
settings, and a “Minimum Core Set” of variables from the full standard set that would effectively replace
NESB (ABS, 1999). This recognised that precise measurement of cultural and language diversity, and
related advantage or disadvantage, requires a combination of variables which produces a range of data
about a person’s background.

The Minimum Core Set consists of four variables:

e Country of Birth of Person

e Main Language Other Than English Spoken at Home

s Proficiency in Spoken English

= Indigenous Status (forms part of the core set for those collections which are not specifically aimed

at migrants to Australia; not considered further under the definition of CaLD used in this report).

The full Standard Set includes the Minimum Core Set variables and the following additional variables:

e Ancestry

e Country of Birth of Father

e Country of Birth of Mother

e First Language Spoken

s Languages Spoken at Home

= Main Language Spoken at Home

= Religious Affiliation

e Year of Arrival in Australia.

The ABS advised that any of these additional variables can be added to the Minimum Core Set variables
to collect other relevant data to meet particular information needs (ABS, 1999).

In addition to the ABS Standards, the Australian Institute of Health and Welfare (AIHW) has developed a
number of additional CaLD variables within the National Health Data Dictionary (AIHW, 2012). The National
Health Data Dictionary is based on endorsed metadata standards as listed on the Metadata Online Registry
(METeOR) website and specifies standardised collection parameters for variables accepted for use across
the Australian health sector (AIHW, 2017a). The Dictionary includes the CaLD variables Interpreter Service
Required and Preferred Language, in addition to the ABS Standard Set CaLD variables of Country of Birth
of Person, Proficiency in Spoken English and Main Language Other Than English Spoken at Home.
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Measurement strengths and limitations of variables listed in the Standards, in the National Health Data
Dictionary and otherwise frequently considered in the literature are outlined in Appendix 2. There is a
vast range of other variables that can potentially identify CaLD service users and seekers — along with
their specific cultural and linguistic service needs — but which are rarely mentioned or considered in

the literature, and are therefore not included in Appendix 2. These include country of origin, nationality/
citizenship, preferred written language and level of literacy. Measures related to more particular service
needs beyond language proficiency, such as diet or dietary restrictions, preferred gender of interpreter or
care-giver, culture-specific values, and activities and events related to cultural traditions were also rarely
discussed in the reviewed literature and were thus considered beyond the scope of this review.

The ABS Standard Set contains several different language variables which each measure a different
concept associated with language usage and therefore have different practical implications for service
needs and delivery, health promotion and policy. The language variable, Main Language Other Than
English Spoken at Home is included as part of the Minimum Core Set because it was identified by the
ABS, following extensive consultation with users of language data, as the most useful general purpose
language variable. It is the language variable used in the ABS Census of Population and Housing and its
use therefore enables service data to be directly compared or integrated with census data (ABS, 1999).
The ABS suggests organisations should use other language variables in addition to Main Language Other
Than English Spoken at Home if additional language data is required. The choice of additional language
variables, the order in which they are asked and which language variable is used as a filter to Proficiency
in Spoken English or equivalent depends on particular information requirements (ABS, 1999).

The ABS undertook a significant scope of work to investigate the feasibility of collecting a variable directly
measuring ethnicity in the period prior to the 1986 Census (Borrie et al., 1984). Although this report is
now more than 30 years old, a number of findings are likely to have ongoing relevance today. The report
found two broad sub-concept choices within the multi-dimensional concept of ‘ethnicity’. These were the
sub-concepts of ethnicity relating to current self-perceived group versus that which is more historically
determined based on ancestral origins. Despite stakeholder preference for the former, piloting of possible
questions identified responder confusion around current self-perceived ethnicity and therefore significant
risk of invalid and unreliable data and undercount of ethnic group numbers if such a question were to be
included in the Census. It was suggested further assessment of potential current self-perceived ethnicity
questions be assessed via an ABS survey (Borrie et al., 1984); however, it is unknown whether this was
pursued. Ancestry was a concept better understood than ‘ethnicity’ in pilot questions (Borrie et al., 1984).

Subsequent reports since the Borrie Report confirmed the major benefit of including a question on
Ancestry in the Census is identification of ethnic groups not identified by Country of Birth of Person or
languages spoken (Castles, 1991; Kunz & Costello, 2003). This includes ethnic groups that exist across
country borders or as a sub-population within countries, such as Kurds from Iraq or Turkey or Pacific
Island peoples from New Zealand. Ancestry is likely therefore to have ongoing relevance for identifying
refugees arriving as persecuted ethnic groups from regions within a country or who may have been born
within refugee camps outside their family’s country of origin.

The ABS has however continued to highlight that Ancestry in the Australian context is complex as

there are many Australians with origins and heritage that do not, in practice, relate to their current

ethnic identity, which may be based on nationality. It advises that “Ancestry data alone, therefore, is not
considered a good measure of service needs or the extent to which persons from certain backgrounds
are associated with advantage or disadvantage. When Ancestry data is used alone, it should only be done
to represent a broad measure of cultural diversity”. The ABS strongly advises that the Ancestry variable
be used in conjunction with country of birth variables, Indigenous Status, Religious Affiliation, and
language variables in order to identify particular ethnic origin or cultural groups (ABS, 2017c).
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5.1.3 Variable combinations

In general, each agency will collect data for different reasons and has unique administrative and
management practices. The aim of data collection and how data is collected will depend on the:

e core business of the agency or program
» target demographic of the agency or program

= purpose of the data (for example, service provision, performance indicators, needs analysis,
community profiles and/or research) (ABS, 1999).

The purpose of data collection can be further considered in terms of aiming to use data about individuals
versus aiming to use data about community groups more generally. Data about individuals can be used
to determine the facilities and services directly required by an individual, such as interpreter services.
Conversely, aggregate data collected from individuals to create community group profiles is used more
for the purposes of policy setting, service monitoring, analysis and thematic reporting. Ideally variables
collected are useful for both individual and group uses but this may be difficult to achieve. This was one
of the drawbacks with NESB due to the potential for making unfounded assumptions about individuals
and their service needs on the basis of the characteristics of the community group to which they belong
(ABS, 1999). As a further example, Country of Birth of Person used in conjunction with Year of Arrival in
Australia can be useful at a group level to determine which community groups have the most difficulty,
or take the longest time, to adapt to Australian society. It cannot, however, be used to assume a recently
arrived individual’s particular service needs e.g. need for an interpreter.

The ABS advises that agencies are encouraged to collect the Minimum Core Set and to identify and
include additional Standard variables as appropriate. Where particular collections currently do not include
one of the four Minimum Core Set, but include other cultural diversity variables which are better suited

to the collection, it is not intended that a core variable necessarily replace a variable currently collected.
Rather it is recommended that the other Minimum Core Set variables be added to the collection. The

ABS suggests the general principle of asking as wide a range of questions as possible to provide a
comprehensive picture of an individual’s origins and characteristics.

Resulting combinations of variables collected can be useful for particular purposes. For example (ABS,
1999; Victoria University, 2009):

e Combining Main Language Other Than English Spoken at Home with Proficiency in Spoken English
can help identify the need for language services and to inform marketing and promotional strategies.

» Using Country of Birth of Person with a language variable provides a cultural dimension which is
likely to indicate a person’s familiarity with Australian institutions, labour market, etc. If the person
is a child, using mother or father’s country of birth might provide information on potential for
accessing services.

e A number of variables, such as Country of Birth of Person, Main Language Other Than English
Spoken at Home and Year of Arrival in Australia might be needed when developing more detailed
client profiles for planning or evaluation purposes.

e Combining Ancestry with Country of Birth of Person and language variables may provide more
information about a person’s cultural identity than Ancestry alone.

