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PROJECT TITLE

Women’s Cancer Screening Collaborative
PROJECT AIMS & OBJECTIVES
The aim of the Women’s Cancer Screening Collaborative (WCSC) was to improve breast and cervical
screening rates on the North Coast through the delivery of structured, clinician led general practice quality
improvement and health literacy interventions.
The program’s four objectives were to:
1) Improve the breast and cervical screening rates of women in target age ranges who live in
participating general practice’s catchment areas, with a focus on at-risk populations.
2) Understand and reduce health literacy related barriers to screening (including strengthening GP
staffs’ understanding of, and commitment to, population screening).
3) Reduce primary health infrastructure barriers to screening.
4) Assess the scalability of the piloted approaches for strengthening population cancer screening more
broadly.

PROJECT SUMMARY
The program piloted a two-pronged approach to improve breast and cervical cancer screening
participation rates in general practices.
1) Primary Health Care Quality Improvement
The goal of this strategy was to address primary care infrastructure and data limitations by supporting
practices to use proven general practice quality improvement processes and tools, such as Plan, Do,
Study, Act cycles, to trial and embed change. (Appendix A: End of Project Survey, May 2018). The WCSC
collaboratively engaged with 20 general practices, two Aboriginal Medical Services and one family
planning clinic to improve the breast and cervical screening rates of women, with a focus on at risk
populations, in the target age ranges of the North Coast region. 74 per cent of practices said their breast
screening participation rates improved as a result of being involved in the collaborative with 26 per cent
saying they were unsure as it was too soon to tell. 68 per cent of practices said their cervical screening
participation rates improved as a result of being involved in the collaborative with the remaining saying it
was too soon to tell. 100 per cent of practices believed the overall aim to improve breast and cervical
cancer screening rates through the delivery of structured, clinician led general practice quality
improvement and health literacy interventions, was achieved.
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2) Health Literacy
The goal of this strategy was to improve access and equity by implementing the NCPHN North Coast
Health Literacy Framework to address environmental and individual health literacy barriers to screening
(Appendix A: End of Project Survey, May 2018) . 93 per cent of practices said that as a result of the WCSC they now
had a better understanding of the Health Literacy barriers to women's cancer screening. In addition, 92
per cent of practices confirmed they were now confident to reduce Health Literacy barriers at the practice
level.
To support the achievement of the WCSC objectives the WCSC undertook activities to assist and guide
the participating practices.
 Engagement with NCPHN Quality Improvement Practice Support Officers (QISO) to provide
consistent mentoring
 WCSC Orientation Webinar
 WCSC Handbook
 Health literacy and cancer screening strategies and resources
 WCSC qiConnect website for collecting measures and Plan Do Study Act data
 Implementation of CAT4: Clinical Auditing Tool (quality improvement data auditing tool)
 WCSC data dashboards as an engagement tool to provide a point in time snapshot of practice data
 WCSC dedicated website
 Learning Workshops
 Communications strategy
 Two Women’s Health Conferences ‘How we detect and manage cancer’ (Port Macquarie 11 th
November 2017 and Kingscliff 18th November 2017)
 WCSC measuring for improvement guide (MI Guide)
 NCPHN practitioner newsletter clinician education/awareness articles (fortnightly)
 Health literacy education workshops
 Consistent collaboration from stakeholders such as BreastScreen NSW and Cancer Institute NSW
 Collaborative engagement with the Cancer Institute NSW to support participating practices to
access BreastScreen mammography patient lists to make establishing recall and reminder lists
easier
 Development and dissemination of the ‘Mid-Point Monitoring’ and ‘End of Project’ practice surveys
 Consumer insight research into the barriers and enablers for women on the NSW Mid and North
Coasts participating in breast and cervical cancer screening programs
 Partnership with Nepean Blue Mountains Primary Health Network (NBMPHN) and Hunter New
England Primary Health Network (HNEPHN) to advocate with clinical software providers for
improvements to software functionality to make practice management of cancer screening easier
and more efficient
 Offered ‘Train IT Medical: Cancer Screening Recall and Reminder Guides’ to provide training to and
use of their resources for practices. This was in response to feedback from practices and data
indicating the need for increased support
 Upskilling for the QISO team on the use of software for managing cancer screening recall and
reminder systems
 Created the cancer screening neighbourhood which included the Mid North Coast Local Health
District (MNCLHD), Northern New South Wales Local Health District (NNSWLHD), BreastScreen
NSW, community groups such as ACON (LGBTQI health), NCPHN and the Cancer Institute NSW to
share information and strengthen collaboration
 Active support in the roll out of the BreastScreen electronic messaging and
 Consistent regular support and mentoring for practices provided by the project lead.
58 per cent of practices said their overall experience in the WCSC was positive with 36 per cent saying
their experience was very positive (Appendix A: End of Project survey, May 2018).
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Project Timeframe:
The activities of the WCSC were tracked using a Gantt chart. The Gantt Chart can be reviewed at
Appendix E.
Project Deliverables:
Date
Jan 2017

Deliverable
Cancer Institute 1st Progress Report

March 2017

WCSC Website launched https://ncphn.org.au/wcsc/

March 2017

Orientation Webinar

April 2017

WCSC Handbook launched

May 2017

Breast Cancer Screening Learning Workshop

June 2017

Cervical Cancer Screening Learning Workshop

July 2017

Cancer Institute 2nd Progress Report

Nov 2017

The Mid-Point Monitoring and Feedback Survey Report

March 2018

The Women’s Cancer Screening Measuring for Improvement (MI) Guide

Nov 2017

Women’s Health Conference ‘How we detect and manage cancer’

Dec 2017

Cancer Institute 3rd Progress Report

March 2018

Health Literacy Learning Workshop

May 2018

The End of Project Survey Report

June 2018

WCSC Consumer Insight Research Full Report

June 2018

Cancer Institute Final Report

Project changes
Data Issues and Resolution
 Due to the limitations of the data auditing tool, the Canning Tool (IF supported data tool), the
project guide instructed practices to code using a manual method. This coding was relevant to the
specific project only and not useful for wider analysis. Practices were then asked to submit results
from their internal Clinical Information System using a query that looked at this coded field.
 The method of extracting/auditing the measures over the duration of the project changed due to
NCPHN terminating their data extraction tool software (The Canning Tool) contract with the
Improvement Foundation.
 NCPHN implemented the PENCS CAT4 suite across North Coast general practices in late 2017
which allowed for a more automatic, consistent collection of measure results from practices within
the WCSC.
 Several practices identified this change as a challenge.
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Changes to the National Cervical Screening program
While this national activity did not directly affect the program it did pose a challenge to practice
motivation, momentum and accurate data extraction.
PROJECT OUTCOMES
The aim of the WCSC was to improve breast and cervical screening rates through the delivery of
structured, clinician led general practice quality improvement and health literacy interventions.
At the end of the project:
 74 and 68 per cent of participating practices stated their breast and cervical screening participation
rates had improved.
 100 per cent of practices confirmed the overall aim to improve breast and cervical cancer
screening rates through the delivery of structured, clinician led general practice quality
improvement and health literacy interventions, was achieved.
While no direct correlation can be made with the WCSC activities these results compliment state-wide
data. In 2015-16, 60.9 per cent of women in Northern NSW and 60.2 per cent of women on the Mid North
Coast aged 20-69 years participated in biennial cervical screening. These rates were higher than the NSW
rate was 56.3 per cent. When rates of five-year cervical screening participation are examined for women
aged 20-69 years, 90.5 per cent in Northern NSW and 88.2 per cent on the Mid North Coast underwent
screening in 2012-16 (compared to 82.8 per cent of women across NSW) (Cancer Institute NSW, 2017).
The 2017 Reporting for Better Cancer Outcomes report states that "Currently, 75 per cent of Australian
women diagnosed with invasive cervical cancer have either never screened or have not returned to screen
within the recommended time period" pg42 (Cancer Institute NSW, 2017). With 100 per cent of practices
stating they are now more confident to identify and remind at risk populations for breast and cervical
screening this again supports the work towards achieving the national breast and cervical screening
participation rate targets of 70 per cent and 75 per cent respectively.
The program’s four objectives were to:
1) Improve the breast and cervical screening rates of women in target age ranges who live in
participating general practice’s catchment areas, with a focus on at-risk populations. With 74 and
68 per cent of practices involved in the collaborative stating their breast and cervical screening
participation rates improved as a result of the collaborative this objective was achieved.
2) Understand and reduce health literacy related barriers to screening (including strengthening GP
staffs’ understanding of, and commitment to, population screening). 93 per cent of practices said
that as a result of the WCSC they now had a better understanding of the Health Literacy barriers to
women's cancer screening and 92 per cent of practices confirmed they are now confident to reduce
Health Literacy barriers at the practice level confirming this objective was met.
3) Reduce primary health infrastructure barriers to screening. 100 per cent of practices confirmed the
overall aim to improve breast and cervical cancer screening rates through the delivery of
structured, clinician led general practice quality improvement and health literacy interventions, was
achieved. Practices confirmed they now have systems embedded to routinely identify and remind
women who have never attended for breast (87 per cent) and cervical (80 per cent) cancer
screening with 93 per cent of practices having made changes to their breast screen result and
reminder systems and 67 per cent of practices made changes to the way they handle their cervical
screening result and reminder systems because of the WCSC. In addition, advocacy work with
clinical software providers for improvements to software functionality to make practice
management of cancer screening easier and more efficient confirms this objective has been met.
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4) Assess the scalability of the piloted approaches for strengthening population cancer screening more
broadly. The sharing of lessons learnt and development of resources will ensure the
implementation of change principles are sustainable long term and knowledge is transferrable
across several project topic areas. 100 per cent of practices said they had gained the necessary
skills and knowledge from their involvement in the WCSC to apply these lessons learnt to other
practice quality improvement projects.

Women’s Cancer Measuring for Improvement Guide
The North Coast Primary Health Network (NCPHN) is committed to implementing the Measuring for
Improvement (MI) Program in general practice as a way to deliver quality improvement support across a
range of topics. The program provides general practice with topic based quality improvement activities
informed by the meaningful use of data and supported by a dedicated Quality Improvement Support
Officer.
As an overarching quality improvement guided process, the women’s cancer screening Measuring for
Improvement (MI) Guide was developed. This comprehensive document captured lessons learnt from the
WCSC consolidating evidence based practice. To maintain momentum in the provision of women’s cancer
screening activities this document has been shared across other regions. The MI Program supports
practices to identify quality improvement projects through analysis and understanding of their own
practice-wide data and through the use of pre-determined health measures. Changes and improvements
practices make can be tracked through regular data collection via PATCAT or simple paper based
approaches. The MI guide will ensures that the lessons learnt from the WCSC are transitioned into
sustainable, ongoing action.
The MI Guide can be found on the WCSC website https://ncphn.org.au/wcsc/.

Plan Do Study Act Cycles
The WCSC implemented the Improvement Foundation’s Model for Improvement to guide and support
practices through change principles. The Model for Improvement is a tool for developing, testing and
implementing change.
The Model consists of two parts to work towards practice outcomes:
1. The ‘thinking part’ consists of three fundamental questions that are essential for guiding improvement
work, and
2. The ‘doing’/’testing’ part made up of Plan, Do, Study, Act (PDSA) cycles that assisted practices to test
and implement change.
Throughout the lifespan of the project practices developed and monitored PDSA cycles. PDSAs are an
iterative, four-stage problem-solving model. Practices worked with their Quality Improvement Practice
Support Officers detailing the improvement ideas and identifying the problem they were trying to
overcome. These step by step guided change principles are captured in ‘lessons learnt’ and have been
collected and uploaded onto the WCSC website https://ncphn.org.au/wcsc/.

Learning workshops
Once recruited, general practices participated in a series of Learning Workshops.
Three learning workshops were delivered to the WCSC across the Mid and Northern NSW regions from
May 2017 to April 2018. Details (presenter slides, outcomes and lessons learnt) of these workshops can
be found at https://ncphn.org.au/wcsc/. These Learning Workshops also provided an opportunity for the
‘cancer screening neighbourhood’ to come together to discuss change ideas, data challenges and project
successes. Each Learning Workshop was evaluated. Learning Workshop Evaluations can be found in
Appendix B: WCSC Learning Workshop surveys
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The breast screening workshops (March 2017) gave an overview of the WCSC, presentation of the Cancer
Institute NSW research on reasons for under-screening, strategies for addressing under screening, and an
overview of the 'Breast Screening and Assessment' which detailed the difference between BreastScreen
and private diagnostic services:
- 42 per cent of attendees said their practice's participation in the WCSC was important.
- 49 per cent of attendees said they strongly agreed they understood the purpose of the WCSC.
- 50 per cent of attendees confirmed they agreed that they understood the steps their practice could
take to improve breast cancer screening participation amongst their patients.
The cervical screening workshops (June 2017) presented on the history of cervical cancer screening and
the renewal of the National Cervical Screening Program.
- 70 per cent of attendees thought the presentations were ‘very good’.
- 67 per cent of attendees thought the content delivered was ‘very good’.
- 87 per cent of attendees said their learning outcomes were ‘entirely met’.
The health literacy and consumer research feedback workshops (March/April 2018) concluded the series
of workshops. The third workshop presented the findings from consumer research on screening
participation, developed patient centered and sustainability action plans for use by practices to support
every day improvement in participation rates, identified actionable health literacy tools to embed at the
practice level and reiterated strategies to improve practice data management systems, recall and
reminder services:
- 97 per cent of participants thought the workshops were ‘entirely relevant’ to their general practice.
- 90 per cent of participants fully understood the findings from the consumer research undertaken
with under- screened or never-screened women in the Mid North Coast and Northern NSW
regions of NSW.

Practice surveys (mid-point and final)
At the midpoint of the project (October 2017) practices were asked to complete the Mid-Point Feedback
and Monitoring Survey (Appendix A: Mid-point feedback and monitoring survey, October 2017).
The Survey enquired into the practices’ top three challenges and successes/benefits of their involvement.
Mid-point challenges:
• The amount of time required to improve recall and reminder systems in an environment where
staff time poor.
• The laborious manual handling of breast screen data and system limitations.
Mid-Point successes:
• Improving practice systems and capacity and awareness/education about cancer screening among
both patients and practice staff. These were deemed important building blocks for achieving longer
term patient outcomes.
• System and capacity improvements and team and patient education remained important.
Improved patient care and service delivery was an achievement.
• 47 per cent of practices identified further improvements to their cervical cancer recall and
reminder system.
• 66 per cent of practices identified further improvements to their breast cancer recall and reminder
system.
• Overall feedback provided by the practices:
- “This has been worthwhile, but time needed is always difficult to find” Practice Manager, Tweed
Heads
- “VERY HELPFUL” Practice Nurse, Coffs Harbour
- “I think it has been good for our practice” Practice Manager, Kempsey.
In May 2018, the WCSC practices were asked to complete an End of Project survey to understand the
value of the project from the practice’s perspective and to capture the overall lessons learnt (Appendix A:
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End of Project Survey, May 2018).

End of Project Successes:
Breast and Cervical Cancer screening participation rates:
• 74 per cent of practices said their breast screening participation rates improved as a result of being
involved in the collaborative with 26 per cent saying they were unsure as it was too soon to tell.
• 68 per cent of practices said their cervical screening participation rates improved as a result of
being involved in the collaborative with the remaining saying it was too soon to tell.
• 100 per cent of practices confirmed they believe the overall aim to, improve breast and cervical
cancer screening rates through the delivery of structured, clinician led general practice quality
improvement and health literacy interventions, was achieved.
Health Literacy:
• 93 per cent of practices said they had a better understanding of the Health Literacy barriers to
women's cancer screening
• 92 per cent of practices confirmed they were now confident to reduce Health Literacy barriers at
the practice level
End of Project Challenges:
 Time restrictions: Time required for data cleansing, initial planning, discussing change
implementation with practice GPs and time to document two years’ worth of breast screening
results.
 Practitioner issues: Engaging practitioners to follow protocols, having doctors routinely look at
outstanding actions and lack of consistent coding for data searching.
 Patient issues: Patients being in denial about screening, not knowing whether the patient had
made an appointment with BreastScreen, interactions with female patients with intellectual
disabilities, getting patients to come for appointment, patients unaware of location of Breast
screening venues and patient education on new cervical screening program.
End of









Project Lessons Learnt:
Importance of uniform coding for accurate data and at risk population identification.
Importance of engaging the whole team for sustainable system change.
Being committed to the identification of underscreened patients.
Importance of robust recall systems for early detection of both cervical and breast cancers.
Importance of education and awareness strategies to encourage patient participation in screening
programs: Promote Promote Promote!
Maintaining up to date data bases.
Remembering that women are time poor and they respond well to reminders from their general
practice.
Patient feedback is a valuable and worthwhile improvement tool

‘Women’s Health Conference: Improving How We Detect and Manage Cancer’
NCPHN developed and coordinated the ‘Women’s Health Conferences: Improving How We Detect and
Manage Cancer’ in Port Macquarie and Kingscliff in November 2017. These forums were an opportunity to
showcase preliminary lessons learnt and activities achieved by the WCSC. It was also for professional
development and networking in women’s cancer screening topic area.
Conference attendees listed what changes they wanted prioritised as a result of attending the
conferences. These details can be found on the WCSC website: http://ncphn.org.au/wcsc/taking-action/.
The Women’s Health Conferences were evaluated at both sites using Survey Monkey surveys:
• 74 per cent of attendees thought the conferences were ‘excellent’
• 67 per cent of attendees thought the presentations delivered were ‘excellent’
• 92 per cent of attendees thought the conferences were ‘entirely relevant’ to their general practice
• 86 per cent of attendees fully understood the role of primary care in lifting cancer screening
rates as a result of attending the conferences.
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The Women’s Health Conference Evaluation can be found in Appendix C: WCSC Women’s Health
Conference survey.

Website
The NCPHN communications team developed a ‘micro website’ whereby the project lead created
and maintained a dedicated webpage capturing and sharing information as it emerged. This
interactive engagement tool allowed for time sensitive application of lessons and change strategies
through the dynamic sharing of tools, resources and ideas.
The purpose of the site was to act as an information repository for all WCSC developed content which
increased accessibility of relevant documents and quality improvement tools to the collaborative practices.
The site was internally managed by the project lead enabling efficient and up to date messaging.
An analysis of the website usage was undertaken. Of the 3,729 page views 630 were from ‘new users’ and
the most frequented pages were the ‘conference’ and ‘develop systems under change principles’ pages.
The average session duration (time spent on the website) was 3:13 minutes looking at more than two
pages per visit. The overall period of most access was in October 2017. This was the period when the
WCSC practices were requested to complete the mid-point survey and when the women’s health
conference was advertised.

Clinical software data: project measuring
The WCSC core measures were defined by the Expert Reference Panel as part of the Improvement
Foundation collaborative process. These measures were designed to help practices determine whether
they were progressing towards the overarching aims of the project; i.e. to determine whether the changes
they were making were supported by improved data.
Simple, clear measures were important for practices to track progress towards achieving the shared aim
of increased participation in breast and cervical cancer screening participation. Practices extracted
information on their patient data and identified core measures to determine whether the changes they
were making were supported by improved data.
Due to the limitations of the data auditing tool, the Canning Tool (IF supported data tool), the project
guide instructed practices to code using a manual method. This coding was relevant to the specific project
only and not useful for any wider analysis. Practices were then asked to submit results from their internal
Clinical Information System using a query that looked at this coded field.
The method of extracting/auditing the measures over the duration of the project changed due to NCPHN
terminating the data extraction tool software (The Canning Tool) contract with the Improvement
Foundation.
NCPHN implemented the CAT4 suite across their general practices. The rollout commenced in August
2017 which allowed for a more automatic, consistent collection of results from practices within the
WCSC. Unfortunately this meant practice performance data was able to be tracked over time.
Overall
• The project did not have a baseline result for practices that could be compared to the final result
due to the change in the way measures were collected.
•

The manually submitted results could not be checked for consistency, each practice determined
their results via their own definition (e.g. some had “active” definition applied while others
didn’t) therefore the correlation of these results cannot be qualified.

•

After implementation of the CAT suite – the NCPHN was not able to collect all data until practices

Cancer Institute NSW: Women’s Cancer Screening Collaborative Project Final Report
8

had installed the software, leaving gaps in results for some practices, therefore effecting averages
etc.

Health Literacy
With approximately 60 per cent of Australian adults not having the level of health literacy needed to
understand and use day to day health information the WCSC project embedded health literacy education
and awareness from its inception (Australian Commission on Safety and Quality in Health Care, 2014).
Specific health literacy and cancer screening strategies were developed in partnership with the Health
Literacy Project Officer, a shared resource of the Northern NSW Local Health District (LHD) and NCPHN.
A train-the-trainer model was used to teach the project lead health literacy tools. This model allowed the
WCSC Project Officer to encourage health literacy recall and reminder systems into the North Coast
context.
The important role health literacy plays in improving cancer screening participation rates was evident in
the consumer insight research findings and recommendations. The research recommendations and cancer
screening health literacy resources are available on the WCSC website https://ncphn.org.au/wcsc/.

Consumer Research
Ethics approval was granted by Southern Cross University Human Research Ethics Committee and the
Aboriginal Health and Medical Research Council. The consumer research project was undertaken over the
period August 2017 – May 2018.
The objectives and outcomes of the WCSC consumer research project were to:
 provide a rapid assessment of the barriers and enablers for participation in cervical and breast
screening for eligible women residing in four communities in the North Coast region. They are Port
Macquarie, Tweed Heads, Coffs Harbour and Lismore.
 Developing simple, easy to read research summaries that participating services and
BreastScreen can use to build at-risk women’s engagement in screening in these communities.
 contribute to the development of NCPHN staff and stakeholders capacity understanding and
undertaking qualitative health research.
A consultant from Carroll Communications was commissioned to support the WCSC to design and evaluate
the research. This support included developing the methodology, research tools and supporting ethics
approval processes. It also included fieldworker team training, undertaking data analysis and synthesis
and writing a final report. The consultant also undertook two key informant interviews to supplement the
research in one research site.
The WCSC Consumer Research Report is available on the WCSC website. Within the consumer research
report sits local research report ‘site summaries’. These can be read in conjunction with the locally
produced practice level ‘action plans’ and ‘practice identified activity priorities’ for engaging women at
high risk of under-screening also found on the WCSC website. The above documents can be found in
Appendix D: WCSC Consumer Insight Research Report
Consumer Research findings
The research found a range of barriers and enablers for women’s participation in breast and cervical
screening programs. A number of themes were found to be common across all research sites. These
included the following:
1. Common barriers
 Low personal priority of screening for breast and/or cervical cancer
 Being time poor
 Access to local services including transport, cost, a gender-preferred practitioner and service
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opening hours
Lack of GP reminder
Negative past experiences of screening
Negative past experiences with contact with health practitioners or health services
Lack of trust in health practitioners
Low knowledge, awareness or understanding of screening, its purpose and procedures
Scepticism with efficacy of screening
Failure to update contact details for postal reminders.

