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Abstract 

Purpose: To identify and address barriers to active and meaningful 

participation in self-reported health-related quality of life (HRQL) 

assessment for Aboriginal patients with experience of head and neck 

cancer (HNC). 

Methodology: 18 semi-structured interviews based around two global-

standard, HNC-specific, HRQL instruments, were conducted with 12 

Aboriginal patients with experience of HNC in South and Central 

Australia. Interviews were transcribed and recurring HRQL issues were 

identified to form the basis of a novel HRQL assessment (UHRQL-HN). 

UHRQL-HN was refined through consultation with 30 key informants 

including healthcare professionals, family and others involved in the care 

of Aboriginal patients with HNC. UHRQL-HN’s face and content validity, 

cultural acceptability, utility and relevancy were assessed by 12 key 

informants and by trialling with five Aboriginal patients with experience 

of HNC.  

Results: Cultural disparities and other pragmatic factors adversely 

affected the usability, reliability and validity of traditional tools and 

methods for assessing HRQL within this cohort population. UHRQL-HN 

shows promising face and content validity, cultural acceptability, utility 

and relevance for both Aboriginal patients with experience of HNC and 

healthcare professionals. Data yielded utilising UHRQL-HN was of good 

quality and depth, enabling patients’ HRQL concerns to be identified and 

addressed in a timely fashion and showed clinical correlation with ECOG 

status, TNM staging and clinical intervention. 

Conclusions: Wider trialling and validation of this instrument is 

recommended as UHRQL-HN shows promise as a useful, clinically 
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relevant tool to assess the HRQL of Aboriginal people with experience of 

HNC.  
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Definition of the use of terms Indigenous, 

Aboriginal and Torres Strait Islander 

The term Indigenous is used to refer to first nation peoples or original 

inhabitants prior to colonisation, in different countries including Australia. 

In Australia, this term includes people of Aboriginal and/or Torres Strait 

Islander descent. Throughout this document the term Indigenous is used 

interchangeably with the terms Aboriginal and Torres Strait Islander 

people when referring to other studies or reports that involved both 

Aboriginal and Torres Strait Islander people. The terms Aboriginal and 

Torres Strait Islander are not abbreviated as to do so would be an offence 

to some people (1). 

As this project was carried out in SA and the NT (where very few who 

identify as Torres Straight Islander people reside) no one involved in this 

study identified as a Torres Strait Islander person. Therefore, the terms 

Aboriginal and Aboriginal culture are often used to refer to participants 

and findings from this study. 

It is acknowledged that the Aboriginal population in Australia is 

heterogenous in nature, with no one nation, language, beliefs or culture. 

However, there are commonalities in health disparities and experiences 

amongst Aboriginal people from different regions, language groups and 

backgrounds that warrant population-based investigations such as this one.  
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Aims and objectives of study 

The primary objective of this project was to better healthcare 

professionals’ understanding of the impact that HNC and different 

treatments for HNC have on Aboriginal patients' symptoms, functioning 

and HRQL; to enhance the clinical decision making process and enable 

improved delivery of information and counselling for Aboriginal people 

with experience of HNC, primarily in relation to treatment options and 

predicted outcomes. 

The initial aim of this project was to evaluate the reliability, relevancy and 

validity of commonly used, internationally recognised instruments for 

assessing the HRQL of patients with experience of HNC, within a cohort 

population of Aboriginal people with experience of HNC. Barriers to 

Aboriginal patients’ active and meaningful participation in standard HNC-

specific HRQL assessment were subsequently explored. The final aim was 

to use these findings to develop a functional and useful way to assess the 

impact of HNC and HNC treatments on the HRQL of Aboriginal people 

with experience of HNC, considering the special needs of HNC patients 

and the cultural needs of Aboriginal people in South and Central 

Australia. 
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ABS = Australian Bureau of Statistics 
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Figure 1 – Flow chart of study protocol
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Chapter 1. Introduction and background 

The use of patient reported outcome measures (PROMs), such as health-

related quality of life (HRQL) assessments, is becoming standard clinical 

practice in Australia. Collecting HRQL data ultimately informs decision-

making about best practice for medical treatment and helps health care 

professionals to identify patient concerns, so they can offer appropriate 

and timely support. Collecting HRQL data from patients diagnosed with 

HNC is particularly important as the health-related needs of this patient 

group often exceed those of other patients. The effects of HNC and its 

treatment can have significant and often devastating effects on patients’ 

functioning, appearance, emotional wellbeing, socialisation and ultimately 

the quality of life (QoL) of patients. Physical functions which are often 

impaired during the course of HNC and its treatment include swallowing, 

chewing, saliva production, taste, speech, voice, breathing, shoulder 

function and facial expression. In addition, there is often impairment to 

self-esteem, confidence, energy and mood. These effects are typically 

ongoing and mainly arise in the post-treatment phase, so supportive care 

and monitoring is often necessary long after remission.  

Compared with non-Indigenous populations in Australia, Aboriginal and 

Torres Strait Islander populations suffer a greater burden of many chronic 

illnesses including HNC. Yet to date, there has been very little published 

material examining the impacts of chronic illness and biomedical 

treatments on Aboriginal people’s QoL. This is the first published study 

examining the impact of HNC on Aboriginal people’s symptoms, 

functioning or HRQL.  
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 1.1 Epidemiology of HNC in Australia 

1.1.1 An overview of HNC and HNC treatment 

Cancers that begin in cells that are located in upper airway and digestive 

tract regions of the head and neck area (such as the nasal cavity, sinuses, 

lips, oral cavity, salivary glands, throat, larynx) are commonly referred to 

as head and neck cancers (HNC) (2, 3). These cancers often metastasize, 

spreading to the lymph nodes of the neck region and thus sometimes 

present in neck nodes before the primary site is identified. If the primary 

site is not identified, these cancers are commonly referred to as occult or 

unknown primaries (3). 

The vast majority of HNCs are squamous cell carcinomas (HNSCCs) (2, 

3). HNSCC is the most common pathological entity of the HNCs and is 

the 8th most common type of cancer, accounting for 6% of worldwide 

malignancies (4). Other cancers such as primary cancers of the salivary 

glands, lymphatic system, thyroid, brain, central nervous system, eyes, 

skin, muscles or bones of the head and neck may also be diagnosed and 

treated by head and neck clinicians (also known as Otorhinolaryngologists 

or Ear Nose and Throat specialists) in conjunction with multidisciplinary 

specialist teams from radiation oncology, medical oncology, oral-

maxillofacial surgery, plastic surgery, pathology, radiology, haematology, 

endocrinology, dermatology, neurology, ophthalmology, and/or 

craniofacial surgery (3). 
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1.1.2 The incidence of HNC in Australia, SA and the NT 

The incidence of HNC varies in different regions of the world. In 

Australia, approximately 2670 HNC cases are diagnosed each year, 

representing almost 3% of all the cancers diagnosed in Australia (5). From 

2001 to 2005, HNC cases from South Australia (SA) represented an 

average of 7.36% of all registered HNC cases in Australia, while HNC 

cases from the Northern Territory (NT) represented an average of 1.6% of 

cases. As seen in Figure 2 below, during this time period, the age-

standardised incidence of HNC was almost three times as high in the NT 

as in the overall Australian population or in SA (6).  

Figure 2 - Average age-standardised incidence of HNC per 100,000 residents in 
Australia, SA and the NT, 2001 to 2005 (SACR) 

  

0
5

10
15
20
25
30
35

Australia
South Australia

The Northern
Territory

12.2 10.8
31.7



 

  5   
   

1.1.3 The incidence of HNC amongst Indigenous populations in 

Australia 

Cancer has only recently been identified as a health priority for Aboriginal 

and Torres Strait Islander people. In recent years, Australian health 

organisations have been implementing improved data collection processes 

and systems for Aboriginal and Torres Strait Islander identification; 

allowing the incidence of cancer amongst Aboriginal and Torres Strait 

Islander people to be examined for the first time (7-16). In some regions 

of Australia, lower overall age-standardised incidence of cancer has been 

reported amongst Indigenous compared to non-Indigenous Australians, 

though it is possible that incidence may be under-reported due to 

Aboriginal and Torres Strait Islander status not always being recorded and 

some cancers remaining undiagnosed (8, 11, 16-20). The Australian 

Institute of Health and Welfare states that completeness of data for 

Aboriginal and Torres Strait Islander status is only sufficient from cancer 

registries in NSW, QLD, WA and the NT, with an overall level of missing 

data of 12%. 

In the first amalgamation of national data (from NSW, QLD, WA and the 

NT only), from 2004 to 2008, higher recorded age-standardised incidence 

of overall cancer was recorded amongst the Indigenous population 

compared to the non-Indigenous population (see Figure 3 for details). 

Differences were statistically significant for women and the overall 

population but not for men (16).  

  



 

  6   
   

Figure 3 - Age-standardised incidence of new primary cancer diagnoses per 
100,000 people in the Indigenous populations compared to the non-Indigenous 

populations in NSW, QLD, WA and the NT, 2004 to 2008 (AIHW) 
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secondary metastases in the lymph nodes of the neck and represent 

approximately 2 to 6% of HNCs worldwide (16). 

1.1.4 Average age at diagnosis and death for Aboriginal and Torres 

Strait Islander patients with cancer 

It was previously assumed that cancer incidence and mortality rates 

amongst the Aboriginal and Torres Strait Islander populations were 

relatively low, as cancer is most prevalent in the 65 years and over age 

group (59.2% of cancers in SA) and those aged over 65 years comprise 

only 3% of Aboriginal and Torres Strait Islander populations compared 

with 18% of the non-Indigenous population in Australia (22, 23). 

However, compared with non-Indigenous people, Indigenous people are 

more likely to be diagnosed with and die from cancer at a younger age in 

Australia (16). 

In 2004, despite the national average life expectancy at birth of Indigenous 

males being 59 years and Indigenous females being 65 years, cancer was 

the second leading cause of death recorded amongst the Aboriginal and 

Torres Strait Islander populations accounting for 17% of all deaths 

reported amongst the Aboriginal and Torres Strait Islander populations 

(20, 24). Figure 4 illustrates how cancer contributes to the significant gap 

in average life expectancies from birth between Indigenous and non-

Indigenous people in Australia. Despite the overall median age of persons 

dying from malignant cancers in Australia continuing to rise from 72 years 

in 1997 to 74.9 years in 2006, the median age at death from cancer for 

Indigenous people in 2006 was 60.7 years compared to 75.1 years for 

other people in Australia (25).  
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Figure 4 - The median age at death from cancer in 2006 for Indigenous 
populations compared to the non-Indigenous population and the overall 

population in Australia (ABS) 
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South Australia by recorded primary site, 2008, for comparison of gender 

by primary site (27). In contrast to most other cancers of the head and 

neck region, thyroid cancers are more commonly diagnosed in females 

than males, with age-standardised rates of 10.3 diagnoses per 100,000 in 

females compared to 3.3 diagnoses per 100,000 in males amongst the 

South Australian population in 2008 (27). However, age-standardised 

incidence rates of thyroid cancer have been reported to be significantly 

higher amongst Indigenous compared to non-Indigenous men in Australia 

(4.8 vs. 3.4 per 100,000 between 2000 and 2004) and lower for Indigenous 

women compared to non-Indigenous women (6.4 vs. 9.8 per 100,000 

between 2000 and 2004)(25). 

Table 1 - Age-standardised HNC diagnoses per 100,000 males and females in 
South Australia by recorded primary site, 2008 (SACR) 
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1.1.6 Socioeconomic status of patients diagnosed with HNC in 

Australia 

It has long been established that low socioeconomic status is strongly 

associated with poor health and increased exposure to environmental 

health hazards (20, 28, 29). Today, Aboriginal and Torres Strait Islander 

populations are economically poorer than other Australians, they 

experience greater unemployment, have lower educational attainment, live 

in more overcrowded households and poorer housing with less access to 

basic facilities such as clean water, sewerage and waste disposal (20, 30). 

Further to this, they are more likely to be exposed to racism, domestic 

violence and other behavioural risk factors (20, 30). All these factors 

contribute to access to healthy lifestyles and health services, health-

seeking behaviours and general health outcomes. 

In SA Cancer Registry data from 1977 to 2000, the age-standardised 

incidence of primary laryngeal cancer was approximately four times 

higher among the unemployed and five times higher among labourers, 

cleaners and related workers compared with self-employed managers and 

related white-collar workers (6). Figure 5 illustrates there was a significant 

inverse relationship between the socioeconomic status of residential areas 

in SA and age-standardised incidences of primary laryngeal cancer, with 

residents of the lower socio-economic areas of Adelaide experiencing 

approximately twice the incidence of laryngeal cancers than that in the 

upper socio-economic areas (6).   
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Figure 5 - A comparison of age-standardised incidence of primary laryngeal 
cancer diagnoses per 100,000 people by socioeconomic status of residential 

areas in Adelaide, South Australia, 1977 to 1996 (SACR) 
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attainment, holding a health care concession card, lower levels of self-

rated health and functional capacity and high levels of psychological 

distress (33). Each year, approximately 52 Aboriginal people from SA and 

the NT are treated for cancer at the Royal Adelaide Hospital (RAH) (34). 

The most common types of cancer treated at the RAH are HNC and lung 

cancer in Aboriginal men and gynaecological cancer in Aboriginal women 

(34, 35). An analysis of the RAH HNC database suggests that Aboriginal 

patients represented approximately 10% of all HNC patients seen at the 

RAH between 1998 and 2008. It must be noted that during this time 

period, almost all patients from the NT who were diagnosed with HNC 

were sent to the RAH for treatment as there were no radiotherapy services 

available in the NT at that time (36). In March 2010, adjacent to the Royal 

Darwin Hospital, the Alan Walker Cancer Care Centre (AWCCC) 

commenced providing specialist radiotherapy and chemotherapy services 

for people in the NT. For the majority of cancer patients from the NT, this 

has reduced the need for lengthy interstate travel (37). However, before 

the AWCCC was commissioned, patients from Central Australia made it 

clear that they wished to retained their choice to travel to Adelaide for 

treatment and today many Aboriginal patients from Central Australia 

(particularly those diagnosed with HNC) and a lesser amount from Darwin 

and surrounds, still travel interstate to the RAH for specialist cancer 

treatment (36). At present, approximately five Aboriginal people are 

treated for a new primary diagnosis of HNC at the RAH each year. 
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 1.2 Risk factors for the aetiology of HNC amongst 

Aboriginal and Torres Strait Islander populations 

Although the precise biological mechanisms for HNC carcinogenesis are 

not yet fully understood, it is generally believed that the predominant 

cause is cumulative exposure to environmental carcinogens which lead to 

a series of genetic changes and consequent tumour progression (38). As 

this study includes patients diagnosed with HNSCC, nasopharyngeal 

carcinoma (NPC) and papillary thyroid carcinoma, commonly known risk 

factors for these three pathologies are discussed with particular reference 

to risks amonts Aboriginal and Torres Strait Islander populations. 

