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a b s t r a c t 

Background: Indigenous women in New South Wales Australia are nearly four times more likely to die 

from cervical cancer than non-Indigenous women due to lower screening rates. We aimed to under- 

stand Indigenous women’s cervical screening awareness, behaviours, knowledge, perceptions, motivators 

and barriers since the December 2017 National Cervical Screening Program changed to HPV testing, new 

screening age and screening interval, and introduced the new self-collection test. 

Methods: A qualitative study was conducted with 94 Indigenous women 25 to 74 years of age across 

metropolitan, regional and remote New South Wales. A team of six specialist researchers conducted the 

fieldwork, analysis and reporting. All data were coded thematically. 

Findings: Participants showed limited awareness of the renewed cervical screening program and the role 

of cervical screening in cervical cancer prevention, with most having a strong negative attitude towards 

cervical screening. Several motivators and behavioural barriers to screening were identified into four au- 

dience segments based on key characteristics. Most participants eligible to self-collect were unwilling to, 

due to concerns they would administer it incorrectly, injure themselves or have to return for a more 

invasive test. 

Interpretation: This study demonstrates the complex and heterogenous nature of attitudes and be- 

haviours, among Indigenous women and highlights the intrinsic negative attitudes and social norms that 

are currently shaping community discourse and ultimately limiting screening. Our findings support the 

need for enhancing positive sentiment and community advocacy. 
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2

Research in context 

Evidence before this study 
In Australia, Indigenous women are twice as likely to de- 

velop and four times more likely to die from cervical cancer 
than non-Indigenous women. These poorer cancer outcomes 
are likely due to the lower rates of cervical screening among 
Indigenous women and later presentation of symptomatic In- 
digenous women to health care services. The National Cervi- 
cal Screening Program in Australia underwent major changes 
on 1 December 2017. The program changed from the Pap Test 
to the Cervical Screening Test for HPV, the screening inter- 
val increased from every two years to every five years, the 
screening age range changed from 18-69 years to 25-74 years, 
plus the introduction of self-collection and the new National 
Cancer Screening Register to send women invitations and re- 
minders for cervical screening tests. Due to the significant 
changes that have occurred to the National Cervical Screen- 
ing Program known as the ‘Renewal’ there was a need to 
conduct formative research with Indigenous women about 
cervical screening to understand how the program changes 
have affected screening knowledge, attitudes, beliefs, inten- 
tions and behaviours. Before this study, we searched Pubmed, 
Medline, Proquest and Google Scholar to identify studies that 
explored reasons for lower participation in cervical screen- 
ing amongst Australian Indigenous women. We found limited 

literature from pre ‘Renewal’ and only one study post ‘Re- 
newal’. The study post ‘Renewal’ explored and reported upon 

the views from Australian Indigenous women who regularly 
participated in the National Cervical Screening Program. To 
the best of our knowledge this study is the only one post 
‘Renewal’ that explores the views of Australian Indigenous 
women who are under-screened or who have never had a 
cervical screen. 
Added value of this study 

We found that there is superficial awareness and under- 
standing among Australian Indigenous women about cervical 
screening and the renewed program which propagates myths 
and misconceptions. In addition, negative emotions, attitudes 
and community norms contributed to the taboo and stig- 
matised nature and perceptions of the topic, which in turn 

limited positive screening practices, advocacy and role mod- 
elling of desired attitudes and behaviours. The study found 

there are additional structural and situational barriers which 

also hinder access to services. As a result of these barri- 
ers, screening behaviours are ad-hoc and/or avoidant and the 
onus on healthcare professionals to engage, educate and en- 
courage compliance can be burdensome. We showed that, in 

terms of screening behaviour and behavioural intentions, the 
target audience could be grouped into four segments: com- 
pliant and concerned; advocates for prevention; willing but 
impeded; and paralysed by fear and shame. This segmenta- 
tion could inform targeted approaches to engage Australian 

Indigenous women in cervical screening. We further identi- 
fied that there were barriers that decreased the willingness 
of study participants to choose the self-collection option. 
Implications of all the available evidence 

Our results indicate there is a clear need for targeted, in- 
tegrated and ongoing communications via a social market- 
ing campaign. The exposure of information to participants 
through the research process had notable and reported gains 
in knowledge and awareness, positivity of attitudes and dis- 
cussions surrounding the topics as well as increased intention 

to undergo cervical screening. Our study makes the case for 
a holistic engagement strategy that includes additional edu- 
cational and professional development opportunities in addi- 
tion to policy and service delivery responses. These will as- 
sist in addressing the structural and to a lesser extent the 
situational barriers faced by Australian Indigenous women in 