= The use of Country of Birth of Person, a language variable and Religious Affiliation will accurately
identify most cultural and ethnic groups.

Documenting a range of variables is likely to be useful to both improve servicing to individuals based on

accurate and reflective data (rather than a generic measure such as NESB), and more widely for creating

aggregate data to create community group profiles for the purposes of policy setting, service monitoring,
analysis and thematic reporting (ABS, 1999).
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5.1.4 Current data collection practice by the Australian Bureau of Statistics

In practice, the most recent 2016 Census of Population and Housing collected all of the variables of the
Minimum Core Set (Country of Birth of Person, Main Language Other Than English Spoken at Home,
Proficiency in Spoken English) and a selection of the additional variables included in the Standard Set
(Year of Arrival in Australia, Ancestry, Religious Affiliation, Country of Birth of Mother and Country of
Birth of Father). All these variables were also collected in the 2011 Census, however Country of Birth

of Mother and Country of Birth of Father were updated in 2016 to facilitate entry of specific countries,
rather than the sole answer options of “Australia” or “Overseas” as included in the 2011 Census. Census
data is generally presented and available on the ABS website by geography, with total counts at local
government, state and national levels. Census CaLD data is important for informing denominator data for
calculating and comparing health status or health service use rates. Census data is presented by the ABS
either by the individual variables listed above or by combinations of variables, such as Born Overseas,
Year of Arrival in Australia and Main Language Spoken at Home, or Country of Birth and Main Language
Other Than English Spoken at Home.

The ABS also conducts a number of other collections, including the National Health Survey and the
Patient Experience Survey. The 2014-2015 National Health Survey included data collection on the
variables Country of Birth of Person, Year of Arrival in Australia, Main Language Spoken at Home, English
Proficiency, Ancestry and Country of Birth of Parents. Data is predominantly published on the ABS
website by Country of Birth of Person, Year of Arrival in Australia and Main Language Spoken at Home
(ABS, 2017f). The Patient Experience Survey collects Country of Birth of Person and Year of Arrival in
Australia; however, this is not published on the ABS website (ABS written correspondence, 2016).

5.1.5 Current data collection practice by Australian health services

Despite the Standards guidelines published by the ABS in 1999, evidence indicates the Standards have
not been implemented as intended and considerable variation and data insufficiency continues to exist
in the measurement of ethnicity in Australian health data collections (Abouzeid et al., 2014; Minas et al.,
2013; Thow & Waters, 2005). This appears consistent with the situation internationally; despite many
national guidelines for collecting ethnicity data, considerable variability remains if and when ethnicity

is measured, in diverse arenas including national censuses (Morning, 2008) and published biomedical
literature (Ma, Khan, Kang, Zalunardo, & Palepu, 2007).

Although the Standards stipulate that using “a single standard variable, such as country of birth...is
inadequate”, in practice this has been the widespread level of implementation of the standards in the health
sector. A 2005 review of health sector national data collections found (Blignault and Haghshenas 2005):

» Of seven national data dictionaries using ABS standards and classifications, only one included all
the ABS Minimum Core Set indicators for CaLD.

e Of 17 national data sets reviewed, 12 included Country of Birth of Person, two included Preferred
Language and one included Main Language Other Than English Spoken at Home.

= Two data sets (injury surveillance and cancer) did not include any data concerning the client’s
cultural background.

Several studies since 2005 have confirmed a lack of meaningful data collection beyond Country of

Birth of Person in many health data settings across Australia, including mental health, drug and alcohol
services, maternal health, and aged care (AIHW, 2014; Donato-Hunt & Grima, 2009; Minas et al., 2013;
Porter et al., 2016). In an assessment of databases containing information from which ethic group-
specific estimates of type 2 diabetes burden could be gleaned, Abouzeid et al. (2014) found of 32
relevant databases, birthplace was recorded in 27 and only nine recorded other aspects of self-perceived
race/ethnicity, aside from Indigenous Status. A 2014 Australian Institute of Health and Welfare (AIHW)
review concluded that out of 15 aged care data sets reviewed, 10 collected the ABS measures Country
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of Birth of Person and Main Language Spoken at Home/Main Language Other Than English Spoken at
Home, although lack of standardisation to the ABS data collection method reduced the comparability

of data (AIHW, 2014). AIHW also found very few aged care settings collect data to provide insight into
specific service needs related to CaLD characteristics such as diet, culture-specific values, activities or
events related to cultural traditions, or preferences for care such as doctor gender requirements (AIHW,
2014). In a 2009 survey of drug and alcohol workers across Australia on mandatory CaLD data collection
fields, 86 per cent collected Country of Birth of Person, 79 per cent collected Preferred Language, and
56 per cent collected Interpreter Service Required. Only 40 per cent collected Main Language Spoken at
Home and 27 per cent collected English proficiency (Donato-Hunt & Grima, 2009).

The National Health Data Dictionary maintained by the AIHW is used to construct health problem or
service specific ‘National Minimum Data Sets’, or minimum sets of data elements agreed for mandatory
collection and reporting at a national level. Although the National Health Data Dictionary lists standards
related to Interpreter Service Required, Preferred Language, and all of the variables in the ABS Minimum
Core Set, few translate to being included in the National Minimum Data Set requirements. For example,
the National Minimum Data Set relating separately to each of emergency department presentations,
hospital admissions and community mental health services only requires Country of Birth of Person.
The Alcohol and other Drug Treatment Service National Minimum Data set only collects CaLD indicators
Country of Birth of Person and Preferred Language. A 2009 study reviewing CaLD data collection
practices across drug and alcohol services across a number of states found most services were
collecting Country of Birth of Person and Preferred Language, the mandatory items for drug and alcohol
service reporting, but not all, including a number of respondents representing services in Western
Australia (Donato-Hunt & Grima, 2009). This suggests that the few variables included in the National
Minimum Data set requirements may not be enforced or in practice.

The health sectors occasional additional focus on alternative language variables of Preferred Language
and Interpreter Service Required as opposed to the two suggested by the ABS in the Minimum Core Set
(Main Language Other Than English Spoken at Home and Proficiency in English) likely reflects historical
circumstance but also the health system’s additional requirement to focus specifically on individual
service needs. The ABS’ suggested Minimum Core language measures are likely more targeted towards
aggregate statistical measurement of cultural and linguistic diversity in a survey or questionnaire setting.

The ABS has not published an update of general guidelines relating to CaLD data collection since 1999,
although Queensland Health reported a review was being untaken by the ABS in 2011 (Queensland
Health, 2012). Verbal discussion with the ABS suggests there are currently no plans to review the
variables included in the Standards.

A number of recommendations and changes have been suggested or implemented by the health sector
as a result of evidence of poor CaLD data collection practices within the health setting. A 2014 review
of aged care data sets by AIHW included a consultation with AIHW and Department of Social Services
staff to rank 41 different measures of CaLD according to a set of in-house developed criteria (AIHW,
2014). These criteria related to the concepts of utility, technical performance, measurement feasibility,
compliance with ABS standards, simplicity and completeness. Their final working paper stated, “ABS
CALD measures provide for statistical measurement of cultural and linguistic diversity, but not the
associated service needs.” This paper recommends that:

= Data sets should employ, as a minimum, the ABS measures Country of Birth of Person and
Main Language Spoken at Home, augmented with Interpreter Service Required, Preferred Sex of
Interpreter and Preferred Language, where the Main Language Spoken at Home is not English.