1.2.1 Risk factors for HNSCC 

Tobacco, alcohol, certain strains of the Human Papilloma Virus (HPV) 

and excess exposure to ultraviolet radiation (UV) are well known risk 

factors that are most commonly attributed to the carcinogenesis of 

HNSCC. Other risk factors include immunosuppression, insufficient 

nutritional intake, poor oral hygiene, and possibly genetic factors (16). 

1.2.1.1 Tobacco and alcohol  

The two most important known risk factors for developing HNSCC are 

exposure to environmental carcinogens from tobacco (including active and 

passive inhalation as well as smokeless tobacco, sometimes called 

“chewing tobacco” or “snuff”) and the heavy use of alcohol (39-44). 

Approximately 85% of all HNSCCs are linked to tobacco use (40-43). 

Furthermore, people who use both tobacco and alcohol are at greater risk 

of developing these cancers than people who use either tobacco or alcohol 

alone (45).  
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More than 21% of all deaths from cancer in Australia are attributed to 

tobacco use and smoking-related cancers are the most common types of 

cancer that lead to deaths among Aboriginal and Torres Strait Islander 

people (16, 25). Recent figures report that around 38% of Aboriginal and 

Torres Strait Islander adults smoke compared to 18% of all other 

Australians and one in every five deaths in Aboriginal and Torres Strait 

Islander people is attributed to smoking (16, 46). Furthermore, it’s been 

reported that Aboriginal and Torres Strait Islander people generally 

commence smoking at a younger age, continue to smoke for longer and 

make fewer attempts to quit smoking than other Australians (47). See 

Figure 6 - Smoking rates amongst Aboriginal and Torres Strait Islander 

populations compared with the overall population in Australia, SA and the 

NT (48-51). 

Figure 6 - Smoking rates amongst Aboriginal and Torres Strait Islander 
populations compared with the overall population in Australia, SA and the NT 

(compiled from data from the ABS, the AIHW, the NT Government 
Department of Health and Community Services and Drug and Alcohol 

Services South Australia) 
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around the lips or buccal mucosa areas so that nicotine can be absorbed 

via these membranes. It has been reported that some Aboriginal people 

use native tobacco for pain relief, sometimes in the post-operative period 

(52-55).  

As mentioned, excess alcohol consumption is strongly associated with 

many HNSCCs (56). Though Aboriginal and Torres Strait Islander people 

are much more likely to abstain from alcohol than other Australians, 

Aboriginal and Torres Strait Islander people who do drink alcohol are 

more likely to drink it at high-risk levels (57, 58). Alcohol consumption is 

estimated to contribute to 6% of the total burden of disease for Aboriginal 

and Torres Strait Islander people in Australia (46). 

1.2.1.2 Human Papilloma Virus (HPV) 

The risk for developing oropharyngeal cancers arising from the tonsils and 

base of tongue is significantly increased with infection by certain strains 

of HPV (59). More than 320 different genotypes of HPV have been 

identified and though most are low-risk, they may induce benign hyper-

proliferations of epithelium such as papillomas and warts. The two high-

risk genotypes for HNSCC are HPV-16 and HPV-18, which are also 

implicated in cervical and anogenital cancers (38).  

Compared with HPV-negative HNSCCs, better prognoses and response to 

therapy have been observed with HPV-positive HNSCCs, with cancer 

mortality reduced by up to 80%. As yet, no specific mechanism has been 

shown to explain higher rates of response to therapy, though HPV-positive 

HNSCC is genetically distinct from the HPV-negative HNSCC and 

inversely correlated with biomarkers for a poor prognosis in HNSCC (38, 

60).  
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HPV acts independently to carcinogens from tobacco and alcohol and 

HNSCCs from patients with no significant history of tobacco or alcohol 

use are more likely to test positive for HPV than negative for HPV (38, 

59). Despite this, the biological behaviour of HPV-positive HNSCCs may 

be altered by tobacco use, with reduction in responsiveness to therapy 

inversely correlated with increases in pack/year exposure (38). 

In a national study of women aged 17 to 40 years, though Aboriginal and 

Torres Strait Islander women were more likely to have abnormal pap 

smear results than non-Indigenous women, no significant difference in 

HPV16 or 18 status was found (61). However, in some areas like East 

Arnhem Land in the NT, the age-standardised incidence rates of HPV 

infection are higher amongst Indigenous women than the National average 

rates. Lower uptake of the Gardasil vaccination has been reported amongst 

Indigenous school girls aged 12 to 17 compared with non-Indigenous girls 

of the same age in QLD and the NT. In the NT, the lower rates of uptake 

were partly attributable to difficulties gaining timely written consent from 

parents of children attending boarding schools. In QLD, lower school 

attendance rates amongst Aboriginal and Torres Strait Islander girls 

prevents many from completing the recommended three-dose course (62). 

As yet, estimates have not yet been published of how many HNCs 

amongst Aboriginal and Torres Strait Islander populations are HPV-

related, though preliminary data for the NT indicated that alcohol and 

tobacco were much greater risk factors in the cohort studied (63). 

1.2.1.3 Ultraviolet radiation (UV) 

Melanoma and other malignant neoplasms of the skin represent just 1% of 

cancers amongst Aboriginal and Torres Strait Islander people compared 

with 4% amongst non-Indigenous Australians. Despite this, between 2005 

to 2006 skin cancers were recorded as the second most common primary 
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site for which Aboriginal and Torres Strait Islander people were 

hospitalised (20).  

1.2.2 Risk factors for thyroid carcinoma 

Papillary thyroid carcinoma is the most common type of thyroid cancer, 

accounting for 60 to 70% of all thyroid cancers (64). Other types of 

thyroid carcinomas include follicular, medullary, anaplastic, hurthle cell, 

insular, lymphoma, metastatic and SCC (64). Though genetic disorders 

have been associated with a small number of thyroid malignancies, 

exposure to ionising radiation remains the only well-established known 

risk factor for thyroid cancers (6, 64, 65).  

1.2.3 Risk factors for nasopharyngeal carcinoma (NPC) 

NPCs have been associated with industrial exposure to chemical fumes 

and wood dust (66-68). There is also a strong link between Epstein-Barr 

virus (EBV) infection and the development of non-keratinising, 

undifferentiated, NPC. EBV (also known as Human Herpes Virus 4) is a 

one of the most common viruses, with the vast majority of the world 

having been exposed to it. Despite this, rarely does EBV lead to cancer, as 

other environmental factors and genetic susceptibility also play an 

etiological role in carcinogenesis (68-70). NPC has been strongly linked to 

genetic factors with increased risk in a first-degree family member 

reported to be as high as 20 times. Tobacco and alcohol consumption have 

not been associated as risk factors for NPC (68).   
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 1.3 Outcomes for Aboriginal and Torres Strait Islander 

people with experience of HNC  

1.3.1 Mortality rates amongst Aboriginal and Torres Strait Islander 

populations diagnosed with cancer 

Markedly higher mortality rates have been observed amongst Aboriginal 

and Torres Strait Islander people diagnosed with cancer compared with 

others diagnosed with cancer in Australia (8, 16, 17, 71). Between 2004 

and 2008, cancer remained the second highest recorded cause of death due 

to disease amongst Aboriginal and Torres Strait Islander people (18%), 

after circulatory diseases (27%) (72). Although the gap between 

Aboriginal and Torres Strait Islander people and other Australians for 

deaths due to circulatory diseases improved over this period, the overall 

life expectancy gap did not improve. This is partly due to the rate of 

improvement in cancer mortality being lesser for Aboriginal and Torres 

Strait Islander people than for other Australians; widening the gap 

between Aboriginal and Torres Strait Islander people and other people in 

Australia, in relation to deaths from cancer (72).  

Between 2007 and 2011, there were 3,288 deaths recorded amongst non-

Indigenous people diagnosed with HNC in NSW, QLD, WA and the NT, 

accounting for 2.8% of all deaths recorded amongst non-Indigenous 

people diagnosed with cancer in these regions. During that same time 

period, there were 197 deaths amongst Aboriginal and Torres Strait 

Islander people diagnosed with HNC in NSW, QLD, WA and the NT, 

accounting for 7.6% of all deaths amongst Aboriginal and Torres Strait 

Islander people diagnosed with cancer in these regions (16). See Figure 7 

for a comparison of HNC-related deaths amongst Indigenous populations 

compared to non-Indigenous populations (16) 
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Figure 7 - The percentage of deaths amongst people diagnosed with HNC 
primaries amongst all deaths from cancer amongst Indigenous and non-

Indigenous populations and in NSW, QLD, WA and the NT (AIHW) 

 

1.3.2 Survival rates after diagnosis of cancer amongst Aboriginal 
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As well as higher cancer incidence and cancer-related mortality, 
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1.3.3 Factors contributing to poorer outcomes for Aboriginal and 

Torres Strait Islander patients diagnosed with HNC 

Analyses of epidemiological data are beginning to reveal factors that 

contribute to higher mortality rates and lesser disease-free survival 

observed amongst Aboriginal and Torres Strait Islander populations 

diagnosed with HNC.  

1.3.3.1 Advanced disease at diagnosis 

In SA, the NT and QLD data, Aboriginal and Torres Strait Islander people 

were more likely than other Australians to have advanced disease at 

diagnosis for most types of cancers (11, 12, 15, 18, 71), with the exception 

of the opposite being found for lung cancers in the NT (71). The 

importance of detecting, diagnosing and treating HNC as early as possible 

cannot be stressed enough. SA hospital data from 1987 to 1998, showed 

the five year survival rate for patients diagnosed with cancers of the 

oropharynx and hypopharynx was 76% for early diagnosed cancers (TNM 

stages I & II), reducing to 48% for moderately advanced tumours without 

evidence of distant spread, and 28% for those with metastatic spread to 

distant organs (6). Patients who are diagnosed with HNC at a later stage 

tend to experience significantly reduced survival time after diagnosis and 

have a significantly increased risk of dying of the disease process. Even in 

the curative setting, patients are more likely to suffer from major 

symptoms of the disease progression alongside major side effects from the 

more aggressive treatment techniques necessary, which ultimately have 

major impacts on their HRQL. 
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1.3.3.2 Limited access to preventative, diagnostic and treatment facilities 

The lower survival rates observed amongst Aboriginal and Torres Strait 

Islander patients with cancer compared to other Australian cancer patients 

may be partly attributed to advanced stage of disease at diagnosis and 

partly attributed to the higher incidence amongst Aboriginal and Torres 

Strait Islanders of some types of cancers that have poorer prognoses such 

as those of the lung and liver (10, 17). However, even after adjusting for 

cancer type and stage of cancer progression at diagnosis higher case 

fatalities still present in Aboriginal and Torres Strait Islander people than 

in other populations in Australia, suggesting poorer outcomes of treatment 

(10). 

Despite higher cancer incidences and mortality, between July 2006 and 

November 2010, Aboriginal and Torres Strait Islander people were less 

likely to be hospitalised for a principal diagnosis of cancer, with 113 per 

10,000 people admitted compared to 170 per 10,000 throughout the non-

Indigenous population in Australia (16). People living in rural and remote 

areas tend to have more health issues, higher mortality rates and lower 

levels of education, income and employment than people living in city 

areas (74). While the vast majority of Aboriginal and Torres Strait 

Islander people live in urban or regional areas, in 2006, approximately 

24% of Aboriginal and Torres Strait Islander people lived in remote or 

very remote locations (9% in remote areas and 15% in very remote areas), 

compared to just 2% of other Australians (20). Geographical barriers for 

people living in remote and very remote areas can cause issues with access 

to preventative, diagnostic and curative health-care services (75, 76). 

Poorer outcomes for HNC have been observed in Aboriginal and Torres 

Strait Islander populations living in rural and remote areas and research 

suggests that the further a person’s residential address is from major 

treatment centres, the poorer their cancer outcome (15, 17, 73). 
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1.3.3.3 Other factors contributing to poorer outcomes for Aboriginal and 
Torres Strait Islander patients  

Co-morbidity is high amongst Aboriginal and Torres Strait Islander 

populations, with half the people aged over 15 years and over recorded as 

having a disability or long term health condition (72). Diabetes, 

cardiovascular disease, renal disease, respiratory organ disease, infectious 

diseases and injuries are more common in Aboriginal and Torres Strait 

Islanders than other Australians and this likely contributes to poorer 

treatment outcomes (20).  

However, even after adjusting for stage at diagnosis, mode of treatment 

and presence of co-morbidities, a matched-cohort study of cancer patients 

in QLD observed higher mortality rates amongst the Aboriginal and 

Torres Strait Islander population compared to the non-Indigenous 

population (11). Socio-economic deprivation, cultural marginalisation, 

excess body weight and exposure to violence are other risk factors 

commonly encountered by Aboriginal and Torres Strait Islander people 

which impact negatively on health outcomes (20). Epidemiological data 

from the NT suggests that treatment outcomes for all cancers were 

consistently poorer for Aboriginal and Torres Strait Islander people whose 

first language was an Indigenous language; suggesting communication 

barriers and cultural differences may also contribute to poorer treatment 

outcomes for Aboriginal and Torres Strait Islander patients from rural or 

remote locations (77, 78).  
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 1.4 Why is the experience of HNC different for 

Aboriginal and Torres Straight Islander people? 

1.4.1 Aboriginal and Torres Strait Islander populations in Australia 

All population-based data reported in this study is based on Australian 

Bureau of Statistics (ABS) population estimates for Aboriginal and Torres 

Strait Islander people in Australia, SA and the NT in 2006. It was 

estimated that there were approximately 517,200 Aboriginal and Torres 

Strait Islander people residing in Australia, representing approximately 

2.5% of the total Australian population (20). In SA, there were 

approximately 26,000 Aboriginal and Torres Strait Islander residents, 

representing 1.7% of the total SA population and 5% of all Aboriginal and 

Torres Strait Islander people in Australia. In the NT there were 

approximately 66,600 Aboriginal and Torres Strait Islander residents, 

representing 31.6% of the overall NT population and 12.8% of all 

Aboriginal and Torres Strait Islander residing in Australia, as illustrated 

below in Figure 8 (20).  

Figure 8 - The estimated populations of Aboriginal and Torres Strait Islander 
people residing in Australia, SA and The NT in 2006 (ABS) 
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Below, Figure 9 illustrates that the combined populations of Aboriginal 

and Torres Strait Islander people residing in SA and the NT represent a 

significant proportion of these populations [37]. 

Figure 9 - Distribution of Aboriginal and Torres Strait Islander populations in 
SA, the NT and elsewhere in Australia based on 2006 estimates (ABS) 
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populations compared with non-Indigenous Australian populations (28, 

79-84).  
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1.4.2 A brief history of Aboriginal and Torres Strait Islander 

people’s experiences of post-colonial Australia 

Cultural and historical circumstances must be considered when 

approaching sensitive topics such as HRQL, with Aboriginal and Torres 

Strait Islander people (30). Post-colonial policies of oppression and 

segregation still influence the beliefs and behaviour of many Aboriginal 

and Torres Strait Islander people today. Whether well intended or not, 

colonial policies of annihilation, segregation and assimilation have 

systematically dispossessed Aboriginal and Torres Strait Islander people 

from their land, languages, family, culture and spirituality and this 

influences their health, behaviour around health and ultimately HRQL. 