2. Common enablers
 Screening for early detection of disease
 Reminders and prompts from GP
 Having a female GP
 Access to a women’s health center
 Assistance with transport to services
 Community-based promotions, local campaign efforts and settings-based education programs.
Consumer research lessons learnt
Discussions and feedback from the fieldworker teams identified a number of research challenges. These
were mainly concerned with difficulties with the recruitment processes resulting in a lesser number of
focus groups than originally planned. It is recommended that future similar research projects ensure
adequate time is allocated to brief key local services and groups in the community about the research, its
purpose and importance.
Whilst a training session was provided to each fieldworker team prior to the implementation of the
research in each site, it is recommended that where possible additional time is allowed for fieldworker
team members to practice group facilitation using the discussion guide/s. This will assist team members
to become familiar and comfortable with these types of research tools and thereby support the creation of
a relaxed group session and discussion. Conducting a number of practice sessions is also valuable
when a group discussion guide is comprehensive and covering a range of issues, and therefore requiring
the use of prompting techniques.

Program successes and challenges
Successes
The WCSC project had three practices testify to the value and importance of this initiative through lives
potentially saved by WCSC interventions.
“… in recent weeks, we have had three women diagnosed with breast cancer after being actively
recalled by our surgery for mammograms (as a result of our involvement in the Collaborative).
While it would be ideal to have a normal mammogram, all these women have admitted, that if
not prompted, are not sure when they would have booked in for screening, and who knows what
the outcome would have been. Whereas now they are all receiving treatment and have good
prognosis ahead. They are all so appreciative of that simple phone call we made. This made what
we are doing feel so very worthwhile.”
AB Surgery, Practice Nurse, West Kempsey
“We have had two patients picked up with early breast cancer from our screening that otherwise
wouldn't have been picked up”.
Subbiah Family Practice, GP, Port Macquarie
“Prior to participating in the WCSC our practice did not have a system in place for setting
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mammogram reminders. Due to our new reminder and follow up systems, an asymptomatic
patient aged 67 who had never had a mammogram presented to NSW Breast Screen after
receiving reminders from our practice and is now undergoing treatment for early detected breast
cancer. In my 18 years of working as a practice manager and being involved in many different
studies, data collection etc. with my local PHN this would have to be the one of the most
worthwhile, fulfilling programs I have had the pleasure of being involved in.
Although Healthwise Medical Centre would have preferred to not have any asymptomatic patients
diagnosed with Breast Cancer this is clear evidence the WCSC can and will help save lives”.
Healthwise Medical Centre, Practice Manager, Tweed Heads
An important component of the WCSC was to support practices to build capacity to ensure sustainable
change is maintained post project.
In the End of Project evaluation survey
 Practices identified health literacy, maintaining standardised coding and being innovative
in their recall systems as important tools for ongoing improvements in cancer screening
participation.
 100 per cent of practices stated they were more confident to identify and remind at risk
populations for breast and cervical screening
Survey respondents identified the following benefits from the WCSC for their patients and practice.
 Clinicians being up to date and driven to improve practice
 Recall systems overhauled so patients receive clear, relevant information
 Team involvement in patient care and in the development of systems
 New protocol to record/code mammograms
 Overall better care provided to patients
 Provided an opportunity to reinforce the need for routine screening and improved communication
within the practice
 Now able to identify patients in NSW and QLD who use BreastScreen
 Improved data extraction knowledge
 An accurate data base
 Knowledge of health literacy and
 Improved communication with patients.
Challenges
The two main challenges hindering project outcomes were the difficulties in consumer research
recruitment and data limitations.
Consumer research challenges:
1. Women of Indian heritage
• Difficulty with recruitment of women of Indian heritage owing to long working hours, home duties
and community involvement priorities
• Language and communication barriers with women in the groups
• Use of a translator to support the group facilitation and validation of fieldworker notes from the
group discussions.
2. Women living with Disability
• Lack of capacity within services to assist recruitment processes
• Potential participants not favourable to participating in groups
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•
•
•
•
•
•
•
•
•

Saturation of information from the NDIS and its impact of services to view research information
sent
Last minute cancellations
Research topic regarded as too personal or not relevant for some services
Email considered an ineffective method for seeking service support with recruitment
Seek assistance beyond services such as through community-based support groups, alliances and
key individuals
Change research methodology from group discussions to personal interviews
Face-to-face and phone contact rather than email
Visits to explain the WCSC, the research to support recruitment where time permitted
Use of key informants in interview program to supplement research.

3. Women who identify as Aboriginal
 Unable to recruit women who were never/under screeners within the project timeframe, therefore
the two focus groups involved only women who were regularly participating in breast and/or
cervical screening programs
 One focus group included women across a wide age range (30-60 years) which may have impacted
on younger-aged participants’ responses.
Data challenges:
 Limitations of The Canning Tool and coding in the “Conditions” fields
• Data collection was a manual process
• Measure result submission was an onerous process due to the reminder emails etc. to participating
practices
• Receiving regular measures from practices was inconsistent and put the onus on practices to
actively submit information
• Measures - after CAT4 Implementation
o The installation of the tool took several months so could not collect results for all practices
until each practice had installed the tool (missing results for certain months)
o Once installed the manual submission of data was automatic and less time consuming
o CATPlus provided consistent method of data measuring
o Due to the initial manual coding into “condition” fields for Mammography, the data was not
in the correct Clinical Information System field to be picked up by CAT
o CAT requires health data such as test results to be entered into specific fields within Clinical
Information Systems, however the automatic Breast Screen results will remove the issue of
manual coding in Results for Mammograms making the practice data more accurate
o CAT has specific reports for the core WCSC cancer measures making it easier to use both
within the practice and at an aggregated level for the PHN.
•

Using measures and data despite the issues
o Throughout the project the practices participating in the WCSC were provided with graphs
outlining their progress across the specific measures and other relevant data.
o The data dashboard provided by NCPHN to general practice as part of the Quality
Improvement Program Measuring for Improvement. The reports use PATCAT data which is a
point in time snapshot of a practice. The data is detailed for the individual practice,
compared across the NCPHN average and compared to the highest in the NCPHN region.
Comparative information can assist with further improvement planning.
o These dashboards were used primarily as an engagement tool to encourage interest in the
use of data to track progress and inform practices about the improvements they were
making.
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Future implications
Implementation of the collaborative methodology was an important tool for achieving sustainable change
because it focused on practice led change that can be embedded into practice processes in small
manageable cycles to achieve strong and integrated quality improvement in the long term.
The WCSC has resulted in the development of a range of resources, including a handbook, tailored
education materials, case studies and documented ‘lessons’. NCPHN developed a communications strategy
to maximise project impact through broad dissemination of the resources and lessons across primary
care.
NCPHN is confident that the quality improvement measures introduced by the WCSC will result in
sustainable change for participating practices because of the WCSC’s focus on system strengthening and
translation of changes into practice policy. NCPHN did not incentivise practices, therefore, it is not
expected that there will be a significant drop in engagement at the end of the initiative.
The translation of learnings into improved cancer screening rates across the region is key to sustainability.
Key learnings from the Collaborative will be used to inform NCPHN’s 2018-19 strategic priorities and work
plans as it relates to cancer screening and other CINSW projects. A range of communication pieces will
be used to sustain and increase engagement across the footprint.
NCPHN will continue to work in partnership with other PHNs to advocate with practice software vendors to
improve software in a way that makes management of cancer screening easier for general practices.
These type of system level improvements show how learnings from the grant initiatives are supporting
broader, sustainable improvements to cancer screening rates.
The ‘Women’s Health Conference: How we detect and manage cancer’ and corresponding communication
pieces delivered through NCPHN’s various channels raised the profile of cancer screening quality
improvement in NCPHN’s footprint. 95 per cent of participating practices stated they intended on
implementing change as a result of the conference and NCPHN supported this through tools and resources
provided via the WCSC website http://ncphn.org.au/wcsc/taking-action/.
NCPHN also transitioned the lessons and tools established through the WCSC into its ongoing quality
improvement program ‘Measuring for Improvement’ (MI) that is delivered through the Practice Support
team. The development of the women’s cancer screening measuring for improvement guide means that
even after the initiative ceases practices across all PHNs will be able to utilise this document and its tools.
NCPHN will work to maximise the uptake of cancer screening quality improvement with the introduction of
QI PIPs by working to establish simplified systems and the establishment of clear and easy to use
supporting resources.
100 per cent of End of Project Evaluation survey respondents said their practice would be able to apply
the skills they gained from the WCSC to other practice quality improvement projects. This statement
confirms the scalability and value for future ongoing successes for other quality improvements projects in
general practices.
Practices said (End of Project survey) they had systems embedded to routinely identify and remind
women who have never attended for breast (87 per cent) and cervical (80 per cent) cancer screening. 93
per cent of practices made changes to their breast screen result and reminder systems and 67 per cent of
practices made changes to the way they handle their cervical screening result and reminder systems
because of the WCSC.
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The opportunities which ensure sustainability of the lessons learnt have been identified and
require simple, measurable strategies with clear governance structures.
To support general practice to implement sustained lessons learnt NCPHN developed the ‘GP
Practical Actions’ resource. Information received from women through the consumer research
focus groups has led to the development of a resource for general practice health professionals.
This easy to read ‘checklist’ provides a summary of the recommendations made by women for
practice level implementation to support increases in women’s cancer screening. This resource
can be found as Appendix F: GP Practical Actions.
The WCSC evaluation has been summarised into an A3 folded resource. This succinct resource
will be disseminated to the community and clinicians showcasing the project’s outcomes,
activities delivered and the lessons learnt. This resource can be found as Appendix G: WCSC
Evaluation Summary.
To support ongoing improvements in cancer screening participation NCPHN will establish a joint
prevention cancer strategy with Aboriginal Medical Services (AMS). This will be supported through a new
2018-2020 CINSW grant and NCPHN funding. Areas for potential joint work include:
 National Bowel Cancer Screening
 Data led improvements to screening (targeted recall/reminder based on practice data)
 Utilisation of WCSC consumer research to inform further collaborative actions
 Smoking in pregnancy.
NCPHN will also:
 Develop a practical resource for general practice summarising the outcomes of the WCSC and the
consumer research.
 Share the outcomes of the outcomes of the WCSC and the consumer research to the Local Health
Districts and BreastScreen NSW locally.
 Consider the prioritisation of cancer screening education as part of NCPHN’s learning and
development program, including how Health Pathways and webinars can be incorporated into
professional development initiatives for primary health care professionals.
 Regularly share and keep up-to-date NCPHN and CINSW cancer screening resources for increased
accessibility and ongoing use by practices on NCPHN’s website and via the fortnightly practitioner
newsletter.
 Liaise with Local Health Districts, BreastScreen NSW and other relevant stakeholders regarding the
development of a shared plan for the delivery of targeted, intensive and measurable screening
activities in priority areas/populations and build on strategies of the NSW plan and boosts existing
campaigns/actions.

Overall summary
The aim of the WCSC was to improve breast and cervical screening rates through the delivery of
structured, clinician led general practice quality improvement and health literacy interventions as outlined
above. Although practices did not meet the national screening participation targets of 70 per cent of
women 50-74 with a recorded result for mammogram in the previous 2 years and 75 per cent of women
25-74 with a recorded result for cervical screening test within the new recommended timeframe, they
have trialed and embedded practice level systematic change to support the achievement of this increase
long term:
 74 per cent of practices said their practice's breast cancer screening participations rates increased
 68 per cent of practices said their practice's cervical cancer screening participation rates increased
as a result of the collaborative.
As further evidence of the project’s quality improvement sustainability impact, 100 per cent of practices
said they had gained the necessary skills and knowledge from their involvement in the WCSC to apply
these lessons learnt to other practice quality improvement projects confirming the scalability and value
for future ongoing successes for other quality improvements projects in general practices.
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COLLABORATIONS:
Name of Collaborators
BreastScreen

Nature of Collaboration
NCPHN worked closely with the Director of BreastScreen Northern NSW,
Mid-Coast LHD and the Marketing and Recruitment Officer in the design,
implementation and monitoring and evaluation. This relationship
strengthened integration between general practice and breast screening and
assessment services.

North Coast and Mid North
Coast Local Health
Districts (LHDs)

Members of the LHD’s Cancer Innovation and Health Literacy teams were
involved in providing strategic oversight of the initiative, ensuring the
project aligns to existing strategies and initiatives and drew on local
expertise.

North Coast Cancer
Institute

Development of Women’s Cancer HealthPathways ensured targeted delivery
of information about women’s cancers from screening, through to diagnosis
and management.

People with Disabilities
Australia (PWDA)

The PWDA’s Manager of Systemic Advocacy was a member of the WCSC
steering committee and provided strategic advice on ensuring the needs of
women with disabilities are addressed. PWDA was a new relationship for
NCPHN.

Bulgarr Ngaru Medical
Aboriginal Corporation

Dr. Marion Tait is the clinical lead with Bulgarr Ngaru MAC and was a
member of the WCSC steering group, ensuring the perspectives of Aboriginal
Medical Services were considered at all stages of the project cycle.
Bulgarr Ngaru MAC also supported the Indigenous women’s consumer
insight research by providing recruitment and focus group facilitation
support.

Southern Cross University
(SCU)

NCPHN engaged SCU in the consumer research, monitoring and evaluation
activities. The WCSC

Family Planning NSW

CI NSW connected with Family Planning NSW who have a grant to develop
resources and training for clinicians to improve screening for women with
disabilities. Family Planning and NCPHN worked in partnership to deliver
resources and trainings to GPs in the NCPHN footprint.

Hunter New England and
Central Coast and
Nepean/Blue Mountains
PHNs

Via Cancer Institute NSW networking events and joint meetings, the NCPHN
Cancer Screening team developed a working relationship with colleagues
from the Hunter New England and Central Coast PHN and the Nepean/Blue
Mountains PHN that is proving very valuable for sharing of ideas, resources
and contacts.

YWCA (Goonellabah)

The YWCA supported the Indigenous women’s consumer insight research by
providing recruitment and focus group facilitation support.

Woolgoolga
Neighborhood Centre

The Woolgoolga Neighborhood Centre supported the Indigenous women’s
consumer insight research by providing recruitment and focus group
facilitation support

Disability services- Spinal

Spinal Cord Injuries Northern Rivers supported the consumer insight
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Cord Injuries Australia
(Northern Rivers)

research with women living with disability by providing recruitment support

Disability Services- The
Jeddar Institute

The Jeddar Institute supported the consumer insight research with women
living with disability by providing recruitment support

FINAL BUDGET
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Mid-Term Feedback and Monitoring Survey
Executive Summary

Background
The Women’s Cancer Screening Collaborative (WCSC) commenced in September 2016 and is jointly funded
by Cancer Institute NSW through a competitive grant and North Coast Primary Health Network (NCPHN).
There are 23 General Practices and 2 Aboriginal Medical Services participating in the program, located
between Port Macquarie to Tweed Heads. The first workshop was held in March 2017 and the initiative will
run until June 2018.
The WCSC aims to increase to 70 per cent the percentage of women between 50 - 74 years of age with a
recorded result for a mammogram conducted in the previous 2 years, and to increase to 75 per cent, the
percentage of women between 25 - 70 years of age with a recorded result cervical screening test conducted
in the recommended time frame.
The program is piloting a two-pronged approach to improving breast and cervical cancer screening rates by:
Addressing primary care infrastructure and data limitations by supporting pilot practices to use
proven general practice quality improvement processes and tools, such as Plan, Do, Study, Act
cycles, to trial and embed change
Improving access and equity by using NCPHN North Coast Health Literacy Framework and
community mapping processes to assess and address environmental and individual health literacy
barriers to screening.
In October 2017 practices involved in the WCSC were invited to participate in the Feedback and Monitoring
Survey to:
understand the amount of time cancer screening data clean-up has taken practices to then inform
future planning and support and
gather insights into the great work practices have been doing so that we can share lessons learned at
the upcoming 'Women's Health Conference: Improving How We Detect and Manage Cancer'.
68per cent of Collaborative practices responded to the feedback and monitoring survey with some very
pragmatic and serviceable comments.

Successes
90per cent of practices have made or are making changes to how they manage cervical and breast cancer
screening results and reminders
“We didn't really have a recall system. We are now working towards one”, Practice Administrator
“(We now have) a more thorough recall system” Practice Administrator

94per cent of practices now have a breast cancer screening recall and reminder system, compared to 72per
cent prior to the collaborative
Highlight: A rural, single doctor practice reported having identified 2 with early breast cancer as a result of
actively recalling under-screened women.

58per cent of practices have changed the way they offer women’s health services and 72per cent of
practices have changed the way they educates and raise awareness about breast cancer screening. Key
changes include:





Introducing a cervical screening clinic once a month with a female Doctor
Women’s health days and afternoon teas
Offering evening appointments
Reminders set and SMS and letters sent out

100per cent of practice reported having some level of cervical cancer screening reminder system before the
collaborative, but 58per cent of practice reported making changes to improve their system as a result of the
collaborative.
Over half of the practices have now assessed their reminder methods from a health literacy perspective with
a further 5 practices requesting support in this area.
53per cent of practices now routinely identify and remind women who have never attended breast
screening.

Perceived benefits/successes of participation
We asked practices to list the three main benefit or success of participating in the program.
The primary success was seen to be having improved and built practice systems and capacity, and having
improved awareness/education about cancer screening among both patients and practice staff. These are
important building blocks for achieving longer term patient outcomes.

Primary Benefits/Successes
1

1
5

4

5

Education - team and patients

System/Capacity improvement

Improved services/Patient care Accessing assistance
Team building

Looking at all benefits and successes combined (i.e. all three responses), system and capacity improvements and
team and patient education remain important, but we also begin to see that improved patient care and service
delivery has been an important achievement.

Benefits/Successses Combined
1

1
5

4

5

Education - team and patients

System/Capacity improvement

Improved services/Patient care Accessing assistance
Team building

Revenue

Challenges
We asked practice to list their top three challenges.
Practices felt that the biggest and highest priority challenge of the Collaborative was the amount of time
required to improve recall and reminder systems in an environment where staff are time poor.
Linked to this was the manual nature of handling breast screen data and system limitations.

Primary challenge
2
2
1

9
3

Time

Systems

Doctor engagement

Breast data

Patient engagement/knowledge

Looking at all challenges combined (i.e. all three responses), time, systems and breast data remains an issue but we
begin to see practices concerned about engaging patients and engaging the team in making change.

Challenges combined
4
15

9

5
3

9

Time

Systems

Doctor engagement

Breast data

Patient engagement/knowledge Team engagement

Notably, 47per cent of practices identify that there are ways they could further improve their cervical cancer
recall and reminder system. 66per cent of practices identify that there are ways they could further improve
their breast cancer recall and reminder system

Exploring the issue of time as a challenge
Practices reported having spent between 6 and 60 hours on improving their breast cancer recall and
reminder systems.
One practice reported that it is “100 clicks per patient” to check and rectify a patients recall and that they
are only able to complete about 6 patients per hour.
When asked about how many hours has been required for this cleaning their patient data so that results and
recalls are consistently recorded in a manner that allows aggregation, comments included:
“too many to count”
“many, many!”
“working in any gap in usual workload”

The data cleaning process in ongoing for many practices who are working through their list of patients who
attended BreastScreen (to update their recall in a way that can be aggregated) over time.
Practices said they don’t have enough time to educate staff around new systems, collation and clean-up of
breast screening data and initiating the set up and generation of recalls.
Once a recall and reminder system is set up, practices typically spent 2 hours a week on maintenance.

What could NCPHN do better?
Overall practices report being happy with the level of support and resources that have been provide as part of the
WCSC.
Practices said that they would like NCPHN to:



Do what we can to speed up introduction of electronic breast screen reminders
Provide more regular (monthly) progress updates to practices
Assist practices more with checking data
Help them make their PDSAs (‘Plan, Do, Study, Act’) more specific

May 2018

Appendix A

End of Project Evaluation Survey
Background
The Women’s Cancer Screening Collaborative (WCSC) commenced in September 2016 and was jointly
funded by Cancer Institute NSW through a competitive grant and North Coast Primary Health Network
(NCPHN).
The aim of the Women’s Cancer Screening Collaborative (WCSC) was to improve breast and cervical
screening rates through the delivery of structured, clinician led general practice quality improvement and
health literacy interventions.
The program’s four objectives were to:
1) Improve the breast and cervical screening rates of women in target age ranges who live in participating
general practice’s catchment areas, with a focus on at-risk populations.
2) Understand and reduce health literacy related barriers to screening (including strengthening GP staffs’
understanding of, and commitment to, population screening).
3) Reduce primary health infrastructure barriers to screening.
4) Assess the scalability of the piloted approaches for strengthening population cancer screening more
broadly.
In May 2018 practices involved in the WCSC were invited to participate in the End of Project Evaluation
Survey to:



understand the value of the project from the practice’s perspective
capture the overall lessons learnt

70 per cent of Collaborative practices responded to the End of Project Evaluation survey with positive and
motivational feedback!

Successes
-

100 per cent of practices believe the overall aim to, improve breast and cervical cancer screening
rates through the delivery of structured, clinician led general practice quality improvement and
health literacy interventions, was achieved.

“… in recent weeks, we have had three women diagnosed with breast cancer after being actively
recalled by our surgery for mammograms (as a result of our involvement in the Collaborative).
While it would be ideal to have a normal mammogram, all these women have admitted, that if not
prompted, are not sure when they would have booked in for screening, and who knows what the
outcome would have been. Whereas now they are all receiving treatment and have good prognosis
ahead. They are all so appreciative of that simple phone call we made. This made what we are doing
feel so very worthwhile.”
AB Surgery, Practice Nurse, West Kempsey

“We have had two patients picked up with early breast cancer from our screening that otherwise
wouldn't have been picked up”.
Subbiah Family Practice, GP, Port Macquarie

“Prior to participating in the WCSC our practice did not have a system in place for setting
mammogram reminders. Due to our new reminder and follow up systems, an asymptomatic patient
aged 67 who had never had a mammogram presented to NSW Breast Screen after receiving
reminders from our practice and is now undergoing treatment for early detected breast cancer. In
my 18 years of working as a practice manager and being involved in many different studies, data
collection etc. with my local PHN this would have to be the one of the most worthwhile, fulfilling
programs I have had the pleasure of being involved in.
Although Healthwise Medical Centre would have preferred to not have any asymptomatic patients
diagnosed with Breast Cancer this is clear evidence the WCSC can and will help save lives”.
Healthwise Medical Centre, Practice Manager, Tweed Heads

-

58 per cent of practices said their overall experience in the WCSC was positive with 36 per cent
saying their experience was very positive

Participation Rates
- 74 per cent of practices said their breast screening participation rates improved as a result of being
involved in the collaborative with 26 per cent saying they were unsure as it was too soon to tell.
-

68 per cent of practices said their cervical screening participation rates improved as a result of being
involved in the collaborative with the remaining saying it was too soon to tell.

Health Literacy
- 93per cent of practices said they now have a better understanding of the Health Literacy barriers to
women's cancer screening

-

92per cent of practices confirm they are now confident to reduce Health Literacy barriers at the
practice level

Recall and Reminders
- Practices have said they now have systems embedded to routinely identify and remind women who
have never attended for breast (87per cent) and cervical (80per cent) cancer screening.
-

93per cent of practices have made changes to the way they handle their breast screen result and
reminder systems and 67per cent of practices making changes to the way they handle their cervical
screening result and reminder systems because of the WCSC.