= Proficiency in Spoken English and Year of Arrival in Australia, along with three linked measures that
are associated with spirituality, are also recommended for supplemental inclusion.

« Data sets should ensure they comply with ABS data collection methods.
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In making these recommendations it is important to note that it appears that AIHW has not recognised
the subtle but important difference between Main Language Other Than English Spoken at Home and
Main Language Spoken at Home.

In 2007, Queensland Health endorsed a multicultural minimum data set to be collected across
Queensland Health’s major data collections from 1 July 2007 (Queensland Health, 2012). It comprised:

e Country of Birth

e Preferred Language

e Interpreter Service Required

= Religion (religion collected locally but not centrally extracted).

A submission by Queensland Health to a reported 2011 ABS review of the ABS Standards stated that the
current standards are inadequate to capture the cultural diversity and needs in the Queensland population.
Specifically, Queensland Health’s three priority CaLD population groups, namely refugees, Australian-
born South Sea Islander people and New-Zealand born Pacific Islander and Maori people, were very
poorly identified by Country of Birth of Person and main language other than English. Their submission
recommended that the ABS Standards be redesigned to add a variable to better identify ethnic groups.
The proposed variable was for addition was Ancestry (Queensland Health, 2012). A subsequent 2012
Queensland Health internal review went further in recommending that Queensland Health work with the
Australian Bureau of Statistics to consider collection of ethnicity (Ancestry) in the CaLD national Minimum
Core Set instead of Country of Birth of Person, and in the interim continue to collect the Queensland
Health multicultural minimum data set endorsed in 2007 (Queensland Health, 2012).

5.1.6 Current data linkage projects

The ABS has undertaken a number of data linkage projects in recent years, which has increased the
capacity to present CalLD data. This has included the statistical publication of a project that integrated
2011 Census data with information from the Department of Immigration and Citizenship’s Settlement
Data Base using probabilistic linking to produce an enhanced dataset, the Australian Census and
Migrants Integrated Dataset, 2011. The data allows for the settlement outcomes of recent migrants
(language capability, employment, income and education), however generally not health outcomes, to be
cross-classified by their entry conditions, such as visa stream, whether they applied onshore or offshore,
and whether they were a main or secondary applicant. This data is particularly useful for identifying
particular visa-sub groups, such as refugees and women at risk, by their standard Census information
and is generally available at the level of small geographic areas of Statistical Area Level 2 (ABS, 2014)
(ABS written correspondence, 2016).

In addition, there is an ongoing Multi-Agency Data Integration Project collaboration between government
departments including the federal Department of Health and ABS. The collaboration resulted in a project
linking Medicare Benefits Schedule and Pharmaceutical Benefits Data with Census Data and explored
the cultural and linguistic characteristics of people using Medicare Benefits Schedule (MBS) subsidised
mental health-related services and Pharmaceutical Benefits Scheme (PBS) subsidised mental health-
related medications in 2011 (ABS, 2016b). No other data linkage projects were identified or discussed in
the reviewed literature.

5.1.7 Data collection quality

In Australia, instructions for standard definitions, question phrasing, mode of assessment and standard
coding classifications are included in the ABS’ Standards for Statistics on Cultural and Language
Diversity (ABS, 1999). The Standards are supplemented by standards on each of the individual
variables which are reviewed and updated on a five-yearly or less basis depending on a need (ABS,
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2016a)(ABS written correspondence, 2016). Guidelines for variable classification and coding are also
updated periodically to reflect locally relevant categories and demographic changes (ABS, 2016¢). All

the Standard variables are designed to be self-reported answers to questions administered by personal
interview, questioning of a responsible adult (representing a household or family) or via self-enumeration
questionnaires. ABS reports that its statistical standards are “finalised following thorough and rigorous
development of concepts, definitions, questions, classifications, and processing and dissemination
procedures”. ABS also states their standards are designed to harmonise, as far as possible, with
established Australian and international practices so as to facilitate comparability internationally, across
collections, across time, across agencies and within a given subject area (ABS 1999).

Beyond that, there is limited discussion in the Australian literature about the quality of CaLD data
(Donato-Hunt & Grima, 2009; Minas et al., 2013). An AIHW 2014 review of aged care services data
collection concluded that those data sets collecting the ABS concepts of Country of Birth of Person and
Main Language Spoken at Home were subject to variable methods of implementation. The review went
on to say, “As a result, data collected both within a single data set and across data sets are not always
directly comparable or appropriate to aggregate into a single collection. There could also be difficulties
in comparing data extracted from these data sets because ABS population statistics are based strictly on
ABS measures and collection methods.” (AIHW, 2014). A survey of drug and alcohol services nationally
identified varying determination methodology between self-report, general communication with the client,
and worker discretion (Donato-Hunt & Grima, 2009). This contrasts to the methodology recommended
by the ABS for CaLD data variables.

Some studies have highlighted the explicit exclusion of people with limited or no English proficiency
from surveys (Blignault & Haghshenas, 2005; Minas et al., 2013). This creates bias limiting the
generalisability of the results and may fail to represent potential disadvantage in CaLD groups associated
with socioeconomic disadvantage. Reported challenges with collecting and presenting CaLD data from
surveys include poor resourcing for interpreter use to enable participation, and small CaLD sample sizes
in many smaller geographic areas.

It is recognised completeness and accuracy of data can be affected by various policy mechanisms,
whether it be legislation, regulation, code of practice, such as mandatory fields and contract conditions,
or organisational culture or policy. Donato-Hunt noted “Victoria has a relatively well-developed program
and legislative infrastructure for supporting cultural diversity and sound community relations”, correlating
with a higher percentage of data collection in Victoria compared to Western Australia and New South
Wales in a study examining CaLD data collection across drug and alcohol services (Donato-Hunt &
Grima, 2009). Legislated acts in relation to CaLD populations in both NSW and Victoria add policy focus
and create an environment for increased requirements for data collection. For example, the Multicultural
Victoria Act 2011 mandates government departments to report annually to the Minister for Multicultural
Affairs and to Victorian Parliament on their achievements in multicultural affairs over the previous
financial year. At 30 June 2015, four departments had cultural diversity plans (CDPs) in place and

three departments were in the process of updating or developing new CDPs. Departments had reported
significant progress in cultural diversity planning and implementation including on the use of data to
improve service planning and delivery. Departments were also required to report on the use of translating
and interpreting services (Victorian Government, 2015). In WA, data in relation to use of interpreter

and translating services by health services is mandatorily reported under the Western Australian Health
Language Services Policy (Department of Health, 2017). However, the data collection techniques are not
standardised across health services. An overarching Act in WA in relation to multicultural affairs more
generally is also lacking. Comprehensive review of the literature relating to policy mechanisms to improve
CaLD data practices was beyond the scope of this review.
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5.2 Review of WA health system core data sets

Review of data collection practices across the WA health system large core data sets revealed a number
of useful findings. It is important to firstly understand that most of the core data sets collate data from
healthcare services via a large number of ‘feeder’ software packages used for primary data collection.
These ‘feeder’ packages vary between public and private services, between some hospitals and between
different types of services. The main package used by the WA public hospital system is the ’Patient
Administration System’ (PAS). The older version of PAS called TOPAS (‘The Open Patient Administration
System’) and another separate software package ‘HCARe CMS’ are being progressively transitioned
across hospital services to a newer web-based version of PAS, namely ‘webPAS’. The PAS system is
frequently used to auto-populate between other primary data collection packages including to specific
clinics or services beyond or within inpatient, outpatient and community services, and makes up the
primary source for the CaLD fields recorded by multiple different core data sets.

