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Group profiles are distinguished by age, locality, and individual circumstances because the
Groups themselves develop in response to particular needs. For example, some women are
unable to attend night meetings, so will travel from Wollongong to Warilla which is a day
meeting. Others, who are unable to attend day meetings because they can only get transport at
night, attend the Wollongong Group. In general, the Groups have a wide range of ages, stages
and phases of living with breast cancer. However, the Warilla Group tends to be characterised by
an older age group. Wollongong has a wide variety of ages, physical ability and
family/employment circumstances. Kiama is made up of a generally older age group but with a
number of dynamic and involved members and with a distinctive energy provided by their caring
Group leader.

The IBCSG Member Profiles for Immediate Sub-Groups

The Young Women’s Group written by Melinda Lincoln

A newer group to emerge from the three core Groups has been the Young Women’s Group. This
Group was started in 2002 when some young women let Gloria Swift, Oncology Nurse
Consultant, Breast Care Nurse, know that they felt their different needs weren’t being met within
the larger (and older) main group. The Young Women’s Group met formally, once a month at
night at the Port Kembla Leagues Club, with Gloria Swift facilitating. Gloria ensured that there
were regular guest speakers with information about things more relevant to younger women such
as reconstructive surgery, fertility, children, and sexuality. These women ran a successful young
Women’s Forum in 2002, which brought more women into the group.

Numbers attending the Young Women’s Group, however, gradually declined and the following
year, the Group disbanded its formal structure in favour of regular, informal dinner gatherings.
Numbers for this informal young women’s group were boosted in 2005 with some newer younger
women who also felt they needed to meet outside the main group. These women began meeting
infrequently as well as attending Wollongong BCSG meetings. When more of the women
involved in these informal meetings rejoined the workforce they decided to have a regular dinner
at the same venue as the already established, continuing informal group.

Currently there are ten regular members in the Young
Women’s Group ranging in age from mid thirties to mid
forties, although sometimes younger women and older
women who feel they are ‘young at heart’ come along.
The Group now meets once a month at the lllawarra
Master Builders Club in Wollongong with around 5
ladies attending regularly. Many more of the Young
Women come to special events such as the Healthy
Women’s Forum or the Field of Women. Some of the
women also attend the Wollongong Group and have
come to retreats, while others who don’t come to meetings stay in touch via the newsletter, meet
with other women they have befriended during treatment or stay in contact by phone with the
young women’s representatives or Gloria Swift.

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The Illawarra Breast Cancer 11
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The IBSCG Dragon Boat Team written by Catherine Holland

The IBCSG Dragon Boat Team was formed in 2002 and is called Illawarra Dragons Abreast.
They provide a much needed opportunity for women to increase their physical activity through
paddling, in a fun sport where friendship, encouragement and support are readily available. Their
Motto is “friendship, fun & fitness”, and they make sure all new ladies are warmly welcomed.
Illawarra Dragons Abreast, train on Lake Illawarra near the Yacht Club on Sunday mornings at
8am, and Wednesday evenings at 6pm.

The dragon boat team is a member of both
Dragons Abreast Australia and Dragon
Boats N.S.W. Some of the ladies regularly
compete in regattas in N.S.W and some
members travel to competitions, both
interstate and abroad. They have been part
of a composite Dragons Abreast Australia
team which paddled in New Zealand,
Canada and Singapore.

Illawarra Dragons Abreast team members
attend fundraising events and seminars,
provide information sessions for local
community groups and University students and are seen at many local events. Through paddling
they have the opportunity to promote Breast Cancer awareness, put a face to Breast Cancer
statistics and to provide hope and inspiration to many by showing there is a ‘Quality of Life’ after
a breast cancer diagnosis. Friendships are forged with fellow paddlers and with sister groups all
over the country and indeed internationally.

Two special interest Groups, although not formally constituted, have provided highly valued,
ongoing informal support for members of the IBCSG. These include the Craft Group and the
Aquajog Group.

IBCSG Craft Group written by Barbara Domblkims

After a diagnosis of breast cancer, so much of your life is put on hold while you focus on follow-
up treatment and getting well again. Taking control of your life is such an important part of
recovery. One of the ways of achlevmg this to getting back to doing the things you love to do,
_ whether they be exercise, spending more time with
friends and family or bringing out your creative side.

This need for ‘taking back control of your life’, was
recognised as being important to the women of the
Support Groups and so in the early nineties our Craft
Group was formed. This Group gave our women the
opportunity to learn new and interesting crafts from a
variety of teachers (some being our own Group
members) as well as providing a very important avenue
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for women to socialise. Many friendships have been formed over the years and while some
participants may not have had a diagnosis of cancer, have come along as carers or support
persons for a cancer patient. The Craft Group provides members with an outlet to express their
feelings as often as they want and to have someone other than their family as a ‘sounding board’.

Most of the craft produced initially, was sold on fund-raising days for the benefit of the Support
Group, but the monetary gain has been far outweighed by the companionship and support the
women receive by being part of this Craft Group activity. In recent times, our IBCSG bus has
been used to bring some of our elderly members to the Group, members who otherwise have no
means of transport to come to craft lessons. Again, this initiative has proven invaluable in
providing a much needed source of companionship, friendship and support.

IBCSG Aquajog Group (Alias: Bruce’s Angels) written by win Mitchell

As Gloria (Swift) is always working on new ideas for the betterment of the Group, so it was at
one of the meetings, she suggested aqua-jogging. Gloria suggested that aqua-jogging could be
most beneficial for those members of the Group who did not take part in strenuous exercises or
for anyone who might be interested, but she did not know how this idea might be received. One
requirement to be a member of the aqua-jog ‘Team’ was that you had to have had cancer or be a
friend of someone who had been diagnosed with cancer.

After about six weeks, the idea became a reality. It was then that eight members ‘touched down’
in the pool at the University of Wollongong for the first time, supervised from the very beginning
by Bruce Power as Group instructor and friend. It will be four years in September 2007, since the
beginning of our aqua-jogging Group.

The University pool is an outdoor pool, but the pool
water itself is usually around 28 degrees so our aqua-
jogging continues throughout Summer AND Winter,
except during public holidays and three weeks over
the Christmas break. The number of aqua-joggers
has now increased to a regular 15. There is much
laughter and talking whilst jogging up and down the
pool and as the depth of the pool varies from 1.2
metres to 2.4 metres, Bruce insists on the wearing of
flotation belts as not everyone in the Group can swim. We don’t all keep up with the exercises
but Bruce is very understanding and supportive and helps us find our own preferred level of
activity. Ages range from mid fifties to eighty plus. The exercises cover various parts of the
body and conclude with arm and leg stretches. Some members enjoy doing extra swim laps after
the class.

Following the aqua-jog activity session, there is always a hot shower and then a short walk to the
pool café for coffee or tea. This is a most happy gathering where ideas are exchanged. Birthdays
are remembered with much hilarity — the ‘birthday girl’ cutting a muffin as birthday cake, into
sixteen portions to share and celebrate. Discussion takes place on what is happening next,
particularly about Group activities and planning for Christmas parties. Everyone contributes to
these discussions and all new members are welcomed in a way that they soon feel at ease with all
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the other members of the Group. These meetings usually end with hugs before goodbyes and
acknowledgement of the shared commitment to see one another the following Monday at 9.00am.

1.3 IBCSG Structure in Practice

One key support/leadership role in the IBCSG is that of Oncology
Nurse Consultant, Breast Care Nurse and group facilitator/coordinator. | “It’s leadership by
With approximately 125 women in total, regularly attending the three | listening” ... (to
core groups of the IBCSG, this leadership role involves a complex mix | expressed needs).
of up-to-date clinical knowledge, facilitation, co-ordination, logistics Core Evaluation Team
and communication. It also has the person concerned in continuous | focus group comment,
; . . 2006
interaction with a large number of Group member-leaders, across a

wide range of activities that make up the IBCSG. This particular
support/leadership role has evolved as responsive leadership across related clinical — community
spaces. In practice, the role is attuned to, guided by and focussed on recognising, anticipating and
meeting both the clinical and the felt needs of women diagnosed and living with breast cancer.

However, the key support/leadership role is only one of the leadership roles in a cluster of
mutually supportive designated leadership positions. The ‘lead’ at any given time within the
Group, is taken by those generally accepted as having a real interest in and aptitude for, a
particular activity or task. As the core Groups continually evolve around the expressed needs of
their members and emerging aspirations (‘Outreach’ program and involvement in ‘Field of
Women’), so do the opportunities for taking a leading role in whatever task or circumstances
might emerge at any given time.

The designated formal leadership roles within the IBCSG are:
0 Oncology Nurse Consultant / Group facilitator
> Patient contact & support
> Leadership by listening to others and enabling others to take on and meet leadership
challenges and opportunities
0 Group President
0 Newsletter Editor
> Collector, narrator, collator of Group narrative
> Communicator, disseminator, advocate of Group narrative
o0 Committee roles: Treasurer, Secretary, two vice Presidents,
0 Group Representatives: Warilla, Wollongong, Kiama, Illawarra Dragon Boat Team, Young
Women’s Group
0 Group Leader-Nurturers

Outside these formal roles, however, the Groups
and their everyday activities, are characterised by a
wide range of both established and emerging
formal and informal leadership roles and
responsibilities. In the IBCSG, involvement in
these roles comes with a strong focus on capacity-
building. Whatever their purpose, all designated
roles are oriented towards meeting identified
support needs of women diagnosed and living with
breast cancer. The range of both leadership and
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group participation roles is evident in the nested layers of activities that Group members engage
in, together with their support network of partners, families, volunteers, health professionals,
health services and other organisations.

Overall governance and current direction of the IBCSG is guided by the Management Committee.
It is the practice of the Management Committee to accept responsibility for underpinning
business decision-making and organisational arrangements. With this arrangement for decision-
making, much of the burden of everyday housekeeping is shifted to the Committee, allowing
Group meetings to concentrate on their main purpose which is support. Any decision-making
that impacts on the Group is brought to the whole Group for discussion, reflection and individual
or shared input. This reflects the inclusive approach to organisation that underpins group
processes.