-

100per cent of practices now more confident to identify and remind at risk populations for breast
and cervical screening

Sustainability
- 100per cent of respondents form the End of Project survey said they believe their practice will be
able to apply the skills they gained from the WCSC to other Practice Quality Improvement projects.
- Tools and strategies identified by practices for ongoing implementation:
• confidence to implement innovative promotional activities i.e. morning teas, after hour clinics etc.
• maintain our new data cleansing systems
• health literacy applications for promotion of screening programs
• application of consistent coding
• practitioner education
• standardised recall systems
• patient screening questionnaires
• regular staff meetings focused on cancer screening and quality improvements
Highlights
- Practices commented of the WCSC project highlights
• learning about coding within software
• learning how to catch underscreened patients
• the women’s health conference ‘how we detect and manage cancer’
• the support and encouragement provided to set up mammogram recall system
• inviting patients to screening promotional activities
End of Project Lessons Learnt
- Importance of uniform coding for accurate data and at risk population identification.
- Importance of engaging the whole team for sustainable system change.
- Being committed to identification of underscreened patients.
- Importance of robust recall systems for early detection of both cervical and breast cancers.
- Importance of education and awareness strategies to encourage patient participation in screening
programs: Promote Promote Promote!
- Maintaining up to date data base.
- Remembering that women are time poor and they respond well to reminders from their general
practice.
- Patient feedback is a valuable and worthwhile improvement tool
Quality Improvement

100per cent of practices have made quality improvement changes to their practices including activities such
as:
- Established a protocol for recording mammogram results/coding
- Education at orientation for staff regarding data processes
- Installation of PenCat
- Standardised coding
- Increased promotion to underscreened patients
- Improved recall and reminder systems
- Improved understanding of what quality improvement is
- Increase access to screening services for women after hours.

Challenges
End of Project Challenges
Practices identified some of the challenges faced:
-

-

-

Time restrictions: Time required for data cleansing and establishing recall lists, initial planning,
discussing change implementation with practice staff and time to document two years’ worth of
breast screening results.
Practitioner issues: Engaging practitioners to follow protocols, having doctors routinely look at
outstanding actions, maintaining motivation and lack of consistent coding for data searching.
Patient issues: Patients being in denial about screening, not knowing whether the patient had made
an appointment with BreastScreen, interactions with female patients with intellectual disabilities,
getting patients to come for appointment, patients unaware of location of breast screening venues
and patient education on new cervical screening program and engagement with some at-risk
populations can be difficult
Systems issues: data extraction difficulties, cervical screening changes, ensuring consistent coding
and pathology provider not sending hard copy CST results to enable accurate practice level recall
systems

Feedback
Practices were asked to provide feedback to NCPHN for the ongoing improvement to the implementation of
future projects.
Here’s what practices said:
-

‘don’t hold sessions (projects) when changes are occurring (CST changes)’
Less emphasis on theoretical aspects of QI need more practical emphasis and time for practices to
share information
Incentive payments to practices
Needs to be small changes on a regular basis, change takes time
This project was very valuable
The collaborative has been a thoroughly worthwhile exercise

Where to from here?
NCPHN will:

-

-

-

Develop a practical resource for general practice summarising the outcomes of the WCSC and the
consumer research.
Share the outcomes of the outcomes of the WCSC and the consumer research to the Local Health
Districts and BreastScreen NSW locally.
Consider the prioritisation of cancer screening education as part of NCPHN’s learning and
development program, including how Health Pathways and webinars can be incorporated into
professional development initiatives for primary health care professionals.
Regularly share and keep up-to-date NCPHN and CINSW cancer screening resources for increased
accessibility and ongoing use by practices on NCPHN’s website and via the fortnightly practitioner
newsletter.
Liaise with Local Health Districts, BreastScreen NSW and other relevant stakeholders regarding the
development of a shared plan for the delivery of targeted, intensive and measurable screening
activities in priority areas/populations and build on strategies of the NSW plan and boosts existing
campaigns/actions.

To support ongoing improvements in cancer screening participation NCPHN will establish a joint prevention
cancer strategy with Aboriginal Medical Services (AMS). This will be supported through a new 2018-2020
CINSW grant and NCPHN funding. Areas for potential joint work include:
-

National Bowel Cancer Screening
Data led improvements to screening (targeted recall/reminder based on practice data)
Utilisation of WCSC consumer research to inform further collaborative actions
Smoking in pregnancy.
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Q1 Workshop Location
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Q2 I understand the purpose of the WCSC?
Answered: 53

Skipped: 0

1. Strongly
disagree

2. Disagree

3. Neutral

4. Agree

5. Strongly
Agree

0%

10%

20%

30%

40%

50%

60%

70%

80%

90% 100%

ANSWER CHOICES

RESPONSES

1. Strongly disagree

5.66%

3

2. Disagree

1.89%

1

3. Neutral

3.77%

2

4. Agree

39.62%

21

5. Strongly Agree

49.06%

26

TOTAL

53

2 / 14

WCSC First Workshop Evaluation (Breast Screening)

Q3 I understand how the WCSC will operate?
Answered: 53
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Q4 I understand the steps my practice could take to improve breast
cancer screening participation amongst our patients?
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Q5 My practice's participation in the WCSC is important?
Answered: 49
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Q6 Two things about the workshop you would keep the same?
Answered: 44

Skipped: 9

#

RESPONSES

DATE

1

Friendly and helpful! Statistical reflection Great info about breast cancer/care - comprehensive

7/5/2017 5:27 PM

2

Taya and Sara's talks were good

7/5/2017 5:24 PM

3

Very interesting and informative speakers

7/5/2017 5:22 PM

4

Variety of speakers Catering

7/5/2017 5:19 PM

5

Radiology presentation Surgery presentation

7/5/2017 5:17 PM

6

Group work Health literacy

7/5/2017 5:16 PM

7

Range of speakers

7/5/2017 5:15 PM

8

Need to concentrate more on generating ideas for change and the MFI process

7/5/2017 5:14 PM

9

Format

7/5/2017 5:12 PM

10

Statistics on screening numbers and cancer detection rates Dr Rob Simon's talk PDSA video

7/5/2017 5:11 PM

11

Shorten the BreastScreen radiology presentation

7/5/2017 5:10 PM

12

High quality speakers, but need to stick to the brief

7/5/2017 5:09 PM

13

Radiology Group work

7/5/2017 5:08 PM

14

Speakers Format

7/5/2017 5:07 PM

15

Availability of breast screening locally Collaborative practices

7/5/2017 5:06 PM

16

Range of speakers and topics (but cut back a bit)

7/5/2017 5:05 PM

17

The presenters The information

7/5/2017 5:03 PM

18

Loved the workbook and resources Good speakers

7/5/2017 5:02 PM

19

The informatino from the presenters was awesome! Plain English, and lots of information

7/5/2017 12:02 PM

20

Group work

7/5/2017 12:00 PM

21

Group activity Different disciplines presenting Information - the handbook Groupd discussions

7/5/2017 11:59 AM

22

Lectures Group thinking/discussion

7/5/2017 11:57 AM

23

Great speakers Program ran well - good group discussions

7/5/2017 11:55 AM

24

Group work/discussions

7/5/2017 11:53 AM

25

The speakers The group work

7/5/2017 11:51 AM

26

Group sessions Expert speakers

7/5/2017 11:50 AM

27

External voices offering feedback on ideas Expert speakers

7/5/2017 11:47 AM

28

The group work The talks from physicians

7/5/2017 11:45 AM

29

Group discussions Amount of speakers - allowed you to keep attention

7/5/2017 11:37 AM

30

Format Interaction

7/5/2017 11:36 AM

31

Specialist input

7/5/2017 11:35 AM

32

Good amount of expert info Right amount of group work

7/5/2017 11:34 AM

33

Good time keeping Good quality and to the point speakers

7/5/2017 11:33 AM

34

Good range of speakers, great venue

7/5/2017 11:32 AM

35

Format Not too large a group

7/5/2017 11:30 AM

36

Educators/Team Small groups

7/5/2017 11:28 AM

37

Easy to follow and understand - Sara was a good presenter

7/5/2017 11:27 AM

38

Small groups Venue

7/5/2017 11:25 AM
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39

The venue and the people running the workshop

7/5/2017 11:23 AM

40

Group discussions Relaxed learning

7/5/2017 11:22 AM

41

Good speaker Good information

7/5/2017 11:21 AM

42

The presenter was excellent

7/5/2017 11:20 AM

43

Sara was excellent, easy to understand and informative

7/5/2017 11:18 AM

44

Small groups really good Education very good

7/5/2017 11:17 AM
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Q7 Two things about the workshop you would change?
Answered: 31

Skipped: 22

#

RESPONSES

DATE

1

Cervical screening - anything new with Pap smear re the new program beginning

7/5/2017 5:27 PM

2

Need to introduce the QUISO's Need for Tony, Nick and Jane's presentations to be shorter
More group engagement

7/5/2017 5:24 PM

3

Quite a full program

7/5/2017 5:22 PM

4

Keep speakers on task

7/5/2017 5:20 PM

5

Use of microphone is a must!

7/5/2017 5:19 PM

6

Less speakers

7/5/2017 5:17 PM

7

Too many speakers - need more time to speak and come up with ideas

7/5/2017 5:16 PM

8

Later for mid-week

7/5/2017 5:15 PM

9

Only one guest speaker Don't need presentation on HealthPathways or Health literacy

7/5/2017 5:14 PM

10

More practical ideas for brainstorming ideas

7/5/2017 5:11 PM

11

Keep speakers to time Hire a smaller room Allow more time for group work

7/5/2017 5:09 PM

12

More time for group work Shorter presentations

7/5/2017 5:08 PM

13

Venue Food

7/5/2017 5:07 PM

14

Day time workshop

7/5/2017 5:06 PM

15

Keeping people to time/start on time

7/5/2017 5:05 PM

16

There was a lot of content and I would have liked to have a longer session (i.e. Saturday) so it
wasn't so rushed).

7/5/2017 5:02 PM

17

Food

7/5/2017 12:00 PM

18

A bit shorter

7/5/2017 11:55 AM

19

Shorter sessions

7/5/2017 11:53 AM

20

Shorter Better food

7/5/2017 11:50 AM

21

Start later and finish earlier Would have made more sense to tell people from same practice to
sit together

7/5/2017 11:49 AM

22

More time to drum up more ideas More local practices contributing

7/5/2017 11:47 AM

23

Could possible be shorter

7/5/2017 11:45 AM

24

Amount of topics covered - would allow you to focus more in-depth on each

7/5/2017 11:37 AM

25

Need more local GPs involved

7/5/2017 11:35 AM

26

Start later

7/5/2017 11:33 AM

27

venue - noise from next door Dessert please

7/5/2017 11:30 AM

28

Interruptions by outsiders whilst in progress

7/5/2017 11:27 AM

29

Pre-workshop literature

7/5/2017 11:25 AM

30

Noise from drinkers and old men disturbing us

7/5/2017 11:22 AM

31

Noisy venue

7/5/2017 11:21 AM
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Q8 How would you rate your satisfaction with the workshop overall?
Answered: 53

Skipped: 0

1. Very poor

2. Poor

3. Fair

4. Good

5. Very Good
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40%
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60%

70%

80%

90% 100%

ANSWER CHOICES

RESPONSES

1. Very poor

3.77%

2

2. Poor

0.00%

0

3. Fair

9.43%

5

4. Good

37.74%

20

5. Very Good

49.06%

26

TOTAL

53
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Q9 How would you rate your satisfaction with the venue?
Answered: 53

Skipped: 0

1. Very poor

2. Poor

3. Fair

4. Good

5. Very Good
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ANSWER CHOICES

RESPONSES

1. Very poor

3.77%

2

2. Poor

1.89%

1

3. Fair

13.21%

7

4. Good

52.83%

28

5. Very Good

28.30%

15

TOTAL

53
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Q10 How would you rate your satisfaction with the catering?
Answered: 52

Skipped: 1

1. Very poor

2. Poor

3. Fair

4. Good

5. Very Good
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2. Poor

3.85%

2

3. Fair

9.62%

5

4. Good

55.77%

29

5. Very Good

26.92%

14

TOTAL

52
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Q11 I would be interested in lunch time webinars?
Answered: 48

Skipped: 5

Yes

No
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ANSWER CHOICES

RESPONSES

Yes

79.17%

38

No

20.83%

10

TOTAL

48
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Q12 I would be interested in the following webinar topics:
Answered: 35

Skipped: 18

HealthPathways

Cultural
competency
Person centred
care

Health literacy

Informed
consent for...
Engaging the
practice team
Data
cleansing/sy...
0%
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40%
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80%

90% 100%

ANSWER CHOICES

RESPONSES

HealthPathways

42.86%

15

Cultural competency

22.86%

8

Person centred care

34.29%

12

Health literacy

45.71%

16

Informed consent for women with low health literacy

40.00%

14

Engaging the practice team

54.29%

19

Data cleansing/system building for recall and reminder systems

54.29%

19

Total Respondents: 35
#

OTHER (PLEASE SPECIFY)

DATE

1

Bad time

7/5/2017 11:52 AM

2

Only if they are recorded to viewing later, I see patients 12.30-1pm

7/5/2017 11:49 AM

3

Lunch time not a great time

7/5/2017 11:34 AM

4

1-1.30 better for me

7/5/2017 11:32 AM
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Q13 I identify as:
Answered: 52

Skipped: 1

A Doctor

AMS/Practice
Nurse

AMS/Practice
Manager or...

AMS/Practice
Admin Staff

NCPHN staff
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ANSWER CHOICES

RESPONSES

A Doctor

34.62%

18

AMS/Practice Nurse

32.69%

17

AMS/Practice Manager or Assistant Manager

11.54%

6

AMS/Practice Admin Staff

9.62%

5

NCPHN staff

11.54%

6

TOTAL

52

#

OTHER (PLEASE SPECIFY)

DATE

1

AMS Quality Improvement Officer

7/5/2017 5:22 PM
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Q1 Workshop Location
Answered: 33

Skipped: 0

South West
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South West Rocks

15.15%

5

Lismore

39.39%

13

Tweed

24.24%

8

Port Macquarie

12.12%

4

Coffs Harbour

9.09%

3

TOTAL

33
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Q2 I identify as:
Answered: 28

Skipped: 5

A Doctor

AMS/Practice
Nurse

AMS/Practice
Manager or...

AMS/Practice
Admin Staff

NCPHN staff

0%
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ANSWER CHOICES

RESPONSES

A Doctor

35.71%

10

AMS/Practice Nurse

28.57%

8

AMS/Practice Manager or Assistant Manager

28.57%

8

AMS/Practice Admin Staff

7.14%

2

NCPHN staff

0.00%

0

TOTAL

28

#

OTHER (PLEASE SPECIFY)

DATE

1

Not identified

7/6/2017 10:35 AM

2

Officer Manager

7/6/2017 10:29 AM
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Q3 Satisfaction with the workshop overall:
Answered: 33

Skipped: 0

1. Very poor

2. Poor

3. Ok

4. Good

5. Very Good

0%

10%

20%

30%

40%

50%

60%

70%

80%

90% 100%
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0

4. Good

42.42%

14

5. Very Good

57.58%

19

TOTAL

33
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Q4 Satisfaction with the presentations:
Answered: 33

Skipped: 0
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5. Very Good
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4. Good
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TOTAL

33
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Q5 Satisfaction with the information supplied:
Answered: 33

Skipped: 0
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5. Very Good
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0

4. Good
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11

5. Very Good
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22

TOTAL

33
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Q6 Satisfaction with the venue:
Answered: 33

Skipped: 0
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5. Very Good
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TOTAL

33
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Q7 Please indicate to what extent the following learning outcomes were
met. As a result of this workshop, participants will be able to:
Answered: 33

Skipped: 0

Discuss
reasons for...

Identify steps
my practice ...

Describe the
priciples,...

Reduce patient
risk by...

0

1

2

3

4

5

NOT
MET

6

7

8

9

PARTIALLY
MET

ENTIRELY
MET

10

TOTAL

WEIGHTED
AVERAGE

Discuss reasons for cervical cancer under-screening and strategies
to address this issues

0.00%
0

12.12%
4

87.88%
29

33

2.88

Identify steps my practice can take to improve cervical cancer
screening rates

0.00%
0

15.15%
5

84.85%
28

33

2.85

Describe the priciples, benefits and application of health literacy
tools

0.00%
0

18.18%
6

81.82%
27

33

2.82

Reduce patient risk by improving data management and using
recall and reminder services

0.00%
0

12.12%
4

87.88%
29

33

2.88
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Q8 Overall how relevant was this workshop you your general practice?
Answered: 33

Skipped: 0
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0.00%

0
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1
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32

TOTAL

33
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Q9 If you felt the learning objectives were not achieved, please indicate
why?
Answered: 0

#

Skipped: 33

RESPONSES

DATE

There are no responses.
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Q10 What changes will you make to your practice as a result of
attending this workshop?
Answered: 28

Skipped: 5

#

RESPONSES

DATE

1

Time for data wokr Educate rest of staff - meeting

7/27/2017 3:21 PM

2

Educate team

7/27/2017 3:20 PM

3

Meeting to dicuss ways to improve outcomes

7/27/2017 3:20 PM

4

SMS reminders, new patient form to include pap smear info, data collection

7/27/2017 3:12 PM

5

Continue going through data

7/27/2017 3:10 PM

6

Data coding

7/27/2017 3:09 PM

7

Flyers - more infor and meeting with K.Otto and GPs

7/27/2017 3:08 PM

8

Appropriate recall Mark women who do not need pap test on medical director

7/20/2017 5:44 PM

9

Pathology dowload changes for pap test screening

7/20/2017 5:43 PM

10

Clean up data, ensure doctors aware of MBS item for under-screened patients

7/20/2017 5:41 PM

11

Ideas to screen the under-screened

7/6/2017 10:43 AM

12

Review documentation/letter in view of improvement

7/6/2017 10:42 AM

13

Patient questionaire Create mammogram recall

7/6/2017 10:39 AM

14

Alloting more time to achieve goals. Instigating a mammogram recall system.

7/6/2017 10:37 AM

15

Alter recall systems re under 25 years olds and papa from next year

7/6/2017 10:36 AM

16

Doctors more aware of couselling needed for particular age groups

7/6/2017 10:35 AM

17

Education now about screening changes for December

7/6/2017 10:34 AM

18

Improve recording and recall in a consistent manner

7/6/2017 10:32 AM

19

Encourage breast/pap screening

7/6/2017 10:31 AM

20

Better reminder systems

7/6/2017 10:29 AM

21

Education Data cleansing Change of nursing approaches better recall systems (SMS)

7/6/2017 10:27 AM

22

Heaps

7/6/2017 10:25 AM

23

Better recall systems

7/6/2017 10:24 AM

24

Improve recall system, education on TV re new cervical screening

7/6/2017 10:23 AM

25

New SMS system for recall.reminders

7/6/2017 10:21 AM

26

Checking data

7/6/2017 10:20 AM

27

As per the three priorities we set

7/6/2017 10:19 AM

28

Follow up on nurse import

7/6/2017 10:18 AM
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Q11 Please state if there are other education topics you would like
NCPHN to host in your region?
Answered: 9

Skipped: 24

#

RESPONSES

DATE

1

Suturing

7/27/2017 3:21 PM

2

Vaccination advice

7/27/2017 3:20 PM

3

Some education sessions for receptionists

7/27/2017 3:09 PM

4

Asthma, allergy

7/20/2017 5:44 PM

5

Data cleaning tips, how to sell QI to GPs

7/20/2017 5:43 PM

6

Triage training for reception staff

7/6/2017 10:42 AM

7

Behavioural/development disorder assessments in general practice

7/6/2017 10:34 AM

8

Prostate cancer

7/6/2017 10:23 AM

9

Mental health

7/6/2017 10:19 AM
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Q12 Summative comments/recommendations for improvement?
Answered: 6

Skipped: 27

#

RESPONSES

DATE

1

Good.

7/27/2017 3:11 PM

2

More clinical

7/20/2017 5:44 PM

3

Excellent research and feedback from this collaborative

7/20/2017 5:43 PM

4

Great workshop, thankyou! :)

7/6/2017 10:29 AM

5

Great venue, food yummy! Learnt a lot

7/6/2017 10:27 AM

6

Roll out of the new HPV screening presented to formally to each of the practices in the region.

7/6/2017 10:17 AM
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Q13 If you would like any further information, please leave your details
and the type of information you would like.
Answered: 8

Skipped: 25

ANSWER CHOICES

RESPONSES

Name

100.00%

8

Phone

50.00%

4

Email

50.00%

4

Information requested

12.50%

1

#

NAME

DATE

1

Deepti Tyagi

7/20/2017 5:44 PM

2

Alison Taylor

7/6/2017 10:43 AM

3

Sonia Perry

7/6/2017 10:42 AM

4

Jodie Sydenham

7/6/2017 10:40 AM

5

Jacinta Spry

7/6/2017 10:34 AM

6

Nandini Subbiah

7/6/2017 10:32 AM

7

Tamika Rhodes

7/6/2017 10:29 AM

8

Luke Hogan

7/6/2017 10:23 AM

#

PHONE

DATE

1

65667522

7/6/2017 10:42 AM

2

65832833

7/6/2017 10:32 AM

3

6621 4366

7/6/2017 10:29 AM

4

0422173022

7/6/2017 10:23 AM

#

EMAIL

DATE

1

trialbaydoc@bigpond.com

7/6/2017 10:43 AM

2

trailbaydoc@bigpond.com

7/6/2017 10:40 AM

3

trhodes@jullums.org.au

7/6/2017 10:29 AM

4

luke@alstonvilleclinic.com.au

7/6/2017 10:23 AM

#

INFORMATION REQUESTED

DATE

1

Any ATSI information

7/6/2017 10:29 AM
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Women’s Cancer Screening Collaborative
3rd Learning Workshop (Health Literacy) Evaluation Results
Summary
Background
The WCSC has been working towards increasing the national screening participation targets for both breast
and cervical cancer:
-

70% of women between 50 - 74 years of age with a recorded result for a mammogram conducted in
the previous 2 years, and
75% of women between 25 - 70 years of age with a recorded result cervical screening test conducted
in the recommended time frame.

The WCSC project adopted a two-pronged approach by:
-

-

Addressing primary care infrastructure and data limitations by supporting pilot practices to use
proven general practice quality improvement processes and tools, such as Plan, Do, Study, Act
cycles, to trial and embed change
Improving access and equity by using NCPHN North Coast Health Literacy Framework and
community mapping processes to assess and address environmental and individual health literacy
barriers to screening involving consumer insight research.

The Consumer Insight Research aimed to explore the personal, social and cultural barriers and enablers for
participating in breast and cervical screening for women in the NSW north coast region. The information
gathered from this research will support WCSC participating agencies to build appropriate, patient centred
women's engagement in screening in the hard to reach populations.
During March and April 2018 practices involved in the WCSC were invited to participate in the WCSC 3rd
learning workshops to:
-

Understand the findings from consumer research on screening participation,
Identify actions to improve patient centered cancer screening services,
Identify actionable health literacy tools to embed at the practice level and
Improve practice data management systems, recall and reminder services

29 primary health care professionals attended the six workshops from Port Macquarie to Kingscliff
representing 14 general practices involved in the Collaborative with 100% of participants stating their
personal learning objectives were met!