relation to cervical screening. 
t

2 
. Introduction 

Preventing cervical cancer is possible with the Human Papil- 

omavirus (HPV) vaccination and regular cervical screening [1] . In 

ustralia, the National Cervical Screening Program (NCSP) was es- 

ablished in 1991 and since that time both incidence of and mor- 

ality from cervical cancer has declined by half [2] . In 2014 after 

omprehensive review of the evidence for cervical screening the 

ustralian Government Medical Services Advisory Committee rec- 

mmended significant changes to the NCSP which are expected to 

revent up to 30% more women from developing cervical cancer 

3] . The changes, known as ‘the Renewal’, commenced on 1 De- 

ember 2017 and included: the Cervical Screening Test for HPV to 

eplace the Pap Test, the screening interval to increase from every 

wo years to every five years, the screening age range to change 

rom 18-69 years to 25-74 years, the new National Cancer Screen- 

ng Register (NCSR) to send women invitations and reminders for 

ervical Screening Tests and the introduction of HPV self-collected 

aginal samples [3] . Self-collection is available for women who are 

etween 30-74 years of age and who are either overdue by two 

r more years or who have never participated in the NCSP. Self- 

ollection is offered under supervision of a health care professional 

ho also provides cervical screening [4] . 

In Australia, there are two distinct indigenous populations, Abo- 

iginal and Torres Strait Islanders (hereafter respectfully referred 

o as Indigenous) and identified within these two populations are 

ver 250 language or nation groups with differing laws and cus- 

oms [5] . In Australia, Indigenous people account for 3 • 3% of the 

otal population of around 24 million, of whom 37% live in major 

ities, 44% in regional areas and 19% in remote areas [6] . A third

f the total national Indigenous population lives in the Australian 

tate of New South Wales (NSW) ( Figure 1 ). 

Australian national data on cervical screening participation 

ates among Indigenous women are not available. Regional data 

ources indicate that around 30% of Indigenous women participate 

egularly in the NCSP compared with around 53% of the general 

opulation across Australia [7–9] . For all women diagnosed with 

nvasive cervical cancer, around 80% were either never screened or 

ere under-screeners prior to their diagnosis [9,10] . Lower cervi- 

al screening rates may explain why Indigenous women are twice 

s likely to develop and nearly four times more likely to die from 

ervical cancer than non-Indigenous women [1,10 , 11] . 

Published literature that explores the reasons for lower par- 

icipation in the NCSP among Indigenous women is limited and 

ostly pre ‘Renewal’. Research with Indigenous women over the 

ast 20 years identifies that geographical location and age impact 

n cervical screening behaviour and most reports are from single 

ommunities [9 , 12-14] . 

The aim of this research was to understand cervical screening 

wareness and knowledge among Indigenous women of NSW, their 

erceptions of the changes to the NCSP including the introduction 

f self-collection, the social norms and their attitudes towards cer- 

ical screening, their motivators and barriers to cervical screening, 

heir cervical screening behaviours and behavioural intentions. The 

urpose of the research is to inform program activities, access and 

ervice delivery models about what is important for Indigenous 

omen of NSW, what is likely to increase their intention and ca- 

acity to participate in the NCSP so as to reduce the incidence of 

ervical cancer among Indigenous women. 

. Methods 

.1. Study design and context 

Qualitative research was conducted by ORIMA Research, an Aus- 

ralian research consultancy that specialises in conducting social 
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Figure 1. Indigenous population locations. Source: Copied from Figure 2.5 in The health and welfare of Australia’s Aboriginal and Torres Strait Islander peoples 2015. Cat. 

No. IHW 147. Canberra: AIHW. https://www.aihw.gov.au/getmedia/584073f7- 041e- 4818- 9419- 39f5a060b1aa/18175.pdf.aspx?inline=true [accessed 14 April 2020]. Indigenous 

population clusters 2011. Australian Institute of Health and Welfare. 
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arketing and communications research, with extensive experi- 

nce conducting research with and for Australia’s First Nations 

ommunities, on behalf of the Cancer Institute NSW. It was con- 

ucted in metropolitan, regional and rural locations across NSW. 

A total of 94 women participated in the research ( Table 1 ). All

esearch was conducted face-to-face between 21 October and 19 

ovember 2019. 

A flexible approach was taken that prioritised participant com- 

ort, with the variety of research methods including smaller and 

arger focus groups and interviews enabling participants to choose 

ow they wished to participate in the research. Participants who 

id not feel comfortable participating in a group environment (i.e. 

hrough a focus group) were offered the opportunity to instead 
3 
artake in in-depth interviews or kinship paired interviews (which 

ere conducted with women from the same family, household, or 

lose friendship group). The latter of these also allowed for ob- 

ervation and exploration of how the subject was dealt with and 

iscussed in these kinship groups, and what impacts such conver- 

ations and influencers had on personal attitudes, perceptions and 

ehaviours. Research participants received a reimbursement pay- 

ent of AUD$80 to cover their time and expenses to attend focus 

roups of up to 1.5 hours in duration, or an interview of up to 1

our in duration. 