1.4 Formal & Informal Leadership and Participation Roles in the IBCSG

0 Oncology Nurse Consultant, Breast Care Nurse/ Group Facilitator (Recognised
health professional with combined clinical, governance, and pastoral responsibilities,
both bridging and linking the clinical treatment and community support environments)

o0 Management Committee — elected positions plus appointments
0 President, Vice Presidents (2), Treasurer, Assistant Treasurer, Secretary,
Assistant Secretary,
o0 Newsletter Editor, Library Coordinator
0 Group Representatives — Wollongong, Warilla, Kiama, Young Women’s, Dragon
Boats

0 Support Group membership

0 Special Interest Group Membership: Representatives in Promotional activities; Dragon
Boat Competition at local, State, National & International events; Tap Dancing Group
(Entertainment appearances)

0 Newsletter readership — includes a wide range of interested individuals
0 Outreach Program design, liaison, organisation, resourcing & follow-up

o0 Program Advocacy, Program Promotion, Lobbying for Change (e.g. Herceptin) —
Special Events (Field of Women, Well Women’s Seminar, Christmas Luncheons,
Celebration of Life Luncheons etc), Community Awareness Programs with Community
Partners, Cancer Carers, Conferences, Forums; Workshops & Consumer Representation;
Attendance at National Forums eg. BCNA, BCAG etc.

0 Sub-Committees and Function Area Co-ordinators
o Newsletter Production and distribution,
0 Resource Production (Outreach Programs, Beginning the Journey Kit, Videos
etc),

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The lllawarra Breast Cancer 15
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o Continuing Education Program for Group membership (i.e. Guest speakers,
Oncology Nurse Consultant, Breast Care Nurse/Group Facilitator, Newsletter
information sheets/articles/research updates),

Record-keeping  (photographs/photo-boards,  albums, articles, cuttings,
resources),

Welfare Officer,

Ring-a-friend Program,

Crop Top/Prostheses Coordinator

New name tags & information sheets Co-ordinator

Wardrobe Mistress — Pink T-Shirts/Clothing Supply,

Meeting Catering,

Badges and banners Co-ordinator

Stalls & Raffles Co-ordination,

Brochure development and publications/ resources

o

O0OO0OO0OO0OO0OO0OO0OO

0 Volunteer regulars e.g. Bus drivers, Resource Library at Cancer Care Centre, Sub-
committees (Special events, research projects)

0 Cancer Care partnerships liaison and mutual support, information exchange and events
planning i.e. Alkira Lodge, Illawarra Cancer Carers, Breast Cancer Network Australia
and local Groups e.g. Cancer Patients Support Group, Bowel Cancer Support Group,
Gynaecological Support Group etc.

o Community Partnerships with Wollongong High School of the Performing Arts,
University of Wollongong, Wollongong Golf Club, Service Clubs etc.

IBCSG Community Partnership with Wollongong High School of the Performing
Arts Dance Group for Field of Women Day in Wollongong 2006

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The lllawarra Breast Cancer 16
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1.5 The IBCSG Current Activity Groups

Craft Group

Dragon Boat Group

Exercise Group (a specifically-designed program at Fernwood)
Aqua-jog at UOW with Bruce Power

Tap-dancing Group (Medical Media Awards performance recently)
Relaxation Groups

Tai Chi Group

OO0OO0OO0O0OO0O0

1.6 Regional/Rural/International links & Friendship Groups
Milton-Ulladulla

Nowra

Camden

Temora

Griffith

Dubbo

Cowra

Cook Islands

Canada

Oo0OO0OO0OO0OO0OO0O0OO

Cancer Care partnerships

Illawarra Cancer Carers Caring for Us

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The lllawarra Breast Cancer 17
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The Group, with incorporation, has made successful application for Deductible Gift Recipient
status from the Taxation Office and donations of gifts and bequests are now tax deductible. The
Authority to Fund-raise from the Department of Gaming and Racing, Office of Charities section,
is a legal requirement and ensures accountability. Group accountability has been assured with
regard to the way in which the Group receives and handles funds from the community, produces
its accounts and audited records, and as a matter of course, publicly demonstrates its
accountability. The Authority to Fund-raise also means that if the Group holds a raffle, it is
required to operate within set guidelines. This Authority also ensures that if money is raised for a
certain project, there is a guarantee that the funds will be used for that purpose. The consequence
of registration for the Group has been assurance of transparency and accountability for all
stakeholders and relevant authorities.

The following principles and practices characterise the way in which the IBCSG organises and
sustains its current resourcing activities:
o0 Keeping fund-raising quite separate from support meetings
0 Acknowledging all gifts (no matter how large or small)
0 Ensuring that donors know where and for what purposes the money is or will be used
0 Building strong relationships over the years with golf clubs (particularly ladies groups), a
local high school, service clubs and community clubs
Making applications for support to social and sporting clubs
Member-volunteers taking ownership of the processes
0 Having a health professional as facilitator where the facilitation role is seen as part of
paid employment and where the role includes responsibility for working with the support
group, in the community and not confined to clinical context boundaries.

o O

The IBCSG Building Strong Relationships with
Wollongong High School of the Performing Arts

! Qualification of statement by current participating Support Group members

% Yaskowich, K.M. & Stam, H.J. (2003) ‘Cancer Narratives and the Cancer Support Group’, Journal of
Health Psychology, Sage publications Vol. 8 (6):720.

® The Cancer Council of New South Wales, Research Bulletin, Support Groups, September, 2005.
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SECTION 2: Framing our Participatory Evaluation: What purposes are served by
the IBCSG?

We should be able to tease out some
general information about how the
variety and extent of group activities
would simply not be possible with a self-
help group — it’s the professional
facilitation that makes this possible

Dr Beth Marlow: Previous Support Group

research (2000)

The initial framing for this participatory evaluation project,
was achieved with a small focus group of key people
involved in the IBCSG. In the discussions and reflections
that took place, participants identified the purposes that
might be served, by an evaluation of the meaning and value
of Group activities. These included four key areas of
concern:

How is the Support Group organised?
0 To be able to show how the Support Group model is organised — how it all fits together —
showing exactly how the model works — what we REALLY do.
o To provide an account of where we have come from and the possibilities — to show the
beautiful solid structure and the extraordinary diversity of what happens in the Group — to
show there is order in what we do.

What values and principles underpin the Support Group processes?
0 To show the trust, friendship giving, receiving and group cohesion that is the strength of
the Support Group
0 To demonstrate, with the evaluation of the model, the trust we have in one another — how
women feel safe to share lots of things with each other.
o0 To be able to show how we work as a team — how we work together for the good of the
Support Group
0 To show how the Support Group enables us to develop as strong independent women —
how we blend and balance strong independence with nurturing — how women develop
and do things they never thought they could do.
What is the Support Group experience and how does this experience meet individual needs?
o To gain an understanding of both the individual and the Support Group journey
0 To understand the contribution of the Support Group to meeting the needs of its
members.
How do we Understand and communicate what the Support Group does?
o0 To get people understanding and talking about what we are doing as a Support Group.
0 To gain information that we hope we can spread worldwide about what the Support
Group does.

2.1 Key Questions for the Evaluation

The key questions to be addressed by the evaluation were
generated in the context of these initial focus group
discussions. According to these members of the IBCSG, the
guestions that needed to be asked were:

What really is the Support Group?

How do we describe ourselves?

What are our values & our principles?

How do we relate to one another?

agkrwdE

The research demonstrates both the
complexity of the experience of cancer
and the integrated nature of support
requirements. From the survivor’s
perspective, psychosocial support is
central, not peripheral.

Dr Beth Marlow: Previous Support Group

research (2000)

What are the core processes that define/identify our Support Group?

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The Illawarra Breast Cancer 2()
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What does our Support Group do that works well for members?

What are the essential indicators for success of our Support Group?

What might indicate that things are not working so well for Support Group members?
9. What purposes are served by the Support Group?

10. Who benefits from the Support Group — How and Why?

11. What ensures our sustainability as a Support Group?

12. Could others start up a Support Group by doing what we do?

o N o

2.2 Background to how we went about evaluating the IBCSG

Research into the experience and the function of cancer support groups in general, has
highlighted the need for a particular type of evaluation framework. That is, a framework that
takes into account both the individuality of the experience and the benefits of the group, when
viewed from the perspective of Group members®.  This approach to evaluation is suggested
because membership of a support group is both a unique individual experience and a shared
collective experience, of being and growing together.

With evaluation purposes identified by both the initial evaluation planning group and the two
evaluation facilitators (Dr Sue Curtis, Evaluation consultant and Dr Beth Marlow, the IBCSG
member and researcher), overall evaluation methods and strategies® were aimed at gathering
information for:
o Documenting the values, principles, processes and roles that contribute to what works
o ldentifying of current program relevance, quality improvement, development and
sustainability indicators
o ldentifying strengths and potential challenges in continuing development and
sustainability
0 Capacity-building for Support Group members in reflective evaluative processes and
tools to identify and meet emerging needs, and
0 Providing an information base that could be used by Support Group participants to
support development of both self-advocacy and transferability to similar community-
oriented support groups for women diagnosed and living with breast cancer.

An important component of this approach to evaluation, is that the activities support group
cohesion and collective inquiry, which is organised around the Group’s shared values, purposes
and identified outcomes. This community-building approach to evaluation also contributes
towards community capacity-building. With this type of model, the evaluation outcomes
demonstrate the capacity of a community to both meet the needs of and care for, Support Group

members. Group members and supportive others involved in
this type of evaluation might include a range of stakeholders i.e.
dGro_up pgrtlmpants, Grboudp Ieadsrs I_ formal z:(nt;l] Ilcr;formalti Knowledge (acquiring &

esignated governance bodies and roles, core stakeholders an sharing information), support

Stakeholder pal’tnerShIpS (from peers & group |eaders)
and identification (the
The purpose of the present evaluation was to establish baseline | companionship of people with

information about the meaning and value of the Support Group | shared experiences)
for its members. It was also intended that, through participation | Dr Beth Marlow: Previous Support
in the evaluation activities, Group members would be able to Group research (2000)

There were three main reasons
for attending groups:

develop their own model for ongoing participatory program

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The Illawarra Breast Cancer 21
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evaluation. This model could provide a vehicle for evaluating program activities where program
participants themselves, in partnership with interested stakeholders, can make use of the
framework that was developed to plan and conduct their own program evaluations. In effect, the
present evaluation was a ‘Pilot’ evaluation because was aimed at finding the best possible
methodological “fit’® with what the IBCSG really does in practice.

2.3 How we got started with the evaluation

The evaluation used a range of methods, strategies and tools to establish baseline information and
to develop the Group’s evaluative skills and capabilities. These methods, strategies and tools
were selected because they were appropriate to the skills, knowledge and backgrounds of the
participants and tailored to the available resources.” The evaluation processes were oriented
towards understanding, and with this approach, gave voice to and validated the Group member’s
needs, values and lived experiences S,

The present evaluation project builds on the body of work completed with the membership of the
IBCSG over a number of years. In this previous research activity, the focus was on the individual
perspective of diagnosis and the psychosocial dimension of living with breast cancer and
survivorship.

For the present evaluation, the collected wisdom of the Group, recorded across the four areas of
interest in previous research activities (APPENDIX 1),® 7 ® was set out in Survey format
(APPENDIX 2) and re-presented to participating members as a Survey. It included a summary of
all the previous findings about: support; living with cancer; quality of life; and the Support
Group. The sections of the Survey related to these areas of interest, provided a set sequence for
possible discussion.