The webPAS and TOPAS software packages have a standardised demographic page that includes CaLD
variables, namely Country of Birth of Person, Religious Affiliation, and Preferred Language (only meant to
be entered if the patient requires an interpreter according to the TOPAS manual). WebPAS also includes
a separate field for Interpreter Service Required. Details entered on the demographic page are meant to
be checked and updated by clerks each time the patient presents for a new occasion of service: however,
stakeholders state this may not occur and there is no automated recording of the history of field updates.

The core data sets are maintained centrally by data custodians located within the WA Department

of Health, as part of the Department’s ‘system manager’ role. Core data collection manuals are also
produced by the WA Department of Health to guide primary data collection by health service providers.
The manuals represent documentation of the relevant ‘statistical standards’. Statistical standards

are defined as a set of components which, when used together, produce consistent and high quality
statistical output across collections and over time. For each variable, a statistical standard generally
specifies a standard name, definition, question, classification, coding procedure and output category. It is
generally the responsibility of frontline health service providers to ensure quality of collection according
to the core data collection manuals. The WA Department of Health only enforces CaLD data field entries
for mandatory fields or algorithm-identified nonsensical entries, Preferred Language not entered if
Interpreter Service Required, for example. Further data core data set completion and quality issues are
explored individually under the separate core data sets below.

CaLD variables collected by each of the core data sets are included in Table 1, with specific CaLD data
issues for each data set discussed below.
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Table 1. Variables collected by the core data sets according to available data manuals

CaLD Variable

Core Data Country Interpreter | Preferred Ethnicity Year of Religious

Collection of Birth of | Service Language (aside from | Arrival in Affiliation
Person Required Indigenous | Australia
Status)

Hospital Morbidity

Data Collection v v v

Emergency

Department Data v v

Collection

Mental Health

Information System v v v
Non-Admitted and

Patient Waitlist Data v v

Collection

Midwives

Notification System 4 v v
WA Cancer Register v

Mortality Data set v

5.2.1 Hospital Morbidity Data Collection

Data transmits to the Hospital Morbidity Data Collection (HMDC) from various feeder systems including
TOPAS and WebPAS.

Data collection in relation to hospital admissions is guided by conditions specified in the Hospital
Morbidity Data System (HMDS) Reference Manual (Department of Health, 2015a). The Reference Manual
outlines collection relating to three CaLD-related elements: Country/State of Birth, Interpreter Service and
Language.

Assessment of rate and quality of completion of these fields below refers to the all WA hospital
admissions (both public and private) discharged between 1 July 1999 and 13 June 2017, equalling to a
total of 14,874,066 separations.

Country/State of Birth

Country or Australian state of birth of the patient is designated a mandatory collection requirement
in the HMDS. In addition to missing data, two input options relate to unknown data; ‘Not Stated’ or
‘Inadequately Described’.

A total of 1.98 per cent (n=294 192) of all Country of Birth of Person values were either missing (n=179)
or designated ‘Not Stated’ (n=280 629) or ‘Inadequately Described’ (n=13 384) out of all WA inpatient
admissions (n=14 874 066) over the specified period.

It was beyond the scope of the project to investigate the accuracy of the Country of Birth of Person data
collection, but it is recognised there may be data error related to both data entry error and country coding
changes over time.

22 | Review of Cultural and Linguistic Diversity Data Collection Practices in the WA Health System



Interpreter Service

The HMDS manual defines the ‘Interpreter Service’ field as ‘whether an interpreter service is required

by or for the patient’. It is a mandatory collection requirement. The HMDS creates ambiguity as to how
this is determined because it does not specify between self-report or judgement by the clerk. Indeed,
discussion with staff confirmed this may be determined by a judgement of the clerk or entered based

on a referral form, rather than via a direct question to the patient. This is in contrast to the National
Health Data Dictionary which specifies, “Recommended question: Do you [does the person] require

an interpreter?” The data field guidance included in the HMDS manual also suggests this field is
misunderstood by those developing the manual as a retrospective determination of whether an interpreter
was used. This includes, “This data item should only have a value of (1) Yes if an official paid interpreter
service is used” and a data quality edit flag ‘Language required when an interpreter was used’. However,
observation indicates front-line staff are completing this field prospectively, for example whether an
interpreter is needed at the time of admission, which is the correct interpretation of the field specified by
the National Health Data Dictionary.

The Interpreter Service field generally had a very high level of completion with only 32 (0.000002%)
missing values out of a total of 14 874 066 admissions. Only 0.39 per cent (n= 57 630) of all admissions
were recorded as requiring an interpreter service.

Language

This field is defined in the HMDS manual as “the language (including sign language) most preferred by
the person for communication” and is a filter question from the Interpreter Service field, specified as
“required if used interpreter; blank otherwise”. The ‘Guide for Use’ section for this field states, “This data
item should only be completed if an official paid interpreter service is used”. Again, several statements
suggest retrospective determination of Interpreter Service.

This field was complete in 0.8 per cent (n= 113 878) of cases, approximately double the number
‘requiring an interpreter’. This demonstrates data inconsistency as this field is only meant to be
completed if an interpreter is required.

Of those recorded as requiring an interpreter service (n= 57 630), 4.5 per cent (n= 2 605) of patients did
not have a language listed; however, all of these occurred prior to July 2006, when new ABS Australian
Standard Classification of Languages 1st Edition coding was implemented.

Of those admissions listed as not requiring an interpreter service (n=14 816 404), 58 853 (0.4%) had a
Preferred Language listed. In the period since July 2006, 6 607 admissions not requiring an interpreter
had a language listed, however most of these (n=4 501, 68.12%) were ‘Not stated’. This leaves 2,106
admissions (0.01 per cent of all admissions over the period 1 July 2006-13 June 2017) recorded as not
requiring an interpreter but with a recognised Preferred Language other than English documented. This
raises the question whether a portion of these patients actually required an interpreter.

5.2.2 Emergency Department Data Collection (EDDC)

Data recorded as part of the Emergency Department Data Collection (EDDC) contains data on emergency
department (ED) activity in WA's public hospitals as well as ED activity in private hospitals under financial
contract to the WA Government. This data collection commenced in 2002 and has had various interventions
to improve data collection processes overtime. Data is collated from multiple feeder systems: Emergency
Department Information Systems (EDIS) (all metropolitan public hospitals, the Joondalup Health Campus
and Bunbury Regional Hospital), WebPAS, progressively transitioning from HCARe (all rural hospitals
except Bunbury Regional Hospital and Peel Health Campus, and St John of God Midland), and Medtech,
transitioning from Electronic Patient Administration System (ePAS) (Peel Health Campus). It is understood
there is an auto-populating function between EDIS and the broader Patient Administration System.
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According to the EDDC Data Manual Version 1 (2007) currently in use, Country of Birth and Interpreter
Service Required are the only CaLD-related variables collected. There are no items relating to language(s)
spoken or religion (Department of Health, 2007).

