Statistical Journal of the IAOS 35 (2019) 15-21
DOI 10.3233/SJ1-180479
10S Press

15

Improving health data for indigenous
populations: The international group for
indigenous health measurement

Michelle Chino®*, Ian Ringb, Lisa Jackson Pulver®, John Waldon? and Malcolm King®

aSchool of Community Health Sciences, University of Nevada Las Vegas, Las Vegas, NV, USA

bResearch and Innovation Division, University of Wollongong, Wollongong, Australia

®Indigenous Strategy and Services, The University of Sydney, Sydney, Australia

dSchool of Public Health and Community Medicine, UNSW Sydney, Sydney, Australia

®Department of Community Health and Epidemiology, University of Saskatchewan, Saskatoon, SK, Canada

Abstract. Health disparities between Indigenous and non-Indigenous populations exist in many countries, including those with
well-developed statistical systems. The need to improve the measurement and understanding of Indigenous health disparities
led to the formation of the International Group for Indigenous Health Measurement (IGIHM), composed of Indigenous and
non-Indigenous, government and non-government, statisticians, researchers and health professionals. Since its founding in 2005,
the IGIHM has pursued activities to improve health measurement, which in turn have been used for improving the health of
Indigenous populations and enhancing Indigenous health knowledge and data.
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1. Introduction

Health disparities between Indigenous and non-
Indigenous populations exist in many countries, but
have been best described in countries with well-
developed statistical systems. This includes the four
founding members of this group: Australia, Canada,
New Zealand, and the United States. All four countries
have identified Indigenous health disparities as impor-
tant to address as we seek to improve the measurement
and understanding of Indigenous health status. This
challenge, along with a common language and com-
mon colonial experience, led a disparate group of indi-
viduals from the four countries to form an international
interest group to promote improvement in the measure-
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ment of Indigenous health status. This group is known
as the International Group for Indigenous Health Mea-
surement (IGIHM).

Data and health statistics are essential to identify-
ing and monitoring disparities, measuring change be-
tween populations within and between countries, and
ultimately to reducing health burdens. But if the goal
of health equity is to be achieved, data are needed to
demonstrate that these disparities are not just third-
world problems, and that significantly poorer health
outcomes exist for Indigenous peoples in advantaged
countries such as Australia, Canada, New Zealand and
the United States [1]. Unfortunately, the accuracy and
completeness of health data for Indigenous populations
in these countries are poor, as are data on the driving
social, economic, cultural and political factors.

The IGIHM was founded in 2005 and brings to-
gether a diverse set of people, Indigenous and non-
Indigenous, government and non-government, statisti-
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cians, researchers and health professionals. The
IGIHM’s stated goals are first, to promote awareness
of the deficiencies of health data for Indigenous pop-
ulations in our four countries and second, to collabo-
rate internationally on improved methods and policies
that will contribute to the improvement of Indigenous
health. Since its founding in 2005, the IGIHM has pur-
sued a variety of activities to further its stated goals.
These activities have centered on multi-national part-
nerships as well as the promotion of improved meth-
ods for the collection, analysis, interpretation and dis-
semination of information useful for improving the
health of Indigenous populations, enhancing Indige-
nous health knowledge and data, and the elimination
of health disparities.

Health disparities are preventable population level
differences in the burden of disease, injury, and vio-
lence and opportunities to achieve optimal health [2].
Since the 1980 Black Report’s national level study of
health disparities [3], there has been a heightened fo-
cus on the issues, internationally, and on the collection
of explanatory data. Increasingly recognized is the im-
pact of these disparities on the health and wellbeing of
Indigenous communities across the globe and an im-
proved understanding of what the available data can
and can not reveal about health inequality [4].