2.5 Background to Survey Content and format The process of support involves: A
feeling of reassurance (knowing what to
The collected understandings of previous research with | expect), sense of control (the ability to
IBCSG included: make choices and decisions),

o the individual experience of diagnosis and living | Organisation of care (integrated support
network), and validation of experience

with cancer; . ’

N, . . (being taken seriously).
e individual perspectives on needs; and Dr Beth Marlow: Previous Psycho-social
e the nature of support requirements. Support Needs research (2003)

Previous research activities were carried out in a traditional psychosocial type of research
framework, which maintains a clear distinction between researcher and research participant.
These studies were oriented towards understanding:

e Quality of Life issues;

e Cancer Survivorship

e Psychosocial needs, and

e The place of Support Groups in the individual’s journey through the cancer experience.

The continuity of inquiry between previous research and the current project was achieved with
the formation of an evaluation partnership. This partnership was between the two facilitators, one
of whom was a member of the Breast Cancer Support Group (Dr Beth Marlow), highly skilled in
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psychosocial research and the other, the current project evaluation facilitator (Dr Sue Curtis).
Sue’s research expertise and experience was in participatory, community-oriented program
evaluation. The Support Group member of this partnership was formerly a University
lecturer/researcher into breast cancer-related issues. She had also been a research mentor for
students undertaking a Masters degree and supervisor and co-author of published papers related
to research carried out with the IBCSG. .

When the Survey was handed out, the Survey items were discussed in small focus groups prior to
individual Group members filling in their written responses to statements and questions. By
participating in focus group discussions, Group members were able to re-engage with what they
currently considered to be the meaning and value of the Support Group.

In focus group discussions and Survey responses, Group participants indicated:
a. Their current level of agreement with previous
findings

The relevance of previous research to

; ; our current project is that the support
b. The degree to which a particular aspect of group members have identified for

experience, reported by previous r_esearch themselves why they joined the breast
outcomes, actually represented their OWn | cancer support group and why some

journey; and ) choose to stay with the group.
c. The level of importance for them, as an Dr Beth Marlow: Previous Support Group
individual, that the Support Group had played research (2000)

in the different aspects of their experience.

The reflection on information contained in the Survey
categories (APPENDIX 2) provided Support Group
members with the opportunity to ‘rejoin’ the recorded,
evolving story, of the Group in action.  The Survey
represented, for Support Group members, a current update
on their collected understandings of individual and shared
experiences in the cancer journey.

2.4 Background to Focus Groups

Facilitated focus group processes (APPENDIX 3) with a range of activities enabled Support
Group members to generate a current, collective, description of the meaning and value for them,
of Support Group participation. The planned introductory evaluation activities were organised to
invite Support Group members to both engage with and take ownership of, the evaluation
processes and outcomes.®

A further focus group was an informal reflective
discussion, initiated by the Illawarra Dragons Abreast
Team for the Team’s own purposes. This activity was
directed towards identifying the meaning and value of
their participation in team activities as the basis for
refining the key elements for the new logo (APPENDIX
4):

Friendship, Fitness and Fun’
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The introductory focus group activity involved the use of large picture cards (Compatibility
Communication System Jumbo Card Set), with a variety of images'? as a resource for individual
reflection. These focus groups were organised so that participants could identify and record their
comments about the ways in which the Group had been a support for them in their personal
journey. Participants were also asked to use the cards as a prompt to identify action words (key
verbs or ‘ing” words) that indicated what ‘support’ had meant for them in their experience of the
Group.

The “action words’ generated in these original focus groups were used to test out the relevance,
usefulness and appropriateness of four different possible theoretical frameworks for analysing the
meaning and value of the Support Group for its members. The purposes served by ‘action’ words
represented the key factors contributing to the effectiveness of the Support Group and at a
practical level, the meaning and value of the type of ‘support’ provided by the Support Group
(APPENDIX 5).

Follow-up focus groups conducted at the AdCare Retreat (APPENDIX 6), were designed to
facilitate reflection and discussion on the usefulness and appropriateness of the categories of
activity (Action Category Codes for Community Building) that had been derived from analysis of
the earlier focus group observations, action words and discussions. The AdCare Lifestyle
Retreat, held in April 2006 at the Stanwell Tops Conference Centre, was the last retreat for what
had until this date, been an annual event. Participants for these focus groups were a mixture of
women from across all Support Groups and sub-groups who had attended one or more AdCare
retreats during its fourteen year history.

2.6 Community-building - the logical framework for Program Evaluation

Because previous research had been guided by a psychosocial framework it had focused primarily
on understandings, concerns, meanings and needs of the individual. However, the current
partnership made it possible to develop a more participatory approach related to the individual as
a social being. In the previous psychosocial research, the traditional distinction between
psychological (individual) and sociological (groups) approaches had tended to miss the middle
ground. This middle ground was the area in which the individual both understands, and is
understood, as a member of a social network or community, and in the case of this Group- as a
member of the IBCSG.

Taking into account the information generated in the initial focus groups, the four logical
frameworks considered, as possibilities for organising and making sense of the recorded
information in this program evaluation were:

1. Community Building*! - because the initial words and descriptions of meaning and
value, provided by the women, aligned very closely with the key elements of what people
‘Do’ in organising and building community.

2. Social Philosophy*? — because the processes that were identified represented the type of
activity that is involved in becoming a member of a group and identifying with that
group, creating and sustaining the culture of the group and ensuring the cohesiveness
and strength of the group.

3. Social Capital™ — because the three key elements of social capital: trust, mutual benefit
and unconditional giving and receiving, provided the closest possible fit with the
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consequences of the type of ‘action’ that the women generated to describe the meaning
and value of the Group.

4. Psychosocial - because all the previous research undertaken with the Group had been
carried out within this framework and this provided the best fit for analysis of the
individual experience and journey within the context of the Group.

The initial set of questions generated by Support Group members to guide the current evaluation
and the trialling of possible logical frameworks for making sense of what happened in the Group,
led to the adoption of the participatory, process-oriented approach to the evaluation. This
approach was chosen because it could accommodate both the psychological and social
perspectives into a logical framework of community building.

The participatory approach to program evaluation provided a good methodological “fit’ between
the principles of community building®* and Group processes. It was also the community-building
framework that best supported reflective analysis of the meaning and value of the particular type
of ‘social space’™, that in their initial focus group activities, Group members had indicated they
valued.

2.7 Social Space - the Unit of Analysis for a community-building framework

A social space is a space that enables people to come together and to support their group
cohesion. A social space is maintained by the activities of individuals within that space. It is the
individuals with their particular interpretation of leadership and participant roles, who structure
their lives and activities around a particular life view or values framework that is shared by
members of the group.®® It is this life view and the core values that give the Group its character
and identity.

Living with cancer (even in remission) seems to have
some peculiarities. There are social attitudes particular to
cancer, cancer produces greater fear, more stigma, more
pity than other equally life-threatening and debilitating
conditions.

Dr Beth Marlow: Previous Survivorship research (2002)

Research into the cancer experience indicates that the provision of a separate social space is of
crucial importance to people diagnosed and living with cancer. This is because a diagnosis of
cancer calls into question just who you will become, as a person diagnosed with cancer and as a
consequence, how you might want to live the rest of your life. It is in this separate social space
that women diagnosed and living with cancer can have the opportunity and the support to re-think
their priorities and re-invent themselves in a positive and self-sustaining way of being.

Patients are compelled to re-evaluate their identity and establish how cancer fits
into their life story. . .. patients talk about ‘re-working’ their lives in the context
of the group . . . The ‘separate space’ provided by peer support groups, enables
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patients to explore their lived experience of cancer in ways that are congruent
with that experience.’
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SECTION 3: LITERATURE REVIEW

3.1 Current Perspectives on the purposes served by Breast
Cancer Support Groups

Coward and Kahn', researchers and writers in the field of breast cancer refer to ‘transcending
breast cancer’ and have identified, that for people diagnosed and living with cancer, it’s the group
processes that can facilitate a range of positive outcomes for them as support group members.
These authors have demonstrated that outcomes for support group members can include:
o self-transcendence;
0 personal growth;
0 positive construction of individual and shared meaning through the experience of
diagnosis and living with beast cancer; and
o0 developing the ‘. . . capacity for reaching out beyond personal concerns and taking on
broader perspectives, activities, and purpose’. ?

Yaskowich and Stam?, another leading research partnership in work with cancer support groups,
describe their findings in terms of ‘Cancer Narratives and Cancer Support Groups’. They
explore the unique role of support groups through reflective analysis of the ways in which
‘patients’ are found to be making sense of their lives after diagnosis. These researchers refer to
this activity as ‘ongoing biographical work’ on the part of those diagnosed and living with cancer.
This biographical work is the work of continually developing one’s [life] story, and in the case of
breast cancer, making sense of the illness and developing an understanding of what really matters
in the context of their life-threatening illness. The developing of one’s story includes the search
for a separate social space, where those diagnosed and living with cancer feel it is safe to speak
without having to protect family members. This separate social space is one in which they have
the opportunity to speak freely of their illness, their feelings and their fears.

However, these same researchers* do signal the limitations of community groups when it comes
to ongoing support. This is because community groups are built around mutual need with a high
level of voluntary input required to sustain them. By its very nature, voluntary support is both
time and resource-limited and this can impact negatively on group sustainability, with loss of
volunteer involvement. Notwithstanding this limitation, these researchers and authors observe
that groups do provide for participation in the type of social space that is rarely found in
contemporary societies. And more importantly, from the perspective of ladies diagnosed and
living with breast cancer, their participation can enable them to experience the possible options
for restoring something of the coherence in life that existed for them, pre-diagnosis.

From the community-building perspective, a social space is the type of space that is co-created
for and by group participants, and is a space in which group processes continually sustain and
build a sense of identity, belonging and community. In their analyses and papers, Yaskowich and
Stam® have described the processes of community building as ‘. . . joining, belonging and
identifying . . . [processes] encompassing a search for a separate social space, where participants
can transcend the stigmatizing nature and experience of diagnosis and living with cancer.” And,
with these community building processes participants are, in their accepted practice, engaging in
the type of activities that contribute towards:
1. enhanced community capacity;
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2. leadership development;
3. critical awareness; and
4. multiple perspectives on gaining both personal and shared power.®

Together, these four community-building outcomes characterise the shared strength inherent in
community capacity-building, with a dual focus on collaborative social activity and
empowerment-oriented advocacy, for and by support group participants.