Many Aboriginal and Torres Strait Islander people affected by past 

policies and actions continue to recount their personal and family histories 

to younger generations of their families. As a result, throughout all 

generations Aboriginal and Torres Strait Islander populations, there is 

ongoing, widespread mistrust of white Australians, government or other 

recognized bodies of authority. This is an important factor to consider 

when engaging with some Aboriginal and Torres Strait Islander people in 

a government hospital setting. 

Aboriginal and Torres Strait Islander people were amongst the oldest, 

most sustainable and most isolated cultures on Earth with a population 

estimate of around 750,000 people and a presence in the land now known 

as Australia, dating back to at least 40,000 years prior to European 

colonization (85). The first British colony in Australia was established just 

over 200 years ago in Sydney in 1788 (80). However, foreign colonisation 

only reached some very remote parts of the country in the last 60 or so 

years (79). Therefore, diversity amongst Aboriginal and Torres Strait 

Islander populations in regard to individual’s experiences and exposure to 

the post-colonial contact and policies mentioned below should be noted. 
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In 1829, Australia was officially declared by the British to be under 

British ‘Crown Law’, which meant all Australian inhabitants, including 

Aboriginal and Torres Strait Islander people, were British ‘subjects’(80). 

However, under this new rule Aboriginal and Torres Strait Islander people 

were not considered Australian ‘citizens’. Such was the disregard for the 

rights of the traditional owners of the land, that in 1835 the official British 

Government position was ‘terra nullius’ - Latin for ‘land of no-one’ (28, 

79, 80). Resistance fighting against the European settlers led to the deaths 

of at least 20,000 Aboriginal and Torres Strait Islander people between 

1788 and the 1930s. Many individuals were shot and entire populations 

were wiped out through en masse massacres or having their waterholes 

poisoned (79, 81).   

Throughout the process of European colonisation, newcomers cleared 

massive areas of land for agriculture and other purposes. This had obvious 

detrimental effects on the ecology of these regions and severely affected 

Aboriginal and Torres Strait Islander people’s livelihoods by reducing 

their access food, water, shelter and other essential resources necessary for 

their ways of living. This lack of resources progressively forced 

Aboriginal and Torres Strait Islander people into smaller areas and many 

died due to lack of resources and exposure to newly-introduced diseases 

(85).  In the mid to late 1800s, many Aboriginal and Torres Strait Islander 

people were relocated, often against their will, from their homelands in the 

South Eastern regions of Australia to newly founded reserves and 

religious missions. Many of these institutions were soon closed as 

Aboriginal and Torres Strait Islander populations declined due to the rapid 

spread of diseases promoted by such close confines (85). Involuntary 

relocations continued into the next century for varying reasons including 

the testing of nuclear weapons by the British Government on Aboriginal 

homelands at Emu Field and Maralinga in the Great Victoria Desert areas 

in northern South Australia between 1953 and 1963 (86, 87). As a result of 
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relocations, many Aboriginal people today live in areas other than their 

traditional homelands, often having to share land and resources with other 

Aboriginal groups with different cultural and linguist backgrounds. This 

contributes to domestic tensions and instability for some Aboriginal and 

Torres Strait Islander people. 

Between 1869 and the 1970s, many Aboriginal children were taken away 

from their parents and families by government and church bodies and 

placed in missions, boarding houses, orphanages and white foster homes 

(84). The ‘Aborigines Act’ gave the Government appointed ‘Protector of 

Aborigines’ absolute power of legal guardianship over all Aboriginal 

people under the age of 16 years and he could remove children from their 

parents or family with police assistance as he saw fit (84). Parents were 

given no legal rights to dispute this. As a result, many Aboriginal children 

(particularly those of mixed descent) were forcibly taken away and often 

parents were not told where their children were, their children’s names 

were changed or the children were told that their parents were dead (84). 

Many children never found their way home and suffered immensely, both 

emotionally and physically, as a result of this removal policy and 

subsequent widespread abuse encountered at many places that they were 

sent (84). These children are now known in Australia as the ‘Stolen 

Generation’(84). The majority of Aboriginal families today are still 

affected by the unfair laws and forced removal policies of the past and this 

likely contributes to their physical and mental health and HRQL. 

Until 1967 (when the referendum was held and Aboriginal and Torres 

Strait Islander people were finally counted in the census giving them 

automatic citizenship rights), most Aboriginal and Torres Strait Islander 

people had no legal rights to paid work or to own land or property (82). 

Furthermore, many places had racial segregation laws in place, commonly 

known as ‘apartheid’ (82). Laws pertaining to Aboriginal and Torres Strait 
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Islander people varied from state to state, but all states had laws in place 

that violated Aboriginal and Torres Strait Islander peoples’ basic human 

rights and freedoms; such as the right to move freely from reserves or 

missions and the right to marry who they chose without having to get 

permission from government representatives (83, 84). Gaining citizenship 

rights was significant in terms of Aboriginal and Torres Strait Islander 

people gaining rights to earn a fair working wage, to move about freely, 

and to own property and land, though these rights were not automatically 

forthcoming. Citizen rights should not be confused with the achievement 

of racial equity, as even almost half a century on this is far from achieved 

and racism towards Aboriginal and Torres Strait Islander people is 

widespread throughout Australia today.   
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 1.5 The complex and challenging journey for a HNC 

patient 

The journey to diagnosis, disease characterisation and treatment planning 

for HNC is complex and can be a stressful and daunting time for the 

patient and their support network. Patients are commonly referred to 

specialist consultants from general practitioners after presenting with signs 

or symptoms of disease. However, some patients present through hospital 

emergency departments with advanced disease progression requiring 

immediate attention due to acutely life threatening symptoms of disease 

such as airway obstructions, infection, major bleeding or severe 

malnutrition due to dysphagia. Patients with experience of HNC are at 

substantial risk for experiencing psychological distress including post-

traumatic stress disorder, anxiety, depression, agoraphobia and/or suicidal 

ideation and therefore providing ongoing support and attention to HRQL 

issues is of utmost importance (38, 88, 89). Building social rapport, trust 

and mutual understanding with Aboriginal and Torres Strait Islander 

patients is particularly important, as invasive examination and 

investigative procedures, foreign biomedical environments, language 

barriers, historical contexts and other factors can compound the risk of 

psychological distress. 

1.5.1 Common symptoms at presentation for patients diagnosed with 

HNC 

Symptoms at presentation for patients diagnosed with HNC vary widely 

and are dependent on many factors including tumour stage, location and 

type. Symptoms vary from an incidental finding in an otherwise 

asymptomatic patient to severely debilitating functional impairments in 

later staged disease. Common symptoms in the head and neck regions 
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include pain, discomfort, lesions, ulceration, infection, lymphadenopathy, 

unusual lumps or masses, bleeding or nerve sensitivity, numbness or 

palsy, odynophagia, dysphagia, dysphonia, dysarthria, stridor, trismus, 

fatigue, weight loss, or altered taste or smell, tinnitus, otitis media or 

hearing loss. A persistent, non-healing sore throat is one of the most 

common symptoms of HNC. Inflammation and infection of the tonsils 

may cause the patient to feel a foreign body sensation in their throat and 

may also cause halitosis (90). Pain at the tumour site is a common 

symptom and may be the direct result of an ulcerative lesion or caused by 

the mass effect of the tumour putting pressure on other tissues and organs 

(91). Enlargement of the tonsils and base of tongue may contribute to 

upper airway obstruction, especially if the soft palate and uvula extend 

posteriorly (90). 

1.5.2 Management of HNC at the RAH 

Management of HNC is complex and depends on multiple individual 

factors including tumour type, location, stage and the patient’s age and 

general health (2, 3, 92). The RAH Department of Otolaryngology, Head 

& Neck Surgery is a recognized centre of excellence for the treatment of 

HNC and is the tertiary referral centre for HNC patients from urban and 

remote areas in and around SA and the NT (93). The Otorhinolaryngology 

and Head and Neck Unit works in partnership with the other South 

Australian Otorhinolaryngology Units in the Central Northern Health 

Service (at Lyell McEwin, Modbury and Queen Elizabeth Hospitals) and 

has an affiliation with the Head & Neck Unit from Flinders Medical 

Centre (93).  
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1.5.2.1 Multidisciplinary team decision making 

Most centres that specialise in the treatment of HNC, hold 

multidisciplinary team (MDT) meetings where specialist medical and 

allied health care professionals meet to discuss the diagnosis, treatment 

and ongoing care of patients (94, 95). At the RAH, a MDT of HNC 

specialists (including radiation and medical oncologists, otolaryngologists, 

oral and maxillofacial surgeons, plastic surgeons, dentists, dieticians and 

speech pathologists) meet each week to discuss individual patients’ cases 

and decide on best practice treatment options. Apart from influencing 

treatment decisions, MDT meetings have been shown to improve the 

accuracy of cancer staging and subsequent treatment outcomes (96). In the 

last twenty years, data from PROMs, including HRQL data, have had an 

increasing influence on this decision making process. Guidelines for 

decision making around treatment options for HNC can be found in the 

National Comprehensive Cancer Network’s ‘Clinical Practice Guidelines 

in Oncology – Head and Neck Cancers’ (97). These guidelines and 

clinical decisions about best practice for the treatment of HNC are 

constantly evolving as new and better treatment techniques are developed 

and more knowledge is discovered and shared. 

1.5.2.2 Curative vs. palliative treatment options 

The primary goals for the treatment of HNC are to maximise cure and to 

maintain functional status through organ preservation (98). Usually 

dependent on multiple factors including tumour type, location, stage and 

the patient’s age and general health; curative treatment options for patients 

with HNC can include primary surgery, primary radiotherapy or surgery 

with adjuvant radiotherapy. Chemotherapy may also be given alongside 

radiotherapy as a radiosensitiser. For late stage HNC, therapy with 

curative intent is multimodal (38). For potentially resectable stage III or 
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IV HNC, surgery followed by postoperative radiotherapy is standard 

practice. Indications for postoperative radiotherapy include the tumour 

involving the surgical margins of excision, perineural involvement, bone 

or cartilage invasion, advanced primary tumour (T3 or T4) or nodal 

disease (N2 or N3). Research suggests that there is significant survival 

benefit for patients with extracapsular spread and/or microscopically 

involved margins, who undergo surgery with post-operative (chemo)-

radiotherapy as opposed to those who undergo surgery and post-operative 

radiotherapy alone. However, there is a significant increase in acute severe 

mucosal toxicity and suggestion that the longer term toxic effects are also 

higher in the cohorts who undergo concomitant (chemo)-radiation (98-

100). 

Sometimes patients present with co-morbidities and/or complex disease 

progression, deeming the potential benefits of radical treatment with 

curative intent as outweighed by the potential risks of treatment-associated 

fatality or morbidity. In these cases, palliative treatment may be offered 

(in the form of modified surgery, radiotherapy or chemotherapy, or 

supportive care alone) with intent to slow disease progression or lessen 

disease-related symptoms, with a focus on HRQL (38).  

Symptoms of HNC and side effects from HNC treatment vary greatly and 

depend on tumour site, pathology and staging, treatment modalities and 

regimes and individual patient characteristics such as age, co-morbidities 

and general health. Therefore it is difficult to concisely describe all 

possible adverse effects of HNC treatment in relation to individual 

contexts (38). 
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1.5.3 Surgical treatment for HNC, potential side-effects and 

complications  

Since its inception, HNC surgery has continued to evolve with the aim of 

reducing treatment related morbidity and improving QoL whilst 

preserving positive oncological outcomes. Around 100 years ago, 

comprehensive radical neck dissection (including the removal of the 

internal jugular vein, sternocleidomastoid muscle and spinal accessory 

nerve) was considered the standard treatment for patients with neck node 

metastases and this resulted in significant functional and cosmetic 

morbidities for these patients. The introduction of the modified radical 

neck and later the selective neck dissection meant that the majority of 

HNC patients could avoid surgical sacrifice of these nerves, which greatly 

improved their functional outcomes without detriment to oncological 

outcomes (101).  

Surgical intervention to remove or de-bulk HNC can cause major 

anatomical changes and result in short and long term side effects and 

impairments. Regardless of experience or technical skill, all HNC 

surgeons encounter surgical complications due to the complexities of the 

disease and individuals treated and the intricate anatomy of the head and 

neck region. These surgical complications have been associated with the 

patient having prior radiotherapy, medical co-morbidities, substance 

abuse, aero-digestive tract entry, prolonged anaesthesia times, the volume 

of intra-operative fluid administered and the need for microvascular free 

flap reconstruction (101). 

Acute side effects or complications may include pain, discomfort, 

disfigured appearance, seroma, haematoma, wound dehiscence, flap 

necrosis, seroma, wound infection, salivary fistula, scar formation, chyle 

leak, pneumothorax, chylothorax, stridor, aspiration risk, oedema, 
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dysphagia, nutritional deficiency, weight loss or short-term dependence on 

a nasoenteric feeding tube (102). 

Chronic, long term or permanent side effects related to surgical treatment 

of HNC may include dysphonia, dysarthria, dependency on a tracheo-

stomal fistula for breathing, dysphagia and/or dependency on an enteral 

feeding tube, olfactory dysfunction, nerve paralysis or dysfunction, 

disfigured appearance and oedema (102). 

1.5.4 Radiotherapy treatment for HNC, potential side effects and 

complications 

Radiotherapy treatment (RXT) includes simulation, treatment planning, 

verification, dose delivery and quality assurance. RXT target areas include 

not only the gross volume of the tumour, but also areas at risk for spread 

(such as adjacent tissues or regions of lymphatic drainage) as well as a 

margin to correct for possible variability in daily positioning and patient 

motion during treatment (98). 

Intensity-modulated RXT for advanced HNC can boost radiotherapy doses 

to tumour target areas whilst it may spare vital organs (including the major 

and minor salivary glands in the oral cavity, the mandible pharyngeal 

musculature, inner and middle ears, temporomandibular joints, temporal 

brain lobes and optic pathways) in an attempt to reduce treatment-

associated morbidity (98). 

Potential side effects of RXT treatment include pain, dermatitis, 

xerostomia, nausea and vomiting, oedema, dysphagia, trismus, weight 

loss, nutritional deficiencies, mucositis, radiation caries, orocutaneous 

fistula, osteoradionecrosis, hair loss, neurotoxicity, hearing loss or 

hypothyroidism (98). Acute side effects from RXT toxicities include 
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mucositis, odynophagia, dysphagia, hoarseness, xerostomia, dermatitis, 

and weight loss. Late toxicities may present months or even years later 

and include xerostomia, osteoradionecrosis, fibrosis, thyroid dysfunction, 

carotid artery rupture, and radiation-induced myelitis. Acute toxicity from 

radiotherapy treatment is a result of rapidly dividing epithelial, mucosal 

membrane, bone marrow and tumour cell tissues, while late toxicity is a 

result of late-responding tissues such as the spinal cord, brain cells and 

connective tissue (38, 98).  