In Canada for example, higher levels of chronic dis-
eases, injuries and suicides combine to form an In-
digenous life expectancy gap of 6 years or more [5].
The U.S. Indian Health Service reports major Indige-
nous mortality disparities for tuberculosis (450 per-
cent higher than for the total population), diabetes
mellitus (177 percent higher), poisoning (118 per-
cent higher), homicide (86 percent higher), suicide
(60 percent higher) and pneumonia and influenza (37
percent greater) [6]. Estimated life expectancy for
the Australian Indigenous population in 2010-12 was
10.6 years lower for males and 9.5 years lower for fe-
males than for their non-Indigenous counterparts [7].
Maori life expectancy in 2012—-14 was 7.1 years lower
than for non-Maori for both sexes combined [8].
The New Zealand Medical Association reported “In
New Zealand, Maori have poorer health than non-
Maori across many measures, including heart disease,
cancer and mortality. This persists when other fac-
tors such as socioeconomic status and smoking have
been controlled for. Explanations for this are multi-
factorial” [9].

2. Creation of a multinational interest group

Discussions between health data professionals from

the United States and Australia in 2004 quickly grew
to form a group of like-minded individuals from Aus-
tralia, Canada, New Zealand and the United States. We
decided that organizing our first meeting as a satellite
to a larger Indigenous meeting would help with iden-
tifying additional members and facilitate travel plans
for our Indigenous members. We identified the 2005
meeting of another Indigenous professional organiza-
tion, the International Network for Indigenous Health
Knowledge and Development (INIHKD) as a possi-
ble candidate and entered into discussions with the
Canadian INIHKD hosts. The INIHKD, founded in
2001, brings together Indigenous health professionals,
researchers and health providers from several coun-
tries to promote the development of Indigenous and
community-led research, health services and work-
force development and creates opportunities for coun-
tries to share approaches, experiences and results for
the improvement of health care systems for Indige-
nous people. When we explained the statistical inter-
ests of our group, the INIHKD organizers recognized
the potential value of our proposed presentations to
their members and agreed to include two sessions of
presentations by our group within the INIHKD meet-
ing. We followed that with a separate organizing meet-
ing as the first official meeting of the IGIHM. The orga-
nizing meeting produced the guiding principles for the
group and a plan of action that included regular com-
munications, linkages to other groups and identifying
sources of potential funding and support.

Perhaps the key element of the group’s development
was to connect people and ideas with a focus on what
was to become the unifying principle of the group — the
right of Indigenous peoples to count and be counted.
Our Terms of Reference document further identified
our vision — To improve, internationally, the availabil-
ity, quality, depth, and utility of health knowledge and
data for Indigenous populations — and our commitment
— To promote effective dialog across countries, popula-
tions, and agencies in order to ensure that Indigenous
populations have rights to all their data, can expect ac-
curate data, and can contribute to strengthening data
collection, analysis, and interpretation at all levels.

2.1. Who we are and how we work together

The goals of the IGIHM are: 1) build multina-
tional partnerships; 2) develop and promote/increase
improved methods; and 3) inform policy. Partnerships
promote coordinated and collaborative efforts across
countries through facilitated dialog on cross-cutting is-
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sues of import to all member countries. The promotion
and increase of improved methods involve developing
criteria to ensure data quality and health data, which
are both useful and meaningful for Indigenous lives. A
process for information sharing and inclusion of cul-
ture, history and Indigenous worldviews are essential
to improving the collection, interpretation, use and dis-
semination of health data. In order to transform current
data policies and practices, national statistical agencies
and others need to be informed of the problems and po-
tential solutions. Community and tribal organizations
must be part of the dialog and collaborative projects to
inform policy development locally and globally.

Group membership originated with participation
from the four countries with Indigenous populations
and well-developed statistical systems. An important
focus of the group has always been to invite addi-
tional countries to participate. Representation from
participating countries includes Indigenous and non-
Indigenous statistical and health experts, decision-
makers, researchers, and health professionals, plus rep-
resentatives of national and world health and statisti-
cal agencies, and others. Membership, while fluid, has
since evolved to include additional countries (Brazil,
Sweden). Group co-chairs facilitate interactions and
activities through monthly calls and a rotation of bien-
nial meetings among the four countries. Topical sub-
groups and writing teams develop thematic areas of fo-
cus such as mortality measurement and publications in
mainstream journals such as The Lancet and the Statis-
tical Journal of the IAOS.