3.2 Current Perspectives on the potential limitations, tensions and difficulties with
Breast Cancer Support Groups

Support Group participants at any one time represent a diverse range of ages, stages and phases in
diagnosis, treatment, living with and surviving breast cancer. With this level of variation there is
the possibility that the individual experiences within a group, could also vary along an equally
wide continuum, from highly positive to very negative. Yaskowich and Stam’ have indicated
that from the perspective of the individual, these different experiences might include the
following.

1. With varying stages and severity, group members might not always fully recognise or
appreciate one another’s experiences and some would rather not be exposed to other’s
experiences (or conversely, expose others to their previous or current experience as this
represents some of the personal challenge and difficulties that others may have to face)

2. When people find themselves at widely differing stages along the treatment continuum or
illness trajectory, their needs vary accordingly, and so too the apparent timeliness and
appropriateness of a group response to their individual needs

3. Arrange of different individual experiences and circumstances within the group can influence
people’s ability to integrate and participate in group activities

4. Newly-diagnosed people searching for hope and reassurance might sometimes find that their
initial contacts with support groups actually thwart their sense of hope as a result of
unsolicited and insensitive comment from a group member or with accepted practices of self-
disclosure in the particular group

5. For some, comparing their own prognosis with other members of the group can result in
further isolation

6. For those who are managing well and are long term survivors, some can experience a feeling
of ‘survivor guilt’” when they compare themselves to other group members who are in
different and less positive circumstances

7. There is sometimes high level frustration in trying to keep groups going and in sustaining and
resourcing group activities

8. Reciprocity (giving and receiving) is sometimes not achieved within the group because the
bulk of the load and responsibilities is falling to a dedicated few.

Interestingly, these same researchers report that, in their experience, the patients who are
members of support groups are a minority of cancer patients in general.

From the Group or organisational perspective, Kacen and Bakshy® have indicated that the
experience of communication between different groups can be limited where there are significant
differences in the respective organisation’s or group’s stories (group narratives that define who
and what we are here for). Such differences in understanding of group activities and purposes
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can actually work against mutual understanding and/or productive dialogue between respective
cancer support groups, sub-groups and/or representative organisations.

The identity of a group or organisation shapes what their accepted priorities might be, their ways
of doing things and the type of interactions that are possible with other groups, sub-groups or
organisations. These interactions, in turn, reinforce or continually reshape the Group’s chosen
identity and perceived purposes as well as the potential for conflict between the perceived
purposes of theirs and other groups. Over time, the interactions between groups and/or
organisations determine the possible pathways or barriers that evolve with inter-group
communication and hence, the potential for either conflict or mutual benefit and support amongst
groups, sub-groups and/or organisations.

For example, conflict could occur between an organisation that is a primarily self-selected, self-
help organisation focussing on empowerment and reciprocity and another institutional
organisational unit that is staffed entirely by professional support personnel.

Alternatively, the professional institutional service-provider organisation might see the type of
support that is given in the self-help group as lacking in professional knowledge. The
professional service provider group might link this apparent absence of professional knowledge
with less than optimal decision-making from a less than complete and appropriate knowledge
base.

These authors identify the root of potential for conflict as the differences in the way the respective
groups/organisations define the concept of ‘support’. These definitions are represented in both
their ‘public’ and “private’ positioning of their particular stance or in other words, their ‘external’
(for them out there) and ‘“internal’ (for us here in the Group) narratives.

The public positioning (or external narrative) of a self-help group that could lead to inter-group
conflict with a professional service-provider group might be that:
o Self-help groups are filling the gap left by mainstream medical services in response to
social-emotional needs
o0 Patients are the ones who best know their own needs
o0 People within the self-help group have a sense of vitality and empowerment compared
with non-participants diagnosed and living with cancer who are likely to experience
weakness and powerlessness in coping with their cancer
o0 Interest groups see themselves in competition for both clients and resources

The private positioning of a self-help group (private narrative) that could lead to
misunderstanding and conflict with professional service providers might include indications that,
‘We are:
o0 Committed to action, activism, taking our fate in our own hands and assuming control of
our lives
o0 Challenging medical establishment monopoly over various aspects of the illness
o0 Shifting the balance of power between patients and their treatment providers
0 Acquiring control over resources that members lack and ceasing to accept passively, the
treatment determined by medical staff whilst searching out alternatives that can help
o0 Counteracting the control of the disease over one’s life and what patients may or may not
do
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0 Seeing part of our mission as preservation of memories or a kind of memorial where
death and the memory of those departed is open for discussion and part of the culture

From the perspective of institutionalised support services and groups, a positioning (the external
narrative) that could lead to misunderstanding and conflict with self-help groups might be
represented in claims that:

0 The multidisciplinary teams, financed by the institutions concerned, have clearly defined
principles for support of patients that determine where and when resources will be
allocated

o0 Decision-making is grounded in evidence-based practice regarding treatment and
treatment options

o0 The content and format of meetings is pre-determined because indicators for what counts
as a successful group are based on the beliefs and principles that underpin each group’s
expectations, priorities and processes.

The private stated purposes (internal narrative) of institutionalised support services that could
lead to conflict with the perceived purposes of self-help groups might be:

0 What counts as professional behaviour, functioning and identity within a context of
heavy workloads and limited scope of roles and positions is determined by the
complexity of system pressures and the demanding nature of the illness

0 One’s own helplessness against the disease and dealing with the uncertainty and needs in
patients’ lives is amplified by the pressure experienced in being a member of a
multidisciplinary team

0 Accountability to the system and professional obligations has to be considered when
determining priorities in response to patient’s needs and the requirements of a casework
approach

The IBCSG has elements of both professional facilitation and self-help membership so the
distinctions noted in the foregoing research are less directly relevant. However, the indicators of
potential for disruptive conflict between professional support services and the IBCSG as a self-
help Group, could inform the Group’s current reflections on inter-group communication,
interaction and collaborative endeavour. This is particularly the case when relationships between
the core Groups, sub-groups and related interest groups or professional support organisations, are
engaged in substantively different types of activity that they count as ‘cancer care support’.

From the perspective of the present participatory evaluation, the foregoing observations provided
by Kacen and Bakshy® provide a useful background to inform critical reflection, interpretation
and evaluation, of both internal and external threats to viability and sustainability of the IBCSG.
Alternatively, it might also identify the potential for productive, boundary-spanning
communication, advocacy, trust and mutual benefit, between the IBCSG and the broader cancer
care community.

3.3 Indicators of meaning and value for a community-building evaluation
framework

In a community-building framework, the foundations on which people organise themselves, are
an important factor for understanding how and why the group works for its members. The way
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they identify common challenges and goals, mobilise their resources around shared purposes and
then develop and implement strategies for achieving their collective purposes and goals, are all
sources of information for identifying and understanding what the community does and how it
works.

So too, is the basis on which people identify as a member of the group and together, nurture the
skills and capabilities for effective community membership within the social space which they
have created.

Finally, it is the processes by which the community
recognises, celebrates and shares its strengths with
one another that are of primary importance, when
we are seeking to understand the value of the
Groups. To understand just how the community
which constitutes the Support Group maintains and
sustains its coherence, Vvitality, solidarity and
membership. While researchers indicate’® that there
is limited evidence as to how participation in a
support group might affect the experience of living
with cancer, they do raise the possibility of
involvement for empowerment-oriented social
action, which can be seen in advocacy for both self

and others.

The core idea of Frankl’s work in Coward and Kahn (2005) is that people develop the capacity
for ‘self-transcendence’ or re-inventing ‘self’ in the process of adopting a new way of being and
seeing oneself. This is accomplished with an attitude of giving, receptiveness and acceptance.
With this attitude, Support Group participants have the potential to create the type of community-
building structures and processes that enable Support Group members to *. . . recognize and
contribute their “gifts’, the totality of which represent the building blocks or assets of a
community that enable it to care for its members.”™*

In recognising and sharing their “gifts’,
Support Group members can find
themselves contributing to a culture of
shared leadership. In this context,
‘leadership’ occurs naturally from within
the group and is based on interests,
capabilities, availability for tasks and
confidence in both modelling and
undertaking leadership roles at whatever
level is required.

Presentation of book ‘Beginning The Journey” narratives, from “Don’t tell Gloria” Project for her 60" birthday.
Part of “Mv Journey Pack’ now aiven to newlv-diaanosed women and Group participants
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3.4 Current Policy Imperatives for Judging Meaning, Value & Purpose of a
Support Group

Program evaluation activities at the local level are both constrained and guided by the relevant
policy documents of the broader health system. It is these policy statements which determine
what can count as legitimate evidence of success. It is also the broader policy statements that
identify the type of activities and outcomes that will be supported and resourced within the
current funding structures and, therefore, the criteria by which programs might be deemed to be
effective and appropriate.

The international ‘gold standard’ for judging appropriateness and effectiveness in community-
related population health initiatives has been for many years, the Ottowa Charter for Health
Promotion (WHO 1986)*2. The five key strategies from Ottowa Charter were to:
1. Build healthy public policy beyond health care
2. Create supportive environments for socio-ecological approach to health
3. Strengthen community actions through concrete and effective community
planning strategies
4. Develop personal skills and social development through information, education
and enhancement of life skills
5. Reorient health services beyond the responsibility for curative and clinical
services towards health
These key strategies provide the broader umbrella of public policy into which the potential
criteria for success of the IBCSG might be judged. However, successive international statements
based on the Ottowa Charter could be of even greater relevance in judging the meaning and value
of the IBCSG, because they provide a picture of community action at the local level.

An important policy document not mentioned in the NSW Cancer Plan 2004-2006", is the
follow-up to the Ottowa Charter — the Jakarta Declaration of 1997 on Leading Health Promotion
into the 21% Century with health promotion that makes a difference'*. The very practical
strategies of the Jakarta Declaration included:

= Raising awareness about the changing determinants of health

= Supporting the development of collaboration and networks for health

development

= Mobilising resources for health promotion

= Accumulating knowledge and best practice

= Enabling shared learning

= Promoting solidarity in action

= Fostering transparency and public accountability in health promotion

The implications of this policy for current practices that might count as effective action within a
Support Group, are the particular references to:
= Consolidating and expanding partnerships for health and social
development between different sectors at all levels of governance and
society. These are partnerships that provide mutual benefit through the
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sharing of expertise, skills and resources. Partnerships that are based on
agreed ethical principles, mutual understanding and respect.

= Improving community capacity and empowering the individual — where
health promotion is carried out BY and WITH people, improving both the
ability of individuals to take action and the capacity of groups, organisations
or communities to influence the determinants of health. This would involve
practical education, leadership training and access to resources. This means
enabling more consistent, reliable access to the decision-making process and
the skills and knowledge to effect change.

= Securing an infrastructure for health promotion and new mechanisms
for funding locally. Creating new and diverse networks for inter-sectoral
collaboration which provide mutual assistance and facilitate exchange of
information on which strategies have proved effective in which settings.