1.5.5 Chemotherapy treatment for HNC, potential side effects and 

complications 

For treatment of HNC, chemotherapy is most often utilised in combined 

modality with radiotherapy, when avoiding surgery for organ preservation, 

post-surgery in the adjuvant setting, or neoadjuvantly before surgery or 

radiotherapy (103) . Cytotoxicity is increased with the addition of 

chemotherapy to the treatment regime and as chemotherapeutic agents are 

less targeted that surgery or radiotherapy, other organs such as the liver or 

audiosensory anatomy are also susceptible (104, 105). Chemotherapy is 

sometimes used as the sole treatment modality in the palliative setting 

when patients present with metastatic disease. HRQL data has become 

increasingly important for assessing potential benefit versus risk ratios in 

regard to the addition and dosing of chemotherapeutic agents in the 

treatment regime (103). 

1.5.6 Ongoing monitoring and support for patients with experience 

of HNC in South and Central Australia 

Many health care professionals are involved in the treatment, care and 

ongoing monitoring of HNC patients; including general practitioners, 

Aboriginal health workers and liaison officers, social workers, specialist 
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clinicians, specialist nurses, speech and swallowing pathologists, 

dieticians and nutritionists, special needs dentists, and palliative care 

professionals. Further to this, family, friends, carers and other cancer 

survivors play crucial roles in the monitoring and ongoing support of 

patients with experience of HNC. 

1.5.7  Palliative and End of Life care  

In 2007, there were 898 deaths recorded amongst people diagnosed with 

HNC in Australia, accounting for 2.3 % of all cancer-related deaths (106). 

Considering all types and stages of HNC, the five year survival rate for 

patients after diagnosis is 59% (38). The medical discipline of palliative 

care aims to reduce the suffering of patients and their families by 

providing care aimed at relieving acute and chronic symptoms of disease, 

considering the physical, social, emotional and spiritual impacts of disease 

rather than simply attempting to prolong life (38). Therefore, specific 

palliative care services aimed at end of life care are of utmost priority for 

the HRQL of patients with experience of HNC and their support networks. 

In SA and the NT, primary service providers are involved in the delivery 

of general palliative care services to patients and their families throughout 

the course of a life-limiting illness. Palliation services may involve general 

practitioners, medical consultants and allied health professionals from a 

variety of disciplines, community care nurses, Indigenous health care 

providers, carers, public and private hospitals, residential aged care 

facilities, aged care assessment teams, remote health centres, non-

government providers (such as Red Cross, home care services and private 

nursing agencies) and complementary therapists (107). Further to this 

general support, there are specialist palliative care teams in SA and the 

NT, to provide care to patients and their support networks aimed at 

improving patient QoL when cure is no longer possible (107). As 
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previously mentioned, patients with HNC experience complex symptom 

clusters and advanced care planning and decision-making is often complex 

requiring the involvement of specialist palliative care expertise. 

In the NT, ‘Territory Palliative Care’ provides specialist palliative care 

with physicians, specialist nurses and Aboriginal health workers in two 

teams based in CA and the Top End. These teams support the work of 

primary medical providers and community nurses in providing care for 

patients at their place of residence, including residential care facilities. 

These teams also provide a consultancy service to ASH, RDH and Darwin 

Private Hospital, and run outpatient clinics at ASH and RDH (107). In the 

Top End, ‘Territory Palliative Care’ works as a multi-disciplinary team 

which includes a social worker, Aboriginal health workers, occupational 

therapist, dietician, physiotherapist and pastoral carer who provide 

services directly to palliative care patients, as well as consultancy services 

to other allied health professionals. There is also a 12-bed hospice on the 

grounds of RDH that accepts admissions for complex symptom 

management, including complex social and family issues, which may 

include transition from hospital to home, or for care in the final stages of 

illness. Respite care is limited to those patients and families who have 

particular complexities to their care and patients without complex issues 

who are not in a terminal phase may need to transition to a longer term 

care facility. In addition, a bereavement service is offered to family 

members and significant others who can access this service locally in 

Darwin (107). In CA and remote communities in the Top End, there is no 

provision of bereavement services through ‘Territory Palliative Care’. In 

CA, ‘Territory Palliative Care’ provides a consultancy service to 

inpatients at ASH though they do not have access to specialist inpatient 

beds or hospice care (107).  
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In SA, the Palliative Care team at the RAH is part of the ‘Central and 

Western Palliative Care Service’, who provide specialised palliative care 

to patients in the acute hospital setting, hospice, and for patients at home 

(108). ‘The Central and Western Palliative Care Service’ is provided by a 

multidisciplinary team; including specialist palliative care providers, a 

part-time pharmacist, a psychiatrist, social workers and an occupational 

therapist.  Unfortunately, this service does not currently employ any 

Aboriginal health workers. 

 1.6 Assessing the health-related quality of life (HRQL) 

of patients with experience of HNC in Australia 

1.6.1 What is HRQL and why do we clinically assess it? 

Quality of life (QoL) is a subjective, multi-dimensional and complex 

concept which includes all things that can impact a person’s well-being 

and satisfaction with life (109). Morton defines QoL as: 

“The perceived discrepancy between the reality of what one has, 

and the concept of what one expects or wants” (110). 

Being subjective, QoL can mean many things to different people.  As 

Lowe and Rogers state: 

 “To the patient it is an implicit state of being, something known 

that cannot be told. Whilst to the researcher it is a difficult 

measurement problem and to the clinician, just one of many other 

equally relevant inputs into a clinical judgement.”(111) 
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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 general wellbeing and satisfaction 

with life (112-114). 

A person’s HRQL is influenced by their lived experienced of illness 

across a broad range of domains. These domains commonly include 

physical symptoms and functional impairments from disease and side 

effects of treatment, along with other factors such as psychological, 

emotional and spiritual wellbeing, social functioning and wellbeing, the 

ability to fulfil the everyday roles they undertook before their health 

problems, sexual functioning and sexuality, cognitive functioning, 

financial capacity and unmet needs for information and support services 

(115). 

1.6.2 Measuring the HRQL of patients with experience of HNC  

In the past, clinicians treating patients for cancer focussed primarily on 

local regional control of tumours, with the aim of maximising patient 

survival. Less attention was given to important HRQL issues such as the 

psychosocial wellbeing of the patient or maximising the patient’s return to 

pre-illness functional status (89, 116, 117). The effects of HNC and its 

treatment can have significant and often devastating effects on the 

function, appearance, emotional wellbeing, socialisation and ultimately 

the quality of life of patients (116-121).  

The health-related needs of people with HNC often exceed those of people 

diagnosed with other cancers and the ongoing care and monitoring of 

HNC patients is often necessary long after remission (122). Thus, to gain 

an adequate understanding of the HRQL of patients with experience of 
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HNC ongoing assessment with HNC-specific HRQL instruments is 

necessary.  

1.6.2.1 Commonly used instruments for assessing the HRQL of patients with 
experience of HNC 

10 different questionnaires have been specifically designed and validated 

(to varying degrees) for assessing the HRQL of patients with HNC (115). 

Of these, the most commonly used with HNC patients in Australia and 

throughout the world are ‘The European Organisation for Research and 

Treatment of Cancer Quality of Life Questionnaire 30’ with ‘The 

European Organisation for Research and Treatment of Cancer - Head and 

Neck Cancer Quality of Life Questionnaire 30’, ‘The Functional 

Assessment of Cancer Therapy – Head and Neck Scale’ and ‘The 

University of Washington Head and Neck Cancer Quality of Life 

Questionnaire’ (111) 

The European Organisation for Research and Treatment of Cancer - 

Quality of Life Questionnaire 30 is a tool with 30 general QoL questions 

that are of importance for cancer patients in general. The European 

Organisation for Research and Treatment of Cancer - Head and Neck 

Cancer Quality of Life Questionnaire 35 has an additional 35 questions 

that are of specific importance to HNC patients. Both EORTC 

questionnaires primarily focus on physical and functional aspects of 

HRQL, with three additional questions about the impact of illness and 

treatment on family, social and financial wellbeing.  

The original ‘Functional Assessment of Cancer Therapy QoL 

Questionnaire’ (FACT-G Version 1) was developed in the United States 

of America (USA) for general use with patients with all types of cancer 

and consisted of 38 items scored using a five-point Likert scale. FACT-G 
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Version 2 was published in 1993 after validation with 316 to 545 cancer 

patients (109). The current version (FACT-G Version 4) consists of 28 

items. 

‘The Functional Assessment of Cancer Therapy – Head and Neck Scale’ 

(FACT-HN) is a cancer-specific HRQL assessment tool (FACT-G) with 

additional questions specifically designed for use with patients with 

experience of HNC (109, 118). This instrument consists of the four 

cancer-specific domains from FACT-G (physical, social/family, emotional 

and functional wellbeing) as well as a domain containing 12 additional 

items addressing concerns specifically related to HNC (118, 123). FACT-

HN was developed for general use with all patients with experience of 

HNC, including those treated with surgery, radiotherapy and/or 

chemotherapy. Of all the HNC-specific HRQL instruments, FACT-HN 

covers the broadest range of HRQL domains (124, 125). It was first 

published in 1996, after validation with 151 patients with HNC in the 

USA (126, 127). 

‘The University of Washington Quality of Life Assessment’ (WQLQ) was 

also developed in the USA and was originally designed for measuring 

HRQL outcomes after HNC surgery. Since then, WQLQ has also 

identified effects in patients who have undergone (chemo)-radiotherapy 

(127, 128). The current WQLQ (version 4) has 12 domains covering the 

HNC-related issues of pain, appearance, activity, recreation, swallowing, 

chewing, speech, shoulder function, taste, saliva, mood and anxiety. Each 

question is scored from worst (0) to best (100) according to the hierarchy 

of response (129). A multiple-choice question about the 3 most important 

issues during the past 7 days gives these domains some patient ranked 

order. In addition there are three questions that use a six-point Likert scale 

to ask patients’ about their HRQL and global QoL. Furthermore, WQLQ 

has a free text section for patients’ own annotations (111). 
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WQLQ was originally published in 1993 after validation with a range of 

patients with different HNCs (130). In 2001, after trial with over 500 

Seattle-based HNC patients, a modified version of the instrument was 

published (WQLQ version 4). Two of the original questions were removed 

to improve internal consistency and additional mood and anxiety domains 

were included, along with questions about overall HRQL and global QoL 

(124). Since then, validity data have been reported in patients with HNC 

cancers of the oral cavity and/or oropharynx, nasopharynx, and larynx, 

patients undergoing neck dissection to remove lymph nodes and patients 

feeding via PEG (127, 128). 

1.6.2.2 Benefits of assessing the HRQL of patients with experience of HNC  

In addition to the research value of assessing clinical parameters like 

treatment techniques, evaluation of HRQL in individual patients has 

become an increasingly important clinical parameter (131). Many benefits 

of HRQL assessment have been reported for both HNC patients and HNC 

clinicians; including to assess new and existing treatments and techniques, 

to increase clinicians’ abilities to provide better information for patients, 

to help weigh up treatment options and help patient decision making, to 

improve clinical consultation and follow-up, and to help detect problems 

and implement timely clinical interventions to improve patient QoL and 

psychosocial well-being (132, 133). Despite these benefits, currently used 

HNC-specific, HRQL questionnaires were not developed with the intent 

of offering direct benefit to clinical interactions with patients.  

It has long been established that patient and clinician aims and priorities 

for treatment can diverge considerably (132). Evaluating the HRQL of an 

individual can help clinicians to become more patient-focused and defer to 

their patients’ wishes (132). In the year 2000, a study by List et al, showed 

that HNC patient priorities primarily lie in achieving cure, then survival as 
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long as possible, then QoL issues (134). However, there was significant 

variability between patients, therefore it is important to seek individual 

patient views and not to make assumptions based on the majority (132, 

134).  

HRQL assessment is also important for comparing new treatment 

techniques to established ones and most research funding bodies require 

that HRQL assessment be an integral part of the clinical trial process 

(132). This is especially important when choosing between two different 

treatments with similar survival rates. For example, in oropharyngeal 

surgery, primary closures (when feasible) result in better swallowing 

outcomes for patients than free flap reconstruction. However, there is a 

distinct lack of high-quality prospective HRQL comparisons for some 

different treatments with equivalent cure rates; such as comparing primary 

radiotherapy to conservation laryngeal surgery for stage T1 or T2 

laryngeal tumours and comparing surgery to chemo-radiotherapy for a 

stage T3 tonsillar tumour (132). Though cure and survival rates are 

equivalent, there are significant differences in side effects and functional 

outcomes from these different treatments and therefore HRQL outcomes 

and concerns are of utmost importance in determining which treatment is 

best for individuals. 

1.6.2.3 Routine HRQL assessment of HNC patients in clinical practice 

By assessing patient HRQL, clinicians gain valuable insights into the 

effects that their treatments have on individual patient lives, and this can 

help to improve clinical consultation and follow-up procedures (132). 

HRQL questionnaires have been shown to improve patient-clinician 

communication (111, 133, 135, 136) and the use of HRQL questionnaires 

in clinical practice can help clinicians and patients to identify issues of 

concern to the patient and trigger discussions of these issues (111). 
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Routine HRQL assessment during clinical practice can help clinicians to 

detect individual patients’ problems so that timely clinical interventions 

can be implemented (132). This can also help clinicians to identify 

‘critical’ periods and problems during the patient journey so these 

problems may be anticipated and clinical interventions implemented as 

early as possible (132). Previous studies have shown that the effect of 

HNC treatment is that the nadir of HRQL is reached at 3 to 6 months post-

treatment and maximal improvement is reached at 1 to 2 years post-

treatment (137). Following this, there may be a slow decline over a 

decade, as the issues relating to HRQL from the cancer recede and the 

impact of treatment on functionality increase (138). Long-term declines in 

the HRQL of HNC patients can be associated with factors such as the 

presence of a permanent or long-term tracheostomy and/or percutaneous 

gastrostomy (PEG) tube and have been linked to the presence of baseline 

(pre-treatment) co-morbidities (139). 

In Australia, the practice of routinely assessing and collecting HRQL data 

in HNC clinics is relatively new and there is limited literature in this area 

(140). In 2013, the ‘SA HNC Pathway’ (the Statewide Cancer Clinical 

Network’s guidelines for best practice in HNC management), 

recommended that HRQL assessment be included as part of routine 

clinical practice (141). The RAH Otorhinolaryngology Department has 

been collecting HRQL data for the last decade and since 2005 has 

employed a research assistant (the author of this manuscript) to routinely 

collect and analyse HRQL data from patients diagnosed with HNC. 

1.6.2.4 The impact of cultural and ethnic identity on HRQL assessment 

Culture and ethnicity can have significant impacts on patients’ HRQL 

priorities. HRQL assessment can help patients and clinicians to identify 

patient priorities so that this informs clinical practice. Elsewhere, there are 
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a growing number of studies examining HRQL in populations from 

differing cultural backgrounds and ethnicities. Ethnic and cultural 

differences can also have a significant impact on the validity and use of 

HRQL instruments (142). In Australia, particularly in a multicultural 

health care environment like the RAH, it is important to consider these 

differences when analysing population-based HRQL data. However, to 

date there have been no published studies examining the impact of HNC 

or treatment for HNC on the symptoms, wellbeing, functioning or HRQL 

of Aboriginal or Torres Strait Islander people.  