2.2. Development of the group in each country

Each participating country contributes membership
and participates in its own way.

In Australia, members have been drawn largely but
not entirely from the National Advisory Group on
Aboriginal and Torres Strait Islanders Health Informa-
tion and Data (NAGATSIHID), with members from In-
digenous organizations such as the National Aborig-
inal Community Controlled Organization, Indigenous
academics, and statistical and government agencies in-
volved in health measurement as well as experts in the
field of measurement.

In the United States, the initial nucleus of members
reached out to various organizations, including the In-
dian Health Service, universities, and state and other
government organizations, to identify like-minded in-
dividuals. US participants have varied over time but
have always included Indigenous researchers and rep-

resentatives from the Indian Health Service, from var-
ious parts of the Centers for Disease Control and
Prevention and other government agencies, and from
academia.

In Canada, participation in the IGIHM has come
from academics, government agencies and Indigenous
organizations; both Indigenous and non-Indigenous
people have participated in IGIHM activities. The top-
ics of interest are those in common with the other coun-
tries, particularly infant and child mortality and identi-
fication of Indigenous people in health data. Data link-
age methodologies are of special interest to Canadian
participants because of the jurisdictional complexity of
the health system, multiple Indigenous groups, and is-
sues of data ownership and possession.

For New Zealand, most of the initial membership
was identified during the first planning meeting in
2005. Members share an interest in data linkage, given
New Zealand’s pioneering work to improve the mea-
surement of Maori mortality and life expectancy. New
Zealand members also made important contributions to
the development of the organizational principles of the

group.

3. IGIHM accomplishments and activities to date

Since its founding in 2005, the IGIHM has pursued a
variety of activities centered on multi-national partner-
ships, as well as the promotion of improved methods
for the collection, analysis, interpretation and dissem-
ination of information useful for improving the health
of Indigenous populations and enhancing Indigenous
health knowledge and data. The group is committed
to the promotion of effective dialog across countries,
populations, and agencies in order to ensure that In-
digenous populations have rights to all data, can expect
accurate data, and can contribute to strengthening data
collection, analysis, and interpretation at all levels.

In addition to published reports of international
meetings and workshops sponsored by the IGIHM,
group members have authored or co-authored a va-
riety of articles on various data topics in academic
journals as well as newspaper articles. Key topics in-
clude: Best practice for estimation of Indigenous mor-
tality [10,11], Indigenous data linkage [12], the need
for international efforts to improve statistics on Indige-
nous peoples [13,14], improving Indigenous statistics
in Canada [15], and Indigenous identification. Mem-
bers also have served on various committees concern-
ing Indigenous data quality and availability in each of
our countries.
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In recent years, the topic of Indigenous wellness has
become important to the work of the group. IGIHM
held a special symposium in Vancouver in Octo-
ber 2014 to explore Indigenous perspectives on well-
ness [16]. Wellness is that extra element that is miss-
ing in most Western conceptualizations of health. Al-
though it is common to Indigenous peoples, it is not
universally the same and is hard to define. Neverthe-
less, the goals of wellness measurement are to use it in
clinical practice, and in monitoring progress in health
interventions and health programming.

4. Ongoing challenges for Indigenous health
measurement

An important statistical problem shared by the four
countries is misidentification of the Indigenous popu-
lation on administrative and health records. Misclas-
sification may result from several factors, from mis-
classification of decedents by hospital staff and fu-
neral directors to respondent reluctance to report In-
digenous status. Indigenous misclassification has been
studied extensively in the United States, for example
documenting under-reporting of Indigenous status on
death and cancer records resulting in significant under-
estimates of Indigenous death rates and cancer preva-
lence [17]. In Australia, numerous studies have doc-
umented Indigenous misclassification on hospital and
death records [18-20].

