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ABSTRACT

Objectives To examine factors that enhance under-screened and never-screened women'’s completion of the self-
collection alternative pathway of the Renewed National Cervical Screening Program (NcsP) in Victoria, Australia.

Background With the Australian Ncsp changing, starting on 1 December 2017, the Medical Services Advisory
Committee (Msac) recommended implementing human papillomavirus (HpV) testing using a self-collected sample
for under-screened and never-screened populations. In response, a multi-agency group implemented an upv self-
collection pilot project to trial self-collection screening pathways for eligible women.

Methods Quantitative data were collected on participation rates and compliance rates with follow-up
procedures across three primary health care settings. Forty women who self-collected were interviewed in a
semi-structured format, and seven agency staff completed in-depth interviews. Qualitative data were used to
identify and understand clinical and personal enablers that assisted women to complete self-collection cervical
screening pathways successfully.

Results Eighty-five per cent (10 women) of participants who tested positive for apv successfully received
their results and completed follow-up procedures as required. Two remaining participants also received Hpv-
positive results. However, agencies were unable to engage them in follow-up services and procedures. The overall
participation rate in screening (self-collection or Pap test) was 85.7% (84 women), with 79 women self-collecting.
Qualitative data indicated that clear explanations on self-collection, development of trusting, empathetic
relationships with health professionals, and recognition of participants’ past experiences were critical to the
successful completion of the self-collection pathway. When asked about possible inhibitors to screening and to
following up on results and appointments, women cited poor physical and mental health, as well as financial and
other structural barriers.

Conclusion A well-implemented process, led by trusted, knowledgeable, and engaged health care professionals
who can provide appropriate support and information, can assist under-screened and never-screened women to
complete the HPV self-collection pathway successfully.
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INTRODUCTION

Since its inception in 1991, the National Cervical Screen-
ing Program (ncsp) has seen a 50% reduction in both inci-
dence of and mortality from cervical cancer in Australia’.
In 2014, the Medical Services Advisory Committee (MSAC)
recommended that Australia’s Ncsp undergo Renewal to
factor in new evidence and technological advances. The
key recommendations of Renewal (as the renewed Ncsp
will be referred to) were as follows: to replace the Pap test
with a cervical screening test (cst), which detects HPV?; to
increase screening entry age from 18 to 25 years; to extend
theroutine screeninginterval from two to five years; and to
offer Hpv self-collection (also referred to as self-sampling)
for under-screened and never-screened women, which
would be facilitated by a screening provider also offering
mainstream cervical screening!. Primary targets for the
Renewal program are women who have been identified as
under-screened (seven years or more since last screened)
or never-screened (over 30 and have never screened) and
who experience a disproportionately higher burden of
cervical cancer!.

In the Australian State of Victoria, the site of the pilot
study, 50% of the women diagnosed with invasive or micro-
invasive cervical cancer in 2011 had no known screening
history, and 28% had not been screened for atleast 2.5 years
prior to detection®. Under-screened and never-screened
women tend to experience low-level engagement with
health services for cervical cancer screening. They also
experience health inequities that are complex and multi-
faceted, including factors such as social disadvantage,
financial hardship, and linguistic and cultural diversities*.
The data on Aboriginal and Torres Strait Islander women
(hereafter referred to as Aboriginal women) are particu-
larly concerning. Although there are limited data on the
cervical screening participation of Aboriginal women!, it is
likely that the higher incidence and mortality from cervical
cancer that they experience is linked to under-screening
and late detection of pre-cancerous lesions and infection
with Hpv*7.

Anin-clinic, self-collection approach has not yet been
used in the Ncsp. However, with the transition from Pap
testing to cst testing, as part of Renewal, self-collection
now represents a clinically validated screening alterna-
tive® for women who decline a cervical screen by a health
professional®. Arecent Australian clinical study examined
theuptake ofhome-based self-collection via postal delivery
of the swab'®. The study had participation rates of 11.5%
for under-screened women and 20.3% for never-screened
women. In an effort to support women to achieve higher
participation rates, this pilot was the first study in Austra-
lia to examine self-collection participation in a clinical
setting and to incorporate the development of all stages
of implementation and follow-up procedures. Australia
will become only the second country in the world, after
the Netherlands, to implement self-collection in-clinic,
a change that is predicted to reduce the incidence of, and
mortality from, cervical cancer by up to 22%?2.