Here’s the Stats!
70% of participants considered the workshops were excellent and 30% said they were good.
97% of participants thought the workshops were ‘Entirely Relevant’ to their general practice.
90% of participants fully understood the findings from the consumer research undertaken with underscreened or never-screened women in the Mid and North Coasts of NSW.
93% of participants can now identify actions to improve practice delivery of patient centred cancer
screening services and advice for under-screened or never screened women.
85% of participants feel confident to reduce patient risk by improving data management and utilising recall
and reminders services as an outcome of the workshops.
77% of participants believe their practice will now be able to confidently apply Health Literacy concepts
when communicating with patients, 70% are now confident to describe the principles, benefits and
applications of Health Literacy tools to embed at the practice level with 85% now being able to identify
actions to achieve sustainable improvements to cancer screening in their practice.
Finally, 100% of participants confirmed they will be making changes to their practices as a result of the
workshops in the following ways:
- Increasing awareness of women’s health and educating GPs to incorporate awareness during
appointments
- Increased data cleansing activities
- Increased education- staff/patients etc. (good communication helps the ongoing process)
- More robust recall system, education and resources to patient, Drs and staff
- More patient education and awareness - get all clinicians on the same page, and more meetings
- Continue data management
- Remembering the importance of patient literacy
- New ideas for fun things re women's health i.e. healthy women's check/well women's checks
- Increasing staff motivation
- Concentrating on increased screening advocacy. (I learnt more about organising these things)
- Knowledge of the recommended Hemmingway App- review for BreastScreen resources, spoken
word/multi language resource app
- Holding women’s health forums to satellite towns, villages, communities and cultures
- Increasing coding, data cleaning and promotion of screening!
NCPHN continues to assess and evaluate learnings from the WCSC to establish a strategic direction for
application of the quality improvement and patient engagement approaches piloted during the project to lift
participation in breast, cervical and bowel cancer screening across the NCPHN footprint.
A huge thank you to the WCSC practices and the Practice Support Team for their enthusiasm and ongoing
support in this project.
With thanks,
Meg Baker
Women’s Cancer Screening Collaborative

Appendix C
Women’s Health Conference
‘How We Detect and Manage Cancer’
Summary

Appendix C
December 2017

Women’s Health Conference: ‘How We Detect and Manage Cancer’
Summary
Kingscliff and Port Macquarie 11th November and 18th November 2017
Background
In November 2017 the NCPHN coordinated and delivered, with support from content experts, the Women’s
Health Conference: How we detect and manage cancer’. The conference, held in two locations, made
available up-to-date information and professional development opportunities to all clinicians across the
North Coast on cancer screening and cancer management care.
178 clinicians attended over the two days.
The conference’s learning objectives were:
GP learning outcomes
• Participants can effectively explain the National Cervical Screening Program to patients
• Participants have the skills to counsel women effectively in relation to cervical cancer screening outcomes
and management pathways
• Participants understand local treatment pathways in relation to women’s health, with a focus on new and
best practice treatment options for breast and cervical cancer
• Participants understand how to effectively use HealthPathways to access referral and other relevant
information
• Participants understand the principles of self-care when managing cancer patients
• Participants understand evidence and strategies for improving participation in cancer screening, with a
focus on hard to reach groups

Practice nurse learning outcomes
• Participants can effectively explain the National Cervical Screening Program to patients
• Participants understand the role of nurses in women’s health

• Participants understand the principles of self-care when managing cancer patients
• Participants understand evidence and strategies for improving participation in cancer screening, with a
focus on hard to reach groups

Practice Administrator learning outcomes
• Participants can describe the financial and patient benefits of effective recall and reminder systems
• Participants understand how to manage the cervical cancer screening recall and reminders in practice
software from December 1st
• Participants understand evidence and strategies for improving participation in cancer screening, with a
focus on hard to reach groups
• Group work supports participants to understand the methods and approaches of other practices for the
effective management of cancer screening and women’s health
Here’s what participants said!
NCPHN received overwhelming positive feedback about the conference with the majority of participants
indicating the workshop overall was either ‘excellent’ or ‘good’ with 70per cent of participants saying the
presentations were ‘excellent’.
Learning outcomes
Over 80per cent or participants indicated their learning outcomes were entirely met with around 20per cent
said they were partially met.
90per cent indicated that the event was entirely relevant and 10per cent partially relevant.
Practice level changes
95per cent of attendees indicated that they would make changes to their practice as a result of attending
the event.
Cancer screening participation
89per cent of participants were able to understand primary care strategies for improving participation in
cancer screening
National Cervical Cancer Program
96per cent of participants were now able to understand the rationale for National Cervical Screening
Program changes and effectively explain these to patients
Gynaecological cancer referral pathways
90per cent of participants had an improved understanding of local gynaecological cancer referral pathways
and believed they were up to date with best practice for diagnosis and management of gynaecological
cancers.
Breast cancer referral pathways
84per cent of participants had improved understanding of local breast cancer referral pathways and
believed they were up to date with best practice for diagnosis and management of breast cancer with 75per
cent having increased knowledge of the HealthPathways relating to breast cancer

Health Literacy
100per cent of participants believed they had the skills needed to ensure their patients could act on health
information and could apply health literacy concepts to create more appropriate practice.
Nurse management
94per cent of participants felt they had an improved understanding of nurse management and care of
women with gynaecological and breast cancers and 74per cent believed they were confident in explaining
and supporting patients through cervical cancer screening and assessment processes
Financial and patient outcomes
86per cent of participants believed they had identified a range of approaches for achieving improved
financial and patient outcomes through efficient recall and reminder systems with 68per cent having
identified actions to introduce at their own practice
PENCAT
56per cent of participants now have a better understanding of how PEN software can support monitoring
and reporting of cancer screening rates and women's health
Managing people with cancer
62per cent of participants had an increased awareness of potential stressors when managing people with
cancer and understood strategies for helping to minimise the impact of potential stressors when managing
people with cancer
Engaging hard to reach women
95per cent of participants had an improved understanding of the reasons why certain cohorts of women are
underscreened and 90per cent had an improved understanding of approaches and strategies for engaging
hard to reach women in cancer screening
Future education requests
Finally, participants identified which future education events they would be interested in:

Feedback/comments
-

“I love all courses that you organise and look forward to being able to learn more”

-

“really thankful for opportunity to attend”

-

“great conference and worthwhile day, thank you”

-

“great day, thanks to all the speakers”

-

“Very informative and interesting workshops”

Participant comment’s included:
-

I will be more proactive with patient understanding and recalls

-

I will use better health-literate language towards patients

-

Track Breast Screen compliance more tightly

-

Use teach-back techniques with patient communication

-

Improve cancer screening and break down barriers for hard-to-reach groups of women

-

Implement new cervical screening protocol and inform others of the pathways and change

-

I will be more confident about discussing changes to cervical screening

-

I will be able to use appropriate language and check that I am being understood

-

I will have better understanding of HeathPathways

-

I now understand complexities involved in cancer care

-

We have installed CAT 4 to improve coding, we are using more pamphlets and posters, revised our
recall system: update addresses, get SMS consent, recall overdue women

-

We will provide education sessions for the whole team to engage everyone in assisting increasing
screening rate

-

Cleanse data to learn who is under screened/never screened”

NCPHN continues to compile, assess and evaluate all learnings and event feedback from the WCSC project
to establish strategic direction for application of the quality improvement and patient engagement
approaches piloted during the project to lift participation in breast, cervical and bowel cancer screening
across the NCPHN footprint.
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The researchers wish to sincerely acknowledge and thank the women from the Port Macquarie,
Tweed Heads, Richmond Valley, Coffs Harbour, Woolgoolga, Ulong, Lismore and Casino
communities who participated in the focus group discussions and interviews and shared their
stories about this important and challenging women’s health issue.
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Background

Four out of ten women living in the North Coast region are overdue to be screened for breast
and cervical cancer, or have never screened. Aboriginal women are less likely to screen for
these types of cancers. They are also more likely to die from these cancers than non-Aboriginal
women. Participation of Aboriginal women in Lismore in the BreastScreen program in 20142015 was considerably lower (46%) than total Lismore women’s participation (60%). Women
generally residing in Lismore on the north coast have low cervical screening participation
rates.1, 2
Early detection of cancer is key to survival as it offers women the best chance of effective
treatment. For this reason, regular screening by women in the target age groups for breast and
cervical cancer is vital. However there are cultural, social, level of education, geographical
location, health provider and personal factors that can influence women’s cancer screening
participation rates.3, 4

2.1

Women’s Cancer Screening Collaborative

The Women’s Cancer Screening Collaborative (WCSC) is delivered through the North Coast
Primary Health Network (NCPHN). The WCSC involves 23 local health agencies, located
between Port Macquarie and Tweed Heads, in collaborative efforts over the period September
2016 to June 2018.
The WCSC seeks to increase eligible NSW north coast women’s participation rates in screening
programs for breast cancer and cervical cancer. This will be achieved through the provision of
structured, clinician-led general practice quality improvement and health literacy interventions.

3

Women’s Cancer Screening Collaborative Consumer research

In 2017 the WCSC was awarded funding by the Cancer Institute NSW to support a consumer
research project. The consumer research project was undertaken over the period August 2017
– May 2018. A consultant from Carroll Communications was commissioned to support the
WCSC to implement the research. This support included developing the methodology, research
tools, supporting ethics approval processes, providing fieldworker team training, undertaking
data analysis and synthesis and final reporting. The consultant also undertook two key
informant interviews to supplement the research in one research site.

3.1

Aim of the Women’s Cancer Screening Collaborative Consumer research

The WCSC Consumer Research aims to explore the personal, social and cultural barriers and
enablers for women in the NSW north coast region for participating in breast and cervical
screening. The information gathered from the research will support WCSC participating
agencies build at-risk women's engagement in screening.
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3.2

Research objectives

The research objectives for WCSC consumer research project are:
1.

2.

3.

3.3

To provide a rapid assessment of the barriers and enablers for participation in
cervical and breast screening for eligible women residing in four communities in the
north coast region. They are Port Macquarie, Tweed Heads, Coffs Harbour and
Lismore;
To develop simple, easy to read research summaries that participating services and
BreastScreen can use to build at-risk women’s engagement in breast and cervical
cancer screening programs in these communities; and
To contribute to the development of NCPHN staff and stakeholders capacity to
understand and undertake qualitative health research.

Research target group

WCSC participating health services examined local patient data to identify women they
believed most at risk of under-screening in their practice. The at-risk groups prioritised by
practices were then confirmed during a series of workshops conducted by the WCSC in July
2017.
Four research site locations for the WCSC consumer research project were identified together
with the following site-specific target groups:
1. Port Macquarie site:
(1) Women of eligible screening age for breast and cervical screening programs;
2. Coffs Harbour site:
(1) Women of eligible screening age for breast and cervical screening programs
residing in the Ulong community.
(2) Women of Indian heritage and of eligible screening age for breast and cervical
screening programs.
3. Tweed Heads site:
(1) Women with a disability and of eligible screening age for breast and cervical
screening programs.
4. Lismore site:
(1) Women who identify as being Aboriginal and of eligible screening age for breast
and cervical screening programs.

3.4

Research approach

The WCSC Consumer Research adopted a participatory approach using a rapid assessment
research (RAR) methodology. RAR is evidence-based intensive, team-based qualitative
research involving a cyclical process of data collection, review and analysis to quickly gather
insights of a situation from the ‘insiders’ perspective5. Information about internal and external
factors influencing women’s participation in breast and cervical screening gathered from
previous research studies, was also used to support the data analysis stages and interpretations.
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3.5

Research methodology

The research methodology included a mix of focus group discussions and semi-structured
interviews. The research generally included women in the following age segments within the
age range of 30-69 years:






Women 30-39 years;
Women 40-49 years
Women 50-59 years;
Women 60-69 years; and
Women 55-65 years.

The research methodology included further segmentation by breast and cervical screening
behaviour (never/underscreened and regular screeners). The ‘regular screeners’ groups were
included in order to explore facilitators (personal, practitioner and service) for their screening
behaviour.
The research methodology and implementation also involved the following:


















Where possible, women who had had a hysterectomy were excluded from groups that
focussed on participation in cervical screening;
Where it was not possible to recruit for the same screening behaviour for both
BreastScreen and cervical screening programs, the default inclusion/exclusion criteria
used was screening behaviour for BreastScreen;
A screening instrument was used for selecting participants for group discussions to
ensure potential participants meet the specification set for each group and were
confident to participate in discussing issues in a group;
Other research tools included discussion guides (varied according to screening
behaviour group and the nature of group participants), note-taker forms, research
information sheet, consent forms, check lists, reflection sheets and participant and
stakeholder questionnaires;
Groups were recorded for the purpose of verification of information, to assist with
reporting and to capture valuable quotes;
Stimulus materials such as posters/pamphlets was included to facilitate discussions;
At the conclusion of the group discussions and interviews, the participants were
provided with a promotional sample bag containing information about cervical and
breast screening and local services and support;
A 15-minute Q&A session was also provided at the end of each focus group. This
provided information about issues and queries about screening and other relevant health
issues that were raised by group participants. This session was facilitated by members
of the fieldworker team;
Fieldworker teams for each site comprised a team leader and 1-2 facilitators and 1-2
note-takers;
A program of semi-structured interviews was designed to reach women with a
disability. Interviews were also conducted with key informants within the disability
sector; and
Focus groups involving women of Indian heritage were supported by a translator.
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4

Research fieldworker team

Local personnel of the North Coast Primary Health Network and WCSC partners formed the
research fieldworker team. They undertook the implementation of the research including
participant recruitment, facilitation of focus group discussions and interviews, note-taking and
data analysis.

4.1

Fieldworker team training

A half-day fieldworker team training workshop was conducted at the commencement of the
research in each of the four sites. The training session was designed to support each fieldwork
team to implement the research at their site. Each workshop was tailored to the specific research
focus and methodology for each site (focus group discussion or semi structured interviews).
Each workshop was facilitated either by the consultant (Tweed Heads and Lismore sites) or the
senior project leader of the WCSC (Port Macquarie and Coffs Harbour sites) with a training
power point and notes provided. Workshop participants were the local personnel forming the
research site fieldwork team. Workshops were practical in design providing participants with a
briefing on the research and an overview of the use of qualitative methodologies and practical
sessions for using the research tools, applying basic techniques in interviewing/group
facilitation and undertaking thematic analyses.

5

Ethics approval

The Human Research Ethics Committee at Southern Cross University and the Ethics
Committee of the Aboriginal Health and Medical Research Council granted ethical approval
for the research project.

6

Implementation of the research

The breakdown of research groups and interviews implemented in each site is presented in
Table 1.
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Table 1: Focus groups and interviews
Site 1: Port Macquarie (September 2017)
Group
number

Age segment

1

Women

Screening behaviour
Regular screeners A
(Breast screening & Cervical screening)

50-59 years

Number of
participants
6

A

Never/under screeners were the primary target for the
research with this age segment, however recruitment
was only able to enlist regular screeners in the focus
group discussions.

2

Lapsed screeners B
(Cervical screening)

Women 30-40
years

3

B

Never/under cervical screeners were the primary
target for the research with this age segment, however
recruitment was only able to enlist lapsed screening
women to the focus group discussions.

Site 2: Coffs Harbour (October 2017)
Group
Number

Age
segment

3
(Woolgoolga
community)

Women of
Indian
heritage
50-59 years

Regular screeners
(Breast screening & Cervical screening)

5

4
(Woolgoolga
community)

Women of
Indian
heritage

Never/ under screeners C
(Breast screening & Cervical screening)

6

40-60 years

5
(Ulong
community)

Screening behaviour

Number of
participants

C

Some participants were outside the eligible age for
participation in the BreastScreen program.

Regular screeners D
(Breast screening &
Cervical screening)

Women
50-59 years

5

D

Never/under screeners were the primary target for the
research in Ulong with this age segment, however
recruitment was only able to enlist regular screeners in
the focus group discussions.
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Site 3: Lismore / Casino (May 2018)
Group
number

Age
segment

6

Women
who
identify as
Aboriginal

30-60 years

7

Screening behaviour
Regular screeners

Number of
participants
E

8

(Breast screening &
Cervical screening)

E

Never/under screeners were the primary target for the
research in Lismore/Casino with this age segment,
however recruitment was only able to enlist regular
screeners in the focus group discussions.

Women
who
identify as
Aboriginal

Regular screeners F

5

(Cervical screening)

F

30-40 years

Never/under screeners were the primary target for the
research in Lismore/Casino with this age segment,
however recruitment was only able to enlist regular
screeners in the focus group discussions.

Site 4: Tweed Heads research site including Richmond Valley (February 2018)
Age
segment

Interviews

Screening behaviour

Women

Never/under/lapsed screeners

50-59 years

(Breast screening &

Number of
interviews
5

Cervical screening E)
E

Two participants had had a hysterectomy and were
not participating in cervical screening.

Women 3040 years

Never/under/lapsed screeners (Cervical
screening)

Representatives of disability and mental health services

1
2

10

7

Analysis

The research team undertook an analysis of the data collected from the focus group discussions
to systematically categorise pieces of content within the data set (field notes and group
recordings) into themes. This first analysis stage involved a preliminary examination of their
field notes and the development of theme names. Brief descriptions were then allocated to each
theme name. Templates were developed to assist the fieldworker teams with this analysis. Data
was then analysed further using the templates to clarify theme similarities and to refine the
themes. The consultant then undertook the final analysis and synthesis processes to develop a
set of key ‘barriers’ and ‘enablers’ themes and suggestions for local services.
Additional literature was used to support the data analyses and interpretations for two of the
research:
1. Barriers and enablers for women with a disability (Tweed Heads)i; and
2. Barriers and enablers for women who identify as Aboriginal (Lismore/Casino)ii.
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Findings

The research found a range of barriers and enablers for women’s participation in breast and
cervical screening programs. A number of themes were found to be common across all research
sites. These included the following:
1. Common barrier themes:












Low personal priority of screening for breast and/or cervical cancer;
Being time poor;
Access to local services including transport, cost, a gender-preferred practitioner and
service opening hours;
Male GP/health practitioner;
Lack of GP reminder;
Negative past experiences of screening;
Negative contact experiences with health practitioners or health services;
Lack of trust in health practitioner;
Low knowledge, awareness or understanding of screening, its purpose and procedures;
Scepticism with efficacy of screening; and
Failure to update contact details for postal reminders.

2.






Common enabler themes
Screening for early detection of disease;
Reminders and prompts from GP;
Having a female GP;
Access to a women’s health centre;
Assistance with transport to services; and

i

Johnson K, Strong R, Hillier L, Pitts M. Screened Out: Women with Disabilities and Preventive Health.
Scandinavian Journal of Disability Research. 2006;8(2-3):150-60
ii
Pilkington et al. (2017) Perspectives of Aboriginal women on participation in mammographic screening: a step
towards improving services. BMC Public Health;17:697
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Community-based promotions, local campaign efforts and settings-based education
programs to improve knowledge.

Attachments 1-4 provide short research summary reports for each research site.
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Lessons learnt

Discussions with and feedback from the fieldworker teams identified a number of research
challenges. These were mainly concerned with difficulties with the recruitment processes
resulting in a lesser number of focus groups than originally outlined in the research
methodology. It is recommended that future similar research projects ensure adequate time is
allocated to brief key local services and groups in the community about the research, its purpose
and importance in order to generate their support with recruitment efforts.
As well, whilst a training session was provided to each fieldworker team prior to the
implementation of the research in each site, it is recommended that where possible additional
time is allowed for fieldworker team members to practice group facilitation using the discussion
guide/s. This will assist team members to become familiar and comfortable with these types of
research tools and thereby support the creation of a relaxed group session and group discussion.
Conducting a number of practice sessions is also valuable when a group discussion guide is
comprehensive and covering a range of issues, and where the use of prompting techniques is
required.
Some specific challenges encountered by the research with special population groups were:
1. Women of Indian heritage
Challenges
 Difficulty with recruitment of women of Indian heritage owing to long working hours
and home duties; and
 Language and communication with women in the groups.




Adjustments/solutions
Targeting of religious days/events to engage with women in focus group sessions; and
Use of a translator to support the group facilitation and validation of fieldworker notes
from the group discussions.

2. Women with a disability
Challenges
 Lack of capacity within services to assist recruitment processes;
 Potential participants were not favourable to participating in groups;
 Saturation of information from the NDIS at the same time and its impact of services to
read the research information;
 Last minute cancellations;
 Research topic regarded as too personal or beyond the scope some services; and
 Email considered an ineffective method for seeking service support with recruitment.



Adjustments/solutions
Seek assistance beyond disability services such as through community-based support
groups, alliances and key individuals;
12






Change research methodology from group discussions to personal interviews;
Face-to-face and phone contact rather than email;
Visits to explain about the WCSC, the research to support recruitment where time
permitted; and
Use of key informants in interview program to supplement research.

3. Women who identify as Aboriginal
Challenges
 Venue being noisy;
 Broad age range of participants recruited resulted in younger age women participating
in discussions with older aged women. This may have hindered younger women’s
responses in the discussion groups;
 This also meant that younger women (outside the screening age for breast screening)
were in the discussions around breast cancer and screening issues; and
 Small numbers of women over 50 years recruited to the research.




Adjustments/solutions
The women accepted the noisy environment.
Future research should explore alternate methodologies such as ‘yarning circles’
conducted in communities and involving women of similar age. This methodology may
also be more successful in reaching women who are less likely to participate in these
screening programs due to their living circumstances (living in rural locations or on the
missions).
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challenging women’s health issue.
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Aim of the Women’s Cancer Screening Collaborative Consumer
research

The Women’s Cancer Screening Collaborative (WCSC) Consumer Research aims to explore
personal, social and cultural barriers and enablers for women in the NSW north coast region
for participating in breast and cervical screening. The information gathered from this research
will support WCSC participating agencies to build at-risk women's engagement in screening.
The focus of the research in Port Macquarie was women of eligible screening age for breast
and cervical screening programs.

3

Research approach for the Port Macquarie site

The WCSC Consumer Research adopted a participatory approach. Local personnel of the
North Coast Primary Health Network and WCSC partners formed the research fieldworker
team and undertook focus group implementation, participant recruitment, facilitation of group
discussions, note-taking and data analysis.
A content analysis of the data collected from the focus group discussions was undertaken to
identify themes and their descriptors. Information from other Australian research studies
about women’s participation in breast and cervical screening was used to support data
analyses and interpretations.

4

Focus groups

Two focus groups were conducted with women in Port Macquarie in September 2017 (see
Table 1).
Table 1: Focus groups in Port Macquarie
Age segment
Screening behaviour
Women
50-59 years

Regular screeners*
(Breast screening &
Cervical screening)

Number of FGD
Participants
6

*Whilst never/under screeners were the target
for the research, recruitment was only able to
enlist regular screeners in the focus group
discussions.