To adequately address the health and well being of Indigenous people it is 

essential for health care professionals to adopt a culturally competent 

approach (143). Cultural competency in health care seeks to acknowledge 

and address disparities in cultural beliefs and practices that may prevent 

minority groups from accessing equitable healthcare and health outcomes 

(143). State and Federal guidelines on health practice with Indigenous 

people in Australia clearly state “…the Australian health care system will 

not wittingly compromise the legitimate rights, practices, values and 

expectations of Indigenous peoples…” (144, 145). The privilege and 

power historically and contemporarily bestowed upon the dominant 

culture in Australia is imperceptible to the majority of Australians and the 

default positioning for health care practice is usually based on the 

‘unmarked’ cultural practices and standpoints of the dominant culture 

(146). In moving towards reconciliation and ‘closing the gap’ in 

inequitable health outcomes and life expectancies for Indigenous people; 

we as health care professionals, researchers and policy makers have an 

obligation to rigorously examine our own racial and social positioning and 

how this impacts on health outcomes for Aboriginal and Torres Strait 

Islander people (143). Thus, investigation of current HNC-specific HRQL 

tools utilising a culturally competent approach to the cultural adaptation 

and translation of HRQL instruments is warranted.  
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Chapter 2. Self-reported HRQL issues for Aboriginal and 

Torres Strait Islander patients with experience of HNC: 

a review of literature  

 2.1 Methods for literature review  

A search of peer-reviewed journal articles published prior to 2013 was 

undertaken using electronic databases Proquest, Medline, Science Direct, 

Informit, Indigenous Health Infonet, ISI Web of Knowledge and Google 

Scholar (see Articles were eligible for consideration if they reported 

original data from Indigenous people using patient-reported outcome 

measures or otherwise self-reporting on their experiences of cancer or 

cancer services in Australia. Additional articles including government and 

cancer council reports and other relevant grey literature were obtained 

through citation snowballing.  

Content relating to self-reported HRQL outcomes was determined and 

categorised based around the Australian Psycho-Oncology Co-operative 

Research Group’s definition of the term HRQL: “…the impact of illness, 

disease and health treatment to a person’s life and their resulting ability to 

function physically, socially, mentally and emotionally.” (115).  
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Table 2 - Key terms for literature search
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Table 3 - Search engine phrases for literature search 
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 2.2 Findings from literature review 

No publications reported Aboriginal or Torres Strait Islander people with 

experience of cancer using standard PROMs to assess the impact of 

clinical interventions. However, one study group has reported on the 

development and initial trialling of a novel PROM for assessing the unmet 

supportive needs of Aboriginal and Torres Strait Islander people with 

experience of cancer in QLD (147-151). As supportive care is aimed at 

improving QoL through activities that alleviate symptoms of disease or 

side effects of treatment, this data was considered quite relevant for the 

aims of this article. Initial development of the PROM involved interviews 

with 29 Aboriginal and Torres Strait Islander patients with experience of 

cancer. This tool was then trialled with 205 Aboriginal and Torres Strait 

Islander patients with experience of cancer, of which 16 % were HNC 

patients.  

The most common supportive care need items where participants reported 

a moderate-to-high unmet need included: ‘worrying about the illness 

spreading’ (15.1%), ‘feeling down or sad’ (14.6%), ‘concerns about the 

worries of those close to you’ (14.6%), ‘anxiety’ (12.7%), ‘worry about 

results of treatment’ (12.7%), ‘work around home’ (12.3%), and ‘money 

worries’ (9.3%) (147).  
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Longitudinal data from three and six-months post-diagnosis was then 

reported for 158 patients, of whom 11% were HNC patients. Over each 

three-month period there were changes in priorities for unmet supportive 

needs and at six months post-diagnosis, more than half of participants 

continued to report at least one moderate-to-high unmet supportive need.  

At enrolment, the most common ‘moderate to high’ unmet needs reported 

were ‘money worries’, ‘worrying about your illness spreading’, and 

‘concerns and worries about those closest to you’. At three months post-

diagnosis they were ‘money worries’, ‘worries about illness spreading’, 

‘worries about the results of treatment’. At six months post-diagnosis they 

were ‘money worries’, ‘being told about things you can do to get yourself 

better’ and ‘doing things you used to do’. 

These results suggest that the use of culturally appropriate PROMs can 

help health professionals to gain insights into the health-related needs and 

priorities of Indigenous patients with experience of cancer in Australia. 

However, as there were substantial variations between each individual 

participant’s self-reported priorities and the priorities of each individual 

changed over time; ongoing, individualised assessment is likely to be 

necessary to gain an adequate understanding of the impact of clinical 

interventions on the HRQL of Aboriginal and Torres Strait Islander 

patients with experience of cancer. 

Despite a growing number of studies examining HRQL in populations of 

cancer patients from differing cultural backgrounds and ethnicities (152), 

no published studies were found to examine the impact of HNC or 

treatment for HNC on the symptoms, functioning, well-being, or HRQL of 

Indigenous people in Australia. Despite a lack of reported data in this area, 

insights into how cancer and biomedical cancer treatments affect 

Aboriginal and Torres Strait Islander patients’ HRQL can be gleaned from 

previously published qualitative studies and other literature examining 
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patients’ self-reported experiences of cancer and cancer services. 37 
articles and four abstracts from peer-reviewed journals were found to 

contain original data from Aboriginal and Torres Strait Islander patients 

self-reporting on their experiences of cancer or cancer treatment. Further 

relevant data was found in nine other documents, including reports from 

Government and Cancer Councils, academic theses and other literature 

(see Table 4 for details). Only one study mentioned the inclusion of self-

reporting from Aboriginal and Torres Strait Islander people with 

experience of HNC (147-150, 153), though one unpublished thesis 

included qualitative data from one Aboriginal man undergoing biomedical 

treatment for HNC (154).  

As this review is limited to printed material in English, it is possible that 

further relevant information may be available from other self-reporting 

mediums such as audio-visual material. Those with the greatest 

communication barriers and poorest health may be under-represented in 

this data, as it is likely that factors such as ill health or communication 

difficulties limited some patients’ abilities to participate in studies. 

2.2.1 Physical symptoms, functional impairments from disease, side-

effects from treatment  

Some Indigenous women with experience of cancer report viewing health 

in relation to their ability to perform daily activities and fulfil familial 

roles rather than as an absence of disease (155). Within the first six 

months of treatment, tasks to do with everyday roles like ‘work around the 

home’ and ‘doing things you used to do’ were among the most commonly 

reported unmet supportive care needs (147). Physical symptoms, 

functional impairments from disease and side-effects from treatment are 

largely dependent on multiple factors including specific cancer types, 

primary sites, tumor progression, stage and type of treatments, age, co-
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morbidities and available supports. PROMS are often designed to measure 

symptoms, impairments and side-effects specific to the disease and are 

administered at specified stages of treatment. As there are no published 

studies specifically examining the physical symptoms, functional 

impairments and side effects of HNC and treatment experienced by 

Indigenous patients, data relevant to this topic is very limited. However, 

there are some general symptoms, impairments and sideeffects that can be 

common amongst people experiencing different cancers or treatment 

regimes.  

Indigenous patients with experience of cancer report ‘physical pain’, 

‘feeling tired’, ‘not feeling well a lot of the time’ and ‘having hospital 

staff attending quickly to your physical needs (e.g., if you needed 

assistance getting out of bed)’, as important supportive care needs (148). 

Some patients report a lack of understanding of clinical notions of pain 

relief including fears of the administration, side effects and outcomes of 

pain medications and fears that medications may speed up the dying 

process and inhibit the passing on of traditional knowledge and secrets 

that occurs during end-of-life. For some, cultural concerns about 'blame' 

and 'pay back' also impact clinical pain management. Important factors 

that can contribute to improving pain management include timely 

involvement of the doctor for administering pain medication, information 

giving to decrease fear, established trusting relationships, provision of the 

'right' information to the 'right' person, provision of emotional support and 

generally strengthening health service provision (156). 

Some patients report concern about side effects such as hair loss, whilst 

reporting the benefits of treatment outweigh the burden of side effects 

(157). Others report ceasing chemotherapy treatment early as side effects 

such as nausea, vomiting, fatigue, weight loss and hair loss made them 

feel sicker rather than healthier (155, 157). Some witnessed the suffering 
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and rapid death of family or community members from cancer diagnosed 

at an advanced stage, thus they considered biomedical cancer treatment as 

futile and associated pain and side effects as unjustified (158, 159). Some 

breast cancer patients report disfigurements caused by surgical 

intervention conflict with their beliefs about the importance and the 

sacredness of the human body and this alongside worries about 

interruptions to normal functioning prevented some from undergoing 

surgical intervention (155, 158, 160). In an unpublished thesis, McNamara 

reported witnessing the dilemma Indigenous people with cancer often face 

when trying to balance cultural values around health and wellbeing with 

biomedical ontology. Of particular interest is a report from an Aboriginal 

man, who after surgery for laryngeal cancer struggled to fulfil his cultural 

and spiritual need to be submerged in the water at a traditional healing 

place during due to the presence of a tracheostomy necessary to maintain 

his airway (34). Other cultural factors are likely to contribute to 

individual’s experiences of biomedical interventions, yet there is a dearth 

of published data about the physical symptoms, functional impairments 

and side effects of HNC and treatment experienced by Indigenous people 

in Australia. 

Many patients report wanting more information about how to manage 

their cancer treatment and side-effects, such as ‘being shown or given 

information (e.g., written, diagrams) about how to manage your treatment, 

illness and side-effects in hospital and at home’ and ‘understanding the 

good and bad effects of treatments before you chose to have them (e.g., 

having someone explain these to you)’ (147, 148, 157).  

Some patients report ‘changes in sexual feelings’ as an important unmet 

supportive care need, though some Indigenous people find questions about 

sex and sexuality culturally inappropriate, particularly when a female asks 

a male (or vice versa), or a younger person asks an older person (148).  
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2.2.2 Psychological, emotional and spiritual wellbeing 

Patients report the notion of cancer commonly induces great fear and 

cancer diagnosis often causes shock. Fatalistic attitudes are reported as 

common, particularly amongst populations where stories of survivorship 

are rare or unheard of (155, 157, 158, 161, 162). The common belief 

amongst some populations that cancer is contagious can make cancer an 

even more frightening and alienating experience for those affected (158, 

163). Some patient-reported emotional responses include, depression, 

anxiety, confusion, preoccupation with health changes and difficulty with 

usual functional roles (154). The clinical concept of depression is just 

beginning to be translated into traditional Indigenous languages and 

cultures. Thus, the understanding of the term may vary throughout 

populations (164). Feeling ‘down or sad’, ‘anxiety’, ‘worrying about the 

illness spreading’ and ‘worries about results of treatment’ are amongst the 

most common moderate-to-high unmet needs reported (148). Patients who 

feel culturally compromised in foreign biomedical environments all 

reported feelings of discomfort, disempowerment, fear and shame (161, 

165, 166). These feelings can contribute to individuals prolonging their 

initial presentation to biomedical services, and result in late diagnoses 

(155, 158, 165).  

Many patients report spiritual well-being as a priority and some view the 

spiritual side of health and the importance of kinship as more important 

than the physical side of health (148, 157, 162, 165). ‘Keeping strong in 

your spirit (e.g., staying positive)’ is reported by patients as an important 

supportive care need (148). Some report that acceptance of cancer is 

important for spiritual wellbeing and healing, and others stress the 

importance of a positive attitude and using humour to ‘keep people’s 

spirits up’ (157, 162).  Though, Indigenous populations in Australia 

comprise increasingly diverse people with differing and changing attitudes 
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and beliefs, traditional Indigenous spirituality and philosophy continue to 

form the basis of many Indigenous people’s personal identity and sense of 

well-being (167, 168). Personal identity in traditional Aboriginal 

philosophy is defined in terms of kinship, ritual, and spiritual relationships 

and responsibilities, all of which are viewed as synergistic and inseparable 

from each other and the land, or nature itself (168). This philosophy forms 

the basis of everything in life, including knowledge, attitudes, 

relationships, economics, spiritual, physical and emotional wellbeing 

(167). For some patients, being away from home or homelands for 

prolonged periods of time causes great distress and detriment to wellbeing 

(169, 170). 

2.2.3 Social wellbeing 

Patients report ‘concerns about the worries of those close to you’, 

‘ensuring family members were able to be present when talking or seeing 

health professionals’, ‘having one hospital person you can talk to about 

your condition, treatment and follow-up’, ‘being treated like a person not 

just another case or number’ and ‘having an Indigenous person to talk to 

and support you (someone who understands your culture)’ as important 

supportive care needs (148). Many patients are also the primary carers for 

others in their family, including others with chronic illnesses (149, 155, 

157). Some report having concerns about how family members would be 

affected by their illness, and use this as a motivation to fight their illness 

(157). ‘Concerns about the worries of those close to you’ is amongst the 

most common highly ranked unmet needs reported (150).  

Family members are often in the primary supportive role for patients and 

many patients have stressed the importance of their family also receiving 

practical and emotional support (154, 157, 171). Some cancer treatments 

require patients to stay at or near hospital for six to eight weeks or more 
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and most support people can’t afford to stay away from home for that 

length of time due to both financial restrictions and commitments at home 

(154, 171). The Patient Travel Assistance Scheme (PATS) only provides 

funding for one companion to travel with each patient, so if that 

companion needs to return to their community, the patient is left alone and 

looses ongoing support (154, 172). Others report not receiving adequate 

support from their families early on because their families were afraid or 

didn’t understand what was happening (154, 157, 171). Being away from 

family and community can be particularly daunting in a foreign 

environment, separated from people who understand your culture and 

even more isolating for those whose primary language is not English (154, 

155, 173). Many patients report feeling lonely and isolated whilst staying 

in hospital for cancer treatment and some have described the environment 

as cold, impersonal and intimidating (154, 155, 157, 165, 173). Some 

report cancer services not adequately catering for visits from large 

families and staff not understanding the importance of this, though others 

report some services to be understanding and accommodating of this 

(173).  

Social relationships built on kinship, trust and respect for culture are of the 

utmost importance for many Indigenous people and literature highlights 

the importance of developing and maintaining a trusting relationship and 

the importance of the “right person” being in the main supportive role, 

particularly in palliative care (157, 168, 173, 174). Patients’ considerations 

for who is the “right person” can include many cultural and social factors 

that influence the nature of the interpersonal relationship including 

kinship, age, gender and trust. These factors can greatly influence 

Indigenous patients’ acceptance of biomedical treatments (156, 174, 175).  
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2.2.4 Unmet needs for information 

Some patients report not having an adequate understanding of what is 

happening in relation to their cancer and treatment and some report being 

too scared to ask (154, 157, 166). Language barriers are common amongst 

Indigenous people, for whom English is often a second language. 

Interpreters are only available for some Indigenous languages, and are not 

always easily accessed. Most interpreting work is around gaining consent 

for treatment and there is often difficulty clearly communicating 

conditional phrases and the concepts of biomedical treatments such as 

radiotherapy and chemotherapy (154). Patients whose first language is 

English or Aboriginal English have also reported experiencing difficulties 

understanding the biomedical terminology used by health practitioners 

(155, 173).  