Many studies have examined barriers to cervical
screening for Aboriginal women, women with disabili-
ties, those from lower socio-economic status (LSES) and

culturally and linguistically diverse backgrounds!!. Other
studies have explored the uptake of self-collection and
its acceptability in a range of countries and contexts, al-
though few in clinical settings'>'4. None, however, have
focused on the implementation pathway (hereafter the
“pathway”) and the determinants of successful comple-
tion. This article identifies the strategies used to support
under-screened and never-screened women to complete
the apv self-collection pathway, as developed for the pilot
study. Italso identifies clinical and personal enablers and
inhibitors to achieving successful service provision.

Developing a Sustainable Self-Collection Screening
Pathway

The pathwayincorporated all steps—from identifying and
recruiting women, to the provision of results and follow-
up—and included women aged 27 to 74 years (Figure 1).
For the sake of the pilot, women were considered under-
screened if they were one year overdue for a Pap test (after
the two-year recommended screening for cervical screen-
ing). The pilot was multi-institutional and collaborative,
involving the community, policy, research, and primary
and secondary health organisations that worked together,
for the first time, to develop and implement the screening
pathway. Data were simultaneously collected to assess
the accessibility and effectiveness of the pilot. A steering
group, made up of leads from each of these organisations,
guided the pilot.

Phase 1 of the pilot was developed at an Aboriginal
Controlled Community Organisation (acco), site 1, which
provides a wide range of services to the Aboriginal com-
munity. The health arm of this Acco—with its holistic
approach to health, focus on preventive health care, and
strong community engagement—was deemed an appro-
priate site for the pilot, as it had more than 950 Aboriginal
clients. Acommunity reference group was formed to guide
the pilot, and included Aboriginal Elders and relevant
community members who were able to monitor processes,
address any unexpected adverse outcomes, and provide
cultural guidance.

Phase 2 of the pilot was delivered at two community
health organisations (sites 2 and 3). Site 2 was alarge organ-
isation which has more than 850 staff and 44 local services.
Site 3 was a community health and crisis service. Both of
these sites see high numbers of people living with illness
and disabilities, children, Aboriginal people, refugees and
asylum seekers, homeless individuals, sex workers, and
people with alcohol or other drug dependencies.

The three sitesinitiated extensive community engage-
ment strategies prior to and throughout the pilot. These
included a launch to promote the pilot and consultation
with the community in the development of communica-
tion resources. During Phase 2, the lead nurse working on
the self-collection pilot engaged many community groups
and under-screened women for consultation and promo-
tion of the pilot. As part of this community engagement,
two advisory groups and 12 women’s group meetings were
organized, some using up to three interpreters.

Instructional resources on self-collecting for use by
health professionals were developed with feedback from
thereference group and the community. To support health
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professionalsin discussing self-collection with women, two
participant resources were also provided:

1. How to Take Your Own HpPv Test — low-text diagram
explaining the procedure

Pilot Project Self-collection Screening

Pathway*

C i and

Community governance group is etsablished to guide the pilot.**

Appropriate resources and the self-collection manual developed for health service staff.

Efforts to engage community/hard to reach women in appropriate ways.

Target Group

Identification of under-screened women through the health service: three years since last Pap,
aged 27-74.%%*

Health services use whole of service approach to notify women they are overdue screening by
sending letters, making phonecalls, opportunistically speaking to and recruiting women when
they access the health service.

Offer Pap test****
Eligible women are offered a Pap- test in a consultation.

Offer Self-collection if pr
Provision and explanation of the self-collection HPV kit and resources by trained practitioners.

ed test refused

Self-collection either in private or with the practitioner.
Samples sent to pathology and flagged as pilot participants.

Results
Communication of results and referral for follow-up services if abnormality is detected.

Support and accompaniment for follow-up, offered to participants if required.

Follow-up procedures
Appropriate delivery of follow-up services until definitive diagnosis.

Re-screening

Receommended future routine screening every five years with Cervical Screening Test.

FIGURE 1 Overview of the self-collection screening pathway. *This
pilot was implemented before Renewal when the National Cervical
Screening Program recommended Pap tests every two years for women
aged 18 to 69 years. **Recommended but not necessarily implemented
upon Renewal. This action was specifically taken to oversee the pilot
project. ***Under-screened women in Renewal will be defined as
aged 30 to 74 years and two years over the routine screening interval
of five years. ****Under Renewal, a CST will be offered (a practitioner-
administered Hpv test). CST = cervical screening test; HPV = human
papillomavirus

2. Explaining the upv Test — plain English one-page
document explaining the benefits and risks of self-
collection

Other supports were also put in place to enable women
to complete the screening pathway. This included offer-
ing accompaniment, transport, and financial support to
follow-up procedures. All self-collection materials were
translated into five languages and an interpreting service
enlisted for use in the pilot.