Women 30-40 years

Lapsed screeners**
(Cervical screening)

3

** While never/under cervical screeners were
the target for the research, recruitment was
only able to enlist lapsed screening women to
the focus group discussions.
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5

Key findings – Women residing in Port Macquarie

Barriers and enablers for women residing in Port Macquarie for participating in local breast
and cervical screening are presented in Appendix 2 and Appendix 3.
It should be noted that:


Themes for breast and cervical screening were identified from the discussions with
regular breast and cervical screening women and lapsed cervical screeners; and
 Barriers were focussed on issues that may or have delayed regular screening.
Key findings are:


Avoiding cancer (early detection) and particularly secondary cancers was a key
motivating factor for the women.
“…do it for peace of mind”



The prospect of cancer spreading to other parts of the body (due to not detecting it in
the breast or cervix early) was highly concerning for these women.
“You just have to do it....give yourself every chance”



Older-aged women believed that getting cancer would place a considerable burden on
their lives and their families. This included economically, because of the perceived
high cost associated with cancer treatments.
Avoiding getting cancer through regular breast and cervical screening was considered
their responsibility as a woman (to self), a mother (to family) and a partner
(relationship).
Reminders and invitation letters from government screening programs were highly
regarded and important facilitators for prompting screening.
Younger women expressed less urgency in maintaining regular cervical screening and
cervical screening was not a high priority for them.
For some young women, it was felt that this was due to little awareness or discussion
about cervical cancer amongst their friends, peers and within the community
generally.
These women felt that compared to breast cancer, very few people talk about cervical
cancer, it was less ‘visible’ in terms of community promotions, media coverage and
special health or charity event days.
Other younger-aged women reported having a GP whom they could trust, was
paramount to their decision to have a Pap smear test.
Not having a regular GP or no GP at all impacted on young women’s cervical
screening behaviour due to their reliance on a GP to remind about screening.
A number of themes were common for both the breast and cervical screening
programs.
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6

Suggested actions for improving women’s participation in breast and
cervical screening in Port Macquarie

A list of suggested actions for addressing some of the issues identified by the research has
been prepared. It should be noted that these suggestions are broad. The final design,
development, implementation and evaluation of future strategies should involve local service
staff, health practitioners, key community influencers and local women.
(1) Support statewide campaigns promoting screening and early detection through local
initiatives.








Conduct a small-scale research project to identify relevant community and social
settings, outlets and events that have potential to reach and engage women in Port
Macquarie in breast and cervical screening education activities.
It is suggested that these efforts prioritise settings for increasing exposure of statewide
cervical screening campaign messages, local information and for generating
community discussion about cervical cancer and cervical screening among young
women.
Inform local health workers and other relevant individuals in the community about
statewide breast and cervical screening campaigns, messages and resources.
Support local health workers and other relevant individuals in the community to
extend the promotion of these campaigns through locally targeted activities.
Support local initiatives that are designed to reach eligible women and inform about
the Renewal.

(2) Produce a ‘local health services guide for women’ in Port Macquarie.








The guide should include information about local women’s health services,
BreastScreen and Pap test providers, services personnel and health providers
available, contact details and access information (opening hours, group bookings,
parking and transport).
Dissemination strategies should include health care settings such as health clinics,
medical practices, community health services, health food stores, wellness centres and
pharmacy outlets.
Other relevant social and community settings should also be targeted including
relevant settings identified through the abovementioned research (see 1. above).
The guide could also be disseminated and promoted during health awareness
weeks/months for breast and cervical cancer.
The guide should be designed to enable regular updating.

(3) Promote processes for updating BreastScreen and NSW Pap Register contact details.


Develop and disseminate information to local women that promotes the importance of
updating personal contact details held by the BreastScreen program and the NSW Pap
Test Register.
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Dissemination strategies include a range of outlets including GP practices and health
clinics as well as other suitable social and cultural networks and services (see 1.
above).

(4) Conduct regular visits to General Practice clinics and medical centres.


7

Regularly visit GP clinics and other medical centres to:
o Assess reminder systems for breast and cervical screening;
o Facilitate the dissemination of breast and cervical screening promotional
materials and handouts;
o Encourage the display of posters and information sheets in waiting rooms and
clinics; and
o Provide information to practice staff and GPs about the importance of
updating contact details with BreastScreen and the NSW Pap Test Register.
This includes providing information about how to change contact details, the
upcoming changes to National Cervical Screening Program under the Renewal
and prompting clients to talk about screening with their GP.
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Appendix 1: Barriers and enablers for women for participating in breast screening in Port Macquarie
i.

Barriers for Port Macquarie women for participating in breast screening

Theme

Descriptors

Client-based
Not top of mind
Limited knowledge
Not updating contact details
No GP
Painful procedure
Scepticism about efficacy
of screening



Having to think about screening and making an appointment were common reasons for putting off or
delaying breast screening.




Women exhibited limited knowledge about breast cancer, its causes and screening for the disease.
Lack of knowledge also included how to do self-checks and what a lump might feel like.



Some women reported moving house and not receiving reminders and invitations from BreastScreen.



Some women, who had recently moved to Port Macquarie, reported not having a GP.



Some women found the screening test painful due to breast size.



Some women questioned the reliability of the screening test particularly for women with dense breast
tissue.

Access
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Parking



Some women reported parking at the fixed BreastScreen site (at the hospital) was difficult and
limited.

General Practitioner/healthcare provider
Lack of information
No systematic reminder
Gender

Short appointment time



Most women reported that their GP did not talk about breast cancer or about screening.



Women reported that their GP did not remind them when their breast screening was due.



Some women mentioned a preference for a female GP in terms of talking about breast cancer and
screening issues.



Women stated that their time with the GP was limited and insufficient time was available to them to
talk about breast screening.



Women reported low awareness of breast screening campaign messages in the community.

Community
Limited campaign exposure
ii.

Enablers for Port Macquarie women for participating in breast screening

Theme

Descriptor

Client-based
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Taking ‘preventative’
action






Confidence in self-checks

Family / friend with breast
cancer

Women’s beliefs about the seriousness of getting cancer, its impact on women’s lives and their
family and the perceived high prevalence of the disease, reinforced the notion of screening for
‘peace of mind’.
Women strongly believed that, if detected early, breast cancer can be successfully treated and
other cancers may be prevented.
Taking action and attending BreastScreen to prevent getting breast cancer was a key trigger for
most women for rescreening.
Regular breast screening was important for women who rarely doing breast self-checks.



Education about (1) how to do breast self-checks correctly; and (2) what a lump would feel like,
was considered important for prompting women to do self-checks.



Women who reported they had a family member or knew someone who had breast cancer were
motivated to participate in regular screening.



GP-prompted reminders including asking eligible women clients about the BreastScreen
invitation letter, reinforced the importance of screening and prompting rescreening.



Receiving the letters and invitations from BreastScreen was very important for these women for
reminding to screen and for prompting action (making an appointment).



Dissemination of information about how to update contact and address details held by
BreastScreen to facilitate the reminder and invitation systems, would be useful for those women
who change address often or are new to Port Macquarie.

GP/primary care provider
Reminders

Service/systems - based
Reminders/invitation letters
Change of address/contact
details information
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Service staff/efficient
appointments

Text messaging
Stickers/calendar reminders




Some women preferred service staff to be female owing to the nature of the screening procedure,
having to undress and expose their breasts.
Friendly, welcoming staff, efficient appointment times and easy booking systems were highly
regarded.



Text messaging as a reminder system was considered a useful addition to the mail-out reminder
system to prompt booking an appointment.



Resources such as stickers or other appropriate calendar reminders were suggested as useful
prompts for making an appointment.



Localising mass media campaigns that inform about breast cancer and encourage and promote
breast screening could positively influence local women’s participation.
Using social media could broaden the reach of campaigns and promote local breast cancer and
breast screening information.
Potential appealing and motivating images and messages were:
o ‘screening is free’, ‘peace of mind’; and
o Using images that portray groups of women of different ages and culture within the target
age group.

Education
Campaigns/media coverage




Community-based
education




Enlisting the support of local celebrities, appealing and high profile individuals and breast
cancer champions in local promotions can provide the local community with valuable role
models.
This can also legitimise the delivery of health information and support statewide campaign
efforts.
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Settings-based
promotions/displays



Displaying posters and providing information about breast cancer and breast screening in a range
of social, cultural and workplace settings would increase awareness and remind women to
screen.

24
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Appendix 2: Barriers and enablers for Port Macquarie women for participating in cervical screening.
i.

Barriers for Port Macquarie women for participating in cervical screening

Theme

Descriptor

Client-based
Out of date contact details
Not proactive - self



Women who often changed address, reported not receiving reminders and invitations from the NSW
Pap Register.



Women relied on their GP to remind them, rather than themselves.
“…if he doesn’t [remind me] I don’t think about it.”

Not proactive – no GP



Delaying or forgetting to book an appointment was particularly the case for those women who
currently do not have a regular GP or hadn’t found a GP they would trust to perform the test.
“….proactive now myself [because I don’t have a GP]….and I hate to say that I don’t [screen]”

Low priority - not
important to me



Having a Pap test was not a high priority for some women.
“Life [gets in the way] – don’t think about it, not on my radar”
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Low priority - no cues to
screen



Women reported there was a lack of cues for screening. These included hearing about cervical cancer,
other women getting cervical cancer and exposure to cervical screening messages.
“I know it’s important, but I don’t think about it….not prominent in my thoughts, I don’t know why –
whether it is because of my age [early 30’s]…..”
“I don’t know many incidences of it around me….touch wood – not really something I’ve got much
exposure to so I’m not ... It’s not at the forefront of my mind…”

Limited knowledge

Not personally relevant

No ‘trusted’ GP



Women generally had limited knowledge of cervical cancer, HPV, its causes, at-risk groups and
screening for the disease.



The women expressed a belief that cervical cancer was not particularly relevant to them. This related
to their understanding that it was a sexually transmitted disease or they were too young to get the
disease.



“don’t connect with HPV, STDs….that’s not me”
Not having a GP (due to being new to community) or not finding a doctor they trusted to conduct
their Pap smear test, impacted on some women’s opportunity to have their scheduled Pap test.
“I need to find a GP I trust… then I’ll do it.”
“I don’t have a GP…difficult to go to someone I don’t know. I need to feel comfortable, trust them.”

Not prepared




Women offered a Pap test spontaneously during an appointment (unplanned) was not viewed
positively.
Being unprepared for a Pap test related to personal hygiene preparations (waxing, washing, clean
underwear, menstruation) and being prepared mentally.
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Fear




Fear and dislike of the Pap test was expressed by some women.
Fear was strongly associated with being diagnosed with cancer of the cervix.
“…if you don’t know, it doesn’t bother you!”

Threat to
confidentiality/being judged
Negative attitudes



Some women felt that younger women may avoid talking to their GP about having a Pap smear for
fear of disclosure of information about their sexual activity and for being judged.




Negative attitudes to having a Pap smear test and the associated internal examination were expressed.
Women used the following descriptive terms for the procedure:



It’s …‘invasive’, ‘degrading’, ‘unpleasant’, ‘gross’ and ‘discomfort’.
Some women described it as ‘too long’ and ‘very medical’.

Access
Hours of operation



Some women reported that women’s health centres had limited hours of operation which hindered
access to screening services after work.

General Practitioner/health provider
Gender

No available GP/GP
booked up




Some women preferred a female GP for women’s health and screening procedures such as the Pap
test.
Some women felt that this was an important issue for young women who were new to screening.




Some women reported that GPs in the community were not taking new clients.
Other women reported difficulties and delays in obtaining an appointment with their GP.
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No systematic reminder



Women reported that their GP did not remind them when their Pap smear test was due.
“Our vet is better [at reminding] than the GP!”

Service/system - based
No reminder

Cost




Women reported that not receiving reminders from the Pap Register.
This was mainly related to change of contact details/moved house.



Some women mentioned the costs related to having the Pap smear test if their practice did not bulk
bill.



Women felt that there was little in the community that prompted them to think about cervical
screening.
Younger-aged women in particular felt that there was little or no discussion about cervical cancer
amongst their friends, peers and in the community.

Community
Low awareness/discussion
in community



“People don’t say as much as they do about breast cancer…hear about it [breast cancer] more than
cervical cancer – not as big a killer.”
“Read somewhere it kills many women…that’s news to me!”
ii.

Enablers for Port Macquarie women for participating in cervical screening

Theme

Descriptor
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Client -based
Early detection - peace of
mind






Being informed




Women felt that cervical cancer was very serious and would be very impactful on their lives.
Early detection was considered highly important for treating the disease successfully and for
stopping it spreading to other sites where successful treatments may not be possible.
Women felt the Pap test was a necessary test that had to be done regardless of how you felt
about it.
Women commonly referred to screening for ‘peace of mind’.
Being informed about cervical cancer, its prevalence in the community and the Pap test was
important for women.
Information about changes to the Pap test (The Renewal) was important.

GP/Health provider
Confidence/trust





Reminders

Gender of GP

Having confidence in a GP to perform the Pap smear test procedure correctly so the disease
would be detected early.
This was very important in relation to women’s choice of GP and particularly those new to Port
Macquarie.
Women referred to the provider’s technique and the importance of having the procedure
explained to them, being encouraged to relax and having their privacy respected.



Some women felt the GP reminding them (repeatedly) when their Pap test is due, facilitated
booking an appointment to have the test.



For some women, having a female GP was considered an important enabler for having a Pap test
especially for younger women.
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Change of contact/address
details
Access
Sharing medical
information



Awareness of the procedures for updating contacting details on the NSW Pap Register would be
beneficial for women who move frequently or were new to the Port Macquarie community.



Women felt that increasing opening hours for appointments with GPs or other women’s health
providers would be helpful for busy working women.



Transferring client medical information between GPs was deemed useful for women who move
frequently or were new to Port Macquarie



Women considered the reminder letters were important for prompting them to have a Pap test.



Awareness of the procedures for updating contacting details on the NSW Pap Register would be
beneficial for women who move frequently or were new to Port Macquarie.



Some women considered women’s health clinics that provide Pap smear test services would be a
valuable alternative service to seeing a GP.
The women felt that practitioners at a women’s clinic would be better skilled and experienced in
the procedure (because it was their core business).
Information about options for women for having Pap tests in the community or nearby was
important. This included information about available providers and women’s health services,
provider- gender information, availability and booking and billing processes.

Service/system
Reminder letters
Change of contact/address
details
Women’s health clinic




One-stop shop

Centralised medical records
system



Some women were interested in attending a well women’s health clinic where all women’s
health checks including Pap tests could be performed.



Some women were supportive of medical systems that enable centralised medical records to
facilitate the exchange of client health and medical information between medical services and
women’s clinics.
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Stickers/calendar/SMS
reminders



Resources such as stickers or other appropriate calendar reminders and SMS text messages were
suggested as useful prompts for making a screening appointment.



Hearing about the prevalence of cervical cancer in the community was considered important by
some women.
Conducting mass media campaigns that encourage and promote cervical screening can positively
influence participation.
Messages and images that promote ‘peace of mind’ and diversity of age and culture were
considered important by the women.

Education
Campaigns




Community
Community-based
education

Media coverage





Strategies that use local celebrities, appealing and high profile individuals and cervical cancer
champions in local promotions were mentioned by women.
These individuals could act as role models, support the delivery of relevant health information
and supplement statewide campaign efforts with activities in the local community.
Increasing local media coverage and discussion about cervical cancer and cervical screening
could assist to normalise cervical screening.
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Aim of the Women’s Cancer Screening Collaborative Consumer
research

The Women’s Cancer Screening Collaborative (WCSC) Consumer Research aims to explore
personal, social and cultural barriers and enablers for women in the NSW north coast region
for participating in breast and cervical screening. The information gathered from this research
will support WCSC participating agencies to build at-risk women's engagement in screening.
The focus of the research in the Coffs Harbour site was women of Indian heritage and women
residing in the small community of Ulong, who were within the eligible screening age for
breast and cervical screening programs.

3

Research approach

The WCSC Consumer Research adopted a participatory approach. Local personnel of the
North Coast Primary Health Network and WCSC partners formed the research fieldworker
team and undertook focus group implementation, participant recruitment, facilitation of group
discussions, note-taking and data analysis.
A content analysis of the data collected from the focus group discussions was undertaken to
identify themes and their descriptors. Information from other Australian research studies
about women’s participation in breast and cervical screening was used to support data
analyses and interpretations.

4

Focus groups

Three focus groups were conducted with women in Coffs Harbour in October 2017 (see
Table 1).
Table 1: Focus groups in Coffs Harbour (Woolgoolga and Ulong communities)
Age segment
Screening behaviour
Number of FGD
Participants
Women of Indian heritage
50-59 years
Women of Indian heritage
40-60 years

Regular screeners
(Breast screening &
Cervical screening)

5

Never/ under screeners A
(Breast screening &
Cervical screening)

6
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Table 1: Focus groups in Coffs Harbour (Woolgoolga and Ulong communities)
Age segment
Screening behaviour
Number of FGD
Participants
Some participants were outside the eligible
age for participation in the BreastScreen
program.
A

Regular screeners B
(Breast screening &
Cervical screening)

Women (Ulong)
50-59 years

5

5

Whilst never/under screeners were the target
for the research in Ulong, recruitment was
only able to enlist regular screeners in the
focus group discussions.
B

Key findings – Women of Indian heritage

Barriers and enablers for participating in breast and cervical screening for women of Indian
heritage are presented in Appendix 1 and Appendix 2.
It should be noted that:


The focus group discussions involved only women from the Sikh community in
Woolgoolga
 The ‘barrier’ themes were mainly identified from the discussions with never or under
screening women who were on 457 visas;
 The discussions with regular screening women provided some insights regarding
women in their community who were not regularly screening;
 The ‘enabler’ themes were mainly identified from the discussions with regular
screening women; and
 Some limited information regarding ‘enablers’ for screening was also identified from
the discussions with never/under screening women.
Key findings are:









The concept of ‘good health’ was considered an individual‘s responsibility. Diet,
exercise and having a stress free lifestyle were key contributing factors for a healthy
(happy) life.
There were strong negative emotions expressed at the prospect of getting breast and
cervical cancers. However, the women were optimistic that if caught early, both types
of cancers could be successfully treated.
Poor knowledge and awareness of cervical and breast cancer and screening for these
cancers, were primary reasons for women not participating in screening programs.
Poor knowledge was found regarding:
o The causes of cervical and breast cancers;
o Screening procedures; and
o Local services available for screening.
The early detection of breast cancer and cervical cancer was the primary motivation
for women’s regular participation in the breast and cervical screening programs.
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6

The high regard the women held for: (1) the Australian Government (for participation
in the BreastScreen program) and (2) GPs (for participation in cervical screening)
were other notable enablers for their screening participation.
Some barriers and enablers were common for both breast and cervical screening
programs.

Suggested actions for improving participation in breast and cervical
screening by women of Indian heritage

A list of suggested actions for addressing some of the issues identified by the research has
been prepared. It should be noted that these suggestions are broad. The final design,
development, implementation and evaluation of future strategies should involve local service
staff, health practitioners, community leaders and local women of Indian heritage.
(1) Instigate a local cancer screening marketing and recruitment project for women of Indian
heritage.








Establish a local community-based project that aims to:
o Improve local women’s knowledge about breast and cervical cancer and
screening for these diseases; and
o Raise awareness of breast and cervical screening services available in the
local community.
Suggested activities include community-based education and communication
strategies and the development and dissemination of materials and resources that
are tailored to appeal to women of Indian heritage within the screening target
ages.
The Pink Sari Project (supported by the Cancer Institute NSW to improve
participation rates of Indian and Sri Lankan women in breast screening) provides a
valuable case study example.
The Pink Sari Project could usefully guide the design of a similar locally-branded
screening program (incorporating both breast and cervical screening).

(2) Establish a community partnership.




Form a community partnership to support the abovementioned local communitybased project.
The formation of partnerships within local communities can take time to develop
and maintain, but can build valuable sustainability for activities.
Some suggestions for membership of the community partnership include:
o Local community champions such as doctors, community and religious leaders
of Indian heritage;
o Local women who have survived breast cancer and other volunteer women
(e.g. women of Indian heritage who regularly screen); and
o Representatives of women’s health services and the local BreastScreen
service.
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(3) Make resources for women of Indian heritage available.


Produce and disseminate resources in Hindi and Punjabi language that inform
about breast and cervical screening services in the community.
These resources should include information about the availability of female nurse
practitioners to conduct Pap tests.
Resources could be disseminated and promoted during health awareness
weeks/months for breast and cervical cancer.
They could also support special local projects instigated during these health events
that target women of Indian heritage residing in Coffs Harbour.





(4) Offer a community transport service for cancer screening.


Investigate options for a community transport support service for cancer
screening.
This service could support local women of Indian heritage to attend group
appointments at the fixed BreastScreen site and medical appointments for a Pap
test on set days.
Aligning the service to special group booking days, would enable local women of
Indian heritage to attend BreastScreen and women’s health clinics together.
This service could be offered annually such as during down-times in farm work.






(5) Conduct cultural competency assessments of local primary health care services.



7

Undertake an assessment of local screening services such as BreastScreen and
medical practices and women’s health clinics for cultural competency.
This assessment should include factors such as the level of cultural
understanding, knowledge and skills among staff and the availability of
translators to meet the needs of local women of Indian heritage.

Key findings – Women residing in Ulong

Barriers and enablers for women residing in Ulong for participating in local breast and
cervical screening are presented in Appendix 3 and Appendix 4.
It should be noted that:


Themes for breast and cervical screening were identified from the discussions with
regular breast and cervical screening women; and
 Barriers were focussed on issues that may or have delayed regular screening.
Key findings are:


There were strong negative emotions expressed at the prospect of getting breast or
cervical cancers. However, the women were optimistic that if caught early, both types
of cancers could be successfully treated (though they were less optimistic about
survival from cervical cancer).
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8

Most women reported delaying screening due to having negative attitudes towards
screening. These attitudes related to:
o Screening considered an ‘inconvenience’ or a disruption to their daily life,
requiring considerable planning and preparation;
o The location and availability of the BreastScreen service and GP access;
and
o Previous negative past cancer screening experiences.
Another key barrier for regularly screening was limited knowledge about breast and
cervical cancer.
In many instances cancer knowledge was generated from anecdotal stories and
feedback about health care advice provided by family, friends or other community
members.
The efficacy and safety of breast and cervical screening tests was also questioned by
some women.
The women considered early detection of breast cancer and cervical cancer the
primary motivation for their regular participation in the breast and cervical screening
programs.
The women welcomed the prompts and reminder letters and invitations from
screening services.
Hearing about others getting these types of cancers, and especially breast cancer was
also a significant prompt for the women to screen.
A number of themes were common for both the breast and cervical screening
programs.

Suggested actions for improving Ulong women’s participation in breast
and cervical screening

A list of suggested actions for addressing some of the issues identified by the research has
been prepared. It should be noted that these suggestions are broad. The final design,
development, implementation and evaluation of future strategies should involve local service
staff, health practitioners, key community influencers and local women.
1. Instigate a regular women’s health forum.






In collaboration with the local community, local GPs, women’s health services and
health educators, instigate a regular women’s health forum.
The forum should be conducted within the community.
The forum could support and enable opportunities for local women and particularly
more isolated women to regularly meet and discuss women’s health and cancer
screening programs.
Useful discussion topics include:
o The prevalence and incidence of breast and cervical cancers in the community;
o Breast and cervical cancer risks factors;
o Screening ages for breast and cervical screening;
o Screening issues for older women;
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o The safety and efficacy of breast and cervical screening tests;
o Local breast and cervical screening services in the community;
o Personal strategies for improving women’s experience of the a Pap test; and
o Changes to the National Cervical Screening Program (the Renewal).
Investigate the feasibility of incorporating well-women’s health checks in these health
forum days.
Breast and cervical cancer awareness months, breast and cervical cancer events and
health weeks would be appropriate occasions for scheduling forum meetings and
wellness days.