The project was approved by the Aboriginal Health & Medical 

esearch Council of NSW Human Research Ethics Committee (Ref- 

rence number 1511/19). 

https://www.aihw.gov.au/getmedia/584073f7-041e-4818-9419-39f5a060b1aa/18175.pdf.aspx?inline=true
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Table 1 

Breakdown of participation 

Methodology Number of participants per session Total Number of participants 

6 x mini-focus groups 3 - 6 30 

6 x focus groups 7 - 10 49 

6 x kinship paired interviews 2 12 

3 x in-depth interviews 1 3 

Total 94 
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.2. Inclusion and exclusion 

The research population was women living in NSW who identi- 

ed as Aboriginal and / or Torres Strait Islander and aged between 

4 and 74 years. The sample included women from a range of 

etropolitan, regional and remote locations, of different ages and 

ith different screening experiences. This included ‘regular screen- 

rs’ who had screened in the past three years; ‘lapsed screeners’ 

ho had not screened for more than three years; and women who 

ad never been screened, with a greater focus placed on recruit- 

ng participants in the latter of these groups so as to understand 

arriers to participation in cervical screening (refer to Results for 

haracteristics of research participants). Women were excluded if 

hey were not in the target age range, had participated in market 

esearch in the previous six months or had a total hysterectomy. 

.3. Data collection and analysis 

Participants were contacted and invited to participate by ORIMA 

esearch’s Aboriginal and Torres Strait Islander community-based 

nterviewers, through local community organisations and a local 

pecialist qualitative recruitment organisation. The research ses- 

ions were conducted by ORIMA’s specialist qualitative researchers, 

ho are not Indigenous but who have undergone appropriate 

raining and have extensive experience in conducting research with 

ndigenous audiences (PMo, LD and assisting researchers). These 

ualitative researchers were also accompanied by local Indigenous 

ommunity interviewers at many of the research sessions. 

Where possible, research was conducted at local community 

entres or organisations to assist in creating a culturally safe and 

omfortable environment to facilitate open and honest discussion 

bout feelings, perceptions and experiences. A flexible, time-rich 

pproach, in which researchers spent extended time on location 

up to two days), was taken to provide participants the opportu- 

ity to be involved in the research when and how it suited them 

e.g. participants could inform the researchers if they were more 

omfortable attending a one-on-one interview rather than a fo- 

us group, and participate accordingly). A participant information 

heet was provided to participants prior to research being con- 

ucted, and this was verbally discussed by the moderator at the 

tart of each session to ensure it was understood by the partici- 

ants. Prior to participating in the research, participants provided 

erbal consent to the information provided being used in a de- 

dentified form, in line with ethics processes. In addition, a sum- 

ary of the key research findings and results were provided back 

o communities who attended the research to provide reciprocity 

nd information sharing. 

All focus groups and interviews were semi-structured to allow 

exibility to explore the issues raised by participants. Key areas ex- 

lored in the research included: 

• Awareness, understanding, perceptions of and attitudes to cer- 

vical cancer, the Cervical Screening Test and the ‘Renewal’ 

changes 

• Sources of information and influencers in relation to Cervical 

Screening Tests 

• Current screening behaviours 
4 
• Motivators and barriers to screening and attending specialist 

appointments 

• Awareness, understanding and perceptions of self-collection 

and self-efficacy and behaviours in relation to self-collection. 

A systematic manual approach was taken to the analysis. The 

ame team of six specialist qualitative researchers conducted all 

he fieldwork, analysis and reporting (with each session conducted 

ith at least one senior researcher present, and each researcher 

isiting at least two different research locations) to ensure the 

nalysis was done with the full appreciation and understanding 

f the context in which responses were provided (e.g. non-verbal 

ues, cultural sensitivities, language and tone) (PMo, LD and as- 

isting researchers). Furthermore, this approach maximised consis- 

ency and opportunities for cross-validation in relation to the col- 

ection and interpretation of data. Extensive verbatim notes were 

aken by a note-taker during the focus groups and interviews. At 

he conclusion of research at each location, researchers produced a 

ummary of findings and key themes in relation to the main areas 

f investigation. These outputs were cross checked and validated 

y other researchers who had attended the same sessions. Weekly 

nalysis sessions were attended by all researchers (led by PMo, 

D and another assisting senior researcher involved in the project) 

o maximise the quality of the analysis. These involved thematic 

oding of research results, which formed the basis for building on 

nd validating emerging findings and insights. As the research pro- 

ressed, key themes were iteratively developed and refined. 

Table 2 lists the terms used in the report to provide a qualita- 

ive indication and approximation of size of the sample who held 

articular views. 

.4. Role of the funding source 

The funder of the study, Cancer Institute New South Wales had 

 role in study design, data interpretation and providing feedback 

n the report. The corresponding author and all other authors had 

ull access to all the de-identified data in the study and take re- 

ponsibility for the decision to submit for publication. 