Some fields within the EDDC are routinely targeted as priorities for completion. In general, these relate
to performance indicators such as timelines to being seen by various staff, and disease coding, rather
than others including CaLD variables. Recurrent abnormalities in CaLD data may be noticed ad hoc and
investigated but are not routinely monitored.

Assessment of rate of completion of these fields below relates to data records for the period July 2005—
June 2017 inclusive.

Country of Birth

Country of Birth is deemed a mandatory variable in the relevant data manual. Out of a total of 10 797 393
presentations, 140 455 (1.3%) did not have a country of birth recorded. In addition, 0.32 per cent

(n=33 847) were entered as ‘not stated’ and 0.07 per cent (n=7 585) were entered as ‘inadequately
described’.

Interpreter Service Required

It is not specified whether ‘Interpreter service required’ is a mandatory or optional collection field in the
Data Manual, and there is no guidance as to how this is actually determined. Response options are ‘Yes’,
‘No’ or ‘Not specified/Unknown’, the latter being outside of permissible values for this variable as listed in
the National Health Data Dictionary.

Review of Interpreter Service Required field revealed 0.3 per cent of presentations were listed as
‘requiring an interpreter service’, 89.2 per cent as ‘interpreter service not required’ and 10.9 per cent as
‘not specified/unknown’. There were also a small number of presentations erroneously listed with specific
languages.

5.2.3 Mental Health Information System

The Mental Health Information System (MHIS) records data on all ambulatory mental health services
provided by public mental health facilities in WA including services provided to interstate and overseas
visitors. Data feeds from a number of systems including TOPAS, HCare and a further package specific

to mental health entitled 'PSOLIS’ (Psychiatric Online Information System). Matching mandatory
demographic information between TOPAS or webPAS and PSOLIS flows through to the PSOLIS client
demographics primary collection page. Non-matching mandatory demographic information fields are able
to be ‘value added’ in the client demographics fields in PSOLIS.

According to the MHIS Ambulatory Data Dictionary (Version 4 updated August 2010), the CaLD items
collected are Country of Birth, Year of Arrival to Australia and Religion (Department of Health, 2010). No
fields flow through for collection to the core data set in relation to requirement for interpreter or preferred
language however PSOLIS does have these fields as optional entries on the primary demographic page.

Currently there are concerns regarding the quality of CaLD information collected by PSOLIS. Interpreter
Service Required, Language, Year of Arrival and Religion are optional and therefore poorly completed.
There is also no function to record update history, so it is not known whether the interpreter requirement
or religious affiliation has been updated for the current admission or event recently. Reportedly, there has
been no state or national mandate to collect this information, and as such comprehensive policies and
guidelines have never been developed to inform recording practices, resulting in incomplete and inaccurate
recording of this information in PSOLIS. Previous requests for preferred language and interpreter
requirement data in order to evaluate services have been denied given the poor quality of the data.
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The MHIS is being replaced with a new data collection system (MIND) in 2017. It has been deemed that
the MIND collection will not include variables collecting preferred language, interpreter requirement or year
of arrival because of incomplete and inaccurate recording of CaLD information in PSOLIS. Advice was
received that should there be a mandatory requirement to collect this information in MIND, PSOLIS will
need to be amended to include these fields as mandatory and feeding through to the MIND core data set.

The WA Department of Health is working to develop the MIND Collection to include a data quality
assurance process. This will include working on basic validation rules for fields to meet national data
submissions, such as Indigenous Status. The WA Department of Health will unlikely validate Country of
Birth until further discussions and agreement with health services has occurred (maybe in 2018).

Country of Birth

Country of Birth is specified as a mandatory data field collection in the MHIS Data Dictionary. The MHIS
data set reviewed related to the period 2006—2016 inclusive, equating to 7,998,020 occasions of service.
There were no missing entries in relation to the Country of Birth field. ‘Not stated’ was entered for

1.36 per cent of entries (n=108,604) and ‘Inadequately Described’ was recorded for just 25 entries.

Year of Arrival

This field is described in the data manual as ‘Year of Arrival in Australia from overseas’ and listed as
collected between 1966 and 2003 and not collected by the MHIS since PSOLIS started. The PSOLIS
primary data collection package does however include this field as an optional input.

Religion

This field is described in the data manual as ‘religious affiliation at admission’ and collected between
1967—present. It states ‘missing data increases overtime (maximum 60% missing in 2003)’.

5.2.4 Non-admitted and Patient Waitlist Data Collection

The Non-admitted Patient Activity and Wait List Data Collection (NAPAAWL DC) includes patient-level
non-admitted activity data predominantly from the following feeder systems:

o The Open Patient Administration System (TOPAS)

o Health Care And Related Information Systems / Ambulatory, Other Patient and Domiciliary
(HCARe / AOD)

s Web-based Patient Administration System (webPAS).

Variable data requirements are specified on the AIHW METeOR website page entitled “WA Health
Non-Admitted Patient Activity and Wait List Data Collection (NAPAAWL DC) 2016-17" (AIHW, 2017b).
Country of Birth of Person and Interpreter Service Required are the only CaLD variables specified for
collection.

Feedback from data custodians indicates ‘Interpreter Service Required flag’ (presumably based on
Interpreter Service Required) and Country of Birth of Person are collected from some systems but these
are not of high quality.

The existing data set held by the Epidemiology Branch covers the period 1 July 2008—-28 February 2010
and is not routinely updated. It does not contain any variables related to CaLD characteristics.
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5.2.5 Midwifes Notification System

The Midwives Notification System (MNS) has been in operation since 1975 and receives information
from midwives about births they attend in Western Australia (WA). Notifications are for all births where
the infant is of a gestational age of 20 weeks or more or a birth weight of 400 grams or more if gestation
is unknown. Data collection is guided by documents including the ’Guidelines for Completion of the
Notification of Case Attended Health Act (Notification by Midwife) Regulations Form No.2’ (Department
of Health, 2006), and ’Guidelines for Midwives Notification of Case Attended’ (Department of Health,
2015b). The ‘ethnic origin of the mother’ has been collected since 1975: however, Interpreter Service
Required and Preferred Language were only added for collection in July 2016. Country of Birth of Mother
is not collected. The Ethnicity field is described as the “Self reported ethnic origin of the woman giving
birth. A woman who identifies herself as more than one of the listed descriptions can be reported as
‘Other’; however, where Aboriginal or Torres Strait Island is included report as Aboriginal and/or TSI”.
Input options include: Caucasian — Includes all people of Caucasoid (European) heritage such as Maltese,
Lebanese and Italian; Aboriginal, TSI or Aboriginal and TSI- Includes persons of Australian Aboriginal
and/or Torres Strait Islander (Australoid) heritage; Asian; Indian; African/Negroid; Polynesian; Maori;
Other. The ‘ethnic origin of the mother’ is not listed by the ABS or AIHW as a recognised standard
variable for large data set collections.

The data set reviewed included only ethnicity in terms of Indigenous or non-Indigenous Status, which had
been re-coded according to an algorithm developed by the Data Linkage Branch.

5.2.6 Mortality database

The mortality database summarises data on cause of death, and is processed centrally by the ABS before
being shared with the WA Department of Health. The mortality data set reviewed contained only the CaLD
variable ‘place of birth’, which in practice is Country of Birth of Person.

Place of Birth

For the period 1983 to 2015 inclusive, 7197 (1.9%) out of 369 862 deaths did not have a place of birth
recorded, as well as, 0.3 per cent of entries were ‘inadequately described’ or ‘not stated’.

