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Executive summary

‘Woman to Woman’ is qualitative participatory research designed to explore the effects of
breast cancer and breast cancer treatment on rural women. It documents the experiences
of 20 women in the Hume region of Victoria who have been diagnosed and treated for
breast cancer in the previous three years. The women were asked to reflect on the effect of
breast cancer on their lives generally and on the nature and quality of the services they
received. They spoke about what was helpful to them and gave their views on how services
may be further enhanced.

The researcher conducting the interviews is herself a breast cancer survivor who disclosed
her own experience of breast cancer to the women being interviewed.

The women interviewed ranged in age from 34 to 70 years. All of the women resided
within Hume region, in major regional centres, smaller towns and rural settings.

This participatory research was conducted as a collaborative partnership between the
Department of Human Services (DHS - Hume region), Women’s Health Goulburn North
East (WHGNE) and Breast Services Enhancement Program (BSEP - Hume region). A
partnership agreement and work plan were developed as a basis for this collaboration,
and guidance was provided by a Project Reference Group. This research report has a
companion volume of excerpts from the 20 interviews, entitled, ‘Woman to Woman:
insights from rural women with breast cancer’.

Context of the project

The diagnosis of breast cancer is usually a traumatic event in a woman’s life, and the
impact of breast cancer and its demands can be significant. Breast cancer is the leading
cause of cancer death in Australian women. Over 11,300 Australian women are
diagnosed with breast cancer each year and 1 in 11 will be diagnosed with the disease by
the age of 74.

Up to 30% of Australian women diagnosed with breast cancer live in rural or remote areas
of Australia and have been recognised as having special needs and limited treatment
options. High levels of unmet supportive care needs among women diagnosed with breast
cancer have been reported, yet there is a paucity of qualitative research examining the
needs and experiences of breast cancer patients within the rural Victorian setting.

Medical interventions — diagnosis and treatment

The women interviewed reported undergoing various treatment types in different locations,
including within the Hume region, Albury and Melboumne.

Women experienced a range of side effects at each phase of the cancer treatments. Some
were temporary and some are now a permanent affliction for the women affected.

It appears that there is a difference in the availability of reconstructive surgery in rural
areas compared to Melbourne, with Hume region women rarely having the option of
reconstruction at the same time as mastectomy. In fact, the women reported that there was
very little discussion of reconstruction at all at the time of diagnosis. In retrospect, this was
a concern to them.

Health system and financial issues

Just over half of the women chose to use their private health cover for a particular aspect
of their treatment. Women treated in the private system were generally very satisfied with



the treatment they received, although a number commented on having marked difficulty
accessing services post discharge from a private hospital.

While some of the women were eligible for different forms of financial support, depending
on where they lived, where they had their surgery and whether they had private health
insurance, there was clearly a significant financial burden that came along with the
diagnosis and treatment of breast cancer. They had no choice but to cope with this as yet
another stressor.

Women'’s perceptions of their experience of health services

Many women interviewed felt that it had been important for them to actively participate in
decisions regarding their health at the time of diagnosis and throughout subsequent
treatment. Women had to be assertive to have a voice in treatment decisions. They had to
advocate for their right to an opinion, or to state a preference, or to have treatment that
they chose based on comprehensive information.

Women commented on the need to ask questions, research topics and actively seek
additional information. Some women found themselves having to argue strongly and
convincingly for a particular course of action.

There were mixed responses from the women about their experience of communication
with professionals and access to information. Some women experienced great difficulty
and reported that their views were dismissed and procedures were not adequately
explained. Other women were very satisfied with the communication between themselves
and professionals, and felt great confidence in their specialist treatment.

Communication between disciplines was also regarded with mixed views. Some women
found this to be satisfactory whilst others reported enormous problems. Some stated they
received quite conflicting information from various clinicians.

Women's perceptions regarding the manner in which they were treated were mixed. While
many highly praised the specialists, the support personnel and the facilities associated with
their treatment, many others were highly critical of various aspects of their care. Some
women expressed dissatisfaction with the disrespectful aftitude of staff involved in their care
and felt a lack of trust in the competence of particular professionals. Some were unhappy
with the physical environments where treatments were received.