. Results 

.1. Demographics of the research sample 

Table 3 shows key characteristics of the 94 Aboriginal women 

ho participated in the research. This demographic data was col- 

ected to ensure the sample was appropriately representative of 

he target population. 

.2. Awareness and knowledge of cervical screening 

Most participants had heard of a ‘pap test / smear’ (no partic- 

pants referred to the test by the newer ‘cervical screening’ ter- 

inology), and many were aware that women who were sexually 

ctive should screen. However, there was limited awareness over- 

ll as to what age women should start screening, the new recom- 

ended screening frequency and details of the screening proce- 

ure. The procedure was particularly unclear amongst those who 
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Table 2 

Approximation of size of the research sample who held particular views 

Term Approximation of sample size 

Most Refers to findings that relate to more than three quarters of the research participants 

Many Refers to findings that relate to more than half but less than three quarters of the research participants 

Some Refers to findings that relate to less than half but more than a quarter of the research participants 

Few Refers to findings that relate to less than a quarter of research participants 

Table 3 

Participant characteristics 

Characteristics Percentage of participants Number of participants 

Age 

Younger a 24 – 35 years 42% 39 

Older 36 – 74 years 58% 55 

Screening Status 

Never been screened 30% 28 

Lapsed in screening 40% 38 

Up to date with screening 30% 28 

Location b 

Metropolitan 34% 32 

Regional 50% 47 

Remote 16% 15 

Highest level of education c 

Under year 10 40% 35 

Year 10 or equivalent 25% 22 

Year 11 or equivalent 7% 6 

Year 12 or equivalent 10% 9 

TAFE, Diploma or Certificate 11% 10 

University – undergraduate 6% 5 

Identified as Elders d or Traditional Owners e 11% 10 

a Younger participants included those aged from 24 years because they will be eligible to screen in 9 months or less and therefore 

deemed a critical audience for programs and communications relating to the topic. 
b Location definitions are based on the Australian Bureau of Statistics, 2016 Australian Statistical Geography Standard remoteness 

area classifications. 
c Participants only answered the questions they felt comfortable answering, so not all participants chose to answer the question 

on highest education level. 
d An Elder is someone who has gained recognition as a custodian of knowledge and lore, and who has permission to disclose 

knowledge and beliefs. 
e Traditional Owners have ongoing traditional and cultural connections to country. 
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make sure everything is safe”—Regularly screened, remote 
ad not been previously screened, with a few believing a part of 

he cervix would be “cut out”. 

“In my mind it’s [cervical screening test] some hook that scrapes 

your flesh out”—Never screened, regional 

The research also found limited awareness of cervical can- 

er more generally, including causes, risk factors, its often- 

symptomatic nature and the role of the HPV vaccination in pre- 

ention. 

“Oh, there’s no symptoms? That’s good to know!”—Never screened, 

metropolitan 

Most participants had received limited information about cer- 

ical cancer and cervical screening and were unlikely to search 

or this information themselves, with most instead preferring tar- 

eted information and education (e.g. through social marketing 

ampaigns). The changes as a result of the ‘Renewal’ were found to 

dd to participants’ confusion, increasing the number of myths and 

isconceptions and reducing clarity as to what the recommenda- 

ions were for women. 

.3. Perceptions of ‘Renewal’ changes 

Cervical screening was perceived to be the most difficult and in- 

rusive preventative health screen due to privacy of the cervical re- 

ion and the invasive nature of the test. As such, when participants 
5 
ere provided with information about the ‘Renewal’ changes, most 

eported that the reduction in screening frequency was appealing. 

However, in the absence of information as to why these changes 

ad been enacted, a few participants expressed concerns about the 

mpact of the older start age and the reduced frequency of test- 

ng. In particular, a few participants reported they knew of younger 

ommunity members who had died of cervical cancer (i.e. in their 

arly 20s) and were concerned for the safety of young women who 

ommenced sexual activity in their early teens and were not tested 

ntil 25 years of age under the ‘Renewal’ changes. 

.4. Attitudes towards screening 

Most participants had strong negative attitudes towards cervi- 

al screening. These attitudes were themed around shame and fear 

 Table 4 ). 

A few participants however, particularly those with better un- 

erstanding of cervical cancer and its prevention, held positive at- 

itudes towards cervical screening. These participants described the 

esponsibility they felt to stay healthy (particularly in their role as 

 caregiver to others) and thought of the test as something that 

rovided peace-of-mind and reassurance: 

“Now I get it regularly… I just thought if I’m having sex, I want to 



R. Moxham, P. Moylan, L. Duniec et al. The Lancet Regional Health - Western Pacific 13 (2021) 100195 

Table 4 

Attitudes towards cervical screening and contributing factors 

Attitude Contributing Factors Quotes from Participants 

Shame The invasion of privacy “Black fellas are scared of the privacy issue first…I’d look at the curtains 

and say ‘I can see a gap there; I know people can see me through that’”