In Australia, there is no traditional Indigenous word for ‘cancer’. 

Therefore, it is a foreign concept (162). Many Indigenous patients 

understand the concept of cancer through a combination of both traditional 

Indigenous beliefs and biomedical notions. Many share a view common to 

non-Indigenous patients that cancer is a frightening disease with serious 

life-threatening consequences. Though understandings and beliefs vary 

greatly amongst individuals, beliefs reported to be common amongst some 

populations are that a diagnosis of cancer is a death sentence, cancer is a 

single disease and therefore, all outcomes will be the same regardless of 

the primary site or stage of growth, cancer is contagious, and that sorcery 

and ‘payback’ are the primary cause of many cancers (155, 158, 159, 

162). These beliefs and associated shame may prevent some patients from 

accessing or continuing cancer treatment, though they can sometimes help 

patients to accept the disease and even death at the palliative stage (162, 

176). 
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For many Indigenous people, death is a highly sensitive topic and end-of-

life issues are often spoken of indirectly. In some places simply using the 

words ‘death’, ‘dying’ or ‘dead’ is highly offensive (177). McGrath et al 

noted some Indigenous Health Care workers avoid instigating direct 

discussions with cancer patients about their predicted life spans, for the 

primary purpose of preserving the patient’s spiritual well-being (162). 

Despite this, many patients and their families stress the importance of 

knowing in advance about the terminal nature of their illness so that they 

are prepared and can set their affairs in order (157). Furthermore, patients 

report ‘feelings about death and dying’ as an important supportive care 

need issue, although a question about this was omitted from Garvey et al’s 

supportive care needs assessment tool as it was deemed culturally 

inappropriate. In keeping with other findings, these authors found that an 

interviewer initiating discussions about death can bring about unnecessary 

negative thoughts for patients and omitting this question was about 

maintaining the patient’s cultural integrity and positive outlook towards 

healing (148). Cultural protocols around discussions about death and 

dying with Indigenous people are complex and warrant further 

consideration that is beyond the scope of this paper.   

2.2.5 Unmet needs for support services 

Patients report many factors that limit their access to resources and 

services for cancer treatment and support (178, 179). Many experience 

difficulties managing the practical and logistical aspects of cancer care, in 

particular isolation, transport, accommodation and financial burdens (154, 

173, 180). Specialist cancer treatment is rarely available in rural areas and 

travelling for treatment can compound the anxiety and disorientation 

already induced by a cancer diagnosis (172, 173, 181). Patients report that 

an important supportive care need is ‘having access to care items’. 

Isolation from support services may also contribute to difficulties 
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accessing resources such as biomedical supplies (148). Indigenous patients 

with experience of cancer report that the use of traditional Indigenous 

healing practices is common and for many, access to traditional healers, 

medicines and healing places is also a major priority (148, 154, 157, 162, 

179, 181-183).  

‘Money worries’ is amongst the most commonly prioritised moderate-to-

high unmet supportive care needs reported (150). Patients report 

experiencing financial hardship during and after cancer treatment because 

of costs associated with treatment and not being able to work, which can 

be worsened by a lack of health insurance or income protection (154, 157, 

165, 184). Patients report additional expenses associated with accessing 

cancer treatment to include transport, fees for hospital services, medicines, 

accommodation, food and childcare (165, 183). Though some patients 

may recover transport expenses through the PATS, the initial outlay and 

additional expenses make travel for treatment unaffordable for many 

patients (154, 172).  

Some patients report difficulties finding culturally appropriate counselling 

services and support groups (155, 183, 185). In some Indigenous 

communities, there is little or no evidence of cancer survivorship, as 

survivor stories are discouraged due to a common belief that talking about 

cancer might tempt fate and make it happen. Widespread beliefs that 

cancer is a death sentence and that cancer is contagious can discourage 

people from discussing the disease. This can lead to social and emotional 

isolation for people diagnosed with cancer (157, 159, 181). Therefore, it is 

important to ensure that Indigenous people are given accurate and 

accessible information about survivorship and that survivors are supported 

to share their stories and encourage others in their journeys with cancer 

(157).  



 

  61   
   

The literature points to the urgent need for cancer services in Australia to 

develop and practice more individualised and culture-centred approaches 

to cancer care (34, 159, 165, 181, 186). There is a need to investigate 

HRQL issues specific for Indigenous people with experience of HNC and 

to increase their participation in routine self-reported HRQL assessments 

so that issues adversely affecting their HRQL can be identified and 

addressed.



      

Table 4 – Published literature containing Indigenous people self-reporting on their experiences of cancer in Australia, 1993 to 
2012 
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Chapter 3. Exploration of barriers to self-reported HRQL 

assessment for Aboriginal patients with experience of 

HNC: A qualitative study 

 3.1 Purpose of study 

Compared to other Australians, Aboriginal populations are experiencing 

higher incidence rates for HNC and poorer outcomes after diagnosis. 

However, Aboriginal patients are under-represented in HRQL data that 

ultimately informs decision-making about best practice in HNC treatment. 

As yet there are no published reports about Aboriginal people’s 

experiences of HNC and treatment, or how this impacts HRQL. This study 

aimed to increase participation of Aboriginal patients in routine, clinical, 

HNC-specific, HRQL assessment, whilst identifying and addressing 

barriers to successful and meaningful participation.  

 3.2 Methods 

3.2.1 Participants 

This study received ethical approval from the ‘Royal Adelaide Hospital’, 

the ‘Aboriginal Health Council of South Australia’, the ‘Central 

Australian Human Research Ethics Committee’ and the ‘Northern 

Territory Department of Health and Menzies School of Health Research’. 

Participation was on a voluntary basis. A cohort of 69 patients from SA (n 

= 29) and Central Australia (CA) (n = 40), who identified as Aboriginal 

and were treated for HNC at the RAH between 1997 and 2012, were 

identified through the RAH HNC database. 45 of these patients (65%) 

were confirmed deceased (SA = 18, CA = 27). The exclusion criteria were 

if an appropriate interpreter was not available in person or impaired 
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cognition at the time of recruitment. Barriers to participation were 

observed and recorded. 

3.2.2 Data collection 

The primary researcher maintained a regular dialogue with participants 

and their cancer care team when possible and conducted 1 to 3 in-depth 

semi-structured interviews with each participant at 2 to 7 month intervals 

(total number of interviews = 18). Interviews were based around two of 

the most globally accepted and commonly used HRQL assessments for 

HNC patients, the Functional Assessment of Cancer Therapy – H&N v.4 

(FACT-HN) and the University of Washington Quality of Life 

Assessment v.4 (WQLQ). The length of each interview ranged from 

approximately 20 to 170 minutes with a mean length of approximately 30 

minutes (median 36 minutes) for each interview. When given consent 

from participants, interviews were digitally audio-recorded and 

transcribed. When permission was not granted to audio-record, hand-

written notes were taken.  

3.2.3 Key informants 

30 key informants who have worked with or cared for Aboriginal people 

with experience of HNC in SA and the NT were consulted about the face 

and content validity, cultural acceptability, utility and relevance of the two 

HRQL instruments. Further opinions on language and cultural issues were 

sought from two independent Aboriginal language interpreters working in 

health care, two independent linguists working with Aboriginal languages, 

a hospital cultural competency advisor and Aboriginal community 

members from rural and remote areas.  
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3.2.4 Qualitative data analysis 

This study utilised generic qualitative methodologies (187-192). 

Aboriginal referees were consulted for guidance and feedback throughout 

the processes of data collection and the subsequent analyses. Thematic 

analysis of data obtained was organised both manually and with the use of 

computer assisted qualitative data management software ‘QSR-N-vivo 

v.9.2’ (189, 193-195). Wherever possible, summaries of analyses were 

shown to participants for member checking, feedback and approval (189, 

193, 196). Qualitative analysis of data was influenced by a critical theory 

paradigm and a decolonising research methodology approach (197). 

Barriers to active and meaningful participation in standard HRQL 

assessment for Aboriginal patients with experience of HNC were 

identified and categorised utilising Herdman et al’s universalist approach 

to the cultural adaptation of HRQL instruments as a framework for 

thematic analysis (198). This approach involves investigating six different 

properties of cultural equivalence, in relation to the use of each HRQL 

instrument within the populations in which they were developed and 

validated (patients with experience of HNC in the USA) and within the 

new population (Aboriginal patients with experience of HNC in SA and 

CA). These properties are conceptual equivalence, operational 

equivalence, item equivalence, semantic equivalence, measurement 

equivalence and functional equivalence.  
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 3.3 Findings and discussion 

3.3.1 Participant characteristics 

Of the 24 eligible patients (SA = 11, CA = 13), five were unable to 

participate due to cognitive issues or physical limitations from advanced 

stage disease (20%), two could not participate as an appropriate interpreter 

was not available at the time (8%), two declined to participate (8%), and 

three were unable to be contacted (12%). The remaining 12 patients (50%) 

consented to participate (SA = 7, CA = 5). 

75% of participants were male (n = 9) aged 24 to 85 (median age 58, mean 

age 57) and 25% were female (n = 3) aged 47 to 64 (median age 53, mean 

age 55) at the time of recruitment. This is quite representative of the 

overall cohort of 69 patients in which 77% (n = 53) were male and 23% (n 

= 16) were female.  

By Australian Standard Geographical Classification (ASGC), 39% of 

participants resided in very remote areas (n = 5), 31% in remote areas (n = 

4), 15% in regional areas (n = 2) and 15% in major city areas (n = 2). This 

is also reasonably representative of the overall cohort of 69 patients in 

which 42% resided in very remote areas (n = 29), 33% in remote areas (n 

= 23), 10% in regional areas (n = 7) and 16% in major city areas (n = 11). 

92% (n=11) of participants’ tumours were SCCs: three in the oral cavity, 

three in the oropharynx, three in the hypopharynx, one in the larynx, and 

one occult primary with neck node metastases. The other was a papillary 

carcinoma of the thyroid with neck metastases. Non-participants had a 

similar distribution of primary sites and pathologies. 
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Figure 10 - Participant’s primary tumour site  (n = 12) 

 

The thyroid carcinoma was treated with primary surgery and radioactive 

iodine swallow. The SCC of the larynx was treated with primary 

radiotherapy. All other SCCs were treated with multimodal therapy, 

including all oral and oropharyngeal primaries treated with surgery plus 

post-operative radiotherapy (n = 6), surgery plus chemo-radiotherapy for 

the occult & post-cricoid primaries with neck metastases (n = 3) and 

primary chemo-radiotherapy for the advanced stage hypopharyngeal 

primaries with neck metastases (n = 2).  

The majority of both participants and non-participants initially presented 

to the RAH with late stage tumours. 75% of participants (n = 9) presented 

with Stage IV tumours, 17% with Stage III (n = 2) and 15% with Stage II, 

whilst amongst the non-participants, 82% presented with Stage IV 

tumours, 9% with Stage III and 8% with Stage II (n=1).  83% (n = 10) of 

participants and 92% of non-participants (n=11) presented with metastatic 

spread of malignancy to lymph nodes in the neck.

Oral 

Hypopharynx
Oropharynx

Larynx

Occult 
primary

Thyroid

Oral (n = 3)

Oropharynx (n = 3)

Hypopharynx (n = 3)

Larynx (n = 1)

Thyroid (n = 1)

Occult primary (n = 1)



       

Table 5 – Participant demographics including tumour, node, metastases (TNM) and overall staging of HNC, primary site, 
pathology, treatment modality and ECOG performance status rating at recruitment
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Participants were interviewed at various stages in their experience of 

HNC, from 12 days prior to commencing treatment to 13 years post-

treatment.  

Figure 11 below, shows the precise times at which individual participants 

were interviewed in relation to when their last treatment for HNC (surgery 

or (chemo)-radiotherapy) was completed. Individual participant 

identification numbers on this chart may be used to link this data to 

individual participant demographics in Table 5. Where the ‘time since 

HNC treatment finished’ is presented as ‘0’ months, this indicates that the 

patient also completed a pre-treatment interview. 

Figure 11 – Scatterplot illustrating the varying times post-treatment at which 
participants were interviewed about their HRQL 
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3.3.2 Barriers to active and meaningful participation with traditional 

HRQL assessment 

For many Aboriginal people, the concept of assessing and measuring 

HRQL is extremely foreign and far removed from traditional Aboriginal 

epistemologies (199). Biomedicine and biomedical concepts of HRQL are 

mostly concerned with the effect of disease or treatment on the patient as 

an individual, autonomous unit. In contrast to biomedical concepts of 

HRQL, a clear definition of what HRQL means for Aboriginal people is 

yet to be published. What is clear from previous literature and this 

research alike is that Indigenous concepts of HRQL are often collective 

and holistic, integrating physical, spiritual, relational and cultural factors. 

Indigenous concepts of HRQL recognise that the patient is part of a much 

greater system or collective and patients are often equally as concerned 

with the impact of disease and treatment on family, community and their 

relationships with land, culture and spirit, as they are with the impact on 

their person.  

In biomedicine, it is commonly considered important to determine an 

overall ranking of importance for different HRQL issues and domains. 

The main reason for this is so that each issue can be quantified in relation 

to each other issue so that an overall score can be determined. This system 

of reductionism and hierarchy is counter-intuitive to Indigenous concepts 

of HRQL. Indigenous concepts of HRQL recognise that every issue and 

domain has a synergistic effect on each other and HRQL as a whole, 

having equal importance for the integrity of HRQL and wellbeing. 

The Aboriginal population in Australia is heterogeneous and multi-lingual 

by nature, with no single dominant language used by all citizens. In 

Australia today, there are around 150 Indigenous languages and dialects in 

use, mostly in the most remote areas. Only about 10% of these languages 
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continue to be learned by children and all except about 20 are highly 

endangered (200). Those language groups with the largest populations, 

such as Walpiri and Tiwi, only have about 3000 fluent speakers (201, 

202). As populations of each language group are small and mostly located 

in remote areas, there is a distinct lack of interpreters available for use in 

healthcare (34, 201, 202).   

This study found that though many Aboriginal people speak and 

understand variations of formal English, the style of language and certain 

terminology used in the HRQL assessments was unfamiliar for some. In 

Australia, Aboriginal people are less likely to have received the same 

levels of formal English-based education as non-Aboriginal people and the 

ABS reports that at least 8% of Aboriginal people aged 55 years or over 

and 2% of those aged between 35 and 54, have never received any formal 

schooling. At least 38 % of those aged 55 and above, and 14% of those 

aged between 35 and 54 have completed less than the equivalent of year 

eight (20, 203). As a result, English literacy and numeracy skills can 

present significant barriers for many Aboriginal patients with experience 

of HNC successfully participating in HRQL assessment using standard 

instruments.  

Referential meanings in traditional HRQL assessment tools were a key 

area of misinterpretation amongst participants. For example, the term 

‘nausea’ often needed further explanation, as it is not commonly used 

amongst many Aboriginal populations.  