Women appreciated the service they received from Breast Care Nurses (BCNs) in the
region and were clear about needing increased access to the care, support and
information offered by BCNs. The part-time nature of the BCN employment means that
currently access to BCNs is limited.

Timely information and good communication with health professionals are both critical to
women with breast cancer. Women are coping with physical and emotional assaults on
their being and struggle with confusion and fear of the unknown.

Effects and issues of breast cancer

The diagnosis of breast cancer brought with it great challenges for each woman. Most
poignant was the effect on family. Support from family and friends was essential to the
women as a source of great comfort and assistance, and for those who did not receive it
as expected, as a source of great disappointment. The women spoke about fear and grief,
and loss of friends who did not know how to offer support and so withdrew. Yet, along
with all of this, came a greater appreciation of life and a new way of experiencing each
day.

Women described concern for their children of all ages as paramount. Caring for their
babies and toddlers was clearly a major issue for young women. Young children and



adolescent family members often felt traumatised by the change to their family life and the
risk to their mother. They feared for their family’s future. There is a clear need for
emotional support for them, and, at the same time, a lack of accessible counselling
options.

Women with partners were very concerned about the effect of their breast cancer diagnosis
on their partner. Men were frequently described as not coping well and finding it very
difficult to express their feelings.

There were times when support from other family members was not forthcoming, and it
was hurtful and disappointing to the women.

It is not surprising that the absence of hair (albeit temporary) and a breast or breasts would
have an impact on women’s self image. Some women confessed to feeling very self
conscious about their appearance despite being aided by wigs, breast prostheses and
reconstructive surgery. Some women experienced a loss of confidence and associated
feelings of fragility and insecurity as a result of their breast cancer.

Whilst undergoing treatment, women commonly felt extremely unwell. They needed help
with daily tasks and frequently had to ask for assistance. As a result, many felt that they
were a burden to others.

The need to take time off work throughout treatment for breast cancer was something
women dealt with differently. Some women discontinued work for extended periods.
Others felt that they were able to cope with working part time.

The impact of rurality on Hume region women with breast cancer

The stereotypes of rural life appear to be true, as women spoke of the calm atmosphere of
the country and friendliness and stoicism of country people.

They appreciated the greater support from small communities, where people know each
other and you're treated as a person and not just a number; where the breast care nurse
and the district nurse call in to offer advice and support.

The flipside is that, where everyone knows each other, it is impossible to keep things
private. As a result, some women felt forced to tell their children and family of their breast
cancer before they were ready, and felt branded by their illness.

The women'’s experiences of accessing treatment and support services differed according
to whether they lived in one of the four larger provincial towns, in smaller country towns, in
tiny hamlets, or on farms in rural and remote areas. Those who felt best served were the
women living in or close to Albury-Wodonga which has radiation and chemotherapy
treatment centres. It is the only centre in Hume region to offer both.

For most of these Hume region women, treatment for breast cancer involved extensive
travel and the occasional need for accommodation. For women living in rural areas some
distance from a provincial centre, travel to and from appointments depended on having a
car and, perhaps, a friend to drive them, as public transport was either not available or
very limited in the times it was offered. Women spoke of having to set aside half a day or a
whole day to attend appointments. When the appointments were for radiation, for some
women, they were scheduled on each weekday for six weeks.

Strategies

There were many strategies which women indicated had helped them along their journey
with breast cancer. They ranged from changes in lifestyle and atftitude - the way they
viewed life, its trials and tribulations - through to accessing assistance via information
sources, counselling, support for themselves and family members, and practical strategies
to alleviate physical discomfort. A key strategy was a determination to live life to the fullest.
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Counselling was seen as a very effective strategy to deal with the emotional trauma
associated with the disease for the woman and her family. Access to and affordability of
counselling services was again underscored as an issue in rural areas.