Group activities such as these, identified following the Jakarta Convention, demonstrate both
community capacity-building and empowerment-oriented social action, which in their own right,
reflect a community ‘strengths-based’ approach to what might count as effective action for
building and sustaining the relevance and usefulness of a Support Group to its participating
members.

One recent publication with particular bearing on the question of support groups, identifies what
the Ottowa Charter would look like if it were drafted in the current era of globalisation and health
needs. This publication provides the insights and recommendations developed by Don Nutbeam,
PVC University of Sydney in his 2005 paper, ‘What would the Ottowa Charter look if it were
written today?’*°.

Nutbeam suggests that “healthy public policy’ could be reinterpreted to mirror the healthy cities
movements, where locally determined policy with a far greater range of political and governance
structures, governs the day-to-day lives of many. Secondly, we are experiencing the evolution of
wide variation in health settings and a more subtle interpretation of supportive environments
associated with development of practical and locally relevant health promotion interventions. In
this context, it IS possible to address the full range of determinants of health by creating defined
‘supportive environments’.

Nutbeam suggests that the challenge is to learn from the different settings-based approaches, to
find out just how these practical interventions might best be adapted to a greater variety of social,
political and economic circumstances. Thirdly, Nutbeam indicates that there has been little
progress in reorienting health services to achieve investment in health promotion. He proposes
that our task is now to assemble compelling evidence of the return on investment offered by
health promotion.

With the fourth consideration of health-related personal skills and social development, Nutbeam
suggests that the idea of building health literacy is a way forward. This would mean a focus on
health literacy which demonstrates how different approaches to health education can produce
significantly different outcomes. He sees the challenge as investment in communication and
educational methods that have a sound theoretical base to achieve the highest levels of health
literacy.
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Finally, Nutbeam suggests that a reorienting of health promotion, to the strengthening of
community action for health, could be achieved by strengthening of social capital to create
enhanced community capacity. Social capital is the three-way resource of trust, mutual benefit
and unconditional giving and receiving that underpins effective social action for enhanced
community capacity™®. By this the author refers to both the extraordinary range and the quality of
experience that is demonstrated in community action for health. In the development of
community capacity for health, this is the type of action and the evidence to support the process
of strengthening social capital, has not until now, been adequately considered.

The *Healthy People 2005 — New Directions for Public Health NSW Health 2000°," is
particularly relevant to the current Support Group evaluation because its strengths-based
approach focuses on the possibilities for individuals making decisions and choosing actions that
support their health. A key contribution of this policy, to support for a community strengths-
based approach, is:

... identification of the need for creation of social and physical
environments that promote health and support individuals in their
choices for better health and well-being.

The NSW Cancer Plan 2004-2006*° provides a guide to current thinking on support for people
diagnosed and living with cancer. Within this policy document, the seven policy themes, having
direct bearing on the type of support foreshadowed as best practice in cancer care, are identified
as:

Patients’ rights/ empowerment

Self-determination & responsibility for patients

Shared decision-making

Patient rights in a patient-centred philosophy & service

Patient-centred care — patient/consumer-centred practices

Consumer and community advice on committees & working parties

Adopting a population health approach to the major burden of cancer in NSW

NouokrwdpE

These themes reflect worldwide policy positioning in relation to cancer care, with a strong
leaning towards empowerment-oriented action. This aspect of cancer care was also introduced in
the NSW Cancer Plan with reference to World Summit Against Cancer for the New
Millennium, Paris, 2000 — Charter of Paris (WSAC 2000). This Summit generated a 10 point
international declaration aimed at mobilising efforts to improve treatment, empower cancer
sufferers and guarantee their rights worldwide. The currently evolving movement to define and
adopt cancer patients’ rights as critical to recognising and protecting the value and dignity of
individuals with cancer, was also noted in these discussions.

A theme of self-determination and responsibility related to cancer support, was represented in the
Association of European Cancer Leagues (ECL) Oslo, Norway 2002 — Joint Declaration on
the Promotion and the Enforcement of Patients’ Rights (ECL 2002). This declaration put
patients’ rights at the centre of the cancer care continuum and emphasised the rights of
confidentiality, and self-determination. In addition, the declaration endorsed the significance of
patient responsibility during the course of their care. The NSW Cancer Plan 2004-2006, was
built on this underlying concept with reference to service provision in the patients’ journey. The
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Cancer Plan advises that assistance be given to patients in empowering decision-making,
especially at critical intervention points. (p.19, 7.3).

Shared decision-making is highlighted in the NSW Department of Health — Government Action
Plan for Health — NSW Dept. Health Chronic Care Program/ Consumer and Community
Participation Implementation Group: ‘Partners in Health — Sharing information and making
decisions together’, NSW Health 2001. The recommendations arising from this forum put the
case for consumer participation in services development and delivery, with consumers and health
care workers sharing information and making decisions together.

A strong orientation towards patient rights in a patient-centred philosophy & service is reflected
in the NSW Department of Health Patient Charter, “You and Your Health Service Patient
Charter’. This policy highlights the core indicators of affective action as respect, involvement,
self-determination, individual needs, choice, access and assistance.

The Clinical Service Framework for Optimising Cancer Care in NSW 2003, provides clear
directives for Patient-centred care and patient/consumer-centred practices. Standard 3 of the
Framework, referred specifically to how patient-centred care will be demonstrated when the
health system is addressing both ‘technical excellence and quality of care to achieve legitimacy in
the eyes of those it serves.’(p.11). This policy identifies the need for a key contact in care
coordination, as a source of information and support in patient’s decision-making and issues
related to psychosocial well-being.

The NSW Cancer Plan (2004), in its summary of Strategic Areas and Goals, and in its goal
areas 10 and 11, makes particular reference to service provision and the patient’s journey and
gives a clear indication of what cancer care might look like, if practices based on patient-centred
care were to be effective and appropriate. Goal 10 states specifically, that cancer care is to be
centred on the patient’s needs. Goal 11 further advises that cancer patients, carers and their
families, need to be provided with access to appropriate psychosocial and practical support.

Finally, the NSW Cancer Plan 2004 — 2006, takes up the theme of empowerment and advocacy
for cancer patients with its attention to Consumer and community advice on committees &
working parties. This policy proposes that there be regular meetings of consumers to participate
in the planning cycle of the NSW Cancer Plan and to have direct input into the Cancer Institute
NSW for consumer issues and for cancer control.

This same NSW Cancer Plan (p.23) states that it aligns its strategies with ‘all available
resources, adds value to previous and existing efforts, identifies and responds to ranked
priorities and builds strategically upon existing expertise’. However, the policy framework
does appear to have limitations with regard to provision for local input and the potential for
improving community-capacity building and empowering the individual. The limitations that
emerge relate in particular to the principles and practice advocated in the Jakarta Declaration.
These relate to the development of partnerships that provide for mutual benefit through the
sharing of expertise, skills and resources.

The limitations of current policy being translated into practice are represented in the current
capacity of the Health system, to recognise ‘expertise’ and ‘innovation’ at the local level where
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this might differ from accepted practice. With this ‘gap’ between policy intent and practical
action at the level of community, there is the potential for a less than optimal capturing of “all
available resources’ and options for mutual shaping and resourcing of effective everyday practice
in achieving the best possible outcomes in patient-centred care.

The current IBCSG evaluation addresses this apparent ‘gap’. If Cancer Care is to reflect the
‘gold standard’ and its subsequent policy embodiments of a population health and health
promotion approach, then it might be that development of a Cancer Support equivalent section to
the ‘Implications for clinical cancer services’ (p.24) is called for, one that focuses on;

... strengths-based, psycho-social protocols that reflect best practice and
increase knowledge and participation of patients with ‘individuals making
decisions and choosing actions that support their health, and creating social and
physical environments that promote health and support their individual choices.’
(8.1, p.23)

The Cancer Plan (8.4, p.24) identifies support groups as those affected by and/or living with
cancer, groups who ‘meet regularly about common issues and provide emotional and practical
support to one another.” The current participatory evaluation has been designed to enhance both
the depth and breadth of shared understanding about the meaning and value that support groups
might provide, for those diagnosed and living with breast cancer.

3.5 Implications of Policy Positioning for IBCSG Program Evaluation

In summary, current policy document themes provide a set of principles for identifying essential
elements of what counts as necessary and appropriate ‘support’ in the role and purpose of a
Breast Cancer Support Group. Based on the aforementioned policy documents, these key
principles might include, at the policy level:
0 Locally-determined policy with a greater range of political & governance structures
o Development of practical and locally-relevant ‘supportive environments’ with a settings-
based approach
o0 Capturing of compelling evidence of Return On Investment with setting-based health
promotion
0 Focussing on health literacy with investment in communication and education
o0 Developing enhanced community capacity for health through the strengthening of social
capital
. and at the level of the individual participating in a Support Group:
o0 Care centred on the patient’s needs with respect to individual needs, choice, access and
assistance
A key contact in care coordination as source of information and support for
psychosocial well-being
Provision of appropriate psychosocial and practical support
Patient empowerment with respect to decision-making
Assurance of patient rights, including respect, involvement, self-determination,
Provision for sharing of information and making decisions together
Protection of patient’s value & dignity,
Consumer participation with direct input into consumer issues

o
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From the perspective of the current IBCSG participatory evaluation, these key principles also
provide an imperative for evaluation activities, to both identify and contribute to, capacity
building amongst Support Group membership. The evaluation therefore, incorporates tools and
capacity-building processes, for both individual and shared self-understanding. These tools,
which represent a mixed methods approach®®, have been included to assist Support Group
participants in identifying and categorising what they value in their Support Group (support,
empowerment, rights, value and dignity), as a foundation for ongoing relevance and self-
advocacy.

! Coward, D.D. and Kahn, D.L. (2005) Transcending Breast Cancer: Making Meaning From Diagnosis and
Treatment, Journal of Holistic Nursing, Vol.23 No. 3, September: 264-283.

% Coward, D.D. (1998, 2003) in Coward, D.D. and Kahn, D.L. (2005) Transcending Breast Cancer: Making
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SECTION 4: Methodology for Participatory Program Evaluation

The participatory evaluation approach to program evaluation adopted for this Project, takes as its
guide, the criteria outlined by Michael Quinn Patton in Utilisation-Focused Evaluation®. These
principles and their program evaluation equivalents include:

o0 Involve evaluation participants in: establishing priorities; learning the evaluation logic and
skills; focusing questions, interpreting data; data-based decision-making and connecting
processes to outcomes.

o0 Participants make the major focus and design decisions. They draw and apply conclusions.

o Participants focus the evaluation on processes and outcomes they consider to be important and
to which they are committed.

o Participants work together as a group and the evaluation facilitator supports group cohesion
and collective inquiry.

o0 All aspects of the evaluation, including the data, are understandable and meaningful to
participants.

o0 Internal accountability is highly valued.