Barriers for accurate and reliable HRQL assessment due to specific items 

in each standard instrument were identified by exploring whether or not 

each question was culturally appropriate and addressed the things that 

Aboriginal people with experience of HNC think are related to their 

concept of HRQL. Although most of the content in the standard HRQL 
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questionnaires was relevant and important to the concerns of participants, 

some of the content was not relevant or culturally appropriate and many 

other areas of importance for participants were identified. In the case of 

topics that may carry many cultural sensitivities or taboos, it is best to 

avoid mentioning the topic directly, leaving space for the patient to choose 

to discuss the topic as they see fit. Topics such as death, physical 

appearance and sexuality are all examples of potentially taboo topics 

amongst many Aboriginal populations and thus present a distinct barrier to 

collecting accurate HRQL data in this population. 

The content of each item was assessed for relevance to the phenomena of 

the target group’s culture. For example, dominant culture in Australia 

places significant emphasis on work and career and the word ‘recreation’ 

is often used to clearly separate and describe activities undertaken for the 

primary purpose of increasing a person’s pleasure or enjoyment from 

other forms of activity that are concerned with the roles and 

responsibilities of everyday life such as taking caring of oneself and 

family, or working to earn money. Aboriginal people’s conceptions of 

roles and responsibilities can significantly vary from those in the dominant 

culture in Australia and the term ‘recreation’ is a foreign concept for 

traditional Aboriginal people. Thus categorising activity and recreation as 

two separate concepts can create confusion. 

Data was examined to see if each question covered all aspects the subject 

matter. A clear message throughout the data collection phase of this study 

was that different HRQL items have particular relevance to individual 

patients and the ability to expand on issues relevant to each individual 

patient is lacking in current HRQL tools.  For example, simply asking 

about the presence of pain does not indicate where the pain is, whether or 

not the pain is related to the HNC, or if pain is being controlled by 

medication. Aboriginal patients are more likely to be experiencing 
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concurrent health issues or co-morbidities than non-Aboriginal patients, 

therefore it may be necessary to enquire further about where the pain is, 

whether it is pre-existing long term pain and about the use of pain 

medications. 

Operational barriers were explored by examining the standard methods of 

HRQL assessment with respect to data yield. Most global-standard 

measures for assessing HRQL rely on patients self-reporting by way of 

standardised surveys. This method allows patients to self-report, whilst 

allowing clinicians to capture comparable data about how a patient feels at 

different points in time. A patient’s response to a question before an 

intervention can be directly compared to their response to the same 

question after the intervention, allowing the impact of the intervention to 

be assessed. Health research by survey within Aboriginal populations can 

pose significant challenges for both the researcher and the participants. 

Barriers to participation can be influenced by history and mistrust 

(particularly around research), differing cultural expectations and 

traditions and the nature of the relationship between the researcher and the 

participant. The asking of direct questions by strangers can be considered 

inappropriate or even highly offensive in traditional Aboriginal cultures 

(78, 204, 205). Though two participants did not mind filling in the 

questionnaires themselves by pen and paper, all 12 participants preferred 

oral dialogue based around the questionnaires.  

Both health-care professionals and Aboriginal languages interpreters 

reported they had little confidence in the Likert scale used in FACT-HN or 

the two defined point scales used in the WQLQ assessment, for reliable 

use with many Aboriginal patients. Traditional Aboriginal language 

pronoun systems tend to be far more complex and precise than English, 

whilst mathematical terms appear less developed, reflecting the relative 

importance in each culture of human interactions on the one hand and 
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manipulation of abstract numbers on the other (205, 206). Thus, 

benchmark questioning and the quantitative nature of many HRQL 

assessment tools can be considerable barriers for many Aboriginal patients 

reporting on their HRQL in a meaningful way (207). Furthermore, using a 

Likert scale as a blunt measure without further narrative enquiry may pose 

problems for the overall psychometric properties of the tool. For example, 

the statement “I am able to eat the foods that I like” is intended as a 

measure of the impact of HNC treatment on patients’ functional ability to 

chew and swallow food. However, with further narrative enquiry, some 

participants who stated that they were not able to eat the foods that they 

like attributed this to other factors such as diabetes or sufficing on 

unfamiliar hospital food.  

 3.4 Conclusions 

In order to ensure the usefulness, reliability and validity of HRQL 

assessments amongst different populations, these assessments must 

undergo scrupulous processes for cultural adaptation and translation. This 

paper explored barriers to accurate and culturally appropriate recording of 

HRQL data from Aboriginal patients with experience of HNC. Lack of 

ongoing relationships with medical staff and other trust issues, limited 

access to interpreters, limited English literacy and numeracy skills, lack of 

regular follow-up consultations and other cultural issues can prevent 

Aboriginal patients with experience of HNC from participating in routine 

clinical HRQL assessments in a meaningful and reliable way.  

Barriers for Aboriginal patients’ active and meaningful participation in 

traditional HNC-specific HRQL assessment were present across a broad 

set of domains; including conceptual, semantic, thematic, referential, item, 

operational and functional parameters. Most current guidelines for the 

cultural adaptation and translation of HNC-specific HRQL measures 
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favour a theoretical approach of ‘foreignization’; whereby items, activities 

or ideas that pose a cultural problem are translated in their original form 

rather than being replaced by a similar notion that is familiar to the target 

culture (152). This approach favours the preservation of semantic 

equivalence to the detriment of experiential and conceptual equivalence 

(198, 208). Furthermore, the ‘foreignization’ approach poses a significant 

problem for health care professionals in Australia, where ethical 

guidelines emphasise cultural competency when working with Aboriginal 

patients (143, 145).  

The substantial barriers encountered when attempting to utilise these tools 

using recommended administrative processes, alongside significant 

cultural divergences (with particular reference to the conceptualisation of 

the definition of HRQL), render current HNC-specific HRQL assessments 

inadequate for the unique needs of the Aboriginal patients who suffer this 

disease. If health care professionals do not embrace culturally competent 

approaches to HRQL assessment, then many Aboriginal patients will 

continue to decline to participate in HRQL assessments and patient-

reported HRQL outcomes from Aboriginal patients will be 

misrepresented. Thus, there is a need for a novel, culturally safe, HNC-

specific, HRQL assessment for use with Aboriginal patients with 

experience of HNC in SA and CA.  
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Chapter 4. Developing and piloting of a community-

informed, mixed-methods approach for assessing the self-

reported HRQL of Aboriginal patients with experience of 

HNC in South and Central Australia 

 4.1 Purpose of study  

Significant barriers to active and meaningful participation in traditional, 

HNC-specific, HRQL assessment have been identified for Aboriginal 

patients with experience of HNC in SA and CA. Thus, there is a need for a 

novel, culturally safe, HNC-specific PROM and pragmatic approach to 

HRQL assessment that encompasses Aboriginal conceptualisations of 

HRQL and addresses the concerns that are important to this group, in a 

culturally safe manner. The gold standard for developing valid, reliable 

and responsive disease-specific PROMs mandates that qualitative data 

from patient interviews be utilised to generate items and identify questions 

that are most meaningful for patients (131, 209). This study utilised data 

from previous literature, interviews with Aboriginal patients with 

experience of HNC and feedback from key informants who work with and 

care for Aboriginal people with experience of HNC, to develop a novel, 

community-informed PROM and pragmatic approach for assessing HRQL 

within this population. Through culturally sensitive HRQL assessment we 

aim to gain a better understanding of vital aspects that influence the health 

and wellbeing of Aboriginal patients with experience of HNC, with 

particular regard to the impact of biomedical treatments and interventions. 
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 4.2 Methods  

4.2.1 Data collection 

This study received ethical approval from the ‘Royal Adelaide Hospital’, 

the ‘Aboriginal Health Council of South Australia’, the ‘Central 

Australian Human Research Ethics Committee’ and the ‘Northern 

Territory Department of Health and Menzies School of Health Research’. 

Participation was on a voluntary basis. A cohort of 69 patients from SA (n 

= 29) and Central Australia (CA) (n = 40), who identified as Aboriginal 

and were treated for HNC at the RAH between 1997 and 2012, were 

identified through the RAH HNC database. 45 of these patients (65%) 

were confirmed deceased (SA = 18, CA = 27). The participatory exclusion 

criteria were not having an appropriate interpreter available in person 

when required or impaired cognition at the time of recruitment. 

The primary researcher maintained regular dialogue with participants and 

their cancer care team when possible and conducted one to three in-depth, 

semi-structured interviews with each participant at two- to seven- month 

intervals.  

Figure 11 on page 72 has details of the time since treatment til each 

interview for individual participants. Interviews were based around two of 

the most globally accepted and commonly used HRQL assessments for 

HNC patients, the Functional Assessment of Cancer Therapy – H&N v.4 

(FACT-HN) and the University of Washington Quality of Life 

Assessment v.4 (WQLQ). The length of each interview ranged from 

approximately 20 to 170 minutes with a mean length of approximately 30 

minutes (median 36 minutes) for each interview. When given consent 

from participants, interviews were digitally audio-recorded and 
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transcribed. When permission was not granted to audio-record, hand-

written notes were taken. This study utilised generic qualitative 

methodologies (187-192). Aboriginal referees were consulted for guidance 

and feedback throughout the processes of data collection and the 

subsequent analyses. Thematic analysis of data obtained was organised 

both manually and with the use of computer assisted qualitative data 

management software ‘QSR-N-vivo v.9.2’ (189, 193). Wherever possible, 

summaries of analyses were shown to participants for member checking, 

feedback and approval (189, 193, 196). Qualitative analysis of data was 

influenced by a critical theory paradigm and a decolonising research 

methodology approach (197). 

Figure 12 – Flow chart identifying the various stages for PROM instrument 
development 
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4.2.2 Development of the Universalist Health-Related Quality of Life 

Assessment – Head and Neck version 1 (UHRQL-HN) 

Participant interviews were transcribed verbatim and recurring themes 

were identified and triangulated through consultation with key informants 

and a search of previous relevant literature. These themes formed the basis 

for generating the concept, conceptual model and provisional item list of 

concerns for Aboriginal patients with experience of HNC. Individual 

questions were refined with further input from key informants who have 

worked with or cared for Aboriginal people with experience of HNC in 

SA and the NT. Further opinions on language and cultural issues were 

sought from two independent Aboriginal language interpreters working in 

health care, two independent linguists working with Aboriginal languages, 

a hospital cultural competency advisor and Aboriginal community 

members from rural and remote areas.  

4.2.3 Assessing the validity of UHRQL-HN 

To evaluate this PROM’s overall functionality, face and content validity 

data was utilised to examine the instrument concept, items, semantics and 

operability, whilst criterion and construct validity data was utilised to 

investigate the instrument’s psychometric properties. Face validity is an 

estimate of the degree to which a questionnaire is recognisably measuring 

the construct in which it purports to assess (210, 211). To assess face and 

content validity, UHRQL-HN was trialled and refined with five 

Aboriginal patients during various stages of their experiences with HNC 

in SA and CA. Face and content validity from the patient perspective was 

investigated in terms of functional usability, patient acceptance of the 

assessment methods and data yield. To assess UHRQL-HN’s face and 

content validity from the health care professional perspective, 12 health 

care professionals who regularly work with Aboriginal people with HNC, 
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completed a standardised survey with a five-point Likert scale and free 

text response options (see Table 7, Table 8 and Table 9 for details of this 

survey).  

The criterion and construct validity of UHRQL-HN were assessed by 

examining the data yielded whilst trialling the assessment. To assess 

criterion validity, individual’s answers were compared with clinician 

assessed ‘Eastern Cooperative Oncology Group Performance Status 

Rating’ (ECOG-PSR) of each patient. Construct validity was investigated 

by examining the instrument’s ability to detect clinical changes by 

comparing individual’s answers before and after clinical intervention. 

 4.3 Results and discussion 

4.3.1 Defining the concept of UHRQL-HN  

There is yet to be a clear published definition of Aboriginal conceptions of 

HRQL. As such, this concept of HRQL was explored in relation to the 

impacts of HNC and related biomedical treatment. Thematic analysis of 

qualitative data from interviews with participants revealed 11 key areas of 

importance for Aboriginal patients with experience of HNC in SA and the 

NT. Along with physical, functional, emotional and mental, social and 

family well-being; financial, environmental, spiritual and cultural well-

being, tobacco, alcohol & other substance use, access to treatment and 

follow-up, access to information about illness and treatment and access to 

health supplies & resources were considered of equal importance and 

influence for Aboriginal people’s HRQL. Furthermore, all these areas are 

highly inter-related and influence each other, as they influence overall 

HRQL. Consideration of these domains can help to identify barriers to 

treatment and positive outcomes for Aboriginal patients with experience 
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of HNC, informing health professionals and the greater community about 

where additional support services may be needed. 

Figure 13 - Simplified model illustrating 11 main areas of concern for the 
HRQL of Aboriginal people with experience of HNC in South and Central 

Australia 
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4.3.2 Forming the conceptual model for UHRQL-HN 

UHRQL-HN (see Figure 14) consists of 54 items relating to HRQL issues 

affected by HNC and biomedical treatment. The first measure in this 

instrument is a simple ‘yes’ or ‘no’ answer to indicate the presence of a 

HRQL issue. This information is useful in itself, though it only indicates 

the patient’s awareness of the presence of a phenomenon and does not 

indicate the effect that this phenomenon has on the individual’s QoL. A 

four-point response scale allows the patient to clarify how much each 

phenomenon affects their QoL and narrative/free text allows the patient to 

respond by placing the issue into their own individual context. There is 

strong recognition that HRQL data from HNC patients should be more 

accessible and relevant to clinical practice (131, 140, 212, 213). 

Incorporating narrative inquiry/free text comments to explore the 

experiences of cancer patients adds value to the use of standard surveys, 

adding insight and clinical relevance to the PRO data (214, 215). In 

addition to making PRO data more meaningful for clinical practice, 

incorporating narrative into HRQL research compliments Indigenous oral 

traditions that utilise story-telling or yarning as the primary form of 

transmitting and sharing knowledge (216). Prioritising Indigenous ways of 

communicating allows for reciprocity and mutual understanding of the 

research process, creating a culturally safe space where PRO data is more 

likely to be honest and insightful (216-219).  

The Aboriginal population is heterogenous in nature and some advocating 

for Indigenous research methodologies will question why structured 

questions are necessary at all when direct questioning is deemed culturally 

inappropriate for some Aboriginal people (219). UHRQL-HN is designed 

for duel purposes. In clinical practice, it can be utilised as a patient 

concerns inventory to help detect, monitor and address individual patients’ 

HRQL concerns. It is also designed as a PROM to assess the impact of 
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clinical interventions on patients’ HRQL. Generic open-ended questions 

often lead to little response and/or confusion about the research topic and 

these questions help to clarify the concept of HRQL and what is 

considered by both patients and health care professionals to be of 

importance in relation to HNC treatment outcomes. Participants in this 

study were content to answer these questions in semi-structured interviews 

once these research objectives were clearly explained and understood. 