2. Localise statewide cancer screening campaigns.





Conduct a small-scale research project to identify relevant community and social
settings, outlets and events that have potential to reach and engage women in Ulong in
breast and cervical screening awareness-raising activities.
Inform local health workers and other relevant individuals in the community about
statewide breast and cervical screening campaigns, messages and resources.
Support these local health workers and other key community leaders and champions
in the Ulong community, to extend the promotion of these campaigns through
targeted activities that can reach local women.

3. Produce a ‘local health services guide for women’ in Coffs Harbour and surrounding
communities such as Ulong.








The guide should include information about:
o Local women’s health services, BreastScreen and Pap test providers;
o Services personnel and available health providers;
o Contact details; and
o Access information (opening hours, group bookings, parking and transport).
Dissemination strategies should include a range of health care settings such as
health clinics, medical practices, community health services, health food stores,
wellness centres and pharmacy outlets.
Other relevant social and community settings should also be targeted including
relevant settings identified through the abovementioned research (see 2. above).
The guide could also be disseminated and promoted during health awareness
weeks/months for breast and cervical cancer.
The guide should be designed to enable regular updating.

4. Conduct regular visits to GP clinics and medical centres.


Regularly visits to GP clinics and other medical centres in Coffs Harbour and
surrounding communities such as Ulong to:
o Assess reminder systems for breast and cervical screening;
o Facilitate the dissemination of breast and cervical screening promotional
materials and handouts; and
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o Encourage the display of posters and information sheets in waiting rooms and
clinics.

9
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10 Appendix 1: Barriers and enablers for women of Indian heritage for participating in breast screening
i.

Barriers for women of Indian heritage for participating in breast screening.

Themes

Descriptors

Client-based
Low knowledge

Fear






Time poor
Lack of motivation




Age




Not regularly seeing a GP





Women exhibited very low levels of knowledge about breast cancer, its causes and screening
procedures for the disease.
There was considerable misinformation about breast cancer shared by the women.
Fear was strongly associated with being diagnosed with cancer and fear of having to endure cancer
treatments.
Whilst the women had low levels of knowledge about the screening process, fear was associated with
getting a cancer diagnosis.
“….say your prays you don’t get it!”
Women reported that they were very time poor, had busy lives involved in farm work, family/child
minding responsibilities and commitments to their community.
Breast screening for some women was not a high priority in terms of their use of available time.
“Low motivation – they are thinking that they are just waiting for it to happen and then they will
do something about it.”
For older women, age appeared to influence motivation to continue to participate in breast screening.
Older women, who were reliant on public transport, were less motivated to continue to participate in
breast screening.
Some women reported that they treated themselves with home-based remedies.
Seeking medical assistance would only be undertaken if the women’s home-based treatments were
not working.
Opportunities to discuss breast screening with GPs were subsequently limited.
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Not relevant






Some women reported that they felt they were very fit and had healthy diets.
These factors were considered important for a healthy and happy life.
Some women did not consider themselves sick.
Participation in screening tests (or having any tests) was considered unnecessary if there were no
signs or symptoms of being unwell.



Some women did not drive and were reliant on others to drive them to the service.

Access
Limited available transport
support

“The ones who don’t screen – they need the bus – wouldn’t make the trip. They have to travel…. they
have to get someone to take them.”

General Practitioner/Health Provider

Lack of mention
No systematic reminder




Some women reported that their GP did not talk about breast cancer or about the importance of
screening and where to access screening.
While some women reported that their GP did not remind them when their breast screening was due,
they considered this was acceptable as GPs were important and busy community members.
They believed the reminder system was the responsibility of the BreastScreen service.

Service/system - based
No reminders
Low awareness in
community

No more ‘pink’ bus








Women (those on 457 visas) reported that they did not received any letters or reminders about
screening.
Women talked about not aware of any promotion of the BreastScreen service in the community.
This included promotions that disseminate information about the service, what happens at the service,
where it was located and how appointments are made.
The women reported that the BreastScreen bus no longer came to the community. Women were
required to go to the fixed site at the Base Hospital.
The women felt that this change in the local BreastScreen service and the lack of visibility of the
‘pink’ bus in the community meant women were no longer prompted to think about breast screening.
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ii.

Enablers for women of Indian heritage for participating in breast screening.

Themes

Descriptors

Client-based
Take control – be proactive






Positive attitude compliance

Family history
Community life






Women considered breast (or any cancer) to be very serious and highly impactful on their lives.
Early detection was important for successfully treating the disease.
Women felt breast screening was a necessary procedure that had to be done regardless of how you felt
about it.
Women regularly mentioned screening provided ‘peace of mind’, and allowed women to move on
with their lives.
“Just have to get it over and done with!”
Regular screening women displayed positive attitudes to the BreastScreen service because it was a
government program.
Some women overlooked any discomfort from the procedure as they considered it a necessary
screening test.
“They’re not deliberately rough - they have to do what they have to do!”
Women who reported they had a family member who had breast cancer, were motivated to regularly
breast screen.




Women living in a close knit community were aware of issues with other women.
Hearing about a community member having breast cancer and its impact on their family/life
motivated some women to regularly breast screen.



Receiving the letter from BreastScreen inviting them to screen was considered very important for
reminding them that they were due for screening.

Service/systems - based
Reminders/invitation letters
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High regard of service
After-hours service
BreastScreen van




Many women reported having positive experiences at the service.
This included friendly and welcoming staff and time-efficient appointments.



Access to the service after work hours was considered important for working women and especially
those women requiring childminding.



The presence of a BreastScreen van in the community in previous years reminded women about
screening and provided them the opportunity and convenience to screen.
“The bus! – there is no excuse!”

Gender of service staff
Screening service
information



Women preferred service staff to be female owing to the nature of the screening procedure, having to
undress and expose their breasts.



Women mentioned the need for information about the service especially those newly arrived in the
community.
Information needs included: what you have to do to participate, where to go, any costs, how to make
an appointment and what happens in your appointment.



Education
Campaigns

Community-based
women’s health group
sessions





Conducting mass media campaigns that encourage and promote breast screening can positively
influence participation.
“....they drum it into you to do it!”
Bringing role models, local champions and health educators to the community was considered
beneficial for increasing awareness and interest in breast screening and to build self-efficacy among
local women of Indian heritage.
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11 Appendix 2: Barriers and enablers for women of Indian heritage for participating in cervical screening
i.

Barriers for women of Indian heritage for participating in cervical screening.

Themes

Descriptors

Client-based
Poor knowledge




Time poor




Fear





Pain



Women exhibited low levels of knowledge about cervical cancer, HPV, its causes and screening for
the disease, and particularly age eligibility for the screening program.
There was considerable misinformation about the causes of cervical cancer shared by the women.
Women reported that they were time poor, had busy lives involving farm work and family/child
minding responsibilities and commitments to their community.
Work was considered a higher priority in terms of their use of time.
Fear was associated with low levels of knowledge about cervical cancer and cervical screening.
Fear included: the screening test (Pap test), what it entailed, who performed it and where they would
have to go to have it.
Fear was also associated with being diagnosed with cancer of the cervix.
Women referred to the physical discomfort of having a Pap smear test and described pain associated
with the Pap smear.
“It’s hurts a little – bloody hell, why do I have to go through it”
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Not regularly seeing a GP





Some women reported that they treated themselves with home-based remedies.
Seeking medical assistance would only be undertaken if the women’s home-based treatments were
not working.
Opportunities to discuss cervical screening with GPs were subsequently limited.



Some women did not drive and were reliant on others to drive them to a medical appointment.



There was a perception that the test would cost a lot of money as it was considered a medical
procedure.

Access
Limited available transport
support
Too expensive

General Practitioner/Health Provider

Gender

Lack of mention


Language

Some women preferred a female GP for women’s health and screening procedures such as the Pap
smear test.
Women reported that their GP did not talk about cervical screening or remind about having a Pap test.
Women of Indian heritage may be reluctant to raise it with their GP owing to the trust and high regard
they had for their GP.



Having a provider who did not speak Punjabi or Hindi was a barrier for women who could not speak
English.




Women displayed poor knowledge of local cervical screening services available.
This includes information about where to get screened, how often and costs associated with
screening.
Related to this was poor-low awareness of what happens after screening in terms of results of
screening.
Women were not aware that female nurse practitioners were available to provide cervical screening.

Service/system - based
Limited knowledge - local
screening services
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No systematic reminder



Women reported that they did not receive letters reminding about cervical screening.



Some women reported low recall of hearing about cervical cancer and screening within the local
community.

Community
Lack of education and
information in community
ii.

Enablers for women of Indian heritage for participating in cervical screening.

Themes

Descriptors

Client -based
Take control

Language - English





Women felt that cancer was very serious and would be very impactful on their lives.
Early detection was considered highly important for successfully treating the disease.
Women felt the Pap test was a necessary test that had to be done regardless of how you felt about it.



“Just want to get it done – bite the bullet and get it done!”
Women regularly referred to ‘peace of mind’, and screening (whilst unpleasant) allows women to
‘move on with their lives.’



Having English language skills was considered necessary for understanding the purpose of having a
Pap test and what it entails.



Women regarded GPs highly and complied with their advice accordingly.

GP/Health provider
High regard/status

“You do what they tell you!”
47

Reminders
Gender



Many women stated that GP reminders facilitated booking another appointment to have the test.



Some women of Indian heritage (regular screeners) were not concerned with the gender of a GP as
they considered the test an important procedure and beneficial to detecting cancer early.
“We’ve given birth in front of a man. It’s important to do it!”

Gender of GP – being
female GP
Language – Punjabi/Hindi



For some women, the gender of the GP was considered an important enabler for having a Pap test
especially those women who have never been screened.



Having a provider who spoke Punjabi or Hindi was considered important for women who could not
speak English.




Women felt that the reminder letters were important for prompting them to have a Pap test.
Receiving a letter from the government reinforced the importance of cervical screening for women to
avoid getting cancer.



Obtaining information about the prevalence of cervical cancer in the community was considered
important.
Conducting mass media campaigns that encourage and promote cervical screening could positively
influence participation by women of Indian heritage.
Bringing role models, local champions and health educators to the community could increase
awareness and interest in cervical screening and build self-efficacy.
Conducting well women’s checks at specific times of the year when work/farm life is less demanding
on personal time, could address certain access issues for some women of Indian heritage.

Service/system - based
Reminder letters

Education
Campaigns


Community-based
women’s health group
sessions
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Resources - language



The availability of language-specific information was important for non-English speaking women
for improving their understanding about:
o Cervical cancer;
o Risks of getting cervical cancer; and
o Prevention of the cervical cancer.
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12 Appendix 3: Barriers and enablers for Ulong women for participating in breast screening.
i.

Barriers for Ulong women for participating in breast screening.

Themes

Descriptors

Client-based
Low motivation Inconvenience




Putting off or delaying screening was commonly reported.
This was due to having to think about it, making an appointment, cancelling the appointment and
the implications of that i.e. having to do it all again.
“Too busy, lifestyle….You’ve got to make time… just too much else going on in life/my day’
‘It’s very hard when there is so much going on in your life.”

Low motivation - Not a
priority
Painful procedure



Breast screening for some women was not at the top of their priority list in terms of how they
chose to spend their day.



Some women found the screening test painful due to breast size.
“It’s not an easy test and straightforward…not like having blood pressure”
‘It’s unpleasant so you put if off.”

Limited knowledge





Women exhibited limited knowledge about breast cancer, its causes and screening for the disease.
Some information was based on their recall of past medical advice.
There was misinformation about breast cancer shared by the women that was based on anecdotal
stories from family, friends and other community members.
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Personal belief





Some women held suspicious attitudes regarding health care, treatments and screening procedures.
These women were particularly sceptical of the efficacy of screening tests.
This challenged personal motivation and decision-making when it was time for them to re-screen.
“I know some women who had them regularly and ending up finding the lump themselves.”
“....and those women who get a positive result and then find out there isn’t nothing…put through
all that stress!”
“….how will you know you’ll get a correct result?”

Negative attitudes to
service -past experience

No current GP




Some women reported negative experiences in the past with breast screening such as prolonged
pain after screening which deterred them from making their appointment.
Other negative past experiences related to past contact with a BreastScreen service (not the Coffs
Harbour service).



Some women mentioned they did not currently have a GP.




The BreastScreen bus does not come to the community.
This reinforced the ‘inconvenience’ of screening for some women.





Women were required to drive for one-hour to the fixed site at the Base Hospital.
The women exhibited some resentment regarding the distance to the fixed site.
This reinforced the attitude that screening was an inconvenience and a disruption to daily life,
commitments and routines.

Access
No BreastScreen van in
community
Distance to BreastScreen
site

“You can’t just drop in… you have to drive an hour…”
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“I reckon if the women at Coffs Harbour had to drive to Grafton, they wouldn’t go as regularly!”
General Practitioner/Health Provider

Lack of information

No systematic reminder

Some women who had a GP reported that their GP did not talk about breast cancer and where to
access screening.



Some women who had a GP reported that their GP did not remind them when their breast
screening was due.



Some women (new to the community) expressed limited knowledge and awareness about the local
BreastScreen service.
They reported a lack of local information about the service including where it was located.

Service/system -based
Lack of information in
community
ii.



Enablers for Ulong women for participating in breast screening.

Themes

Descriptors

Client-based
Taking ‘preventative’
action





The women’s beliefs about the seriousness of getting cancer, its impact on women’s lives and their
family and the perceived high prevalence of the disease, reinforced the notion of screening for
‘peace of mind’.
“…you hear so many women get it, so just have to do it…prevent it!”
Attending BreastScreen addressed personal concerns for women rarely doing breast selfexaminations.
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Family / friend with breast
cancer
Community life



Strong beliefs that breast cancer can be successfully treated if detected early were highly
motivating for these women.



Women who reported they had a family member or knew someone who had breast cancer were
motivated to participate in regular screening.



Women living in a close knit community were aware of and discussed other women’s health
issues.
Hearing about a community member having breast cancer and its impact on their family/life
motivated some women to regularly participate in breast screening.



Service/system - based
Reminders/invitation letters

High regard of service



Receiving the invitation letters from BreastScreen was very important for reminding women when
screening was due.




Most women mentioned positive experiences at the service.
This included friendly and welcoming staff who took time to explain the procedure and were
gentle in their approach.
Short waiting times were also highly regarded by these women and addressed concerns about time
away from their homes.



Gender of service staff



Women preferred service staff to be female owing to the nature of the screening procedure, having
to undress and expose their breasts.
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Group bookings

BreastScreen van



The group block booking system was considered favourably as it would enable women to travel
together for appointments, provide support and to share time together.



Women felt that the presence of a BreastScreen van in the community would remind women about
screening.
It would also address concerns about the inconvenience of having to leave the community to go to
the fixed site.



Information



Women felt information about the BreastScreen service in Coffs Harbour including contact details,
location and instructions for parking would be very useful for planning purposes.



Regular women’s health discussion group meetings within the community could increase
awareness and interest in breast screening, to build self-efficacy and support breast screening
participation.
Regular meetings that involved health service personnel, educators and practitioners were
considered important for validating health information.

Education
Community-based women’s
health group sessions



Campaigns/media coverage



Conducting mass media campaigns that encourage and promote breast screening could positively
influence women’s participation in screening.
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13 Appendix 4: Barriers and enablers for Ulong women for participating in cervical screening.
i.

Barriers for Ulong women for participating in cervical screening.

Themes

Descriptors

Client-based
Fear and denial

Not prepared

Low motivation Inconvenience
Low motivation – not a
priority
Low motivation - poor
well-being



Fear and dislike of the Pap test was expressed by some women. This included:
o Fear of the screening test (Pap test) and that it could damage the cervix and cause lesions;
o Discomfort, pain, and feeling vulnerable;
o The test being too invasiveness; and
o Fear of being diagnosed with cancer of the cervix.




Having a Pap test required planning and preparation.
Women offered a Pap test spontaneously during an appointment (unplanned) was not viewed
positively. Being unprepared for a Pap test related to personal hygiene preparations (waxing,
washing, clean underwear, menstruation) and being prepared mentally.



This was due to having to think about it, making an appointment and consequences of cancelling
the appointment (having to do it all again).



Having a Pap test was not a high priority for some women in terms of how they chose to spend
their day.



Women delayed having a Pap test during times when they were experiencing poor well-being or
periods of low mood.
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Menopause
Not having a GP

Limited knowledge



Older women found having a Pap test uncomfortable and painful as a consequence of menopause.



Not having a GP (due to being new to community or not finding a suitable female doctor)
impacted on women’s opportunity to have their scheduled Pap test.



Women generally had limited of knowledge about cervical cancer, HPV, its causes, high-risk
groups and screening for the disease.
Stress, negative sexual experiences and the Pap test itself were top of mind as causes of cervical
cancer.



Personal belief



Suspicious attitudes regarding health care, treatment and screening procedures and scepticism
about Pap tests challenged personal motivation and decision-making when it was time to re-screen.



Most women talked about having to travel out of the community to see their GP and the
inconvenience that it entailed in terms of time away from home.

Access
Distance to GP/health
services

General Practitioner/Health Provider

Gender

Negative past GP
experience



Some women preferred a female GP for women’s health and screening procedures such as the Pap
test.
Negative past experiences included:
o Lack of GP explanation about the procedure;
o Lack of GP understanding of the woman;
o Perceived GP judgemental attitudes towards a woman’s sexual history (particularly when
younger);
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o GP not sharing a holistic attitude to health; and
o Feeling being rushed during GP appointment.
Service/system - based
Long waiting lists for
appointments
Preference for female
health provider
ii.



Appointments at women’s health centres were in high demand and had to be booked well ahead.



Women were not aware that female nurse practitioners were available to provide cervical
screening.

Enablers for Ulong women for participating in cervical screening.

Themes

Descriptors

Client -based
Take control






Age
Knowledge and awareness
of test






Women felt that cervical cancer was very serious and would be very impactful on their lives and
especially the lives of younger women.
Early detection was considered highly important for treating the disease successfully.
Women felt the Pap test was a necessary test that had to be done regardless of how you felt about
it.
Women regularly referred to ‘peace of mind’, and considered screening (whilst unpleasant)
necessary.
Older women have more time available to have their Pap tests.
Post-menopausal women were considered less stressed and more amenable to having the Pap test.
Being informed about the Pap test and knowing what it will entail was important for women.
This also includes changes to the Pap test (The Renewal).
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GP/Health provider
Respectful manner

Reminders

Gender of GP



Women mentioned the following GP-related enablers:
o Respectful communication and behaviour;
o Technique and having the procedure explained to them through the appointment;
o Being encouraged to relax; and
o Having women’s privacy respected.



Many women felt the GP reminding them (repeatedly) when their Pap test is due facilitated their
booking an appointment to have the test.




For some women, having a female GP was considered an important enabler for having a Pap test.
Having a female GP was considered especially important for younger women (e.g. their
daughters).
Having a female GP was also important for those women who had had a negative experience
previously with a male practitioner.



Service/system - based
Reminder letters
Information about options
available



Women considered the reminder letters were important for prompting them to have a Pap test.



Information about service options available for women in the community for having Pap tests was
important.
This included information about available providers and women’s health services, providergender information, service hours, booking and billing processes.



Education
Information



Obtaining information about the prevalence of cervical cancer and about cervical screening and its
efficacy was considered important.
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Campaigns




Community-based women’s
health group sessions





Conducting mass media campaigns that encourage and promote cervical screening can positively
influence participation.
Messages and images that promote ‘peace of mind’ and diversity of age and culture were
considered important.
Bringing health educators to the community to conduct ‘health information’ days could increase
awareness and interest in cervical screening among women in the community.
Involving local community leaders, role models and champions could build self-efficacy.
Aligning these visits to well women’s checks that include having a Pap test could address personal
access barriers.

Community
Transport



Improvements to local transport and infrastructure in rural towns was raised as important for
women for accessing health services.
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Attachment 3 – Tweed Heads Research Summary Report
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Women’s Cancer Screening Program
Consumer Research
Site summary report – TweedHeads*
* Research participants included women and key stakeholders from the Tweed Heads and
Richmond Valley areas.
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Aim of the Women’s Cancer Screening Collaborative Consumer
research

The Women’s Cancer Screening Collaborative (WCSC) Consumer Research aims to explore
the personal, social and cultural barriers and enablers for participating in breast and cervical
screening for women in the NSW north coast region. The information gathered from this
research will support WCSC participating agencies to build at-risk women's engagement in
screening.

3

Research focus for the Tweed Heads site

The focus of the research for the Tweed Heads site was participation in breast and cervical
screening by eligible women living with a disability and women with a mental health issue.
Due to the challenges of recruiting this special population segment to the research project,
research participants included women and key stakeholders from the Tweed Heads and
Richmond Valley areas.

4

Research approach

The WCSC Consumer Research adopted a participatory approach. Local staff from the North
Coast Primary Health Network formed the research fieldworker team. They undertook the
implementation of the interview program including the recruitment of participants,
facilitation of interviews, note-taking and data analysis.
A content analysis of the data collected from the interviews was undertaken to identify
themes and descriptors. Information from other relevant Australian research studies was used
to support the data analyses and interpretations.

5

Interview program

Two key informant interviews were conducted with representatives of local disability and
mental health services in October 2017. Four telephone and two face-to-face interviews were
conducted with women living with a disability from the Tweed Heads and Richmond Valley
communities in February 2018 (see Table 1).
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Table 1: Interviews conducted for the Tweed Heads research site (including
Richmond Valley community women)
Age segment
Screening behaviour
Number of
interviews
Women
50-59 years

Never/under/lapsed screeners
(Breast screening &
Cervical screening*)

5

* 2 participants had had a hysterectomy and were not
participating in cervical screening.

Women 30-40 years

Never/under/lapsed screeners
(Cervical screening)
Representatives of disability and mental health services

6

1
2

Key findings – Women living with a disability (Tweed Heads and
Richmond Valley communities)

The barriers and enablers for women living with a disability for participating in breast and
cervical screening are presented in Appendix 1 and Appendix 2.
Key findings are:













A woman’s disability adds another layer to personal, cultural and social barriers to
breast and cervical screening commonly experienced by women.
Attitudes towards breast and cervical screening may also be impacted by:
o Previous past experiences of physical and sexual abuse; and
o Negative experiences and contact with the medical profession and screening
services staff.
Living with and managing life with a disability was the primary focus for many
women in terms of prioritising health-associated actions.
Poor to limited knowledge about breast and cervical cancer and screening programs
was found. This included poor knowledge of:
o The causes of cervical and breast cancers;
o Risks of getting these cancers; and
o Screening procedures and accessible services available in their community.
For some women, contact with GPs mainly focused on the care and ongoing
treatment associated with the woman’s specific health issue.
There was little recall or mention of GPs discussing or reminding women about
breast or cervical screening. Recall of receiving reminder letters from screening
services such as BreastScreen was also found to be low.
The attitudes of carers and family members may influence some women’s
perceptions of the risks of getting breast and cervical cancer and their motivation to
participate in screening programs.
A range of access issues were found to strongly influence participation in screening.
These included:
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o Physical and structural issues associated with the premises of local medical
practices and services;
o The design of breast screening equipment;
o Access to suitable transport and transport cost;
o Costs associated with screening;
o The duration and lack of flexibility of screening appointment times; and
o An absence of trained service/practice staff to support, encourage and assist
women living with a disability with screening.
Attendance at screening services was considered challenging for some women
requiring complex thinking and organisation.
The early detection of breast cancer and cervical cancer to enable treatment was the
primary motivation for participation in screening programs.
The inclusion of women living with a disability in cancer screening education
programs and campaigns was considered important for improving the personal
relevance of cancer screening messages for these women.
Adjustments to medical practices, screening services and screening equipment were
important for improving participation in screening.
A number of themes were found to be common for both the breast and cervical
screening programs.