Eligible women were those aged between 27 and 74 who
were identified as under-screened or never-screened, were
not pregnant, and had refused a Pap test; this followed the
Ncsp recommendation that self-collection should be of-
fered only to women who are under-screened and reluctant
toundergo a Pap test, as a practitioner-administered cst is
preferable if an option. Women were identified using the
quality audit data system PenCAT, which enables identi-
fication of participants by inserting the limits of age, sex,
and year of last cervical screen. Women were then invited
to participate in a Pap test via a variety of recruitment
methods, includingletters, phone calls, and opportunistic
engagementin-clinic, that were tailored to the users of each
health service. The women were initially offered a Pap test
in a consultation and, if they refused this test, were then
offered self-collection as an alternative.

At each site, a pilot lead carried out ongoing staff
training, community engagement, coordination, and
data tracking. To support staff’s existing knowledge of the
community, they undertook extensive training on the self-
collection pathway so as to more effectively engage with
women in the program.

RESEARCH METHODS

Compliance with the Self-Collection

Screening Pathway

As the pilot was implemented, Victorian Cytology Service
(VCS) collected quantitative data on the number of com-
pleted self-collection tests, clinical results and outcomes
(Figure 2). Each health service was responsible for monitor-
ing data on the number both of invitations distributed and
of self-collection consultations, along with participationin
self-collection. This report uses quantitative data to assess
participation and compliance with the screening pathway,
displayed in Figure 2.

Understanding and Explaining Enablers and
Inhibitors to the Self-Collection Pathway

All eligible women who agreed to self-collect were invited
to participate in the qualitative study by the health provider
during the self-collection consultation. Forty participants
consented and completed the first interview post self-
collection. Seventeen of these women went on to complete a
second interview after receivingresults and undertaking any
follow-up care. The qualitative element of data collection was
based on these interviews. Interviews were conducted by a
researcher using open-ended questions in a semi-structured
format. The women who did not complete the second inter-
view either lost contact or did not complete follow-up inter-
views due to lack of time, poor health, or other constraints.

Current Oncology, Vol. 25, No. 1, February 2018 © 2018 Multimed Inc.
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98 women were invited
to paticipate in self-
collection in a
consultation

14 women declined
self-collection or a Pap
test

5 women completed a
Pap test

79 women completed
self-collection

[

14 women had
onconogenic HPV.

detected {any type)

2 women received
invalid result: cells
detecte

63 women did not have|
HPV detected {return to
routine screening)™

10 women had HPV
types detected {not
16/18)

|
| | |
1 woman refused LBC
but agreed to repeat
self-collection in 12
meonths

1 woman had no
available data {did not
engage in follow up)

7 women comp\eted

self-collection

6 women receiv
negative results {return
to routine screening)™

1 woman had LSIL
detected

Recommended self-collection screening pathway

1 woman refused LBC
but agreed to repeat

4 women had
onconogenic types
16/18 HPV detected
(hlgh risk)

2 women completed 1 woman completed
colposcopy
1 woman had HSIL L 1 woman had HSIL
detected

1 woman had no
available data {did not
engage in follow-up)

d etected

1 woman recexved

negative results {return
to routine screemng)*

Variation of the screening pathway as women repeated self-collection rather than a recommended speculum examination (LBC)

FIGURE 2  Participation rates, results, and compliance with follow-up procedures. This figure shows the number of women who were invited to
participate in self-collection, the results that were received, and the numbers of participants that continued through follow-up procedures (LBC,
colposcopy, and repeat self-collection). *Recommended routine screening interval of five years with CST. ** Were recalled; however could not be
engaged in follow-up. ***Variation of the screening pathway as women were allowed to repeat self-collection rather than the recommended speculum
examination (LBC). CST = cervical screening test; HPV = human papillomavirus; LBC = liquid-based cytology; Not 16/18 = HPV types that are either
non-cancer causing, or much less likely to cause cancer; 16/18 = 70% of cervical cancer and pre-cancerous lesions are caused by HPV types 16 or

18; LSIL = low-grade squamous intraepithelial lesion; HSIL = high-grade squ

amous intraepithelial lesion; Negative = no cancerous cells detected.

The interviews were intended to assess the accept-
ability of the self-collection HPV test; the acceptability and
appropriateness of the service model; satisfaction with
and intentions to screen and rescreen; and the positive
and negative risk factors around participation. The focus
of this paper is on results relevant to the implementation
of the service pathway.

All research participants received a $25 gift card in
recognition of their contribution to the pilot.

In-depth interviews conducted with seven health
professionals focussed on the acceptability of the self-
collection pathway; appropriateness of the resources and
training provided; process issues particular to different
health service settings; and suggestions forimplementation
of self-collection under Renewal.