Conclusion

This research sought to gain an insight into the experiences of women in Hume region
living with breast cancer and their experience of health services in its treatment. The
purpose of the research was to improve health services to rural women. This report is for
health professionals to read and consider. It is for the funding bodies of health services to
inform their decisions. It is for the women who informed this research; for women living
with breast cancer; and for those who will be diagnosed in future months.

The experiences of the 20 women who informed this research identified clear avenues for
improved services. Implementation of the recommendations in this report will go some way
to delivering improved experiences of health service provision for rural women with breast
cancer.

Discussion and recommendations




Table 8: Recommendations relevant to healthcare professionals, and evidence source

No.

Evidence supporting the recommendation

2.1

3.1
3.2
4.1
4.2
5.1
5.2
5.3
6.1

6.3
7.1
8.1

9.1

9.2
9.3
10.1
12.1

12.2

12.3
12.4

12.5

Strongly supported by this research data and the literature
Supported by the literature

Supported by this research data; strongly supported by the literature and
professional experience

Strongly supported by professional experience

Strongly supported by professional experience

Strongly supported by the literature and professional experience

Strongly supported by professional experience and the literature
Supported by this research data, the literature and professional experience
Supported by the literature and professional experience

Supported by this research and professional experience

Strongly supported by professional experience and supported by the
literature

Supported by the literature and professional experience
Supported by professional experience and this research

Strongly supported by this research, the literature and professional
experience

Strongly supported by this research, the literature and professional
experience

Strongly supported by the literature and professional experience
Supported by the literature and professional experience
Supported by the literature and professional experience

Strongly supported by this research, professional experience and the
literature

Supported by professional experience and strongly supported by this
research

Supported by this research
Strongly supported by the literature and professional experience

Strongly supported by the literature and professional experience




Table 9: Recommendations relevant to policy makers, and evidence source

No. Evidence supporting the recommendation

2.1 Supported by this research data; strongly supported by the literature and
professional experience

5.3 Supported by this research and professional experience

6.3 Supported by the literature and professional experience

7.2 Supported by this research and professional experience

8.1 Strongly supported by this research, the literature and professional
experience

9.1 Strongly supported by this research, the literature and professional
experience

10.1 Supported by the literature and professional experience

10.2 | Supported by the literature and professional experience

11.1 Strongly supported this research and by professional experience
12.1 Strongly supported by this research, professional experience and the
literature

12.2 | Supported by professional experience and strongly supported by this
research

12.3 | Supported by this research

Table 10: Recommendations relevant to peak bodies (e.g. NBCC, CCV, BCNA), and evidence source

No. Evidence supporting the recommendation

1.1 Strongly supported by this research data and the literature

1.2 Supported by the literature

4.2 Strongly supported by professional experience and the literature
5.2 Supported by the literature and professional experience
6.2 Supported by the literature and professional experience

12.2 | Supported by professional experience and strongly supported by this
research

12.5 | Strongly supported by the literature and professional experience




Table 11: Recommendations relevant to heath administrators or executive, and evidence source

Evidence supporting the recommendation

2.1

3.1

3.2

5.2

5.3

6.3

7.1

8.1

9.1

9.3

10.1

10.2

12.1

12.3

12.4

12.5

Strongly supported by this research data and the literature
Supported by the literature

Supported by this research data; strongly supported by the literature and
professional experience

Strongly supported by professional experience
Strongly supported by professional experience
Supported by the literature and professional experience
Supported by this research and professional experience
Supported by the literature and professional experience
Supported by professional experience and this research

Strongly supported by this research, in the literature and professional
experience

Strongly supported by this research, the literature and professional
experience

Supported by the literature and professional experience
Supported by literature and professional experience
Supported by the literature and professional experience

Strongly supported by this research, professional experience and the
literature

Supported by this research
Strongly supported by literature and professional experience

Strongly supported by the literature and professional experience




It Ls recommended ...

] . ] That health professionals be trained in effective communication
techniques between themselves and women and families; and between
each other as health professionals

] 2 That health professionals be required to update their communication
skills on an ongoing basis




It s vecommended ...