Suggested actions for improving participation in breast and cervical
screening by women living with a disability

A list of suggested actions for addressing some of the issues identified by the research has
been prepared. It should be noted that these suggestions are broad. The final design,
development, implementation and evaluation of future strategies should involve local service
staff, health practitioners, community leaders and local women living with a disability.
(5) Conduct a program of visits to General Practice clinics, medical centres and screening
services to assess, develop or modify Disability Plans.


Visits to local GP clinics, other medical centres and screening services should involve
meetings with practice and service managers and staff to:
o Assess physical and structural issues that may affect access for women with a
disability;
o Discuss training for practice staff and GPs that covers communicating with and
supporting clients who have a disability; and
o Facilitate the display of posters and information resources about breast and
cervical cancer and screening programs in waiting rooms and clinics that include
images of women with a disability.
 Involve women living with a disability in these visits, feedback processes and the
implementation of a service’s Disability Plan.
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(6) Produce a ‘local health services guide for women with a disability’.


The guide should be specific to women living with a disability and include
information about:
o Local accessible women’s health services including BreastScreen and Pap test
providers, service personnel and health providers available, contact details and
access information (opening hours, costs, group bookings, physical access details
such as ramps, parking and transport); and
o The availability of female nurse practitioners to conduct Pap tests and suitable
screening equipment that can be adjusted to accommodate the needs of women in
wheelchairs or those women with restricted body or limb movement.







Dissemination strategies for the Guide should include health care settings such as
health clinics, medical practices, community health services and pharmacy outlets.
Other relevant social and community settings such as disability support agencies
should also be targeted.
The Guide could also be disseminated and promoted during health awareness
weeks/months for breast and cervical cancer through targeted activities involving
disability agencies.
The guide should be designed in a range of accessible formats and to enable regular
updating.

(7) Conduct education and training sessions for local GPs, practice staff and screening
service personnel.


Education, training and resources could usefully improve medical practitioners’ and
screening services staff’s understanding of issues for women living a disability and
build skills in relation to:
o Talking to women living with a disability about breast and cervical cancer and
screening procedures; and
o Addressing any fears or concerns women may have about screening procedures.



Produce a Desktop Tool for health practitioners that supports them to:
o Talk about breast and cervical cancer and screening programs;
o Ask and remind about screening; and
o Provide referral information for women to accessible breast and cervical
screening services.

(8) Develop breast and cervical cancer and screening education and information resources for
women with a disability.


Examine available breast and cervical cancer and screening education and information
materials for their appeal and relevancy for women living with a disability. It may be
useful to contact screening services in other jurisdictions about any available resources
that could be included.
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Conduct focus group discussions and/or interviews with women with a disability and
key informants to explore the design and development of resources in a range of
appropriate reading and presentation formats.
Ensure women living with a disability are portrayed in images in any new education
and information resources.
Utilise a range of health, social and cultural settings to disseminate breast and cervical
cancer and screening education and information resources to reach women living with
a disability, carers and family members.

(9) Undertake local promotions to reach women living with a disability.
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Work with local disability agencies and health services to conduct promotions during
health awareness weeks/months for breast and cervical cancer. These local
promotions could support:
o The dissemination of breast and cervical cancer and screening education and
information resources to this special population group; and
o Women living with a disability to access and participate in women’s health
discussion sessions and talks aimed at increasing their awareness of breast and
cervical cancer and screening programs available in their local community.
Utilise local champions in community promotions aimed at encouraging participation
in cancer screening programs by women living with a disability.
o These women can share their own stories about breast and cervical screening.
Examples of suitable women include local Paralympians or other local
sportswomen living with a disability, local disability advocates and celebrities.
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Appendix 1: Barriers and enablers for women living with a disability for participating in breast screening (Tweed
Heads and Richmond Valley communities)
i.

Barriers for women living with a disability for participating in breast screening (Tweed Heads and Richmond Valley
communities)

Theme

Descriptors

Client-based
Low priority/too hard



Some women felt that cancer screening was a low priority for them.
“It’s not important to me to do it…I have so much wrong with me, with my disability, but I just
think I have so much else that could wipe me out before breast cancer gets me”.



Some women felt overwhelmed by the organisation and logistics of screening. This impacted on their
motivation to screen.
“It means a lot of organisation mentally, can I go, how will I do it, who can help me, will I be
physically able to do it …. The logistics become quite large ….there’s the bus, I have to ring and
make sure the bus on my route at that time is accessible.”

Negative past experience/s






This includes past childhood or adult sexual abuse.
Weary about talking about intimate women’s health issues.
Negative past experiences with the medical profession, practice and service staff.
Some women perceive GPs, health practitioners and practice staff having negative attitudes towards
people living with a disability and a lack of understanding or experience with people living with a
disability.

67

“…they assume you are mentally unwell…They talk slowly and loudly…It’s only the eyes that
don’t work! It puts you off.”
“I wasn’t treated with the same respect…”
Health condition







A mental health condition can impact on motivation to think about screening and opportunities to discuss
screening with GP
Certain mental health illnesses can cause delusional thoughts and reinforce existing fears about screening
such as fear of radiation from screening machines.
Some behaviours may be disruptive to screening procedures.
Feeling ‘well’ can vary day to day.
Time spent at medical appointments.
“I’m so over going to medical appointments”.

Limited knowledge






Living context




No fixed address



Low literacy and limited capacity to understand and interpret information about breast and cervical
cancer and screening programs.
Women who are blind or with hearing impairment may experience limited access to information about
breast screening.
Health information about breast cancer and screening programs available deemed not relevant to them
(by self or others including carers, family members and health practitioners);
Some women may not read information about breast cancer and screening because it does not include
images or other information that they consider relevant.
Some women living with a disability have limited contact with other women or people who may provide
information about women’s health issues such as screening.
Some women with an intellectual disability may have limited choices about where they live and this may
impact on their access to information and services.
Some women regularly move house or don’t have a fixed address. These women may not receive
reminders and invitations from BreastScreen.
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Attitudes of family/carer





Carer/family may consider breast screening not a priority for the woman.
Carer/family may have limited knowledge about breast cancer and breast screening.
Attitudes of carers and family members may influence some women’s beliefs about their risks of getting
breast cancer and the relevancy of screening programs.

Limited contact with GP





Some women with a mental health issue may not regularly visit a GP.
GP contact may only be related to the management of their mental health issue.
Contact with GPs may focus mainly on the management of their disability rather than on women’s health
issues. This may result in a lack of mention of cancer screening programs by GPs or referral to other
services that are less familiar to the woman.

Access (not specific to BreastScreen)
Access - physical








Access - equipment




Some women may not have access to mobile coverage to make appointments for breast screening.
Service may not be suitable for women in a wheel chair in terms of size of scanning rooms, height of
doorways and change room/area size and capacity.
Service may not be accessible for women who are blind.
Service may have dog restrictions and this may limit access for women with a guide dog.
Distance from home and limited transport options may restrict some women’s access to a breast screen
service.
Cost of transport to a breast screen service may pose difficulties for some women.
Screening equipment may not be adjustable to suit wheelchairs.
Screening equipment may pose difficulties for women with restricted limb movement or have suffered
limb loss or live with chronic pain.
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Service (not specific to BreastScreen)

Staff





Appointments

Reminders

Staff may not be trained or have experience in assisting women with a disability. This includes assistance
with dressing, positioning and explaining procedures in an appropriate manner.
Lack of staff understanding that a client may require assistance with the screening procedure may impact
on women’s experience with breast screening.
More appropriate equipment that is not generally set-up may not be used owing to low awareness or lack
of time by staff to set up.




The duration of screening appointment times makes some women feel they will be rushed.
A lack of flexibility around available appointment times may hinder the presence of a carer or other
support person at the woman’s appointment.



Women reported not receiving reminder letters or any communications from breast screening services.

General Practitioner/healthcare provider
Lack of offer of
information
No reminders/follow up
High turnover
Culture of practice



Some women reported that their GP does not talk about breast cancer, screening or screening services.



Women reported that their GP did not remind them about breast screening.



There may a high turnover of GPs. This can impact on the development of the client/GP relationship.



The GP practice may not have developed or implemented a disability plan.
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Gender

Low level of GP screening
knowledge



Some women reported that they preferred to talk to a female GP about breast cancer and the screening
process.



Some GPs may not have sufficient knowledge of the breast screening process. This may limit their ability
to support and reassure women with a disability who may be fearful of screening.

Community


Lack of relevant and appealing information, education and communication materials about breast
cancer and screening.
 Available breast cancer and screening information may not be presented in an accessible format such
as for women with low literacy or women who are blind or visually impaired.
Enablers for women living with a disability for participating in breast screening (Tweed Heads and Richmond Valley
communities)

Lack of accessible
educational material.
ii.

Theme

Descriptor

Client-based
Taking ‘preventative’
action




Women’s beliefs about the seriousness of getting cancer and its impact on women’s lives and their family
reinforced the notion of screening for ‘peace of mind’.
Women strongly believed that, if detected early, breast cancer can be successfully treated.
“I need to know I am clear of breast cancer or have it so I can have treatment for it early so you’re
clear!”

Stable mental health



Women with a mental health illness whose condition is stable, may be more amenable to discussing
breast cancer and breast screening with a health practitioner.
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Improved awareness and
knowledge about screening
and screening services.
Support person



Information that is accessible for all women is important for improving women’s screening knowledge,
their understanding of the screening services and processes and their motivation to participate in breast
screening.



Women with disability may benefit from being encouraged to attend breast screening with a trusted
support person.
A support person could reinforce and encourage participation on the day as well as provide assistance
with:
o Transport;
o The booking procedures and screening preparation tasks;
o Interpreting instructions for screening; and
o Reading and interpreting information about screening results.



GP/primary care provider
Education




Practice Disability Plan




GP education programs that focus on improving GPs understanding of personal and physical needs of
women with disability could increase opportunities for clients and GPs to discuss breast screening.
The development of a GP reading-aide or tool that summarises key information about breast cancer and
screening and available accessible services could usefully support GPs in their consultations with eligible
women.
A practice disability plan would support GP practices and medical clinics to provide for the needs of
patients with disabilities.
Issues to be addressed by the Plan should include: the need for ramps, doorway widths, accessible toilet
facilities, adequate space in waiting rooms and consultation rooms, staff training, height of beds and
presence of hoists.

Service/systems – based
Reminders/invitation letters



Receiving letters and invitations from BreastScreen are very important for all women for reminding to
screen and for prompting action (making an appointment).
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Service Disability Plan




Support staff/volunteers
Feedback
Improvements in the design
in screening equipment.
Group bookings
Staff training



Dissemination of information about how to update contact and address details held by BreastScreen to
facilitate the reminder and invitation systems, would be useful for those women who change address
often or are new to the community.
A service disability plan would support breast screening services to provide for the needs of patients with
disabilities.
Issues to be addressed by the Plan should include: physical issues such as ramps, doorway widths, toilet
facilities, space in waiting rooms and consultation rooms as well as issues related to staff training, the
screening procedures and equipment.
Designated trained support staff or rostered volunteer women who are available at screening services
could assist some women who require support and help with having a breast screen.



Ensuring there are client feedback mechanisms in place so all female health consumers have the
opportunity to offer comments and suggestions for service improvements.



Improvements in the design of screening equipment (such as to accommodate a wheel chair) would
support women with a range of physical disabilities to participate in screening.



Group appointments may facilitate screening by women with a disability.




Staff training in disability issues can enable an inclusive health service.
Key issues for training programs include:
o Communications, so all women are respectfully and sensitively managed through the screening
procedure;
o Understanding the physical and mental health issues and needs that can impact on a woman’s
screening experience; and
o Strategies that staff can use to ensure an inclusive service.
Engaging women living with a disability in the design and implementation of training programs is
important.
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Education
Community-based
education






Settings-based
promotions/displays

Broaden dissemination of
information resources







Producing information materials that are accessible for women with a disability (including women with
low literacy or women who are blind or visually impaired) may improve knowledge and motivate women
to screen.
This includes information in a range of formats (Braille and clear, plain English with graphics, video and
sound tapes).
Producing information, education and communication materials promoting breast screening that include
images of women living with a disability may make breast screening more personally relevant.
Recruit and engage high profile or appealing local champions in education and promotional programs.
Displaying posters and providing information about breast cancer and breast screening in a range of
social, cultural and workplace settings builds awareness and reminds women to screen.
Conducting information sessions in a range of settings would increase opportunities for women living
with a disability to discuss women’s health issues such as breast cancer.
Disseminating information, education and communication materials through a broad range of outlets
within the general community that includes images of women living with a disability is important.
This would contribute to the normalisation of breast screening by women (regardless of health or life
circumstances).
Disseminate information about breast cancer and breast screening for women living with a disability
through a range of outlets that will reach carers and /or other family members. Outlets could include
those associated with carer payments and the NDIS.
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10 Appendix 2: Barriers and enablers for women with a disability for participating in cervical screening (Tweed
Heads and Richmond Valley communities)
i.

Barriers for women living with a disability for participating in cervical screening (Tweed Heads and Richmond Valley
communities)

Theme

Descriptors

Client-based
Low priority
Not relevant
Negative past experience/s

Health condition



For many women, other life and personal health issues associated with their disability are a higher
priority.



Some women may not consider information about cervical screening relevant to them because they are
not sexually active.






Negative experiences include past childhood or adult sexual abuse.
Weary about talking about more intimate women’s health issues.
Negative past experiences with the medical profession.
Some women perceive GPs, health practitioners and practice staff having negative attitudes towards
people living with a disability and a lack of understanding or experience with people living with a
disability.
A mental health condition can impact on motivation to think about screening and opportunities to discuss
screening with a GP.
Some mental health behaviours may be disruptive and hamper the cervical screening procedure.
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Low understanding or
knowledge of cervical
screening





Isolated living




No fixed address
Attitudes of family/carer
Limited contact with GP



Women with intellectual disability may have difficulties in understanding written information about
cervical screening.
Women who are blind or with a visual or hearing impairment may experience limited access to
information about cervical screening.
Some women may not read information about cervical cancer and screening because it does not include
images or other information that they consider relevant.
Some women with disability have limited contact with other women or people who may provide
information about women’s health issues such as cervical screening.
Some women with an intellectual disability may have limited choices about where they live and this may
impact on their access to information and services.
Some women regularly move house or don’t have a fixed address. These women may not receive
reminders and invitations from the NSW Pap Register.






Carer/family may consider cervical screening not a priority or not relevant for the woman.
Carer/family may have limited knowledge about cervical cancer and cervical screening.
Some women with a mental health issue may not regularly visit a GP.
GP contact may only occur for the management of their mental health or disability health issue.




Some women may not have access to mobile coverage to make appointments for cervical screening.
GP clinics and women’s health services may not be suitable for women in a wheel chair.

Access
Access - physical

“The only thing stopping me is the bed!”





GP clinics and women’s health services may not be accessible for women who are blind.
GP clinics and women’s health services may have dog restrictions and this may limit access for women
with a guide dog.
Distance to GP clinics and women’s health services and limited transport options may restrict some
women’s access to cervical screening services.
Cost of transport to GP clinics and women’s health services may pose difficulties for some women.
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Access – procedure






Examination beds may not be moveable or adjustable to accommodate certain physical disabilities.
Consultation rooms and examination beds may not be fitted out with hoists or other equipment necessary
to assist women in wheelchairs.
The procedure may be problematic for women who live with chronic pain.
Additional clinic staff may not be available to assist the client in preparing to have a Pap smear test.

Practice/service-related

Staff

Attitudes

Cost








Staff may not be trained or have required experience in assisting women with disability.
This includes identifying women who may need assistance, assisting women with making appointments,
during waiting periods and with undressing.
Discriminatory or dismissive attitudes of health professionals that focus on women’s disability rather
than the whole woman can impact on women’s screening opportunities and experiences.
GP clinics and women’s health services may have insufficient budgets for purchasing additional
equipment that could assist some women with a disability to have a Pap smear test.
Cost for longer appointment times may inhibit some women’s access to Pap smear tests.

General Practitioner/healthcare provider
Lack of information
/reminders



GP may not talk about cervical cancer, Pap smear tests or other women’s health issues with women with
disability.
“I have never been asked about my sexual health by any GP.”



GP may not remind or have systems in place for routinely reminding women about cervical screening.
“My GP always asks me when I had my last blood test but not when I had my last pap smear.”
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High turnover
Culture of practice
Limited choice of GP
Inexperience in disability
care
Gender
Limited appointment time
ii.



There may be a high turnover of GPs. This can impact on the development of the client/GP relationship.



The GP practice may not have developed or implemented a disability plan.



The choice of GP (including gender-based provider choices) or women’s services may be limited due to
low numbers of accessible medical practices, clinics and services in local area.



Some GPs may have limited training and experience in caring and treating women with a disability.



Some women may prefer a female GP in terms of talking about cervical cancer and screening procedures.



Cervical screening for some women with a disability may require additional appointment time which may
not be readily available at their GP practice.

Enablers for women living with a disability for participating in cervical screening (Tweed Heads and Richmond Valley
communities)

Theme

Descriptor

Client-based
Stable mental health



Women with a mental health illness and whose condition is stable, may be more amenable to discussing
cervical cancer and screening with a health practitioner.
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Improved awareness and
knowledge about screening
Support person



Information that is accessible for all women is important for improving women’s screening knowledge
and their motivation to participate in cervical screening.



Women living with a disability may benefit from being encouraged to attend cervical screening with a
support person.
A support person could reinforce and encourage participation on the day as well as provide assistance
with:
o Transport to the screening appointment;
o Undertaking the booking procedures and screening preparation tasks;
o Reading and interpreting instructions for screening; and
o Reading and interpreting information about screening results.



GP/primary care provider
Education




GP education programs that focus on improving GPs understanding of personal and physical needs of
women living with a disability could increase opportunities for clients and GPs to discuss cervical
screening.
The development of GP reading-aide or tool that summarises key information and advice about cervical
cancer and screening could usefully guide GP consultations with eligible women regarding cervical
screening.

Practice/service –systems-based
Reminders/invitation letters




Receiving the letters and invitations from the NSW Pap Register are very important for all women for
reminding to screen and for prompting action (making an appointment).
Dissemination of information about how to update contact and address details held by the NSW Pap
Register to facilitate the reminder and invitation systems, would be useful for those women who change
address often or are new to the community.
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Practice Disability Plan



A practice disability plan would support GP practices and medical clinics to provide for the needs of
patients with disabilities.
Issues to be addressed by the Plan should include: the need for ramps, doorway widths, accessible toilet
facilities, adequate space in waiting rooms and consultation rooms, staff training, height of beds and
presence of hoists.



“A bed that lowers, that would good or a hoist that will get me on the bed – it’s the biggest enabler for a
[wheelchair] woman!”
Group bookings



Group appointments at women’s health clinics may facilitate screening by women living with a
disability.


Support staff/volunteers
Staff training





Well-women’s sessions




Designated trained support staff or rostered volunteer women who are available at GP practices and
medical clinics, could assist women who require additional support and help with having a Pap smear
test.
Staff training to improve their understanding of disability issues can build and enable an inclusive health
service.
Key issues include:
o Communication, to ensure all women are respectfully and sensitively managed through the screening
procedure;
o Understanding the physical and mental health issues and needs that can impact on a woman’s
screening experience; and
o Strategies that staff can use to ensure an inclusive service.
Recruiting women with a range of disabilities in training programs to have input in the design and
implementation of training programs is important.
Well-women’s sessions for women with a disability would provide opportunities for women to raise and
discuss personal issues regarding screening.
Well-women’s sessions would enable the dissemination of information about accessible local practices
and clinics providing cervical screening services.
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Feedback



Ensuring all health consumers have the opportunity to provide feedback on the service and to offer
suggestions for service improvements.




Producing information materials that are accessible for women with a disability.
This includes information in a range of formats (Braille and clear, plain English with graphics, video and
sound tapes).
Recruit and engage high profile or appealing local champions in education and promotional programs.

Education
Community-based
education



Settings-based
promotions/displays

Broad dissemination of
education resources








Displaying posters and providing information about cervical cancer and cervical screening in a range of
relevant social, cultural and workplace settings builds awareness and reminds women to screen.
Conducting information sessions about cervical cancer and screening in a range of setting, would increase
the opportunity for women living with a disability to discuss women’s health issues, improve their
knowledge of cervical cancer and awareness of preventive actions such as cervical screening.
Disseminating information, education and communication materials through a broad range outlets within
the general community that includes images of women living with a disability is important.
This would contribute to the normalisation of cervical screening by women (regardless of health or life
circumstances).
Disseminate information about cervical cancer and cervical screening for women living with a disability
through a range of outlets that will reach carers and /or other family members. Outlets could include
those associated with carer payments and the NDIS.
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Aim of the Women’s Cancer Screening Collaborative Consumer
research

The Women’s Cancer Screening Collaborative (WCSC) Consumer Research aims to explore
personal, social and cultural barriers and enablers for women in the NSW north coast region
for participating in breast and cervical screening. The information gathered from this research
will support WCSC participating agencies to build at-risk women's engagement in screening
programs.
The focus of the research in the Lismore/Casino site was women who identify as Aboriginal
and of eligible screening age for breast and cervical screening programs.

3

Research approach

The WCSC Consumer Research adopted a participatory approach. Local personnel of the
North Coast Primary Health Network and WCSC partners formed the research fieldworker
team. They undertook focus group implementation, participant recruitment, facilitation of
group discussions, note-taking and preliminary data analysis.
A content analysis of the data collected from the focus group discussions was undertaken to
identify themes and their descriptors. Information from other Australian research studies
about women’s participation in breast and cervical screening was used to support data
analyses and interpretations.

4

Focus groups

Two focus groups were conducted with women in Casino and Lismore (see Table 1).
Table 1: Focus groups in Casino and Lismore
Age segment
Screening behaviour

Women who identify as
Aboriginal
30-60 years
Women who identify as
Aboriginal
30-40 years

Regular screeners

Number of FGD
Participants
8

(Breast screening &/or
Cervical screening)
Regular screeners

5

(Cervical screening)
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5

Key findings

Barriers and enablers for participating in breast and cervical screening programs for women
who identify as Aboriginal are presented in Appendix 1 and Appendix 2.
It should be noted that:







The research team was unable to recruit women who were never/under screeners
within the project timeframe;
Therefore the two focus groups involved only women who were regularly
participating in breast and/or cervical screening programs;
The discussions explored reasons why women in their community may not regularly
participate in screening;
One focus group, regular breast and cervical screeners, included women across a wide
age range (30-60 years). This may have impacted on younger-aged participants’
responses; and
This also meant that younger women (outside the screening age for breast screening)
were in the focus group discussions around breast cancer and screening issues

Key findings are:













The women expressed strong negative emotions at the prospect of getting breast and
cervical cancers. However, the women were optimistic that if caught early, both types
of cancers could be successfully treated.
Poor knowledge and awareness of cervical and breast cancer and screening for these
cancers, were suggested as the primary reasons for other women (and especially
younger-aged women) to not participate in screening programs.
Poor knowledge was found amongst the participants even though the women were
regular screeners. This related to:
o The causes of cervical and breast cancers;
o The reasons for screening; and
o The screening process and eligibility.
Family and being healthy for your family were important motivators for their
participation in breast and cervical cancer screening programs.
The early detection of breast and cervical cancers (through screening) was strongly
associated with beliefs regarding cancer survival.
Instigating targeted education efforts at the local community level to dispel myths
about breast and cervical cancer and screening was considered important for
empowering women to make informed decisions about their screening opportunities.
Improving access to women’s health services and transport were also mentioned as
enablers for improving breast and cervical screening participation rates.
Some barriers and enablers were common for both breast and cervical screening
programs.
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6

Barriers and enablers identified were consistent with findings from a recent Western
Australia study1 that had a similar research focus.