It has been recognized however, that improved iden-
tification alone will not necessarily drive improvement
and, for that purpose, a focus on the measurement
of services is required. Accordingly, a framework for
measurement of Indigenous services has now been de-
veloped by IGIHM members for consideration and use
by both Indigenous and mainstream agencies and com-
munities involved with the development and conduct
of service delivery.

Collecting survey data on Indigenous health has its
own difficulties, as the small relative size of the Indige-
nous population in three of the four countries (Aus-
tralia: 3.0 percent; Canada: 4.9 percent; USA: 1.7 per-
cent) and its dispersion presents challenges for effi-
cient sample design, although Australia has an exten-
sive national survey program for Indigenous health and
social statistics. Some alternatives exist, for example
the Contract Health Service Delivery Area (CHSDA)
counties in the USA, in which 64 percent of the Amer-
ican Indian/Alaska Native population live. Higher lev-
els of homelessness or residential instability in remote

areas are obstacles to complete census coverage of the
Indigenous population. In New Zealand the collection
of health data and related survey data, census informa-
tion and administrative data has policy in place to stan-
dardize its collection [21,22].

In addition, three of our four countries face basic
challenges of data availability. In Australia, Indigenous
data on some topics are routinely published only for se-
lected states and territories: those with sufficient num-
bers of known Indigenous residents and with satisfac-
tory levels of Indigenous identification. In Canada, na-
tional data on the Indigenous populations are limited to
the recently restored census long form (covering one-
fifth of the population) [23] and to tax records that can
be linked to other administrative records [24]. In the
United States, the best health data on the Indigenous
population are from the Indian Health Service. This in-
formation is limited however to the estimated 64 per-
cent of the American Indian and Alaska Native pop-
ulation served by the Indian Health Service [17,25].
The Maori of New Zealand on the other hand represent
about 15 percent of the total population and have avail-
able relatively abundant data from national censuses
and surveys as well as administrative records.

National efforts to improve Indigenous data qual-
ity often have not been successful despite a promising
beginning. For example, the National Advisory Group
on Aboriginal and Torres Strait Islanders Health In-
formation and Data (NAGATSIHID) was founded to
address concerns about Indigenous data in Australia.
NAGATSIHID was the principal committee responsi-
ble for providing broad strategic advice on ways to
improve the quality and availability of data and infor-
mation on Aboriginal and Torres Strait Islander health
and health service delivery. The committee brought to-
gether a range of Indigenous health information man-
agement activities into a coordinated and strategic pro-
cess. NAGATSIHID was recently abolished as an in-
cidental component of a rationalization of government
committees.

There is an urgent need to build on the momentum
of countries that are willing and able to address these
disparities and data challenges to ensure that programs,
services, and policies are built on accurate and reliable
data. Currently, the United States is unable to produce
an accurate measure of life expectancy for their Indige-
nous population, owing to misclassification of Indige-
nous status on death records. Similar problems exist
in Canada and there are ongoing efforts in Australia
to try to deal with misclassification on death records.
Accurate measurement of health disparities is impos-
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sible without accurate data, just as is measurement
of progress in addressing these disparities. Obtaining
grants to address health problems usually calls for data
to document need; justifying health spending calls for
accurate measurement of need. These and many other
data needs call out for improvement in the availability
of Indigenous health data.

5. Related efforts

There have been multiple efforts to identify and re-
solve Indigenous health and related issues with varying
degrees of success. The United Nations Declaration on
the Rights of Indigenous Peoples [26] was adopted by
143 countries in 2007, and interestingly, voted against
by Australia, Canada, New Zealand, and the United
States. Since that time, however, all four countries have
announced support for the Declaration [27]. Other ef-
forts include Indigenous non-governmental groups and
organizations (INGO), individual country governmen-
tal efforts and even several international and multina-
tional governmental efforts. Individual countries have
established ambitious programs to address Indigenous
health disparities, and in the process to improve re-
quired data collection.