0 The evaluator role is that of facilitator, collaborator and learning resource. Participants are
decision-makers and evaluators.

0 The evaluation facilitator recognizes and values participants’ perspectives and expertise and
works to help participants recognise and value their own and each other’s expertise.

o0 Status differences between the evaluation facilitator and participants are minimised.

In summary, the present program evaluation is based on this participatory approach and has as its
focus, the usefulness of information for Group participants and program stakeholders.? This is an
approach that is very practical. The activities directly involve stakeholders in reflecting on and
identifying the value and the effectiveness of their own program in action. In the course of
evaluation activities, Group members will have used a range of theories, methods and data
sources® as tools and information for judging the meaning and value of what they do in their
Group.

With increased understanding of the Support Group and what it does, the Group members will
also be building their capacity to maintain and sustain ongoing program evaluation for:

e Continuous improvement

Assessment of effectiveness, efficiency and appropriateness

Accountability and

Transferability.

4.1 Mixed Methods approach to information gathering, analysis and
interpretation

The present evaluation aligns with the recommendations made explicit by a leading
Australian consultant in the field of participatory evaluation, June Lennie?, in taking steps
to assure trustworthiness of the evaluation processes and outcomes. The evaluation
program began with a focus group to identify potential stakeholders and to identify how
and when these stakeholders could be personally invited to take part in the evaluation
processes.
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The evaluation activities engaged a wide range of opportunities for communication and
participation. These included: focus groups within existing meeting structures and
activities; informal discussion sessions in activity groups; stepwise refining of the
theoretical framework; Survey participation; identification of information resources; email
communication and building of group identity and involvement with this information
exchange; data entry and data analysis; critical reflection workshops; interpretive
summaries, report writing, editing and communication of, and advocacy for evaluation
involvement and evaluation findings. The consequence of this approach was a continual
building of mutual trust, engagement and openness of communication.

In particular, the evaluation activities had to be shaped by the needs of the women in the
Groups. To be inclusive, the evaluation activities had to fit around the ‘urgency and
importance’ criteria of a particular, time, place, setting, group make-up and Group member
availability. The circumstances meant that the needs of the evaluation often had to take
second place to those of the current moment in time and to be postponed to a later date and
context, with perhaps different people assuming the intended roles for particular activities.
The fluidity and responsiveness with which Group members were used to interacting,
meant that there was always a ‘right time and a right place’, for evaluation activities to be
carried out.

The outcome of this approach to engagement and involvement has been optimum
participation by a wide range of women across the spectrum of Support Group activities
and a seamless transition of responsibilities across different participants in the evaluation
processes. It has also meant that the evaluation timeline was necessarily extended to
accommodate the required level of flexibility. Over time, this has been most beneficial for
the level of engagement by Group members, as it has resulted in a growing critical mass of
Support Group members becoming centrally involved in the evaluation processes. This
engagement and involvement has been empowering for an increasingly wide range of
participants, both as critical reflective thinkers for the Group and as contributor to the
evaluation process.

While the evaluation has documented relevant quantitative and demographic data, the core
focus has been on the qualitative component of information for description and decision-
making. The purpose of the evaluation is essentially that of theory-building — of
developing an accurate representation of the nature, the meaning and value of the IBCSG in
action. For this purpose, it is qualitative data that has been the focus for critical reflection
and interpretive analysis of the meaning and value of the Support Group for its members.

Whitford, ® in her writing about ‘knowledge, power and evidence’ explains why qualitative
data might have so much to offer in circumstances such as the present evaluation.
Qualitative inquiry processes:

1. Are context specific and capture context-bound narratives. This is important in
assisting us to address the ‘life-world’ of the people .... And the myriad of
influences upon [that ‘life-world’ as well as] understanding the context relatedness
between what people do and the state of their health. . . .

2. Offer an “emic or insider’s” perspective and experience. This is crucial to
understanding the meaning construction of the individual, group or community in
relation to specific health-related concerns.
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3. Are “iterative.” That is they allow for new and sometimes highly unexpected
findings to emerge, compared to hypothetico-deductive approaches; and finally,

4. The power relationship in qualitative research approaches allows for greater
opportunity of participant/informants to have ownership or control over data and
findings, hence becoming stakeholders in potential changes emerging from the
research.

4.2 Evaluation sequence and participant involvement

The evaluation sequence and processes were iterative, involving discussion, recording,
reflection, analysis, interpretation and review process, with each cycle of reflective inquiry.
It was through these cycles that, over time, an increasing number of Support Group
participants became involved in building a shared understanding of the meaning and value
of the IBCSG in action.

Reflective practice in a community environment is an inherently ‘messy’ and complex
process with multiple, parallel pathways, iterative cycles and planned activities going on at
any one time. In addition to this complexity, there is the inherent ebb and flow of
community engagement with a wide spectrum of involvement across many activities. For
example, all reflective evaluation activity was put on hold for the October 2006 ‘Field of
Women’ event in Wollongong where 15,000 silhouettes (each silhouette representing
someone affected by breast cancer during the course of one year), were ‘planted” in WIN
Stadium. This is one of many regular events in which the women of the IBCSG are
involved.

Field of Women 2006 — 15.000 Silhouettes
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The program evaluation steps listed below, therefore, are a fairly accurate (but not
prescriptive) representation of the sequence of activities and events over time. These
included:

1.

Nooakown

10.
11.
12.

13.
14.

15.
16.
17.
18.
19.
20.
21.
22.
23.
24,
25.
26.
27.
28.
29.

30.
31.

Focus Group with core stakeholders to identify evaluation purposes, stakeholders,
potential outcomes for IBCSG

Formation of Evaluation facilitation partnership

Introductions and intentions to IBCSG members

Collaborative development of evaluation approach and initial planning activities
Review of previous research outcomes, design and development of Survey
Review of literature and critical reflection on potential theoretical frameworks
Collaborative design of Focus Group activities, resources, processes, intended
outcomes

Initial Focus Group — recording of collective story and individual perspectives
Development of recording formats and spreadsheets

Refinement of Focus Group processes and subsequent Focus Groups

Review of literature on Support Groups (ongoing)

Initial reflective analysis of collective ‘story’ and finding best theoretical “fit’ for
logical framework for evaluation

Sharing and reflection on potential logical framework

Development of draft action Categories (IBCSG in action) and confirmation of
veracity with Group members

Development of process steps for thematic coding of qualitative data according to
Support Group in Action Categories

Confirmation of theoretical “fit” between Action Categories and qualitative data
Data entry of quantitative data from Survey and recorded comments

Calculation of mean and standard deviation for all quantitative results from Survey
and generation of progress report

Involvement of University of Wollongong academic mentors in spreadsheet set-up
for data recording

Capacity- and skills-building for thematic analysis

Thematic analysis of Focus Group and Survey comments

Development of Goal Attainment Scales across a number of focus groups

Critical reflection on Importance and Confidence scales for each of the Support
Group in Action Categories at AdCare Retreat

Collation of current evaluation format and outcomes in draft Report for initial
stages

Sharing of draft Report with full Committee, feedback and recommendations for
next steps

Refinement of Support Group in Action Categories, with selection in focus groups,
of representative comments for indicators of effective action.

Development and collection of Co-contributor sections of report from amongst
Support Group members

Collation of all findings and writing of final draft report

Review and editing of draft report by key stakeholders

Invitation for review and reflection on draft report by IBCSG members
Confirmation of permission to release Report from IBCSG membership and
Committee
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4.3

32. Printing of Report and planning for launch
33. Public launch of Report and beginning of subsequent participant-led evaluation
cycle

In all, the evaluation activities have spanned 21 months starting in June 2005 and
continuing to March 2007.

Thematic analysis of qualitative data

The Categories of Action that were developed from the keywords and comments recorded
in focus group reflections and discussions, provided the logical framework for Support
Group members to reflect on the meaning and value of what happens in the space that they
have created.

We developed, over time, a team of people working on the data and carrying out coding
activities. These activities involved coding of qualitative data according to the Action
Categories, with team members taking responsibility for selecting key statements that best
represented each of the Action Categories and sub-sets of activity. The selection of
representative comments was grounded in their individual and shared experience of being
diagnosed and living with breast cancer. As such, coding and selection were subject to
continuous validation of appropriateness and sufficiency with regard to representation of
their ‘life-world” and the social space that for them, counts as the Support Group in action.

! patton, M.Q. (1997) Utilization-Focused Evaluation: The New Century Text, 3" Ed. Sage Publications,
Thousand Oaks, California. P.100.

2 patton, M.Q. (1997)

® Lennie, J. (2006) Increasing the rigour and trustworthiness of participatory evaluations: learnings from the
field in Evaluation Journal of Australasia, Vol.6, No.1, 27-35.

* Lennie, J. (2006), pp. 27-35.

> Whiteford, G. (2005) ‘Knowledge, Power, Evidence: A Critical Analysis of Key Issues in Evidence Based
Practice’ in Whitford, G and Wright-St Clair. Occupation and Practice in Context. Elsevier Australia
Marrickville, NSW. Pp.41-42.
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SECTION 5: Participatory Program Evaluation Findings

The IBCSG’s key drivers identified by participants echo research findings® ? that highlight the
inherent capacity of people faced with adversity to relate to things outside themselves. This
literature describes how, by reaching out, they find new purpose and meaning in their lives.

In particular, the IBCSG’s key drivers, generated in focus group activities, reflect the capacity of
people to expand the boundaries of their self-concept and in so doing, decrease the negative
impact of cancer diagnosis on personal well-being.* Researchers have found* that people find
‘strength’, ‘hope’ and ‘meaning’ in their search for information and support, and through their
positive approach to becoming advocates for both themselves and for others living with cancer,
are able to resolve the negative effects of diagnosis.

The Support Group’s three key drivers, spanning all categories and sub-sets of action in their
model of practice, define the character of the IBCSG. The drivers have been identified as:
Hoping, Loving & Accepting.

The first of the Group community building categories of activity, identified by the membership in
focus groups, defines what it means to be one of Us; the second, the way individuals (Me)
develop their skills and capabilities as a member of this Group, and thirdly, how We, the Group
members, maintain and sustain our Group membership. It was the elements of the current ‘group
narrative’ that were recorded during these sessions and from this information, the building of The
IBCSG Model in Action.

5.1 The IBCSG Model in Action: Summary Table of Categories & Sub-sets of
Action

This is Us

The processes the group engages in to identify shared problems and goals, mobilise its collective
resources and develop and implement strategies for achieving shared purposes.