– Lapsed screener, regional 

Embarrassment and low body “I feel uncomfortable taking my clothes off and opening my legs for the 

confidence white doctors, including the women. I feel like we are different down 

there and they’re judging me” – Lapsed screener, metropolitan 

Dealing with trauma “If they’ve been a victim of sexual assault they’re not going to go in - they 

feel violated. We do have a lot of PTSD and transference of trauma”

-Lapsed screener, metropolitan 

Feeling defiled “We were always told not to show our private parts…close your legs, sit 

properly…then you go to the doctor and they say ‘alright, open your legs’”

-Lapsed screener, metropolitan 

The suggestion of promiscuity / “Some women think they get cancer from having sex, so they get 

sexual deviance embarrassed and don’t get it treated right away” – Regularly screened, 

regional 

Fear Death or incapacitation “I’m too terrified, I don’t want to try anymore…I’m terrified of what the 

outcomes are going to be” – Lapsed screener, metropolitan 

Pain “The doctors at [the clinic] are rough and painful, they’re not experienced”

-Lapsed screener, metropolitan 

The unknown / not knowing “All these contraptions you hear about…I’ll just die instead” - never 

how the test is conducted screened, remote 
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.5. Social norms 

Based on participants’ responses and interactions observed by 

he researchers during focus groups and kinship paired interviews, 

t was evident the attitudes of most participants were strongly in- 

uenced by social norms and the behaviours of their direct refer- 

nce group: 

“It’s a shame thing. As kids we weren’t able to talk about that”—

Never screened, metropolitan 

“Their mum has never had one [cervical screening test], so they’ve 

never had one”—Never screened, metropolitan 

Participants reported that, unlike many other topics considered 

o be ‘women’s business’, cervical cancer was not commonly dis- 

ussed amongst females in the community. This lack of discourse 

as found to be due to the intersection of cervical cancer and 

creening with three ‘taboos’ or stigmatised topics. These were: 

1 Cancer, sickness and death. Most participants feared this and re- 

ported that cancer itself was rarely discussed, even when some- 

one was undergoing treatment. 

2 Private parts of the body. Many participants felt uncomfortable 

discussing the topic given the privacy of the cervical region, 

even with close family members. It was felt to be a very per- 

sonal choice and therefore many felt it would be inappropriate 

to suggest to others that they be screened. 

3 Issues to do with sex . Some participants did not feel comfortable 

discussing issues related to sex with others, particularly those 

outside their close reference group, and noted the stigma as- 

sociated with sexual activity in their community. In addition, 

a few participants reported direct or indirect experience with 

sexual assault and noted that it would be a particularly sensi- 

tive topic to discuss with those who had experienced assault. 

Participants reported that important influencers about this topic 

ncluded family and friends, community leaders or Elders, health- 

are professionals, the wider community, the media and schools. 

owever, currently many of these channels were found to be un- 

erutilised. For example, during the research sessions, while Elders 

n some locations expressed a strong desire to be involved in ed- 

cating the community about the topic, it was not currently felt 

o be promoted or advocated for by many Elders due to the as- 

ociated stigma. In addition, many participants reported that the 
6 
ider community (including male partners, family members or 

riends) engaged largely in negative discourse about the topic (e.g. 

y “laughing at” women, asking intrusive questions or using crass 

anguage to describe screening), which amplified negative attitudes 

nd enhanced the stigma. 

.6. Motivators and barriers to cervical screening 

Key motivators and barriers to screening behaviours identified 

y participants are shown in Table 5 . They are grouped into three 

road categories: intrinsic factors (i.e. individual awareness, per- 

eptions and attitudes), situational factors (i.e. an individual’s en- 

ironment or direct experience) and structural factors (i.e. the ac- 

essibility of appropriate screening). 

The following barriers were also identified to seeking follow- 

p care after an HPV positive result, amongst the few participants 

ho had experienced this: 

• Lack of support, guidance and / or reassurance from healthcare 

professionals, which had amplified negative emotions and atti- 

tudes for a few, and 

• Not having access to appropriate specialist services, particularly 

in regional and remote locations where services were signifi- 

cant distances away, or the only available specialist was a male, 

which increased feelings of discomfort. 

“In this town you have to go to Sydney [for the specialist]. You 

have to pay, so then it’s the cost”—Lapsed screener, regional 

.7. Cervical screening behaviours and behavioural intentions 

Differences in intended screening behaviours were found to be 

riven more by participants’ attitudes and the presence or absence 

f various motivators and barriers at the time of screening than by 

heir past screening behaviours (e.g. even if someone was currently 

p to date with their screening, this did not necessarily indicate 

hat they would screen again in the future). 