In 2008, Australian state governments agreed to
work together to achieve equality in health and life
expectancy between Aboriginal and Torres Strait Is-
lander people and non-Indigenous Australians by the
year 2030. The Council of Australian Governments
(COAG) implemented the Closing the Gap strategy,
setting six ambitious targets across the areas of health,
education and employment to drive progress. The strat-
egy recognized that closing the gap in Indigenous dis-
advantage would require long-term, generational com-
mitment, with effort to be directed across a range of
priority areas: early childhood, schooling, health, eco-
nomic participation, healthy homes, safe communities
and governance and leadership. The approach was de-
signed to be holistic, with the building blocks fitting
together through the integration of policy ideas and im-
plementation strategies. Progress to date however has
been mixed and often disappointing [28].

In Canada, Pathways to Health Equity for Aborig-
inal Peoples is a program developed by the Canadian
Institutes of Health Research to understand, implement
and scale up good practice models of reducing Indige-
nous health inequities in four exemplar areas, namely
diabetes, suicide, tuberculosis and oral health [29]. In
New Zealand, the Health Research Council has sup-

ported the training of Indigenous scholars and medical
schools have supported entry of Indigenous students in
medicine and the health sciences. This has seen an in-
crease in the numbers of doctors and allied health pro-
fessionals graduating in the last ten years.

The United States has created agencies such as the
National Institute of Minority Health and Health Dis-
parities (NIMHD formerly NCMHD), initiatives such
as Healthy People including specific targets for the In-
digenous population, policy including amendments to
the Indian Health Care Improvement Act, and reports
such as the US Commission on Civil Rights report Bro-
ken Promises: Evaluating the Native American health
care system [30]. However, most of these activities are
not only dependent upon the political nature of federal
funding but often cannot effectively address the under-
lying lack of accurate statistical data that define these
disparities [31].

Multinational efforts between the four countries in-
clude several agreements for collaboration between
nations. In 2002, the Canadian Institutes of Health
Research (CIHR), the National Health and Medical
Research Council of Australia (NHMRC), and the
Health Research Council of New Zealand (HRC) es-
tablished a tripartite collaboration to support research
in the area of Indigenous peoples’ health (International
Collaborative Indigenous Health Research Partnership
(ICIHRP) on resilience, 2005). The CA-AU-NZ tri-
partite collaboration has recently been extended for a
third time [32]. A 2007 memorandum of understanding
(MOU) between the Department of Health and Human
Services in the United States and Health Canada fo-
cuses on improving health-care delivery and access to
the Indigenous populations of the two countries (HHS
and Health Canada MOU 2007). These collaborations
include some efforts to improve the measurement of
Indigenous health status and a commitment to share
improved measurement techniques.

6. Conclusion and way forward

There is still a great deal that needs to happen for
truly representative Indigenous health data to be col-
lected and well used. As noted above, a major issue in
all four countries is the problem of identification — who
is considered Indigenous and how is this documented
in local, regional, and national health data? The spe-
cific issues vary somewhat by country but the problems
of underestimation and misidentification, are primary
challenges. Statistical tools such as data linkage are
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helping to increase the accuracy of some existing data,
but statistical and ethical challenges for ongoing data
collection continue. Even where data exist and deemed
somewhat reliable, small sample sizes hinder their use.
Indigenous data, particularly at national levels, may be
excluded from reports or be accompanied by interpre-
tation warnings.

The IGIHM is attempting to address these chal-
lenges through sharing of best practices, lobbying na-
tional statistical organizations, and reaching out to
countries beyond the four founding members of the
group. The release of this special issue of the Journal
of the International Association for Official Statistics
marks another step in the IGIHM journey, bringing our
message of the need for better data for the Indigenous
to the international statistical community. We hope that
this will increase the awareness within national statisti-
cal organizations of the need to improve data and mea-
surement methods, to better describe and help improve
the health status of their Indigenous populations.
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