Ethical Approval

This study received approval from the Bellberry Human
Research Ethics Committee (EC00419) and was accepted
by all participating parties.

RESULTS FROM THE QUANTITATIVE STUDY

As can be observed in Figure 2 and Table I, 98 under-
screened women aged 27 to 74 years were invited to par-
ticipate in the pilot within a clinical setting. Of the 98, 79
(80.6%) women completed a self-collection test. A further
five women agreed to complete a Pap test, bringing the
overall screening participation rate to 84 (85.7%). Although
there was slight variation across sites, all achieved a par-
ticipation rate above 84%.

Figure 2 demonstrates that, of the 14 women who had
Hpvdetected, 12 (85.7%) had returned to their practitioner
for follow-up by the time the study was completed, with
10 (71.4%) having completed either liquid-based cytology
(LBC)? or a colposcopy.

Compliance with the screening pathway within 90 days
of self-collection was 87.5%, and 91.6% within 180 days.

Of the 10 women who had Hpv detected (not type
16/18), seven (70%) had follow-up cytology taken by their
health practitioner. Two refused follow-up LBC, although
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TABLE I Overall participation rates

Outcomes Site 1 Site 2 Site 3 Total
Self-collection consultations 33 51 14 98
Chose Pap test 4 1 0 5
Declined screening 7 2 14
Agreed to self-collection/Self-collection participation rate 24 43 12 79
Screening participation rate from women offered self-collection in a clinical setting 28/33 44/51 12/14 84/98

one did agree to complete another self-collection HPV test
inafurther 12 months. There was one woman in this group
who had not returned for follow-up testing.

Of the four women who had Hprv detected (type 16/18),
three had returned and had follow-up LBC but only one had
completed a colposcopy at the time of writing.

Overall, there were two women (14.3%) who had Hpv
detected (any type) and who had notreturned to their prac-
titioner for follow-up by the time this article was written,
and four (28.6%) who had not completed follow-up LBC
and/or colposcopy.

Invalid Results

There were two invalid results from pilot participants, giv-
ing an invalid rate of 2.5%. In both of the invalid results,
no cell content was detected. This suggests the women
returned the self-collection swabs without attempting to
complete the test, as only a very small sample of cells are re-
quired for detection. When contacted, these women failed
to return to their health services to receive their results or
to complete follow-up examinations.

Qualitative Results

Interviews were audio recorded by a researcher, with the
exception of a small number of women who did not con-
sent to recording. Qualitative data were transcribed by
theresearcher, then coded and grouped into themes using
thematic content analysis techniques. This was repeated
multiple times to ensure the coding was reflective of the
data. These identified themes were then ranked in hierar-
chy per most common use. This follows a grounded theory
approach qualitative research technique.

RESULTS FROM THE QUALITATIVE STUDY
(40 PARTICIPANTS)

Participant demographics are given in Table II. Table III
lists the themes relevant to the screening pathway and the
percentage of women in the qualitative study that referred
to these themes.

Themes

Inhibitors to the Self-Collection Screening Pathway

Low Priority Afforded to Screening: Previous research in-
dicates that women of socio-economic disadvantage (low
SES) groups, who belong to minority cultural groups, and
who have disabilities are less likely to screen and therefore
are athigherrisk of cervical cancer!>!6. Many of the women
in the pilot had more immediate and pressing issues that

they prioritized over cervical screening and accessing
health care. As Table II shows, 27.5% of participants were
responsible for children at home, and a majority were
reliant on social welfare. Thirty-five per cent of women
expressed that screening was not a priority for them. Rea-
sons for this included a lack of time, financial barriers,
prioritizing their families’ health, misuse of drugs and
alcohol, and unstable housing. One woman had recently
been homeless, and several described needing to put their
families before themselves.

I've been homeless, so showering and going to
the toilet was hard. I go to Anglicare for breakfast,
Breezeway for lunch and soup van for tea if I had
petrol [and] I could get there.

Fear of Results: Many women also avoided screening due to
afear of results. This was driven by a number of scenarios:
afearoflearningthattheirlives were threatened, having to
leave children at home and in the care of others, and, pre-
dominantly for Aboriginal women, an anxiety surrounding
treatment and the health system generally. For some of the
women, positive results and treatment procedures would
create major disruptions in their already chaotic lives.

I'hate that hospital, I'm telling you, they are mur-
derers as far as I'm concerned... I'll go in for the
day, I'll go in for x-rays and all that, but you will not
take me in, if I go in I might not come out.