A segmentation approach was applied to better understand the 

udience and target effective interventions accordingly. In the qual- 

tative segmentation presented in Figure 2 , which was developed 

rom the research findings, each quadrant represents a segment of 

he participant sample. The key characteristics of each segment are 

ummarised and a supporting quote is presented from participants 

ithin each segment. 
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Table 5 

Motivators and barriers to cervical screening 

Factor Motivator Participant Quote 

Intrinsic Having good awareness and knowledge f , 

including through communications and 

information 

“If we’re four times more likely to die, why don’t we have a 

specific ad for us?”—Lapsed screener, metropolitan 

Perceiving screening to be “You could be silently dying and not know it…I think it’s 

good to have that 

important peace of mind” – Never screened, metropolitan 

Situational A past positive screening “The nurse gave a lot of detail that was great, it makes you at 

ease knowing 

experience what’s going on” – Regularly screened, regional 

Key influencers / support “We go get it done together, we are each other’s support 

person…I’m the older 

provided cousin and she’s very shy so I go be there with her because 

she doesn’t like 

doing things on her own” – Regularly screened, regional 

Structural Having ease of access to “I go to [the Aboriginal Medical Service] because of the 

transport” – Regularly 

healthcare services (and screened, regional 

childcare to facilitate this 

access) 

Attending a proactive and “Once you’ve had your first pap test you get a 

reminder…they chase you up, 

culturally appropriate that’s a good thing” – Regularly screened, regional 

healthcare service (eg: where 

opportunistic screening and 

trauma informed care are 

offered) 

Having the option of where “[The Aboriginal Community Controlled Health Service] is 

more comfortable, 

to be screened and by whom you can just walk in. You don’t need to make an 

appointment” - Lapsed 

(particularly in a private and screener, metropolitan 

female focussed 

environment) 

Factor Barrier Participant Quote 

Intrinsic The prevalence of negative “I was abused as a child so that’s why I don’t like the pap 

smear” – Never 

emotions and attitudes screened, metropolitan 

associated with the topic 

Not prioritising preventative “The last time I saw a doctor was 12 months ago…there’s no 

time to get sick 

health measures when you have kids, we’re just so busy” – Lapsed screener, 

regional 

Situational Past negative experiences “They just don’t care…I refuse to go…I’d rather lay down and 

die” - Lapsed 

(including medical screener, remote 

conditions enhancing the 

pain and lack of culturally 

safe approaches) 

Lack of positive role “I asked my sister about it and she said they put the claws 

into your vagina…I 

modelling don’t know if I want to get it done now” – Never screened, 

metropolitan 

Unsupportive and / or “Partners may not let them go because of jealousy” – Lapsed 

screener, regional 

abusive partners 

Structural Not having access to medical “Transport is a big thing for a lot of people especially in this 

town, if you don’t 

services (eg: childcare and have a car you can’t get anywhere” – Never screened, 

regional 

transport) 

Not receiving reminders or “I don’t own a phone” – Lapsed screener, regional 

being prompted 

f ORIMA’s Aboriginal and Torres Strait Islander community interviewers, as well as community organisations who assisted with recruit- 

ment, reported back to ORIMA consultants following the research in most locations to indicate the positive impact that exposure to infor- 

mation and discussion on the topic had on participants, including improvements in their awareness and understanding, as well as more 

positive attitudes, the continuation of discussions in community, increased intention to undergo cervical screening and / or follow up on 

their own or their children’s HPV vaccination. 

3

o

t

f

c

c

themselves or need to return for a more invasive test. 
.8. Self-collection of a vaginal sample for HPV testing 

Most participants who were eligible had not heard of or been 

ffered self-collection by healthcare professionals. Upon exposure 

o information about self-collection during the research, only a 
7 
ew participants reported that they personally would wish to self- 

ollect and / or had done so already. 

Many participants were unwilling to self-collect due to con- 

erns that they would incorrectly administer it and either injure 
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Figure 2. Attitudinal and behavioural segmentation of sample. Source: ORIMA Research Pty Ltd. 

e

o

b

o

remote 
“I’d be worrying in the back of my mind whether I did the swab 

right. There’s no point doing it yourself if you’re doing it wrong”—

Lapsed screener, regional 

However, the few women who reported that they were inter- 

sted in self-collection were more likely to have never screened 
8 
r be longer-term lapsed in their screening (e.g. in the ‘Paralysed 

y fear and shame’ Segment), and hence harder to reach through 

ther methods. 

“Yeah, I like that! That’s what I’ve been waiting for… even for 

someone who’s never done it, I would do that”—Never screened, 
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Despite the limited number of participants who would opt to 

elf-collect, most were supportive of its implementation. They felt 

hat the additional option could increase their autonomy and con- 

rol in the process and also provide a more private and personal 

pproach, which could be particularly useful for those who may 

ave experienced past trauma or assault. 

It was also felt that self-collection may be an effective way to 

ntroduce some younger women, who currently avoided screening, 

o the process. Participants felt that this may increase their com- 

ort with the process and lead them to screen via a healthcare pro- 

essional collected sample later in life. 