5.2.7 WA Cancer Register

The data set reviewed included only the CaLD variable Country of Birth for the three individual registers
relating to each of cancer incidence, cancer mortality and cancer in-situ.

Country of Birth of Person

The register recording cancer incidence for the period between 1982 and 2015 inclusive had 776 missing
(0.29%) Country of Birth values out of a total of 270 575 entries. Country of Birth was recorded as ‘not
stated’ or ‘inadequately described’ in 4 485 (1.66%) entries.

The register recording cancer in-situ in the period 1982-2015 inclusive had 1184 (1.8%) missing
Country of Birth values out a total of 65 624 entries. Country of Birth of Person was recorded as ‘not
stated’ or ‘inadequately described’ in 2138 entries (3.26%).

The mortality register relates to all cancer-related deaths occurring between 1990 and 2015, inclusive.
Only three deaths had Country of Birth data missing out of a total of 86 763 (0.003%). Country of Birth
was listed as ‘not stated’ or ‘inadequately described’ in 208 (0.24%) deaths.
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5.3 Stakeholder consultation

5.3.1 Respondents

A total of 72 responses to the survey were received. Survey respondents were from a range of services
and programs across the WA health system and those falling under the jurisdiction of the Mental Health
Commission. A full list of programs as entered by respondents appears in Appendix 3. Several services
had multiple staff members complete the survey. In addition, a number of organisations replied directly
via email to advise of important information regarding their current CaLD data collection practices. This
included a response from St John’s Ambulance Western Australia stating that their service, ‘doesn’t
record the religion, race, language or ethnicity of callers (or patients)’.

Programs with staff responding to the survey included a number of those targeting specifically CaLD
clients and many larger services with significant CaLD constituencies, including primary care health
services, hospitals (inpatient, emergency and outpatient), health support services, and community
services including screening services and allied health programs. A broad representation across city,
rural and regional services was also achieved. Multiple responses were received from those involved with
data input such as data coders and clerks, and data custodians, in addition to clinical or front-line staff
and managers.

5.3.2 Data collection tools

The 72 respondents listed 92 entries for data collection tools in current use. A full list of data tool
responses by health service organisation is contained in Appendix 3.

Table 2. Frequency of data collection tools reported by survey respondents

Data collection tool Frequency of response | Main service type

WebPAS 19 Hospital services

TOPAS 16 Hospital services
BOSSNET 6 Multiple

Language Services Systems (LASS) 6 Language services

Burns Injury Management System 3 Burns

DENIM 3 Dental health services
Psychiatric Online Information System (PSOLIS) 3 Mental health

iSOFT 2 Pathology

Medtech 2 Specialised outpatient services
Oracle 2 Multiple

SHaRE 2 Cancer services

SHIP 2 Sexual health services
SIMS 2 Drug and alcohol services
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Table 2 lists those data collection tools which were listed by more than one respondent. Many
respondents also listed a unique data tool (n=47) not used by any other respondents to the survey.
Several participants listed multiple data collection tools within the one answer so the total sum of the
frequency of data tools reported does not total the number of entries. Most often the multiple data
collection tools listed within one entry were WebPAS or TOPAS and a more specific software package,
likely reflecting the auto-populating function of PAS into other software packages.

5.3.3 Variables in current use

For each data collection tool entered, respondents were asked to nominate whether collection was
optional, mandatory, not collected or they were unsure for each CaLD variable in a pre-specified list
(Figure 1). A response for each variable was mandatory. The most frequently collected item reported
across all data collection tool entries was Interpreter Service Required (n=71, 77.2%), followed by
Country of Birth of Person (n=62, 67.4%). Main Language Other Than English Spoken at Home and
Proficiency in Spoken English were reported as recorded by 42.4 per cent and 19.6 per cent of data tools
respectively. It is suspected however there was some confusion in entering language variable answers
as multiple respondents entered multiple options and it is unlikely any data tool would collect more than
one language data variable. Relatively fewer tools collected Year of Arrival in Australia, Country of Birth
of Parents, Ancestry or Visa Category. Many data tools collected Race or Ethnicity but this is presumed
to relate predominantly to Indigenous Status. All variable options were collected by at least one data
collection tool. Three data collection tool entries listed other variables collected beyond survey answer
options, which were ‘country of refuge before arriving in Australia’, ‘financial election status’ (overseas
country, reciprocal country etc), ‘GP use’ (and whether GP uses an interpreter or is bilingual), ‘form of
interpreter’ (onsite or telephone), ‘parental education levels’, ‘parental literacy levels’, ‘what families do
with letters if they receive in English and can’t translate themselves’.

Figure 1. Frequency of collection of CaLD-related variables across data collection tool entries
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Six data tools reportedly collected no CaLD data or collected ‘race’ only, presumably related solely to
Indigenous Status. These included the WA Cervical Screening Program Register, the School Based
Immunisation Program Database and the HCARe software package used by Child and Adolescent
Community Health Service high school nurses, enuresis nurses, refugee health nurses and education
support nurses to record occasions of service. Stork was also a data tool reported to have no CalLD data,
however this is known to be the feeder system to the MNS which collects ethnicity, so this is incorrect.

Respondents were given the opportunity to comment on the variables their data tools were collecting.
A total of 10 people provided comment, for which three themes emerged.

Theme 1: Practicality of CaLD-data variable collection

Analysis of comments identified a theme relating to recognised circumstances where it was not always
possible or practical to enter CaLD data. There included sensitive clinical settings, and data entry
completion based on paper referral forms which may be submitted with missing fields.

“...provides an anonymous and confidential telephone service so demographic data (including
CaLD related information) is only recorded if gathered as part of the conversation, i.e., we do not
ask clients a series of questions as a matter of course prior to them being able to engage with the
service.”

Theme 2: Requirement to record CaLD-variable data

A further theme related to policy or regulatory requirements to submit CaLD data, whether that be lacking
or existing requirements. Existing collection requirements identified included statutory requirements or
those related to collection according to a national minimum data standard.

“ ... Registry receives data from health care providers and laboratories.....The Register has the
ability to record the ABS code for non-English language, however it is not a requirement for health
care providers and laboratories to record and transmit these data to the register. Further, there is no
method for providers and laboratories to record this information”.

Theme 3: Issues in relation to selection of CaLD variables in use

Respondents also identified issues in relation to the range of CaLD variables in current use. Issues
included the lack of ‘ethnicity’ or ‘race’ collection beyond Indigenous Status, and lack of refugee
identification.

“There is no flag for refugee status or visa status on WebPas, so makes identification (e.g. for
data linkage or analyses purposes) very difficult. Interpreter utilisation is also poorly documented
in wider notes (part of mandatory organisation collection), but essential for data collection (and
optimal patient care). Maternal country of birth does not tell you necessarily about refugee status
(especially for those with prolonged transit) or socioeconomic status”.

5.3.4 Current use of data

Participants were asked how their program had used their CaLD data collected over the last five years.

A response was mandatory and respondents were asked to select all options that applied. Most services
used the data in multiple ways (Table 3); of those respondents reporting their program had used the
data in at least one of the ways listed, the median number of uses reported was five. Three respondents
reported using the data in some ‘other’ way, with one specifying that use to be ‘providing CaLD data to
other programs’.
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Table 3. Reported WA health services use of CaLD-related data in the last five years

Number of survey Percentage of survey
respondents respondents (%)

Service reporting 38 52.8
Informing individual clinical care 32 44.4
Informing a culturally-appropriate service 31 431
Interpreter service provision 31 431
Targeting services or interventions 29 40.3
Program monitoring or evaluation 28 38.9
Research 18 25

Policy planning 18 25

Shared data with another service 17 23.6
Informing larger data set 12 16.7
Not used 10 13.9
Not sure 4 5.6

Other 2 2.8

Respondents were given the option to provide comment on their selected answers. Ten respondents
offered comments about their program’s current use of data. Two themes emerged in these comments.