Suggested actions for improving participation in breast and cervical
screening by women who identify as Aboriginal

A list of suggested actions for addressing some of the issues identified by the research has
been prepared. It should be noted that these suggestions are broad. The final design,
development, implementation and evaluation of future strategies should involve local service
staff, health practitioners, community leaders and local community women.
(1) Establish community partnerships.




Form community partnerships to support local community-based efforts.
The formation of partnerships within local communities can take time to develop
and maintain, but can build valuable sustainability for activities.
Some suggestions for membership of the community partnerships include:
o Local community champions such as community elders and AMS personnel;
o Local community women who have survived breast cancer and other volunteer
women (e.g. women who regularly screen); and
o Representatives of women’s health services and the local BreastScreen
service.

(2) Instigate regular women’s health workshops.
In collaboration with the local community partnerships, Aboriginal Medical Service, local
GPs, women’s health services and health educators, conduct regular women’s health
workshops. These workshops should:






Be conducted within the communities;
Support and enable opportunities for local women of different ages to regularly
meet and discuss women’s health and cancer screening programs;
Involve female health workers and cancer screening service providers and other
relevant health personnel who can inform and educate about cervical and breast
cancers and screening programs.
Useful discussion topics for these workshops include:
o The prevalence and incidence of breast and cervical cancers in the community;
o Breast and cervical cancer risks factors;
o Screening ages for breast and cervical screening;
o Local breast and cervical screening services in the community;
o Personal strategies for improving women’s experience of the a Pap test;
o HPV;
o Self-collection cervical screening tests; and

1

Pilkington et al. (2017) Perspectives of Aboriginal women on participation in mammographic screening: a step
towards improving services. BMC Public Health;17:69
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o Changes to the National Cervical Screening Program (the Renewal).
Investigate the feasibility of incorporating well-women’s health checks including
Pap tests and group BreastScreen appointments in association with these health
workshop sessions.
Breast and cervical cancer awareness months, breast and cervical cancer events
and health weeks would be appropriate occasions for scheduling workshops and
for conducting wellness days.





(3) Disseminate culturally appropriate information, education and promotional resources.


Produce and disseminate culturally appropriate education materials that inform
about screening and local breast and cervical screening services.
These resources should include information about the availability of female GPs
and nurse practitioners to conduct Pap tests.
Resources could be disseminated and promoted through the health workshops and
during health awareness weeks/months for breast and cervical cancer.
They could also support special local projects instigated during these health events
that target Aboriginal women.





(4) Offer a community transport service for cancer screening.


Investigate options for a community transport support service for Aboriginal
women to attend cancer screening appointments.
This service could support local community women to attend group appointments
at BreastScreen and medical/clinic appointments for a Pap test on set days.
Aligning the service to special group booking days, would enable local women to
attend BreastScreen and women’s health clinics together.
Explore feasibility of a support person (Aboriginal Health Worker, counsellor or
nurse) to accompany the women to the appointments and assist them with
screening.





(5) Conduct cultural competency assessments of local primary health care services.





Undertake an assessment of local screening services such as BreastScreen and
local medical practices and women’s health clinics for cultural competency.
This assessment should include factors such as the level of cultural
understanding, knowledge and skills among staff for meeting the needs of local
Aboriginal women.
Examine services’ access to appropriate personnel who would be available to
support Aboriginal women with screening such as with answering any
questions, explaining the procedure, assisting with preparation for screening and
as a chaperone where only a male doctor is available.

(6) Localise statewide cancer screening campaigns.
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7

Conduct a small-scale research project to identify relevant community and social
settings, outlets and events that have potential to reach and engage Aboriginal women
in breast and cervical screening awareness-raising activities.
Inform local Aboriginal health workers and other relevant community members about
statewide breast and cervical screening campaigns, messages and resources.
Support these local health workers and other key community leaders and champions,
to extend the promotion of these campaigns through targeted activities that can reach
local Aboriginal women.
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Appendix 1: Barriers and enablers for women who identify as being Aboriginal for participating in breast
screening
i.

Barriers for women who identify as being Aboriginal for participating in breast screening.

Themes

Descriptors

Client-based
Low knowledge





Shame*

* The concept of “shame” as used by
Aboriginal English speakers is
broader than the non-Aboriginal use
of the word. It extends to include
embarrassment in certain situations
and self-consciousness often due to
attention (for positive or negative
reasons) rather than as the result of an
action by the individual.
[Pilkington et al. 2017]

Fear of results



Women exhibited very low levels of knowledge about breast cancer, its causes and screening for the
disease.
There was considerable misinformation about breast cancer shared by the women.
The women reported a general lack of information available to women in their community and
especially information for younger community women.
Women associated the breast screening process with ‘shame’ and feelings of vulnerability. They
disliked the notion that others would see them going to screening, or having to remove clothing and
others seeing you naked.
“People make fun of you, degrade you, when you are getting on the bus”







Some women mentioned feeling vulnerable as a result of being physically exposed during the
screening process.
Some women also mentioned they didn’t like other people touching their body.
Fear was strongly associated with being diagnosed with cancer and the fear of not surviving the
disease.
Some women mentioned other family members had been diagnosed with breast cancer and exhibited
a fatalistic attitude towards getting the disease themselves.
For this reason, they felt that some women may avoid having a mammogram because they feared
finding out that they may also have breast cancer.
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Concern about
confidentiality
Low priority

Dislike procedure









Some women expressed concern about confidentiality during a screening appointment.
These women were concerned about others knowing about their business, being overheard by others
in the waiting room and health practitioners discussing their business with other community or family
members.
The women felt that for some women in the community, breast screening was not a high priority.
This was expressed as ‘too busy’ and ‘other things just come up in the day’.
Some women also mentioned women forgetting to turn up to a screening appointment.
Some women reported that they found the procedure uncomfortable and unpleasant.
Some women mentioned having issues with the machines owing to their height and the coldness of
the machine/screening equipment.

General Practitioner/Health Practitioner
 Many women reported that their GP did not talk about or provide any information about breast cancer
Lack of mention
or about the importance of screening and where to access screening.
 Some women reported that their GP did not remind them when their breast screen was due.
No systematic reminder
 Some women expressed a dislike of GPs and a lack of trust in them.
GP attitudes
“[GP] talks down to you…doesn’t treat you like a person…just another number….doesn’t like
Indigenous people!”
Service/system - based
Lack of awareness in
community



The women reported there were women in their community who were not aware of the BreastScreen
service.



The women reported that transport to and from health services such as BreastScreen was difficult for
some women and especially those living in rural locations and on the missions.
These women rely on other family members to drive them to the service or medical appointments.

Access
Transport
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ii.

Enablers for women who identify as being Aboriginal for participating in breast screening.

Themes

Descriptors

Client-based
Take control – be proactive






Women considered breast (or any cancer) to be very serious and highly impactful on their lives.
Early detection was considered important for successfully treating the disease.
The women felt breast screening was a necessary procedure that had to be done regardless of how you
felt about it.
The women regularly mentioned screening provided ‘peace of mind’.
“You want to know whether you got it or not…want to be around for your children and your
children’s children.’

Family history



“It’s better to be safe than sorry!”
Women who reported they had a family member who had breast cancer, were motivated to regularly
breast screen so they can catch the disease early.

Service/systems - based
Reminders/invitation letters
Presence of a
counsellor/support person



Receiving the letter from BreastScreen inviting them to screen was considered very important for
reminding them when they were due for screening.



The presence of a support person, counsellor or Aboriginal Health Worker at the BreastScreen
appointment was suggested as a helpful strategy to improve women’s experience at the service.
They felt there are many women who feared the screening process because they don’t understand it.
A counsellor or other support person (female) would assist to allay these fears by explaining the
process, helping them with preparing for screening and to answer any questions or concerns they may
have.
The women also thought this would address any cultural concerns women may have regarding male
health practitioners/radiographers.
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BreastScreen service
information




Women mentioned the need for more education and information about the BreastScreen service for
women in the community.
Information needs included: what you have to do to participate, where to go, costs, how to make an
appointment, what happens at your appointment and who can help you.

GP/Health Clinic
Reminders/inform about
breast cancer screening





Cultural competence





The women highlighted the importance of GPs and other health practitioners reminding women
clients about breast screening.
Some women mentioned their GP had a computerised reminder system that provided regular
reminders to women clients.
The women suggested the need for GPs and other health practitioners to talk about breast cancer, risks
and screening programs with their female clients.
Cultural competence is a key strategy for reducing inequalities in healthcare access and the quality
and effectiveness of care received.
Local cultural competency programs that target health services, agencies and clinics can improve staff
interactions with Aboriginal clients and thereby improve the client’s healthcare experience.
These programs support the establishment of ‘safe’ healthcare environments for Aboriginal female
clients and their engagement in discussions about breast cancer and screening programs with
healthcare service providers.

Education
Community education
workshops









The women suggested workshops in the local community would improve women’s knowledge and
understanding about breast cancer and breast screening.
Workshops were also considered important to allay fears and concerns about confidentiality.
The women suggested Aboriginal health or community health workers should lead workshop
discussions and activities.
Workshops should also include fun activities that encourage the women to return for future workshop
sessions.
Workshops that include making appointments, taking women to BreastScreen appointments together
may be useful.
The involvement of respected community women in the workshops was also considered important.
Using local language at education sessions was recommended.
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Health materials




Role models and advocates




These workshops were considered very important for the women living on the missions or in more
remote communities.
The women emphasised the need for clear and simple messages about BreastScreen and for the
inclusion of Aboriginal women in posters and other promotional materials.
They also suggested the use of images that explain about breast screening to reach women with
limited literacy skills.
Bringing role models, local champions and health educators to the community was considered
beneficial for increasing awareness and interest in breast screening and to build self-efficacy among
community women.
The women mentioned the importance of elders (women) who can encourage community women to
go to appointments and attend education sessions.
“They need to say if she can do it, I can do it…”

Access
Transport




The women suggested the need for improvements in transport especially for the women living on the
missions.
They suggested the transport/buses be available in the community on certain days to take the women
to appointments. They also suggested the elders would have an important role to play in encouraging
the women to use the bus service.
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Appendix 2: Barriers and enablers for women who identify as being Aboriginal for participating in cervical
screening
i.

Barriers for women who identify as being Aboriginal for participating in cervical screening.

Themes

Descriptors

Client-based
Low level of knowledge





Shame*
* The concept of “shame” as used by
Aboriginal English speakers is
broader than the non-Aboriginal use
of the word. It extends to include
embarrassment in certain situations
and self-consciousness often due to
attention (for positive or negative
reasons) rather than as the result of an
action by the individual.
[Ref: Pilkington et al. 2017]





Women exhibited low levels of knowledge about cervical cancer, HPV, its causes and screening for
the disease, and particularly age eligibility for the screening program.
There was considerable misinformation about the causes of cervical cancer shared by the women.
The women felt that low levels of knowledge was especially prevalent among the younger women in
the community.
Women associated the cervical screening process with ‘shame’ and feelings of vulnerability. They
disliked the notion of having to remove clothes and others (especially male GPs) seeing the women
naked.
Some women mentioned feeling vulnerable as a result of being physically exposed during the
screening process.
Some women also mentioned they didn’t like people touching their body.
“I get very uncomfortable when I have to open my legs up for somebody…very uncomfortable”
“I don’t like people touching your privates”



The women stated that some women would also be embarrassed if they were found to have a STD.
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Low priority/forget



Some women stated that many women just forget to turn up for screening appointments as other
things come up during their day.
“Life gets in the way!...your day just gets filled up with other things”


Fear

Not prepared

Pain

Not regularly seeing a GP
Concern about
confidentiality




Similarly, the women felt that cervical cancer screening was a low priority for some women because
of not having any symptoms. Therefore, many women just don’t think about it.
Fear was associated with low levels of knowledge about cervical cancer and cervical screening.
Fear was also associated with hearing other women talk about their experience with having a Pap test.



Women offered a Pap test spontaneously during an appointment (unplanned) was not viewed
positively especially if they were menstruating or were pregnant.



Women referred to the physical discomfort of having a Pap smear test and described pain associated
with the Pap smear.





“I’m scared of the tool…”
The women reported some women have limited opportunities to discuss cervical screening with GPs
as they didn’t have a regular GP.
Some women expressed concern about confidentiality at medical centres and GP practices.
These women were concerned about others knowing their business, being overheard by others in the
waiting room and health practitioners discussing their business with other community or other family
members.
“You can hear things from outside…”

Access
Limited available transport
support




Some women were reliant on others to drive them to a medical appointment. These included those
living in rural/remote communities and on the missions.
The cost of transport was also mentioned as a barrier for women living in these communities.
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Too expensive

No local clinic





General Practitioner/Health Provider

Gender

Lack of mention
Communication skills

“They’re like an hour away…they only get to see someone now and then….they have to rely on others
to get them to town.”
There was a perception that the test would cost a lot of money as it required a longer appointment
time.
The women reported that there is no longer a women’s health clinic in Casino and no women’s health
services for women living on the missions.



The women preferred a female GP for women’s health and screening procedures such as the Pap
smear test.
Some women stated that if the GP was male they would need to arrange for a chaperone to come as
well.
Women reported that their GP did not talk about cervical screening or remind about having a Pap test.



The women reported GPs having poor communication skills
“They don’t explain things and then you have it and it hurts so many don’t go back again….they fear
it.”



Hard to get appointments




The women also highlighted concerns about GPs and other health practitioners exhibiting poor
awareness of the cultural needs of women. This, they felt, hindered women’s motivation to go for
medical appointments.
Some women expressed frustration at the difficulty of making appointments especially with a female
GP.
Women also mention difficulties with making long appointments for having a Pap test.

Community
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Lack of education and
information in community

No mention in community
ii.






Some women reported low recall of hearing about cervical cancer and screening within the local
community.
“The lack of information…you don’t really see anything out there…you only see something when you
are in medical area…some people can’t read, so you need to get information out to them…..target the
younger ones, they don’t know, they need groups like this to explain things…”
The women reported that there was very little discussion in the community about cervical cancer.
It was considered a private women’s health issue and something that wasn’t discussed particularly
with younger-aged women or girls.

Enablers for women who identify as being Aboriginal for participating in cervical screening.

Themes

Descriptors

Client -based
Take control





Women felt that cancer was very serious and would be very impactful on their lives.
Early detection was considered highly important for successfully treating the disease.
Women felt the Pap test was a necessary test that had to be done regardless of how you felt about it.
“First you are shy and then you get used to it…”



“You have to get over the shame and let the doctor do what they’ve got to do!”
Women regularly referred to ‘peace of mind’, and screening (whilst unpleasant) allows women to
‘know everything is OK down there.’
“Healthy body, health mind…otherwise you would worry and that causes stress and you get ill from
worrying.”

GP/Health provider
Reminders




Many women stated that GP reminders facilitated bookings for Pap tests.
An SMS from GPs was mentioned as being a useful reminder system.
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Education and information
source
Gender of GP – being
female GP



The women felt that GPs had a responsibility to provide information about cervical cancer to female
clients and to explain the screening procedure and the meaning of test results.




For some women, the gender of the GP was considered an important enabler for having a Pap test.
This was especially highlighted for those younger-aged women who have never been screened.
“It’s best to ask for a female doctor or nurse to come into the room…the young ones should be told
this….that makes you feel safe.”
“It’s got to be done in a culturally appropriate manner…having a female there!”

Support person, counsellor
& Aboriginal Health
Worker




The presence of a support person, nurse, counsellor or Aboriginal Health Worker at clinics during Pap
test appointments was suggested as a helpful strategy to improve women’s experience at health clinics
or services.
The women felt there are many women who feared the screening process because they don’t
understand it. A counsellor or other support person (female) would assist to allay these fears by
explaining the process, helping them with preparing for screening and to answer any questions or
concerns they may have.
“Have a counsellor as some will panic…having a counsellor there to talk you through it…trauma in
people’s lives and they don’t want to be touched…a counsellor would help them, talk to them…”

Service/system - based
Reminder letters
Self-collection



Women felt that the reminder letters were important for prompting them to have a Pap test.



The women felt that self-collection tests would be a welcomed strategy for women who were shy
about having a practitioner performing the test.

Education
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Education programs





Community-based
women’s health group
sessions/workshops





Obtaining information about cervical cancer and screening programs in the community was
considered important for improving participation rates.
This included information about local services with female GPs or nurse practitioners providing Pap
tests.
Information should be provided that is simple and clear and provides images that are culturally
appropriate and appealing, especially for younger-aged women.
Bringing role models, local champions and health educators to the community could increase
awareness and interest in cervical screening and build self-efficacy.
The women suggested different workshop sessions for different age groups of women (peers and
friends).
This would encourage women to attend and address younger women’s shyness in the presence of
older women or other family members (mothers/aunties/sisters) during workshop discussions and
activities.

Access

Women’s clinics/outreach
services







Transport



The women stated that access to a women’s health clinic was important for addressing fears and
embarrassment about having the Pap test.
The women also suggested the need for outreach clinic services to reach women living in rural areas
and on the missions.
The women believed that clinics that offer a drop-in service would facilitate participation in cervical
screening.
The women highlighted the need for clinics being culturally competent and appropriate.
This was essential for Aboriginal women to comfortable and safe.
The provision of transport was raised as important for women for accessing health services providing
Pap tests.
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Appendix E
Gantt Chart

10
0

No longer applicable (not counted in tracking performance)

Completed
On track
Minor delay /concern
Significant delay or concern
Planned timeframe

PM QIWCS: Program Manager Quality Improvement Women's Cancer Screening, Direct. SSI NNSW: Director System and Service Intergration Northern NSW; IF: Improvement Foundation, PS: Practice Support team

Tasks
Stage 1: Planning and initiation

Circle strategy meetings
Strategy meeting preperation
Tactical circle meeting (may change to a focus on the conference)
Tactical meeting preperation
Draft program logic
Prepare a draft logic (Breastscreen only)
Provide to Steering Committee for comment
Finalise logic with Breast Screen
Monitoring and evaluation framework
Draft an M&E framework based on the logic
Review the M&E framework with relevant counterparts
Submit to the Steering group for review/finalisation
Review the program logic
Stage 2 - Execution
Finalise the project handbook
Revise the handbook and measures guide following the change from
IF to CAT4 and ChilliDB
Approved
Designed
Printed/uploaded to website
Collect and disseminate data
Technical specifications and collection processes updated and
approved
qiConnect data portal established, including dashboard
Regular monitoring of practice adherance to protocals
Follow up and support provided to practices
Practices encouraged to turn on push report function
Plan and deliver webinars
Plan webinar calendar
Deliver webinars as per calendar
Undertake a community consultation/mapping
Design consultation tools and sampling approach
Get ethics approval if required
Identify participants
Undertake consultations
Produce consultation report and practice profiles
Share reports with the community
Based on consultation data, develop health literacy action plans,
including indicators and budgets (with practice input)
Share the action plans with community (with practices)
Implement the health literacy action plans
Host learning workshops
Decide on workshop location/format (clusters versus central etc)
Confirm priorities for workshops
Idenitfy and engage a workshop facilitator
Prepare for workshops
Produce workshop outcome summary document (if necessary)
Orientation learning workshop
MfI webinar
Learning workshop (Breast, health literacy)
Learning workshop (Cervical,women with disabilities)
Learning workshop (3rd final/consumer resrach and health literacy)
Conference
Major workshop (Conference - share learnings broadly)
Collate participatnt feedback for Nov workshop for tactical group
Monitor and Support GPs
Train practice support team in Mfi and qiConnect WCS page
Review the MfI monthly submissions and provide feedback
Invite Practice support team to learning workshops
Ensure Practice support have admin access to WCS qiConnect
Follow up last week every month to ensure Practices uploaded
Send monthly email updates that summarise peformance, highlights
(via Practice support)
Follow up to check staff have protected time and document
Send a mid pt survey monkey satisfaction survey
Send a project final satisfaction survey
Stage 3 - Evaluation and Project Data/Findings
Report as per NCPHN requirements
Expand the WCC KPI reporting template (embed quality indicators)
Submit reporting template to Director for approval
Report quarterly as per the KPI template
Report as per Cancer Institute requirements
Email confirming commencement of work
Progress report # 1 drafted
Progress report #1 approved
Progress report #1 submitted with invoice
Progress report # 2 and Fin report drafted
Progress report and fin report #2 approved
Progress report # 2 submitted with invoice
Progress report #3 drafted
Progress report #3 approved
Progress report #3 submitted with invoice
Final report and Finreport drafted
Final report and Fin report approved
Stage 4 -Closing
Finalise contract with the Improvement Foundation
Confirm CI NSW acceptance of end of term report
Establish NCPHN financial and management process for program
components NCPHN has identified for ongoing delivery
Communicate the program transition/completion as per the

communications plan
Step 5 - Lessons learnt
Steering committee debrief
Tactical group debrief
Document lessons learn and recommendations into final report
Develop and disseminate communication collateral
Communication and Change Management
Provide strategic direction on communiation priorities
Draft and deliver a communications action plan
Monitor delivery and impact of the plan
Risk Management
Review project risk register and update as required
Ensure risk mitigation measures are built into workplans
Ensure risk mitigation measures are built into workplans
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invites sent, agenda underway some delay due to leave
delayed to Dec 12th due to availability

PM QIWCS
PM QIWCS
PM QIWCS

Discussed with Tiffany, better to do via Steering to ensure capture insights
Finalised with Jane Walsh

PM QIWCS
Direct.SSI NNSW
PM QIWCS
Steering

updated into MI guide in January '18

IF/Steering/CI

Challenges with breast data collection delaying

IF
PM QIWCS/PS

PS
PS

PM WCSC/PMPCMH
M PCMH - WCSC to support

Tactical
Tactical
Community
Community/Tactical
Tactical/Community
Community

Tactical
Community
Tactical

PM/PS
Steering
Steerning
Tactical
PMQIWCS
Tactical
PMQIWCS
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Tactical
Tactical

Tactical

PMQIWCS
PS/PMQIWCS
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Direct. SSI NNSW
PM QIWCS
PM QIWCS
Direct. SSI NNSW
PM QIWCS
PM QIWCS
Direct. SSI NNSW
PM QIWCS
PM QIWCS
Direct. SSI NNSW

PMQIWCS
Direct. SSINNSW

Steering/Director SSI
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Steering.Comms Mgr
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N/A due to manual way measures had to be reported

Appendix F:
GP Practical Actions resources (Checklist Poster and Flyer)

Appendix G:
Women’s Cancer Screening Collaborative (A3 folded) evaluation
summary resource