Experiencing Stress over the Results Received: There were
three cases in which women experienced severe stress and
anxiety over the results they had received. One woman was
incorrectly informed by her practitioner that, although
she was negative, she would still require a regular Pap test
immediately. Others claimed their results had not been
adequately explained.

She made me feel really uncomfortable. She didn’t
explain it and she was really pushy. And when the
results came back she didn’t explain.

Experiencing Barriers to Screening Due to Physical and
Mental Health: A high number of women were experiencing
physical health issues, mental health issues, or both. Press-
ing health problems or impaired mental health inhibited
participants’ ability to make rational decisions about their
own health care. Consequently, screening was either not
considered or not considered sufficiently important even
when they were accessing a health service.

Current Oncology, Vol. 25, No. 1, February 2018 © 2018 Multimed Inc.
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TABLE Il Demographics of participants from the qualitative study
Participant characteristics Site 1 Site 2 Site 3 Total
n=12 n=20 n=8 n=40
(30%) (50%) (20%)
n % n % n % n %

Identifies as Aboriginal® 12 100.0 1 5.0 1 12.5 14 35.0
Born in country other than Australia 0 0.0 6 30.0 0 0.0 15.0
Language other than English spoken at home 17.0 5 25.0 1 12.5 8 20.0
Responsible for children at home 6 50.0 3 15.0 2 25.0 11 27.5
Age

27-49 years 66.7 8 40. 7 87.5 23 57.5

50-74 years 4 33.3 12 60. 1 12.5 17 42.5
Levels of education reached

Year 10 or below 2 16.7 7 35 6 75.0 15 37.5

VCE or equivalent 3 25.0 7 35 0 0 10 25.0

Certificate 5 41.7 1 1 12.5 7 17.5

Diploma 2 16.7 0 0 0.0 2 5.0

Undergraduate degree 0 0.0 4 20 0 0.0 4 10

Postgraduate degree 0 0.0 1 5 1 12.5 2 5.0
Main source of income

Centrelink (social welfare) 6 50.0 17 85.0 8 100.0 31 77.5

Centrelink and Home Duties 1 8.3 0 0.0 0 0.0 1 2.5

Centrelink (student allowance) 1 8.3 0 0.0 0 0.0 1 2.5

Employed full-time 3 25.0 1 5 0 0.0 4 10.0

Employed part-time 1 8.3 1 0 0.0 2 5.0

Home Duties 0 0.0 1 0 0.0 1 2.5

2 All women involved identified as Aboriginal, none as Torres Strait Islander
VCE = final year of secondary education.

TABLE Il Qualitative themes
Themes Percentage
Women were experiencing multiple barriers
to completing the pathway
Low priority afforded to screening 35
Barriers due to health issues 27.5
Barriers due to mental health issues 25
Flexible pathway was required
Would not complete follow-up speculum 27
examination if required
Expressed a wish to take the test home 10
Expressed concerns regarding completing 7.5
a speculum examination
Importance of information and support
A well-informed and well-supported pathway 35
Fear of results 22.5
Concern over whether one could complete 22.5
the test correctly
Experienced stress over the results received 7.5
Relationship with health care provider
Importance of trust or rapport with health care 47.5

professional

Yes, especially this time of year, I suffer depres-
sion, extreme winter blues. I've just gone back on
anti-depressants for it, I try not to be on them, but
sometimes I just know I go to black spaces and
then I will hide inside, I won’t go out at all. I'm
waiting on two knee replacements which makes it
hard to go outand do any activity at all. I can walk
around for maybe half a day and then for the next
two days I can’t walk. And I self-medicate.

Enablers to the Self-Collection Screening Pathway
The Importance of Trust and the Relationship with a
Health Care Provider: For some women, their past experi-
ences had involved one or a series of events thathad caused
them hurt and caused them to distrust others, whether it
was sexual abuse, experiencing discrimination, or preju-
dice. Many of the women were victims of sexual abuse,
and several had experienced traumatic previous Pap tests.
A practitioner-administered Pap test triggered trauma for
these women. For many of the women, the relationship
with their health practitioner was revealed to be of high
importance in their willingness to undergo screening and
in seeking health advice more generally.

Forty-eight per cent of women reported on issues
of trust when discussing barriers or enablers to cervical
screening. It is quite possible that some of these women
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would not have followed through with self-collection had
theynot trusted the practitioner who had offered it to them.
Several told stories of how their health provider had helped
and supported them in the face of adversity.