Theme 1: Other specific uses of CaLD data

Several respondents identified using data currently collected to inform the development of translated
health information and brochures in appropriate languages. A further use listed related to analysing the
demographics of those completing surveys on health behaviours.

Theme 2: Core data set use of CalLD data

Responders who were central core data set custodians made comments demonstrating current or
desired use of core data set data to inform service delivery.

“Data Requests for Language and Interpreter Service Required have been previously requested to
evaluate services required, however given that these fields are not mandatory in ...., ... did not
disclose this information....”

“While we specifically do not use the data for purpose other than service reporting, we do provide
CaLD data to other programs/areas that use the data for some of the above”
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5.3.5 Barriers to CaLD data collection

5.3.5.1 Incorrect or incomplete data

Respondents were asked whether there were any problems with incorrect or incomplete CaLD-related
data currently collected by their program. A response was mandatory. A total of 40.3 per cent of
respondents (n=29) said both incorrect and incomplete data was a problem (Figure 2): 19.4 per cent of
respondents said ‘incomplete data was a problem’ and just 2.8 per cent(n=2) said only incorrect data was

a problem. This suggests incomplete data was a significant issue, but incorrect data was also a problem
for some services.

Figure 2. Reported problems with CaLD-related data collected in WA health services by survey
respondent frequency
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Data problem

Respondents stating problems with incorrect and/or incomplete data were asked to outline the problem,

including any reasons that might explain the issue. Thirty-seven participants entered responses. Three
themes emerged.

Theme 1: Patient-related factors

Respondents commented on factors related to the patient as reasons for either incomplete or incorrect
data. Reasons included deliberate non-disclosure from patients related to mistrust or wishes to remain
confidential, and accidental misinformation related to self-reported fields.

“As an anonymous and confidential service, incomplete data will always be an issue; not all clients
will disclose all information and we will not ask for information beyond what callers are willing to
discuss.”

“On occasions demographic details may first be collected over the phone or at first face-to-
face contact. Some families and young people may be unwilling to share all of their information
or provide incorrect information which on most occasions will be updated if they engage with
services. If they choose not to engage however there can be gaps in information collected.”
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Theme 2: Systemic or institutional factors

A large number (n=18) of respondents listed a systemic or institutional factor as reason for incomplete
or incorrect data. Examples ranged from more general reasons such as lack of institutional and
management prioritisation of CaLD data collection to more specific examples such as lack of referral
form requirements to complete CaLD information (which form the basis for initial data entry) or
insufficient options for entering languages related to emerging or local dialects or multiple languages.
Further specific examples included lack of a mandatory collection requirement for some variables,
inconsistent monitoring of entry, poor software capability to auto-populate across packages and
insufficient updating of the interpreter required field over time as a family’s English improves.

“Thoroughness to request data and to carefully enter this data has not been monitored consistently.”

“Due to the nature of the integration between the Patient Administration System and our databases,
patient information is not automatically updated therefore often incorrect. Many of the related data are
not mandatory in our system and therefore are sometime missed or unknown at the time of entry”

Theme 3: Staff factors

Respondents commented on staff factors as reasons for incorrect or incomplete entry. Specific staff
issues nominated were ‘lack of diligence’ or ‘attention to detail’, human error, staff turnover, poor training,
poor supervision, substandard compliance monitoring, staff overload and poor cultural awareness.

“Incomplete data collected at time of registration of patients causes issues with providing
appropriate services from commencement of treatment. This is possibly due to staff being focused
on the particular information required by their area and lack of knowledge around complementary
services...incorrect data in relation to country of birth, language spoken and requirement for
interpreter. This can be due to unavailability of new and emerging languages in TOPAS language list
so selections are often vague at best, if not completely incorrect.”

5.3.5.2 Recent quality assurance processes

Respondents were asked to nominate whether their program had undertaken a quality assurance process
in the last five years to review the correctness and completeness of CaLD-related data collection (Figure 3).
A response was mandatory.

Figure 3. Proportion of respondents reporting program completion of a quality assurance process of
CaLD-related data collection in the last five years
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Respondents answering yes to completing a quality assurance process were asked on an optional basis to
provide a brief description. Sixteen responses were entered. Multiple themes emerged in these responses.

32 | Review of Cultural and Linguistic Diversity Data Collection Practices in the WA Health System



Theme 1: Frequency of quality assurance processes is variable

Responses included comment on the frequency of quality insurance processes. Those mentioned varied
widely from ongoing, regular (e.g. monthly, annually), to random review or audit of data.

Theme 2: Specific quality assurance program content

Respondents described varying specific quality assurance content details. Examples included annual
audit of client records for each clinician (including ‘interpreter needs identified, appropriately flagged
and acted upon’), CaLD data assessment for accuracy and completeness or verification against medical
records, audit on the use of interpreters for consent or otherwise, and evidence that patient files or
outpatient head sheets had been marked as requiring an interpreter based on PAS entry.

Theme 3: Measures to improve data quality

Services reported on specific initiatives they had undertaken to improve CaLD data collection. These
included increased education of clerical and clinical staff with regard to completion of CaLD data, and
regular reminders to services to review all demographic-related data to ensure correctness.

5.3.6 Future data collection
5.3.6.1 Variable suggestions

Respondents were asked whether there were any CaLD-related variables that would be useful to add to
their current data sets. Completion was mandatory. A total of 38.9 per cent of respondents answered
‘ves’, 44.4 per cent ‘no or not particularly’ and 16.7 per cent ‘not sure’.

Respondents who answered ‘yes’, were then asked to select which variable(s) would be useful to add
(Figure 4). For the ‘other’ response option, the variable specified was ‘English literacy’.

Figure 4. CaLD variables desired to be added to current collections

Proficiency in spoken English

Main lang. other than English spoken at home
Interpreter used

Need for an interpreter/interpreter required
Race or ethnicity

Migrant visa category or class

Languages spoken at home

Year of arrival in Australia

Preferred language spoken/language

Main language spoken at home

Country of hirth

Languages/languages spoken

Religious affiliation

Ancestry

Country of hirth of father

CalLD variable

Country of birth of mother
Other

0] 2 4 6 8 10 12 14 16

Number of respondents

Respondents were asked to explain why each variable they had selected would be a useful addition to
their CaLD data collection. Two themes emerged in the comments.
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Theme 1: Reasons for selected variable additions
Reasons given for each variable are included in the table below (Table 4).