This is ‘US’
al ‘US’ Organising what we We organise ourselves around communicating for
do understanding with each of us knowing, inspiring,

listening and teaching

a.2 ‘Us’ Including one another | Our Group activities are based on simply being there
for each other and interacting and working together

a.3 ‘Us’ Building our Group The Group space is built around trust where everyone
can see and choose different ways of being in the
Group, whatever the individual need or
circumstances
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This is ME

Processes that support me in gaining control over my life and my environment. Processes that
increase competence and problem-solving ability so that individuals and the Group are
empowered to take control over their lives and their environment.

This is “‘Me’ in the Group

b.1 Me Identifying what | want | The Group provides a safe space for self-reflective,
to know and need to ask self-directed questioning, learning and decision-
when 1I’'m making decisions | making

b.2 Me Nurturing and being A safe space for giving and receiving where
nurtured by others comforting and reassuring go hand in hand with

developing and healing

b.3 Empowering Me to be Members can experience personal growth ranging
everything that | can be from self-improvement to self-transformation (self-

transcendence — the new ME!)

How “We’ maintain and sustain our Group

By acknowledging and drawing on our shared strengths for positive action, WE generate
group assets that we can draw on for supporting one another and caring for the members
of our Group.

How ‘We’ maintain and sustain our Group

c.l We Recognise and In our Group we focus on feeling positive by
appreciate feeling positive approaching and appreciating one another

c.2 We Celebrate the lighter We celebrate the lighter side of life by laughing,

side of life celebrating and enjoying things
c.3 We Share our strengths We value interactions based on the strength of
togetherness

5.2 Meaning and Value of IBCSG: Previous Research Findings
Survey Responses & Interpretative Comments

The aims for the Survey, constructed from previous research findings and re-presented to the
Support Group members in the current evaluation, were four-fold. Firstly to provide Group
members with the opportunity to re-engage with ongoing conversations about the meaning and
value of the Support Group for those diagnosed and living with breast cancer. Secondly, the
intention was to provide Group members with a condensed overview of findings from previous
Group involvement in research activities. Presented in Survey format, these findings provided
participants/respondents with a resource for continuing reflection and discussion with regard to
the currency of previous findings for the present membership. For this reason, the involvement
of the women was referred to as that of participants/respondents for the combined introductory
focus group discussions around Survey content areas and the subsequent written Survey response.
Finally, the comments provided a rich resource for enhancing understanding of the new
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Categories of Action that the women have generated to explain, define and differentiate their
Group and the purposes served by the Group (This is US, This is ME and this is how WE
maintain and sustain our Group).

As a data set, the Survey responses represented a ‘snap-shot’ in time and while the Survey was
constructed to gain numeric data, of greater importance were the written comments provided by
respondents that explained the ‘why’ for the weightings they recorded in their responses. For
this reason, it is important to look at the quantitative results in light of the comments that have
been recorded for each of the sections of the Survey (A,B,C,D).

The quantitative data derived from the Survey reflected the respondents’ different ages, stages
and phases of living with breast cancer and variations in timing for their Support Group
involvement. Some Survey respondents were local and had always been so. Others had come into
the Illawarra region at some point in their journey after having been diagnosed with Breast
Cancer. A number of respondents, although living all of their lives in the region, did not know of
the IBCSG until some time following their diagnosis and/or treatment. This reflects the findings
of Yaskowich and Stam,® and identified in an earlier section of this Report: ‘When people find
themselves at diverse stages along the treatment continuum or illness trajectory, their needs

vary according to where they find themselves and so too does the apparent timeliness and
appropriateness of the group response to their individual needs’.

Given the wide variation in ages, stages and phases of diagnosis and treatment, combined with

time of contact with and/or participation in the Support Group, the present Evaluation

acknowledges the limitations of a 5-point Likert Scale Survey® and total responses, for

interpreting the quantitative data provided by the respondents. It was not possible, on a simple

five point Likert Scale to differentiate three important aspects of personal journey.

o Individuals, who for whatever reason, were not aware, following their diagnosis and/or
treatment, of the IBCSG or the support it offers, and

o Individuals who were unable or unprepared to come to the group in earlier phases and stages

o0 Individuals for whom the statement was ‘Not Applicable’ (Scored a ‘1’ as the option of NA
was not available)

A greater range of scores within a particular category in the Survey have been interpreted with
reference to the standard deviation (SD) in responses. These scores do not necessarily represent
discontent with the role or activities of the IBCSG, but rather, that the individual, for a range of
reasons and circumstances, was not a member of the group at the time of personal need.

The pattern of responses for the Survey demonstrated that those who recorded a low score of 1,
often felt the need to provide an explanatory comment. For those who recorded a high score of 5,
there was less of a tendency to comment and for those who scored between 2 and 3, there was, in
general, no comment. The primary purpose served by the quantitative responses, for this program
evaluation then, was to identify areas where focus group discussions might lead to a deeper
understanding of the statement-related concerns and issues and enhanced capacity to meet the
needs of all women within the Support Group.

For future evaluative activities, of greater interest could be a focus group with women who at one
stage attended the Support Group, but who have since, for whatever reason, chosen to discontinue
their involvement.
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The pattern of statements and Survey responses were as follows:
Al Strongly Disagree(1) / Strongly Agree (5) with statement

Al.1 Not very like my experience at all(1) / Very like my experience(5)
Al1.2 Not important for me(1)/ Extremely important for me(5)
5.3 Survey Results

The following summary of Survey response data, both quantitative and qualitative, provides an
overview of the Support Group demographics and the pattern of responses including weightings
and standard deviation for each component of the four sections (A, B, C & D). The women’s
voices, as illustrative comments recorded by respondents, were selected by Group members
involved in the wide range of activities that make up the IBCSG Model in Action. The selection
of illustrative comments was made on the basis of information relevant to the meaning and value
of the Support Group for those concerned.

Demographics of Survey Respondents

Number of respondents and the number of participants in the Core Groups:
e Kiama=12/12
e Warilla =30/50
¢ Wollongong = 32/50
Combined groups = 74 individuals completed the Survey

Age of Survey Participant/Respondents:
e The average age for all Groups combined was 65 years
e On average, respondents from the Warilla group were aged 71 years, and for the
Wollongong group, 61 years.
e The Warilla group also has a slightly wider age range (11.1 years) than either Kiama (7.1
years) or Wollongong (9.5 years).

Time since diagnosis for Survey participant respondents:

e The average time since diagnosis was 6 years, although the Warilla group had a wider
range of years since diagnosis with 1-30 years. Kiama and Wollongong had a much
narrower range of years since diagnosis with 1-10 years and 1-13 years respectively.

e For all groups, members had, on average, been involved in the IBCSG for between 4.5
and 5.7 years.

Support Group meeting attendance for Survey participant/respondents:

e The percentage of individuals attending every month differed significantly amongst the
groups. More than half of the combined groups’ members attended every month (63%).
91.7% of Kiama members attended every month
36.6% of Warilla members attended every month, and 56.6% attended most months
65.6% of Wollongong members attended every month and 28% attend most months
These figures do not differ significantly from the most recent survey.
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Findings about Support on a 5 Point Likert Scale.

A. Findings about Support: ‘In general women wanted their cancer treatment, professional care and support to be
well organized (A1), they wanted a sense of personal control (A2)

Al Al | A1l | A1l [A12 [AL2 [ A2 A2 | A21 | A21 [A22 [A22
Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD

Kiama

5 0 4.5 1.2 4.8 0.9 4.9 0.3 4.2 11 47 1.2

Warilla

4.9 0.4 4.4 1 4.9 0.3 4.8 0.4 41 1.2 4.8 0.9

Wollongong | 4.9 0.9 4.4 0.9 4.6 0.8 4.7 0.6 3.8 1.3 4.4 0.8

A. Findings about Support: . . . they wanted to be taken seriously (A3), and they wanted reassurance about what was

happening to them (A4)’.

A3 A3 A3.1 | A3l | A3.2 | A32 | A4 A4 A4.1 | 41 A4.2 | Ad2
Mean | SD | Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD

Kiama 5 0 45 0.8 4.7 1.2 5 0 4.6 1.2 4.6 1.2
Warilla 49 0.4 4.6 1.1 4.8 0.6 49 0.4 4.1 1.2 4.7 0.9
Wollongong | 5 0 4.3 0.9 4.8 0.5 49 0.3 4.2 1.2 45 0.9

Comments for ‘Support’ Statements: Al, A2, A3, Ad

Al
)

A2

Cancer treatment, professional care and support to be well organised . . .

My specialist referred me to the Group and Gloria phoned me before | went to
hospital. A Group member visited me in hospital and gave me valuable
information which was a great help in my recovery.’ (WA2)

‘l didn’t join the Support Group during treatment (I wanted the world to see
me as normal — not sick) but during my recovery phase | was ready.’ (KA3)
In some ways | was a step ahead of my medical team due to my contact with
the Group. (WA12)

Because you have contact with people in the Group and hear their
experiences, good and bad, it makes you aware of what is available and you
can seek it out.” (WO1)

Being in Control . ..

I was aware of the Group at onset of diagnosis . . . | was directed and
encouraged to take control of care and treatment right from the start and
knew what to expect. The Group kept me in control throughout my journey.
(WA12)

Being Support Group members, we have learnt to gain as much information
about our disease as possible which then assists in making the right choices
and decisions. (WO1)

I would have liked Dr [Oncology] to have been able to help more with my
choice on having . . . treatment. | got quite distressed as it had to be my
choice and I didn’'t understand it. (K9)

I had massive support from family and friends and did not consider this (the
Group) important for me. However, these days | like to hear other women’s
stories and we are now supportive of one another. (WA7)
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Ad

Being taken seriously . . .
To be taken seriously is important to one’s mental attitude’ (WA24)
As a member we don’t always agree with others’ treatment choices, but we
know these decisions are difficult to make and we respect that. (WO1)

. in the Group you feel supported and even the most minor aspect is
addressed, making you feel good. (WA12)
Doctors didn’t seem to understand how | was feeling or why | would be crying
— Gloria and the women in the Group just know. This is so important to me.
(WO012)

A sense of reassurance by being told what to expect . . .