. Discussion 

This is the first study since the implementation of the ‘Renewal’ 

o report on cervical screening awareness, attitudes, perceptions 

nd current screening behaviours among Indigenous women from 

etropolitan, regional and remote NSW. 

The study provides findings about the awareness, perceptions, 

otivators and barriers, and resulting behaviours, in relation to 

ervical screening among Indigenous women in NSW. Understand- 

ng these enables insights into interventions required to support 

ndigenous women to continue to regularly participate, or to in- 

rease or commence their participation, in the NCSP. The find- 

ngs were consistent with the principles of the ecological model 

f behaviour change, which suggests that developing interven- 

ions at the individual, interpersonal, organisational, community 

nd policy level can create a conducive environment to support 

ehaviour change [15 , 16] . Adopting such a systems-based strategy 

hich takes a holistic, multi-pronged and long-term approach is 

ikely to maximise sustained behaviour change among Indigenous 

omen through addressing the intrinsic, situational and structural 

arriers identified in this study. 

An audience segmentation was developed for the study, with 

our different target audience segments identified based on atti- 

udes and behaviours to cervical screening. These different seg- 

ents show that Indigenous women are not homogeneous in their 

ttitudes and behaviours to the topic. Therefore, to maximise effec- 

iveness, any interventions aimed at increasing the uptake of Cer- 

ical Screening Tests among this audience should reflect these dif- 

erences, with consideration given to the specific enablers and bar- 

iers faced by each audience segment. As per reports from other 

tudies such an approach can have a positive impact on screen- 

ng expectation and experiences by addressing gaps and needs in 

ervices, knowledge, attitudes, social norms and behaviours of the 

ndividual as well as their key influencers of family, friends, com- 

unity and health care professionals [4 , 8 , 10 , 11] . 

The findings suggest that interventions aimed at the ‘ Advo- 

ates for Prevention ’ segment could encourage the women to con- 

inue their positive behaviours, and to role-model and advocate for 

creening in their community to build positive community sen- 

iment and shift social norms. Interventions aimed at the ‘ Com- 

liant and concerned ’ segment could aim to positively influence 

his segment through targeted communications, to increase their 

wareness and understanding of cervical cancer and prevention, 

ddress myths and misconceptions and enhance positive sentiment 

owards cervical screening. Interventions aimed at the ‘ Willing and 

mpeded ’ segment could focus on reducing the structural and situ- 

tional barriers that impede the women’s access to screening, such 

s the provision of (or increased capacity of existing) outreach ser- 

ices. Finally, for the ‘ Paralysed by fear and shame ’ segment, while 

hese women are likely to be the hardest to reach, interventions 

hat promote positive emotions and attitudes may influence them 

s a result of a shift in community norms, whilst further interven- 

ions would most likely be required to address the structural or 
9 
ituational barriers that hinder the women’s access to and partici- 

ation in cervical screening. 

The research identified significant knowledge gaps among most 

articipants about the topic, including limited awareness and un- 

erstanding about cervical cancer and its prevention and the ‘Re- 

ewal’ changes. A lack of proactive information seeking on the 

opic was also evidenced. In addition, negative emotions, attitudes 

nd community norms were found to be contributing to the taboo 

nd stigmatised nature and perceptions of the topic, which in turn 

imited positive screening practices, advocacy and role modelling 

f desired attitudes and behaviours. 

The shifting of social norms, community sentiment and dis- 

ourse among Indigenous audiences has been effectively achieved 

hrough social marketing campaigns focused on other health out- 

omes, such as reducing tobacco smoking [17-19] . Given these suc- 

esses, and the findings from this study, it is suggested that a so- 

ial marketing campaign could be beneficial in increasing aware- 

ess, encouraging a change of attitudes and shifting social norms, 

ith the aim of increasing uptake of cervical screening among In- 

igenous women. 

There is emerging evidence that social marketing campaigns 

hat use a tone that promotes positive attitudes and emotions to- 

ards screening or other health sustaining behaviour and avoids 

nhancing negative attitudes or emotions are important in achiev- 

ng desired outcomes [20-23] . The findings from this study support 

he need for a positive approach to any communications so as to 

inimise the strong negative emotions already experienced, par- 

icularly by the ‘ Paralysed by fear and shame ’ audience segment. 

This study highlights the importance of drawing upon the cul- 

ural strengths of Indigenous women and their communities to 

aximise relevance, meaning and authenticity of any interventions 

argeted at this audience. Given the collective nature and culture of 

ndigenous communities, engaging with Indigenous women at an 

motional level and appealing to their strong sense of family and 

onnections could be an effective approach for motivating action 

24-26] . This strength could also be leveraged by appealing to part- 

ers of women in the target group to encourage and support their 

ignificant others to screen. The strong role, sense of respect and 

xisting influence held by Elders, respected community role mod- 

ls and community leaders is also a strength that can be utilised in 

argeted interventions. Such influence could be used to champion 

nd advocate for cervical screening among Indigenous women in 

heir communities [18] . 