Table 4. Reasons given as to why variables would act as useful additions to current CaLD data
collection

Reason for useful addition

English language Consenting for research trials; informing need for interpreter (including
proficiency if interpreter is ‘unavailable or delayed’) or other services; assisting in
determining a format or level of language that can be understood by the client

Interpreter Service | A mandatory field to say whether they require (+/- used) an interpreter or not

Required would be helpful for clinical service provision and for expenditure and service
monitoring
Ethnicity Identifying increased rates of particular diseases in some populations;

identifying cultural differences associated with declines for screening

Migrant visa Financial and billing status; determining uptake of screening across visa
category groups; ensuring a universal screening and diagnosis system if some services
were not covered by Medicare for particular CaLD clients

Language at home Important for clinicians to have information to provide a better service

Year of Arrival in Financial billing; proxy indicator of likely proficiency in English and need for
Australia interpreter; identifying CaLD clients; identifying services to support client or
general CaLD needs

Languages spoken | Assisting to inform languages of translated brochures or target services to
underserved language groups; helping with patient care

Country of Birth of | Assisting with research and service review
Mother/Father

Literacy Assisting with patient information translation, appointments, English language
acquisition rates; monitoring participation; targeting strategies and resources;
evaluating recruitment to screening

Theme 2: Additional variable collection should be justifiable additions in terms of resource use

Comments pointed out the poor collection or use of existing variables and stated that further variables
would need to be of significant benefit to justify addition.

“Country of Birth, Race, Year of Arrival, Language and Interpreter Service Required are already
in the system but are seldom used. Additional collection of data should have clinical meaning
and improve service provided to patients, not just for reporting / research purposes as such
requirements are costly (for system enhancement and clinician/administrative burden to collect
the information).”
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5.3.6.2 Potential program benefits of improved CaLD data collection

Respondents were asked to rank how an improved CaLD-related data collection could most assist their
program (Figure 5). A response was optional. Ranking question components allowed respondents to
prioritise a set of items from one to three, with one being the highest priority. The survey software then
combined rankings into an overall score that could be used to determine the overall popularity of that
item. This score was calculated using a combination of weighting for ranking position (first place has the
highest weighting) and the number of respondents choosing each ranking position. This number was the
item’s ranking (Figure 5). A total of 66 out of 72 respondents completed the ranking. Options to answer
‘not sure’ and ‘not applicable’ were also given.

Figure 5. Program assistance that could be offered by improved CaLD data collection by ranking
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Targeting service delivery or interventions
Service reporting
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Informing direct individual clinical care
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Research
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Respondents were given the opportunity to provide further details on their rankings. Four comments
were entered in response. One theme was identified.

Theme: Improving CaLD data would provide program assistance in many ways

Comments suggested that improving CaLD data would assist programs across the many options listed in
the question, beyond the top three priorities able to be selected.

5.3.6.3 Program priorities for improvement of CaLD data collection practices

Respondents were asked about their priorities for improving CaLD-related data collection practices in
their program, should there be an opportunity. A response was optional. Response options included
ranking the top three priorities out of seven options (Figure 6) or selecting ‘not sure’ or ‘they are

already optimal’. Attaining an overall rank for each of the items was conducted according to the ranking
calculation process described previously above. Of the 61 respondents who completed a ranking, six
selected ‘not sure’ and two ‘they are already optimal’. ‘Other’ respondent nominated priorities included
‘increasing automated integration’ and ’interrogating the CaLD data we collect more than we currently do’.

Review of Cultural and Linguistic Diversity Data Collection Practices in the WA Health System | 35



Figure 6. Program priorities for improvement of CaLD data collection practices by ranking
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5.3.7 General comments
5.3.7.1 General comments on CaLD-related data collection practices in their program

Respondents were asked for any other general comments they would like to make about CaLD-related
data collection within their program. Nineteen participants provided a response across four themes.

Theme 1: Overall importance of CaLD data collection
Comments suggested overall a strong level of support for CaLD data collection.

“CaLD is a difficult area to prospectively collect data. Collecting demographic data is essential. Any
effort to automate the data collection greatly appreciated.”

“It is important we continue to monitor the demographics of young people and families accessing
services to ensure we meet varying demands.”

“The data collection process for this programme is not fit-for-purpose and this has been raised
with management along with the associated Clinical Incident Management System. Having worked
internationally in this field, | am very aware of the lack of appropriate resources we provide for
CaLD populations, and am very keen to overcome this. Any support would be welcome.”

Theme 2: Specific desired improvements in CaLD data collection practices

Several comments centred around specific suggestions for improvement in CaLD data collection
practices, such as improved auto-populating capacity across software packages to avoid need for
duplicate data collection, increasing cultural competency audits of organisations, and engaging staff in
data collection when they are not under time pressure.

“Consider collecting data using/engaging staff when they are not compromised with regard to
after-hours management limiting or discouraging proactive data collection.”
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Theme 3: CaLD data collection is sometimes determined by national or system-wide requirements

Comments alluded to necessities for some programs to collect specific variables according to wider
system requirements. These included national population-wide screening programs for which minimum
demographic collection is specified at a national level.

Theme 4: Funding as an important determinant of data collection priority

Further comments related to the incentive for complete data created by funding linkage to particular data
variables. It was noted that CaLD variables are not currently linked to funding models, unlike examples
given such as Indigenous Status and postcode. Comment was made that this may change in the future.

“A National Costing study was undertaken recently by the Independent Hospital Pricing Authority
(IHPA) and Health Policy Analysis (HPA) to identify potential drivers that increase the cost of ED
episodes in hospitals. The study will be used to develop a new cost model for ED episodes. One
of the items included in the study was a flag of whether the patient was unable to communicate
in English. Analysis of the data that was collected is currently underway, and the investigation will
include looking at whether patients that are unable to communicate in English has any impact on
the cost/resourcing of the episode, and whether the data should be included in the model. Should
this flag be included in the new model, it will be imperative that the EDDC ensure that this data is
collected for all WA sites with a high degree of completeness and accuracy”.

5.3.7.2 Suggestions for improvement in CaLD-related data collection practices across health
services in WA

Finally, respondents were given the option to provide general suggestions for improvement of CalLD-
related data collection by other WA health services either internal or external to the WA health system.
A total of 24 responses were entered for this question, corresponding to five themes.

Theme 1: Increasing data sharing across organisations

Eleven respondents commented on increasing capacity to share data across services via suggestions
including standardisation of variables, increasing auto-populating functions between software packages
to avoid duplication of collection, increasing staff access to other databases to access different CaLD
data, and increasing data linkage capability.

“Improve the integrated services from the PAS for all systems. PAS is the foundation system that
collects patient demographical information amongst other information. Collect once, use for many.”

“The ability to harness data from other collections, to supplement our own through Data linkage.”

Theme 2: Innovation in data collection and use

Respondents commented on capacity to link or make use of innovative tools beyond the WA health
system. This included a suggestion to use Google translate, My Health records for refugee clients,
and a single central data set containing data from both government and non-government services to
understand challenges facing all health services not just those publicly administered.
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Theme 3: Benefits of CaLD data collection

Respondents recognised the benefits that would likely result from improved data, including reduced non-
attendance at appointments and appropriate use of interpreters.

“If wider groups collected this data, it would have the potential to decrease non-attendance costs
(and lost health opportunities), improve communication with families, ensure interpreters were
used appropriately (e.g. using interpreters to contact Limited English Proficiency families to
notify of upcoming appointments rather than English letter in mail which they can’t read and then
will miss appointment). Also many CALD families are relatively itinerant, so phone contact with
interpreter is more useful as letters often don’t get re-directed.”

Theme 4: Specific individual suggestions for improvement

Many respondents suggested unique measures for data improvement. These included statewide
databases for specific disease-based programs that link to databases of other medical modalities, ceasing
the use of written records, using an alert sticker for Interpreter Service Required on admission head-
sheets and making fields mandatory on the first occasion of service.

Theme 5: Priority given to collec