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Health-Related Quality of Life (HRQL) specifically 
examines the impact of illness, disease and health 
treatment to a person’s life, and how they perceive 
this impact in relation to their wellbeing and 
satisfaction with life. Many tools for assessing HRQL 
only focus on the physical and functional impacts of 
treatment and disease. Thematic analysis of 
interview data identified many more health-related 
areas which impact on Aboriginal patients’ HRQL 
after cancer diagnosis and are considered important 
for patient wellbeing and satisfaction (see Figure 1).
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Between 2009 and 2012, 18 in-depth, semi-structured interviews 
were conducted with a cohort of twelve Aboriginal people with 
experience of head and neck cancer in South and Central 
Australia (some with the same patient at multiple stages of their 
cancer experience). Interviews were based around the two PRO 
tools; the University of Washington Quality of Life Assessment 
v.4 and the Functional Assessment of Cancer Therapy Head and 
Neck v.4. Further opinions on the face and content validity of 
these PRO tools were sought from thirty key informants who 
have worked with or cared for Aboriginal people with experience 
of head and neck cancer, as well as two independent Aboriginal 
language interpreters working in health care, two independent 
linguists working in Aboriginal languages, a hospital cultural 
competency advisor and Aboriginal community members from 
rural and remote areas. The universalist approach to the cultural 
adaptation of HRQL instruments was used as a framework for 
thematic analysis of data (Herdman et al, 1998).

In the last two decades, there has been increasing 
use of patient-reported outcome (PRO) tools to 
determine and monitor best practice in cancer 
care. However, there are few reports of Aboriginal 
patients using these tools. As most commonly used 
PRO tools are developed and validated in foreign, 
dominant culture populations, little is known 
about their suitability for use within Aboriginal 
populations.

Although most content in the PRO tools was relevant 
and important to the concerns of participants, many 
other areas of importance for participants were 
identified (see Figure 1), while some content was 
considered not relevant or culturally appropriate. For 
example, direct questions about potentially taboo 
topics such as death, physical appearance and 
sexuality risk causing participants to disengage.

English literacy and numeracy skills presented 
significant barriers for some participants, and 
referential meanings were a key area of 
misinterpretation. For example, the term ‘nausea’ 
often needed further explanation.

Both health-care professionals and language 
interpreters reported little confidence in the 
assessment scales for reliable use with many 
Aboriginal people. Some participants used ‘a little 
bit’ and ‘somewhat’ interchangeably, diminishing  
the 5-point Likert scale’s sensitivity to detect 
changes. A simplified 4-point scale was preferred by 
participants, language interpreters and health care 
professionals.
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Direct questioning (particularly by strangers) can 
be considered inappropriate or even highly 
offensive to many Aboriginal people and all twelve 
participants preferred oral dialogue based around 
the assessments. Only two participants did not 
mind filling in the assessments by themselves with 
pen and paper. 

Figure 1 – Self-reported HRQL concerns for participants

Barriers for Aboriginal patients’ active and meaningful 
participation in HRQL assessment were present across a broad 
set of domains; including conceptual, semantic, thematic, 
referential, item, measurement and operational features of the 
PRO tools, affecting the tools’ overall functionality. When 
engaging Aboriginal people with experience of cancer to use PRO 
tools, such barriers should be considered, both in relation to 
their cultural safety and for the sake of gathering accurate data. 
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