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New Zealand’s revised
Ethnicity Data Protocols
must not become a shelved
document: a challenge from
Hei Ahuru Mowai

Hei Ahuru Mowai - National Maori Cancer Leadership Group

aori New Zealanders suffer sub-
M stantial inequities in health out-

comes compared to non-Maori New
Zealanders—and these inequities are per-

haps most profound in the context of cancer.

Maori are 20% more likely to get cancer
than non-Maori, but 80% more likely to die
from it.! Of the 21 cancer sites investigated
in the comprehensive Cancer Trends study,
more than 80% (17 cancers) had an excess
mortality rate that was at least 10% higher
for Maori compared to non-Maori.?

A health system that collects high-quality
ethnicity data is able to measure and
monitor healthcare and outcomes for ethnic
groups within its population, and also to
compare between ethnic groups to cast light
on health inequities. In September 2017,
our Ministry of Health published a revised
version of their Ethnicity Data Protocols
(hereafter ‘Protocols’),® which updated
the original protocols.*® The 2017 version
outlines “a new set of minimum standards
that apply across the health and disability
sector to all organisations that collect, record
and use ethnicity data”.?

Why is it important for our health
system to have a set of protocols around
the collection of ethnicity data, and why
is it crucial that our district health boards
follow-through on its implementation? The
general need for ethnicity data has been
well-covered by others (see Cormack and
McLeod’s 2010 report for a summary®), but
the primary reasons are to ensure a) that
ethnicity data is collected as a matter of
routine, and b) that the ethnicity data that

is collected is as high-quality as possible.
With respect to the latter, markers of quality
discussed in the revised Protocols include
accuracy (ie, the collected ethnicity data
accurately captures ethnic affiliations for

a given individual), standardisation (ie,
that ethnicity data is always collected in the
same way across the sector), granularity
(ie, the collected ethnicity data is sufficiently
detailed to allow for the reality of ethnic
complexity) and currency (ie, that new
ethnicity data is collected regularly for an
individual, rather than once or twice in a
lifetime). For the remainder of this letter, we
will focus on the guidance provided within
the revised Protocols around these factors.

With respect to accuracy, the Protocols
make it clear that a respondent must
identify their own ethnic affiliations:
these cannot be inferred or guessed. If an
individual is unable to self-identify due
to incapacity, death or because they are
a newborn/child, ethnicity data should
be collected from the next of kin.? The
Protocols also make it clear that there is
to be no collection of ‘principal ethnicity’:
this practice further marginalises minority
ethnic groups and almost certainly results
in an undercounting of Maori. Rather, the
Protocols state that an individual must be
permitted to declare as many ethnic affilia-
tions as they wish, and that a minimum of
six (previously three?) of these affiliations
must be stored.

With respect to the standardisation of

ethnicity data collection, the Protocols make
it clear that only the 2013 New Zealand
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Census ethnicity question should be used

to collect ethnicity data. In addition, the
Protocols state that if an individual declares
an ‘Other’ affiliation—that is, affiliation to
an ethnic group that is not one of the options
in the 2013 Census question—that the indi-
vidual must be allowed to state what this
‘Other’ ethnic affiliation is. The absence of
this ‘Other’ information undermines our
ability to validly capture an individual’s
ethnic affiliations—an important consider-
ation, particularly given than many Maori
also affiliate with one or more Pacific ethnic
groups that may not be explicitly listed as
part of the 2013 Census question.

With respect to granularity, the Protocols
make it clear that ethnicity data must be
categorised at Level 4, which is the most
detailed classification possible. Previously,
the minimum standard was Level 2. While
this granularity does not impact on Maori
affiliation—which remains a single classifi-
cation across Levels—it is again important
to ensure that our ethnicity data validly
captures the ethnic groups that an indi-
vidual affiliates with.

With respect to currency, the Protocols
make it clear that new ethnicity data must
be collected a minimum of every three
years, but preferably as often as possible.
The Protocols state that new ethnicity data
could be collected at the same time as
other personal details are collected, such as
contact information. Given this directive, it
is unacceptable for those who have contact
with patients to rely on existing ethnicity
data from a patient management system (or
similar), given that this data may be consid-
erably out of date (or based on previous
inference). Ethnic affiliation may change

over time: the regular collection of ethnicity
data ensures that the recorded information
adequately reflects an individual’s ethnic
affiliations, and reduces the reliance on
historic health datasets, many of which have
been shown to undercount Maori.”

The inequities in cancer care and
outcomes shouldered by Maori New
Zealanders are abhorrent and unacceptable.
The collection of high-quality ethnicity data
is crucial in allowing us to identify and
monitor cancer care and outcome ineq-
uities, and also to adequately direct and
monitor efforts to eliminate them. The new
Ethnicity Data Protocols offer guidance on
best-practice strategies for achieving these
objectives. Hei Ahuru Mowai considers that
high-quality ethnicity data are a crucial
cornerstone for improving outcomes for
Maori, and we support the key elements
contained within the revised Protocols.

Hei Ahuru Mowai also issues two chal-
lenges to the Ministry and wider sector:
firstly, we challenge the Ministry to exert
the necessary leadership to ensure that
these protocols do not become shelved
documents, but rather an intrinsic part of
business-as-usual across our district health
boards and their associated services. If
implementation strategies such as recurring
training and resource provision are
required to make this a reality,® then these
strategies must be adequately resourced
and implemented. Secondly, we challenge
our colleagues in the wider health sector
who have the opportunity to influence
and improve the quality of ethnicity data
collection where they work to do so. We
must all commit to collecting ethnicity data
accurately, appropriately, and often.
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