Justwhat doctors are available, I'm very fussy with
my doctors, because I've had bad experiences,
therefore I'm very fussy. And I'll only see my GP,
andifhe’sawayI'll only see one other person and if
they’re away, Iwon’t see anyone. Basically, with my
shoulder area, it was due to the hospital making
mistakes. Therefore everyone worried about what
I'was doing legally rather than myself. One of the
doctors called me a drugaddict, pretty much to my
face and told me I'd used needles before, which I
never had, except for tests. And that was a doctor
here. Yeah, pretty much all of that. And the only
one that really supported me from the beginning
until the end was [my doctor].

The Importance of Explanation on Self-Collection and
Cervical Screening: The majority of women were aware of
thereasons for cervical screening. However, for many, this
was the first time that a health practitioner had sat down
to talk with them about cervical cancer or screening for
many years. Thirty-five per cent of women spoke about
the importance of being well informed and supported,
and many commented that they had either not been given
information about cervical screening before the pilot or
had received information a very long time ago so had dif-
ficulty remembering it.

Idon’tthinkIever have untill come here and [the
nurse] explained it to me. Well it was a group situ-
ation and I went to [the nurse] later on and asked
her if she’'d talk to me about it, because I didn’t
want to sayin front of everyone I didn’t know what
acervix is, because I'd feel stupid. But seriously, I
don’t know much about the female body because
I'was in drug abuse from the time I was 13.

It is clear that a vague awareness of the dangers of
cervical screening, and limited knowledge of the impor-
tance of early detection and treatment can be remedied
by health practitioners engaging with women about these
matters during meaningful discussion. While a desire to
be informed was a theme, for many women, information
about “the facts” was not a defining factor for why they ac-
cessed cervical screening. Instead, their hesitations with
screening were due to concerns such as trauma and past
experiences, which required much more multifaceted ap-
proaches to overcome.

Resources and Supports to Address Concern over Self-
Collecting Correctly: Participants’ major concern with self-
collection was whether theywould perform the test correctly.
It was, therefore, important that the resources regarding the
procedure were accessible, clear, and practical. Results dem-
onstrate that the resources, in particular the diagram, were
comprehensible, with most women finding the instructions
easy to understand and self-collection easy to complete.

Itwasreally good, got [the] pamphlet firstand [the
nurse] explaineditall. PlusIwentto the sessionand
thatwas awesome. Everything was explained right
downtoifyoudidn’t getaclear reading you'd need
anormal Pap. Itwas all well explained and discreet.

Flexible Clinical Approaches to Implementing
the Self-Collection Pathway

The Importance of Appropriate Recruitment
Methods
Staff interviews at two sites revealed that letters were an
ineffective way to recruit women, whereas opportunistic
recruitment, when women attended the clinic for another
reason, was more effective and successful. This was due
to many women being transient, which meant they did
not have a registered address or were thought unlikely to
respond to a letter.

Some of the women had only occasionally been offered
a Pap test in the past, with more than 25% of the women
reporting that they had been offered a test either ‘only once
or twice’ or ‘never’ in their lives. One woman described
only being offered a Pap test once in the last 15 years, and
another woman said her doctor had never offered her a test
in 12 to 15 years.

Apart from this one? Many, many years ago. Oh
geez, no I can’t remember, no not that far back.

At times other issues were allocated a higher priority
in consultations, whether by the practitioner or the women
themselves. Furthermore, a health service experiencing a
high volume of clients was considered by staff to affect the
length of appointments and the chance of health profes-
sionals offering women self-collection.

Bringing self-collection to the regular attention of the
women was importantinincreasing the likelihood of them
presenting for screening. Often the health provider had
previously identified under-screened clients and spoken
about the possibility of self-collection with the women
in the upcoming weeks. Some of the women needed time
to consider the procedure prior to completion. One of
the women who originally declined self-collection, later
returned to complete it when she was feeling better. One
woman described her uptake after she initiallyheard about
self-collection at a community health meeting:

Yes, that’s when I first heard about it, and the next
time I saw [my doctor] was just on a regular visit,
because I needed Warfarin scripts and then she
brought it up and we talked about it then.

Concerns with Follow-Up Procedures: Completing a
Speculum Examination

Seventy-one percent of the women who had HPV types
detected completed the required speculum examination.
Twenty-seven per cent of the women who participated in
the follow-up interview also reported that they would not
complete a speculum examination in the future, which is
the policy recommendation for routine screening. This is
unsurprising, as many of the women were under-screened
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due to a range of common barriers to completing a prac-
titioner-administered Pap test, such as embarrassment,
pain, fear, or past trauma. Two women in the pilot who
experienced very high stress levels were given permission
by their provider to complete self-collection again rather
than the recommended speculum examination.