Though we can gain insight into HRQL issues from unstructured narrative 

analysis, it is difficult to assess the actual impact of clinical interventions 

without baseline questions, as patients’ accounts of their experiences 

change over time and how a person thinks they felt last month is usually 

different to how they actually felt at the time. To assess the impact of 

clinical interventions, it is necessary to establish the patient’s baseline 

status (pre-intervention) to compare to their post-intervention status. The 

change in response is most likely due to the intervention and 

complementing narrative can clarify this. It is acknowledged that for 

cultural reasons some patients may still prefer other data collection 

processes such as unstructured interviews and/or quiet phenomological 

observation (yarning, story-telling, Dadirri etc.) (219). It is hoped that 

despite the limitations that these alternate methods may place on this 

tool’s ability to detect clinically meaningful and statistically significant 

changes, useful HRQL data may still be gained and UHRQL-HN can act 

as an aid for subsequent thematic analyses of qualitative data. 

The questions in UHRQL-HN are ordered to flow in the natural style of a 

conversation and feedback from Aboriginal healthcare professionals about 

the face and content validity supports this assertion. In addition to the 

questions mentioned above, throughout this assessment there are eleven 

questions to address patient supportive care needs such as pain 

management, unmet needs for health information, welfare assistance, 

social support, psychological support and quitting tobacco and/or alcohol. 
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These questions have been included as health care professionals have an 

ethical responsibility for their research to be of benefit to their patients 

when possible and it is most timely to try to address these needs as they 

are raised in discussion. 

The last item in UHRQL-HN asks the patient what the three most 

important or biggest issues they discussed were. Though some patients say 

all issues are equally as important as each other, others have clear issues 

that want to prioritise and this is usual clinical information.



        

 

Figure 14 – The Universalist Health Related Quality of Life Questionnaire – Head and Neck version 1 (UHRQL-HN)
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4.3.3 Pilot trial: Criterion and construct validity of UHRQL-HN 

Below, Table 6 outlines the demographics of participant’s in this pilot trial 

and tabulates how many non-reponse items were recorded. Encountering 

some missing data is common with patient-reported HRQL assessments 

and where missing data was present the mean of the best- and worst-case 

scenario answers was recorded to determine the overall UHRQL-HN score 

(220). No obvious pattern in terms of non-response was observed during 

this trial. 

Table 6 – Participant demographics and HRQL assessment results from 
UHRQL-HN pilot trial  

Though the number of participants in the pilot trial was small, individual’s 

assessment results showed expected clinical correlations with ECOG-PSR, 

TNM staging, tumour type, treatment and time since treatment. Below, 

Figure 15 illustrates that the higher the patient’s ECOG-PSR was at the 

time of UHRQL-HN assessment (indicating poorer functional status), the 

greater the number of patient-reported HRQL issues recorded. 
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Figure 15 – Results from pilot trial: Number of patient-reported HRQL issues 
recorded using the UHRQL-HN assessment vs. ECOG-PSR of patient at time 

of assessment 

 

 

Similiarly, the overall UHRQL-HN score of each patient appeared to be 

inversely correlated to their ECOG-PSR, indicating poorer functional 

status relates to poorer recorded HRQL scores. 

Figure 16 - Overall UHRQL-HN score vs. ECOG-PSR at time of assessment  

 

0

1

2

3

4

5

0 5 10 15 20 25 30

EC
O

G-
PS

R

NUMBER OF HRQL ISSUES REPORTED USING UHRQL-HN

0
10
20
30
40
50
60
70
80
90

100

0 1 2 3 4 5

O
ve

ra
ll 

U
HR

Q
L-

HN
 S

co
re

ECOG-PSR



 

    
 97 

Below, Figure 17 to Figure 23 charts each individual participant’s 

responses to the UHRQL-HN questions. The lower the bars on the chart, 

the lower the self-reported HRQL of the patient with ‘3’ corresponding to 

the best possible response (‘never/not at all’ indicating the HRQL issue 

does not upset or change the patient’s mood/spirit) and ‘0’ corresponding 

to the worst possible response (indicating that the HRQL issue upset or 

changed the patient’s mood/spirit ‘always/all the time’). Where bars are 

coloured darker and no numbers are present above, this indicates that the 

no response was recorded for that particular question.  

Figure 17 – 1-month post surgery for T1N0M0 floor of mouth SCC, ECOG-
PSR 1
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Figure 18 - Pre-treatment for T3N2bMX floor of mouth SCC, ECOG-PSR 4

 

 

 

Figure 19 - 6 years post chemo-radiotherapy for T4N2aM0 posterior 
pharyngeal wall SCC, ECOG-PSR 1 
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Figure 20 – Nine years post total laryngectomy and adjuvant radiotherapy for 
T3N0M0 glottic SCC, ECOG-PSR 2

 

 
 
 

 
Figure 21 - Pre-treatment for recurrent T2N0M0 lateral tongue SCC, ECOG-

PSR 2 
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Construct validity was investigated by examining the instrument’s ability 

to detect clinical changes by comparing individual’s answers at before and 

after clinical intervention. Figure 22 and Figure 23 demonstrate changes in 

UHRQL-HN scores at different stages of clinical intervention for the same 

patient as Figure 21. For example, these figures indicate that pre-treatment 

the patient reported experiencing pain that was upsetting the patient a 

lot/most of the time and that the medication that was supposed to be 

controlling this pain was not working properly. This and taking the 

medication were both upsetting the patient a little bit/sometimes. 

However, post-surgery and then post-chemoradiotherapy up to 3 months, 

the patient reported that the pain was well controlled by medication and 

that pain and the medication to control pain was not upsetting him at all. 

Clearly demonstrable differences in responses due to clinical intervention 

were also found in this patient when assessed after surgery whilst awaiting 

adjuvant chemo-radiotherapy, and two weeks after completing chemo-

radiotherapy and in the other patient in this trial who completed the 

assessment both before and after surgery for HNC. 
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Figure 22 - 2 weeks post-treatment (surgery plus chemo-radiotherapy) for 
recurrent T2N0M0 lateral tongue SCC

 

 

 

 
Figure 23 - 3 months post-treatment (surgery plus chemo-radiotherapy) for 

recurrent T2N0M0 lateral tongue SCC
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4.3.4 Expert opinions: Face and content validity of UHRQL-HN 

Key informants reported that UHRQL-HN showed good face and content 

validity in terms of concept, content, utility and measurement properties. 

92% (n = 11) of key informants who completed an online survey reported 

that they thought the content of the assessment addressed things related to 

Aboriginal people with experience of HNC’s concept of HRQL (one 

person neither agreed nor disagreed) whilst 100% (n = 12) reported that 

the content addressed things related to other people with experience of 

HNC’s concept of HRQL. 100% (n =12) reported that they thought the 

content of the assessment would be relevant and acceptable for 

Aboriginal, rural, remote, palliative and other patients with experience of 

HNC and that the assessment asked things that were relevant for clinical 

practice.  

67% (n = 8) thought that every item was relevant to clinic practice, whilst 

25% (n = 3) thought that the assessment contained some things that 

weren’t relevant to clinical practice and one person neither agreed nor 

disagreed. 100% reported the assessment may be useful for clinical 

practice and 92% (n = 11) reported it may be useful for evidence-based 

research, whilst one person neither agreed nor disagreed.  

92% (n = 11) thought the assessment’s response scale would be easy for 

patients to understand whilst one person neither agreed nor disagreed. 

42% (n =5) thought that the data yield from using this assessment would 

be better than other HNC-specific HRQL instruments, 58% (n = 7) neither 

agreed nor disagreed, whilst 100% (n =12) disagreed that the data yield 

would be worse. 

83% of respondents said they would be comfortable administering 

UHRQL-HN assessment with Aboriginal patients with experience of 
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HNC, whilst one respondent felt they did not have enough experience to 

do this and another said they would like to observe someone else doing so 

first. 100% of respondents said they would be comfortable administering 

the assessment to other HNC patients including palliative patients. Only 

one person neither agreed nor disagreed about being comfortable 

administering the assessment with HNC patients from rural or remote 

areas. 

Pilot trialling of this tool and data from other key informants gathered 

during the development stages of this instrument indicated that many 

Aboriginal patients with experience of HNC want to spend more time 

discussing HRQL issues with health care professionals. However, the 

main concern for some health care professionals was the length of the 

assessment in relation to limited clinical consultation time and the 

potential burden of a lengthy assessment for very ill patients. Further 

trialling and refinement of this instrument may produce a shorter form 

version suitable for routine use in clinical practice. 
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Table 7 - UHRQL-HN in relation to use with Aboriginal patients and other 
patients - Results of face and content validity survey with key informants 
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Table 8 - UHRQL-HN in relation to use with patients from rural or remote 
areas and palliative patients - Results of face and content validity survey with 

key informants 
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Table 9 - UHRQL-HN in relation to use in clinical practice and evidence-based 
research - Results of face and content validity survey with key informants 
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 4.4 Conclusions 

UHRQL-HN was designed with both Aboriginal patients with experience 

of HNC and the health care professionals who provide services to them, to 

deliver a pragmatic and culturally safe approach for assessing the impact 

of HNC and treatment on patients’ HRQL. UHRQL-HN is designed to 

meet the needs of both patients and clinicians, serving dual purposes; as a 

patient concerns inventory to help identify and address individual patients’ 

health-related needs and as a PROM for clinical research. In addition to 

identifying patients’ HRQL concerns, routine clinical assessment utilising 

UHRQL-HN can help to identify patients’ unmet supportive care needs so 

that appropriate and timely referrals to other services (such as pain 

management, physiotherapy, counselling, welfare, tobacco, alcohol or 

substance rehabilitation etc.) can be made.  

UHRQL-HN shows promise as a useful and clinically relevant tool, with 

good face and content validity, cultural acceptability, utility and relevance 

for both HNC patients and clinicians. Preliminary data indicates promising 

criterion and construct validity and further trialling and validation of 

UHRQL-HN is recommended, with a view to refining this instrument and 

implementing it into routine clinical practice at tertiary health care 

facilities in SA and the NT. As UHRQL-HN is based on principals of 

universality and cultural competency, it is possible that this instrument 

may be extended for use amongst other populations of patients with 

experience of HNC with culturally diverse needs. Furthermore, this 

instrument may be trialled and adapted to assess the impact of other 

illnesses and treatments on HRQL amongst culturally diverse groups. 
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CHAPTER FIVE: 

Summary and conclusions 
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Chapter 5. Summary and conclusions 

A systematic review of literature published prior to 2013 was undertaken 

to explore original data from Aboriginal patients using PROMs or 

otherwise self-reporting on their experiences of cancer or cancer services 

in Australia. HRQL issues were identified from this data utilising the 

Australian Psycho-Oncology Co-operative Research Group’s definition of 

HRQL. 

A cohort of 69 Aboriginal patients from South and Central Australia who 

were treated for HNC at the RAH between 1997 and 2011, were identified 

through the RAH HNC database. Between September 2009 and January 

2012, 18 semi-structured interviews were carried out with 12 of these 

patients; based around the English versions of two global-standard, HNC-

specific, HRQL instruments. Qualitative data from these interviews was 

examined and analysed alongside phenomenological, observational data 

about non-participation and qualitative data from key informants who 

have worked with or cared for Aboriginal people with experience of HNC. 

Barriers to active and meaningful participation in standard HRQL 

assessment were identified utilising Herdman’s Universalist approach to 

assessing the cultural equivalence of HRQL questionnaires as a 

framework for thematic analysis. 

Cultural discrepancies adversely affected the reliability and validity of 

standard, HNC-specific HRQL instruments that are currently utilised in 

Australia, to accurately and reliably assess the impact of HNC or its 

treatment on Aboriginal people’s HRQL. Therefore, the need for a 

culturally appropriate, community-informed HRQL assessment for 

Aboriginal people with experience of HNC was identified. 
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The findings from the systematic review of literature and the trialling of 

standard HRQL instruments with Aboriginal patients with experience of 

HNC and interviews with key informants, informed the development of a 

novel, community-informed PROM (UHRQL-HN) and pragmatic method 

that utilises mixed-methods to assist Aboriginal people with experience of 

HNC to self-report on the impact of HNC and its treatment on their 

HRQL. This instrument is designed to meet the needs of both patients and 

clinicians, serving dual purposes as a patient concerns inventory to help 

identify and address individual patients’ health-related needs and as a 

PROM for clinical outcomes research. 

To evaluate this PROM’s overall functionality, face and content validity 

data was utilised to examine the instrument concept, items, semantics and 

operability, whilst criterion and construct validity data was utilised to 

investigate the instrument’s psychometric properties. UHRQL-HN’s face 

and content validity was investigated in terms of functional usability, 

patient acceptance of the assessment methods and data yield by trialling 

and refining it with five Aboriginal patients during various stages of their 

experiences with HNC in SA and CA. To further assess face and content 

validity, 12 health care professionals who regularly work with Aboriginal 

people with HNC completed a standardised survey with a five-point Likert 

scale and free text response options. Criteria validity was investigated by 

comparing data collected from individual patients to a clinical assessment 

of each patients’ performance status (ECOG-PSR) at the time of HRQL 

assessment. Construct validity was investigated by examining the 

instrument’s ability to detect clinical changes by comparing responses 

from the same patient before and after clinical interventions. 

This novel instrument and method for assessing the impact of HNC and 

treatment on patients’ HRQL shows promise as a clinically relevant tool 

for helping to improve communication between Aboriginal patients with 
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experience of HNC and health care professionals, so that patients’ HRQL 

concerns can be identified and addressed. 

The findings from this study can help the RAH and the wider health 

community to gain better understandings of the physical and cultural 

needs of Aboriginal patients during their journey with HNC in SA and 

CA. This information can be utilised to provide Aboriginal patients with 

experience of HNC and their support networks, with better advice 

regarding treatment options and how their illness and choice of treatment 

may affect their symptoms, functioning and HRQL.  

This instrument and method was designed with participants and key 

informants to be culturally safe for Aboriginal patients with experience of 

HNC and to accommodate the diversity within the participant group. It is 

not designed to be limited for use with Aboriginal patients in SA or CA 

only and may also be trialled and utilised with other patients with 

experience of HNC. The development of this instrument and method 

included input from participants and key informants in rural and remote 

areas and palliative care so this instrument may be utilised and further 

adapted to meet the needs of other patients and health professionals 

working in these areas. Furthermore, the methods utilised and proposed in 

this study may be utilised as a guide or basis for engaging other 

Indigenous communities and/or minority groups with distinctive needs, in 

HRQL assessment practices elsewhere in Australia or overseas.   

Wider trialling and ongoing validation studies are recommended so that 

UHRQL-HN may be incorporated into clinical practice as a useful and 

pragmatic tool for assisting patients to self-report on the impact of HNC 

and treatment on HRQL.  
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Table 10 – Examples of qualitative data from UHRQL-HN assessment: Pain management 

 

131 



 

        
    
  

Table 11 – Examples of qualitative data from UHRQL-HN assessment: Voice and speech concerns
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Table 12 – Examples of qualitative data from UHRQL-HN assessment: Eating 
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Table 13 – Examples of qualitative data from UHRQL-HN assessment: Financial wellbeing
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Table 14 – Examples of qualitative data from UHRQL-HN assessment: Social wellbeing and support
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Table 15 - Examples of qualitative data from UHRQL-HN assessment: Health information needs
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Table 16  - Examples of qualitative data from UHRQL-HN assessment: Emotional wellbeing
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