2. ] That a team approach to multidisciplinary care should be available for
all women diagnosed with breast cancer, to enhance continuity of care

3‘ ] That a culture of upholding the rights and desires of women regarding
their treatment be created

3 ‘2 That the right of anyone to a second opinion is accepted by health
professionals and facilitated by them




4.1

That a range of timely information be made available to women
regarding their specific treatment options; side-effects; available
services; and entitlements through health professionals as primary
conduit for information. Local resources should also be promoted such
as the Albury-Wodonga Resource Kit, the Wangaratta Chemotherapy
Packs and the Hume Breast services website.



4.2

That general information about cancer diagnoses; treatment options;
side-effects; advantages and disadvantages of particular choices;
available services; and entitlements be easily accessible to women
through government funded and other agencies including Breast
Cancer Network Australia, Cancer Council Helpline and BreaCan. The
methods could include hard copy information for fax and post; email
and website information; and by telephone or personal contact.

It Ls recomumended ...

5.1

5.2
5.3

6.1

6.2

That information about options for reconstruction be provided by health
professionals to women at the time of diagnosis and at each
consultation where treatment options are discussed

That information about reconstruction be generally available to women

That reconstructive surgery be available at regional centres within the
Hume region, for example, through visiting specialist surgeons

That information about lymphoedema and risk minimisation strategies
be provided by health professionals fo women throughout their cancer
treatment

That information about lymphoedema and risk minimisation strategies
be generally available to women
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6.3

That women have greater access to lymphoedema education and
treatment through:

(a) supporting physiotherapists and nurses to become specialist trained
lymphoedema therapists

(b) increased hours for publicly funded lymphoedema services

It Ls recommended ...

/.1

/.2

That information about public and private health systems and the
Pharmaceutical Benefits Scheme be given to women at the time of
diagnosis and hospital admissions

That the State and Federal Governments produce short, plain-English

pampbhlets with key points, and provide a ‘one-stop’ phone contact for
follow up information




It Ls recommended ...

8.1

That funds and in-kind support be sought from government and
philanthropic trusts to increase support provided locally for younger
women with breast cancer and for women with advanced breast cancer,
through a range of measures including:

8 -| -| the further support and development of existing and newly
o created support groups in Hume region

8 'l 2 the establishment of such support groups in localities
s across the Hume region

8 -I 3 teleconference linkage to existing city-based support
o groups for younger women and women with advanced
breast cancer

8 -l 4 additional support for women caring for a young family,
o b such as in-home child care and home help




It Ls recommended ...

9 . ] That women have increased access to breast care nurses through
services providing more specifically funded breast care hours which may
be as part of a cancer nurse specialist role

9 2 That clinicians and other health professionals increase referrals to
specialist trained breast care nurses from the point of diagnosis through
the continuum of care

9 ‘3 That breast care nurse services and availability are promoted to
clinicians and other health professionals through marketing, in-service
professional development opportunities and clinical meetings




It Ls recommended ...

] O. ] That professional development, networks and networking opportunities
be made available and taken up by rural breast care nurses and other
health professionals in their own region

] 02 That the Breast Care Nurse Networking Days established by Hume
Breast Services Enhancement Program be sustained within the
Victorian and NSW Cancer Framework implementations, and be
expanded to include professional development opportunities for
oncology nurses and other health professionals




It Ls recommended ...

] ] . ] That frequency of travel be considered in determining eligibility for
travel assistance

It Ls recommended ...

'| 2 'l That free or minimal cost counselling be accessible within two weeks of
. contact for Hume region women with breast cancer and/ or their
family members



That every woman diagnosed with breast cancer who wants support be
given access to peer support, for example, through the Cancer
Connect Program of the Cancer Council or BreaCan'’s free call
support program or arranged locally

That the physical environment of the areas where treatment is
administered should be examined to ensure adequate space, comfort
and privacy, and improvements planned where necessary

That multidisciplinary breast care teams encourage a psychosocial
approach both within their practice, and amongst health and
community networks. The Hume region multidisciplinary breast clinic
agenda forms should also be revised to incorporate psychosocial risk
factors

That education and training sessions covering psychosocial factors and
communication be offered to regional health professionals to ensure
appropriate skill sets