I'would do this again [self-collect]—butifIneeded
to do a Pap test with someone else involved I prob-
ably wouldn’t do it. I'd just surrender to my fate.

There are no available data on participation rates for
women returning to complete a speculum examination at
regular screening intervals following this test.

Priority Pathway to Specialist Gyne-Oncology
Follow-Up

Staff found that it was important that women who self-
collected could access colposcopy quickly and easily so
that they could avoid long wait times and were not lost
to follow-up. As these women were under-screened and,
therefore, high-risk, there was more urgency for colposcopy
and treatment. With waiting lists up to six months for a
public colposcopy in Victoria, the reduced waiting time
was believed to be vital to keeping women on the cervical
screening pathway.

Difficulties? Yes unless there is some prioritized
pathway, in particular given that, certainly the
target groups for this pilot were further afield and
isolated populations, so the other possibility is to
have a specific female gyne-oncologist that goes
out to these centres to do the colposcopies. So yes,
there are a lot of question marks about all that.

DISCUSSION

Acceptability

Participation rates of over 80% demonstrated the accept-
ability of self-collection with women who were under-
screened and otherwise reluctant to screen. However, to
enable women to overcome barriers, prioritize screening,
and complete the whole self-collection pathway, adequate
and timely support was essential throughout.

Extensive Efforts to Monitor, Support, and Engage
Women to Follow-Up
Additional supportwas beneficial to ensuring that women
completed the entire pathway through follow-up. Many
health service staffinvested extra time and effort to engage
under-screened women, to recall them to explain results
and to track and follow up with the women if they required
follow-up procedures. At two of the sites, participants were
offered supportin the form of transport oraccompaniment,
ifneeded, to attend follow-up appointments. Extra efforts
included coordinating both with women’s admission dates
into emergency accommodation and with case-workers
and support plans.

As health service staff are often working at capacity,
this poses a challenge to the adoption of an optimal path-
way for offering self-collection to under-screened women.

However, many health services that see high numbers of
women likely to be under-screened (Aboriginal women,
culturally and linguistically diverse (CALD) women, refu-
gee and migrant populations) have in place supports and
incentives to encourage women to access health checks and
screening. This is currently dependent on the individual
service. Practice change may be required for a service to
adopt an optimal pathway that includes a workflow ar-
rangement with sufficient time to identify under-screened
women, longer consultations with women to sensitively dis-
cuss and offer self-collection, and enabling environments
and support for follow-up care. A lead or champion in the
health service for Renewal could be amodel to achieve this.
Thereiswork underway in Australia to engage and support
women experiencing vulnerabilities to screen.

Flexible Approaches

Flexible approaches were crucial at every stage of
implementation, to enable participants to complete the
screening pathway. Opportunistic testing was more time-
efficient and involved less preparation than booking a
specific appointment. For women who could not afford
to prioritize cervical screening, it was far more likely that
they would complete cervical screening if they were of-
fered it opportunistically during an appointment. It was
also vital that women be offered screening consistently
and at appropriate times, as those experiencing multiple
health barriers may need longer appointments to enable
appropriate examinations. However, the current system
in Australia encourages shorter appointment times, in
particular for those who cannot afford to pay higher fees
for longer appointments. The current health care system
coversonly 10 to 15 minutes per general practice appoint-
ment, meaning cervical screeningislesslikely to be done
in a busy clinic. For women who have to be encouraged
to engage with preventive health, a longer consultation
that allows time for multiple procedures and tests would
be more efficient and effective than trying to arrange
multiple shorter appointments.

For women who find it difficult to attend appoint-
ments, there may be substantial advantage to being able
to self-collect at home. This could also be the case for
women who are experiencing extreme trauma or anxiety
and do not wish to self-collect in a public setting. Similar
toan Argentinian study'’, it was recommended by one staff
member that, in future, community/social workers be able
to administer the test during home visits to women who
do not otherwise access health services. As this was not in
the scope of the pilot, further research is recommended
to explore the acceptability, safety, and quality implica-
tions of this.

Further research could also provide insight into the
cost and capacity requirements for maintaining the en-
gagement of under-screened women to receive results and
follow-up and would be beneficial for engaging hard-to-
reach women in other screening and health care generally.

Completing the Pathway

Renewal is expected to reduce numbers of women referred
to colposcopy in the long term, as the transition is made
to five-year testing rather than two. In the short term,
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however, the already overburdened system will require a
plan to enable under-screened women who self-collect to
access colposcopy quickly and easily, particularly in rural
and regional areas.