The study findings agree with structural barriers identified 

n previous studies for women attending screening consultations 

hich include a lack of transport, lack of childcare facilities 

nd time constraints [14 , 27 , 28] . In other instances, it has been

ound that the introduction of policies or programs which assisted 

omen to access and attend screening appointments have had 

 positive impact on screening rates among Indigenous women 

29 , 30] . Cervical screening programs could consider introducing 

r enhancing outreach services such as ‘pop-up clinics’/mobile 

creening in rural and remote locations, where choice and avail- 

bility of suitable screening services is currently limited [31 , 32] . 

This study also supports the need for opportunistic screen- 

ng at health care appointments, provision of understandable and 

lear explanations of the screening process, ensuring privacy in 

he set-up of the room and providing female only spaces and ser- 

ices where practical. In addition, sending multiple appointment 

eminders through a range of channels that could include text 

essages and telephone calls was found to be important to en- 

ourage women to screen. 

The study found healthcare professionals have an important 

ole in supporting cervical screening behaviours for all audience 

egments and could support and increase the credibility and rel- 

vance of a social marketing campaign by having access to fact 
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heets and brochures suitable for Indigenous women. In addition, 

ue to their role in conducting screening, health care profession- 

ls could directly influence some of the situational barriers associ- 

ted with negative perceptions and experiences of cervical screen- 

ng. In particular, trauma informed practice was also found to be 

n area where enhanced understanding could lead to more pos- 

tive screening experiences for Indigenous women [33] . Evidence 

hows that having an educational component on cultural compe- 

ency for health care professionals has worked and could further 

upport cervical screening behaviour change [34 , 35] . 

In relation to self-collection, the study found that most of the 

nder-screened or never screened participants were reluctant to 

onsider this option. This was due to their concerns of not ad- 

inistering the procedure correctly, having to conduct the self- 

ollection at a health care clinic and having to re-screen if HPV 

as detected. These findings differ from several other studies 

onducted in developed and developing countries in which self- 

ollection was found to be effective in increasing participation in 

he cervical screening programs among under screened or never 

creened women either in the clinical setting or at home [36-42] . 

o explore the differences between our findings and other studies 

urther research is required. 

It is important to note that the research methodology adopted 

or the study had some limitations. Firstly, given the qualitative na- 

ure of the research, a pre-defined selective sampling approach was 

dopted, to include a specific sample composition by screening for 

egularity, age and location. As a result, while the research findings 

re indicative of the attitudes and behaviours of a range of Indige- 

ous women in NSW, the findings cannot be statistically extrap- 

lated to the wider community in the absence of a quantitative 

esearch design approach. Secondly, sample bias is applicable to 

his study. Recruiting Indigenous women to participate in face-to- 

ace sessions or interviews who had never screened or were lapsed 

creeners proved particularly challenging across all research loca- 

ions. For example, a few women elected not to participate as they 

ere not comfortable discussing cervical screening or were con- 

erned that they would be required to undertake cervical screen- 

ng as a result of the research. In addition, a few were unwilling 

o attend the research and identify themselves within their com- 

unity as being lapsed or having never screened. These challenges 

ould suggest that the research sample is likely to be somewhat 

iased, as certain cohorts within the never screened or lapsed in 

heir screening audiences were less willing to participate. 

There are several methodological strengths of this study with 

he first being the use of Indigenous community-based staff and 

ndigenous community organisations for participant recruitment. 

econdly, the selection of culturally safe research settings and 

hirdly the provision of focus group, kinship pairing or one-on-one 

nterview participation options for the women. Fourth, the use of a 

ime rich approach applied to the fieldwork helped the researchers 

ain trust and acceptance among participants and increased com- 

unity participation. These flexible approaches, which created a 

omfortable research environment and open discussion, enabled a 

etter understanding of community norms and discourse [43] . 

The outcome was the collection of rich data to inform the study. 

n addition, as a result of participating in the research process and 

earning about cervical cancer prevention in a comfortable envi- 

onment, some under or never screened participants reported that 

hey would now regularly participate in the NCSP or more vocally 

dvocate for others to do so. 

. Conclusion 

This study demonstrates the complex and heterogenous nature 

f attitudes, perceptions and behaviours held and undertaken by 

ndigenous women in relation to cervical screening, and thus the 
10 
mportance of a holistic, multi-pronged strategy to bring about sus- 

ained behaviour change among specific audience segments. It also 

ighlights the intrinsic negative attitudes, perceptions and social 

orms that are currently shaping community discourse relating 

o the topic and ultimately limiting screening among Indigenous 

omen. The need for enhancing positive sentiment and commu- 

ity advocacy via a social marketing campaign, supported by pro- 

essional learning opportunities for healthcare professionals and a 

ange of other policy, program and service responses are demon- 

trated by the study. 
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