During the pilot, the prioritized pathway to follow-up
assessment was highly supported by staff. However, it is not
clear how this system could be replicated once Renewal is
in place. While outside the scope of the pilot project, timely
and supported access to follow-up assessment and treat-
ment services is a critical enabler to an optimal screening
pathway. Recommendations are that consultations be held
with each of the public health providers of colposcopy; an
urgent referral system be set up to prioritize colposcopies
arising from self-collection (over regular referrals); a spe-
cialized gyne-oncologist position be created for women
who self-collect and have HPv detected (16/18); and/or
specialist gyne-oncologists be provided who are able to
offer outreach services.

Loss to Follow-Up

Despite all the effort and support, three women in the pilot
were stilllost to follow-up. This signifies that even asound,
well-supported, alternative screening pathway cannot
overcome all barriers for all women. The risk of invalid
results poses a reminder to health providers that some
women may agree to self-collection but then decide not to
complete it, or not complete the test correctly.

Importance of the Relationship with

the Practitioner

Cervical screening is a test that can, and has, invoked feel-
ings of distrust, anxiety, and vulnerabilities for women!8,
The familiarity, trust, and support women had with their
health practitioner was revealed as significant to women
engaging in the pilot and obtaining follow-up care where
needed (which involved a speculum examination). Simul-
taneously, women’s participation in this pilot cannot be
viewed outside of the context of the established trusting
relationships many of them had with their health profes-
sional, as this may have influenced their participation
rates. Itislikely that this willimpact the number of women
willing to self-collect once Renewal is in place, especially
those already reluctant to screen.

One of the nurses suggested that self-collection was a
good way to open a conversation on cervical screening and,
in so doing, broach a topic that may be very sensitive for
many women. Research on cervical screening for women
with a history of sexual abuse also found that women
wanted their practitioner to know their background, yet
many would not bring it up themselves and the practitio-
ners often failed to ask relevant questions'®19,

As many of the women had experienced trauma from
previous screening experiences, they were particularly
vulnerable when hearingresults. It must be recognized that
learning one has a potentially fatal condition puts anyone
under extreme duress, and even more so when the person’s
capacity to absorb information is limited. Notwithstanding
this extreme issue, the pilot demonstrated the importance
ofasupportive, well-trained, and well-informed workforce
that had the time to sit down and explain results and op-
tions sympathetically.

Overcoming Limitations

Itis inevitable, upon Renewal, that not all under-screened
women will have established relationships with their health
provider. As such, cultural appropriateness, the sensitive
treatment of women, and appreciation and empathy for
their past experiences of cervical screening or sexual abuse
are vital. This advice has been noted in self-collection re-
sources. Recommendations are longer appointment times
so that practitioners have time to speak to women about the
screening and build arapportwith their patient, compulso-
rytraining on cervical screening and cultural competency
for all staff, and raising awareness of the effects of health
providers’ attitudes and relationships. Follow-up research
into factors influencing women’s uptake of self-collection
once Renewal is in place is also necessary.

Explanation, Information, and Training

The information provided to the women on screening and
self-collection was accessible and well-explained. Practi-
tioners, before offering the test, were instructed to sitdown
with women to explain the self-collection process, the
possible results, and any follow-up procedures. However,
despite training being provided to all practitioners involved
in the pilot, the lead at each site was regularly required to
remind practitioners of the correct process and pathway,
especially at the larger sites. It is hoped that the need for
reminders would become less acute as processes became
common practice. All cervical screening providers have
been given extensive information kits and resources on
self-collection, complete with advice on women who are
under-screened and vulnerable.

The acco also provided a culturally safe environ-
ment, with many Aboriginal staff and input from the local
Aboriginal community. However, all staff at all sites were
provided with cultural training, which was likely a factor
in Aboriginal women’s willingness to screen. Studies echo
the importance of cultural safety in health care and sup-
port?%2! and it is a recommendation from this study.

There is scope for evaluation research on self-
collection as it is rolled out to explore ongoing strengths
and limitations to implementation.

CONCLUSION

This article has focused on the process and implementa-
tion of an upv self-collection pathway, which has been
shown to facilitate an increase in HPV cervical screening
rates forunder-screened women in this study. A coordinat-
ed, well-implemented and flexible pathway enabled more
than 85% of participants to complete the self-collection
pathway through follow-up procedures. Dedicated and
trusted health practitioners, who provided clear expla-
nations of all processes, were vital to engaging women in
the pilot and to maintaining their participation. In order
that the results of this study be replicable in full-scale
implementation, it is vital that evaluation and research
be continued. Successful implementation is dependent
on under-screened women who experience barriers being
supported by trusting health providers, accessible path-
ways, financially viable treatment, and support to attend
follow-up appointments and procedures.
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