I always felt reassured and if something was worrying me it only took a
phone call. And you knew even if you had to leave a message, your call
would be returned ASAP. (WA12)

By sharing information and practical advice with each other we gain
reassurance even though we sometimes have different reactions to
treatment. (WO1)

Unfortunately 1 was diagnosed in November and finished treatment in
February, so the Support Group was in recess during this time. It was only
later | learned so much more about my treatment and its outcome. (WO11)

Findings about ‘Living with cancer’

B. Findings about Living with cancer: ‘Many people reported that being diagnosed and living with cancer, made
them feel different from other people — more aware of self (B1), continue to experience changes (B2)

B1 B1 B1.1 | Bl B1.2 | B12 | B2 B2 B2.1 | B21 | B2.2 | B22
Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD

Kiama

5 0 5 0 5 0 4.8 0.4 4.8 0.4 49 0.3

Warilla

4.7 .67 4.6 0.9 45 11 4.4 0.9 4.3 11 4.4 1

Wollongong | 4.9 0.4 4.7 0.7 4.6 0.6 4.7 0.6 4.4 0.9 4.7 0.5

B. Findings about Living with cancer: feeling different from others in situations (B3) Feeling different from how
others react (B4)

B3 B3 B3.1 B3.1 B3.2 B3.2 B4 B4 B4.1 B4.1 B4.2 B4.2
Mean | SD | Mean | SD Mean | SD Mean | SD | Mean | SD Mean | SD

Kiama

49 0.3 4.8 0.4 46 1.2 49 0.3 4.8 0.4 4.5 13

Warilla

4.7 0.6 46 0.7 47 0.6 47 0.6 4.4 0.9 4.5 11

Wollongong | 4.4 0.8 4.3 0.8 4.4 0.9 4.8 0.5 4.3 0.9 4.6 0.7

Comments for ‘Living with cancer’ Statements:

Bl
o)

People feel more aware of themselves, others and life in general

People who knew | had had breast cancer, spoke and looked at my breasts
when they spoke. The Support Group spoke to my face. (K10)

I want to spend more time doing what really matters and | realise | play an
important part In a lot of people’s lives. (WA12)

I didn’t so much feel different from others as more aware of myself (and
things). (WO26/WA5)
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o] When | joined the group I learned how to have hope for the future through
association with long-term survivors - who became my role models for
survival (K3)

B2 People find they continue to experience changes long after diagnosis

o] As the journey continues and | learn more through the Group and meet more
people with cancer diagnosis, | find | am still experiencing changes. (WO12)

o] I experience many changes and look to the Support Group for guidance re
changing doctors, hospitals. (K10)

o] Will it return, is always at the back of my mind, but seeing lots of ladies still
enjoying life years after cancer is encouraging. (WA12)

o] Every day’s a new day, challenges to meet. One is always aware of any

changes in one’s body. (WO31)

B3 People find they continue to experience changes long after diagnosis

o] Members recognise that people require different levels of support at different
stages in their cancer journey, and are usually able to offer that (WO1)
o] It's not the support group one feels different in, but how | had to deal with

my career and social events, especially being a sufferer of lymphoedema
made me feel and look different (K3)

o] I think sometimes this will just depend on the person without outside factors
affecting their feelings (W026)
o] Sharing concerns and the camaraderie among friends at the meetings is

absolutely amazing for one's successful recovery (WO018)

B4 How a person feels about diagnosis can be very different from how other
people react

o] People don't like to discuss it much and | felt family and friends took their cue
from me. | was positive due to the knowledge | had gained from the group
(WA12)

o] We could talk to each other on people's reactions [some friends couldn't
understand the physical or mental changes in us] (K9)

o] Family and friends don't always re-act the way you would like at times. Don't
always give you the support you thought you would get from them (K10)

o] Unless a person has been along the same path it is sometimes hard for them

to fully understand or empathise (WA10)

Comments for ‘Quality of life Statements: C1, C2, C3, C4

C. Findings about Quality of Life: Participants reported that, after diagnosis, they had concerns about both physical
and mental health (C1); they noticed changes in their relationship with others (C2)

C1 C1 Cl.1 |[Ci1 |C12 |C12 |C2 Cc2 C2.1 | C21 | C22 |Cc22
Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD

Kiama 4.7 0.7 4.7 0.7 5 0 5 0 45 1 4.8 0.4

Warilla 4.7 0.8 4.7 0.6 47 0.6 4.96 0.2 4.7 0.9 4.8 0.5

Wollongong | 4.6 0.9 3.9 12 4.5 0.9 4.97 0.2 4.7 0.8 4.8 0.6
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C. Findings about Quality of Life: they were worried about losing their independence (C3); and they re-evaluated
what was important in life (C4).

C3 SD C31 | sb C3.2 | sb C4 SD C4.1 | SD C42 | C42

Mean Mean Mean Mean Mean Mean | SD
Kiama 3.7 1.3 25 1.1 4 15 4.8 0.7 45 0.8 4.3 1.3
Warilla 4.3 1.2 3.9 1.3 4.1 1.4 49 0.3 49 0.4 4.7 0.6

Wollongong | 4.5 0.9 3.0 15 3.9 11 49 0.3 4.4 11 45 0.7

C1
)

C2

C3

After diagnosis, women had concerns about both physical and mental health
Both physical and mental adjustment required a lot of effort, but | found that
encouragement from the Support Group was very helpful (WA24)

Talking with others helped me deal with the mental changes particularly.
Seeing women a couple of years down the track, looking well and with hair
really helped me see the end of the tunnel. (WO12)

I found that workshops, focus groups and guest speakers provided through
the Support Group helped immensely. Social worker and Psychologist
invaluable in 'one-on-one' situation (K3)

Because it's a shared journey others know that some days you cannot achieve
something that would have needed little effort before, and that you feel like
you are on an emotional roller-coaster - down one day, very positive the
next. (WO1)

With everything | have been through . . . my cancer was simply another
hiccup in my life (WO15)

Having good relationships (with family, friends, medical professionals)
becomes even more important after a cancer diagnosis

This Support Group is very important to me. Being able to openly discuss
fears etc. is so very important and a very big part of the healing process
(W03 / W031)

My family have been marvellous to me, also my doctor has been caring.
BCSG is supportive and kind (WA10)

When | told the Group about my diagnosis some ladies came and hugged me,
others wished me well which was greatly appreciated. If it wasn't for these
people you would be so alone and frightened (WO15/WQ19)

Some of the best discussions were in the support bus on the way home
(WA26)

After diagnosis women were worried about losing their independence
Support members were able to assist with practical and emotional support
which can ‘lighten the load’ and therefore enable the women to regain their
independence (WO1)

No-one in our group has lost their independence. Help in any area is
available in the asking (K10)

I think if depends on the severity of the diagnosis and probably the age of the
person involved (W0O22)

Through my association with older members of the Group | can see a big
dependency issue, particularly for those without close family support. | don’t
feel this is relevant at this stage for me (K3)
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o] Fortunately I'm doing OK so far so this section is not applicable to my
situation (WA28)
The weightings recorded for C3 statements were emphatically on the side of *did not lose
independence’. These were the lowest scores for the entire questionnaire and this may
have been because it was the only question framed in terms of the “loss’ associated with
diagnosis. If the respondent weighted the statements with a high score, it would have
meant that the person saw themselves as ‘losing their independence’ and this for them,
according to the comments, was not in the longer term, an acceptable description of their
situation.

C4  People diagnosed with cancer rethink their main priorities in life

o] By participating in some group programs - e.g. stress management - we are
taught to try and eliminate unnecessary stresses from our daily lives and to
identify main priorities and put all your positive energy into them (WO1)

o] Life is totally rearranged, important things are done when you can and
unimportant things are never looked at (WO19)

o] I like to live every moment and be with my friends- which | do — not to
mention my family [too] (WAD5)

o] I very much wanted to continue as before and my professional and family life

are still very important, so no, | didn’t rethink [my priorities] (K3)

Comments for ‘Support Group’ Statements: D1, D2, D3, D4

B. Findings about the Support Group: Women attended the Support Group to gain knowledge (D1), to get and
give support (D2)

D1 D1 D11 D1.1 D1.2 D1.2 D2 D2 D2.1 D2.1 D2.2 D2.2
Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD Mean | SD

Kiama 4.9 0.3 5 0 5 0 4.8 0.9 4.6 0.9 5 0

Warilla 5 0 4.9 0.3 4.8 0.4 4.9 0.3 4.8 0.5 4.8 0.5

Wollongong | 4.9 0.3 4.7 0.8 4.9 0.3 4.9 0.3 4.7 0.8 49 0.4

A. Findings about the Support Group: to be in a group of people who have gone through similar experiences
(D3) and to influence their sense of self in a positive way (D4)

D3 D3 D3.1 | D31 | D3.2 | D32 | D4 D4 D4.1 | D41 | D4.2 | D42
Mean | SD | Mean | SD Mean | SD Mean | SD | Mean | SD Mean | SD

Kiama 5 0 5 0 5 0 4.9 0.3 4.8 0.6 4.8 0.6

Warilla 4.8 0.2 4.9 0.3 4.9 0.4 4.8 0.4 4.6 0.6 4.7 0.6

Wollongong | 4.8 0.2 4.7 0.8 4.8 0.5 4.9 0.4 4.7 0.8 4.8 0.6

D1  Women attended the Support Group to learn more about cancer and how to
cope with it

o] Information is important to this diagnosis. Before | joined the group, it was a
shadow. Now | seek professional advice and knowledge from those who have
facts. Yes I feel | have got the strength and courage and positive experience
for me (WO14)

o] I gained lots of knowledge due to the group. Medical people do not always
explain or consider the individual (WA12
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D2

D3

D4

Over the years we have had a wide variety of guest speakers, who give
information which helps us understand more about cancer, new treatments,
etc. This enables us to make the right choices - knowledge is power (WO1)

Attending the Support Group enables women to get and to give support

We have sad times but mostly we laugh at ourselves, people who have been
through it don't belittle your anguish (W0O19)

I don't think I give much back to the group at all, but I get lots of support and
comfort from it (WA12)

Giving support to new members at meetings, through Breastscreen
volunteering etc, one repays one's benefits (WO18)

In a way - for me — just listening is enough (WA5)

Attending the Support Group enables women to be with other women who
have gone through similar experiences

For me, it is a very positive experience to be in close contact with so many
women who have experienced cancer, done what they have to be well again,
then get on with life (WO1)

It is very important to identify with people having the same experiences. | go
about my daily life often not thinking about cancer. But when | meet at the
group | realise how lucky I am to be part of such a caring group of ladies
(WA12)

Encourages 'togetherness' because we have all "been there, done that"!
(WA24)

There is no substitute for the understanding and sharing by women of all ages
and nationalities at our group meetings (WO18)

Attending the Support Group can have positive outcomes in terms of
personal growth

It has opened up so many new things for me; public speaking, Dragon Boat
racing, performing on stage to name a few. | feel | have grown in confidence
and am more likely to try new experiences (WO1)

I am an entirely different person now - | have not only had personal growth
but have transformed (WO012)

My confidence took a nose-dive when | was diagnosed and it took many years
to fully regain this. I'm not sure what, if any, role the support group played
(K3)

. . .1 have a great positive outlook thanks to the Cancer Support Group,
family and friends (W021)

Gloria is responsible for a lot of this [personal growth] as she is good a t
recognising strengths in us that we may not have realised (WO26)

The above comments, recorded by Survey respondents, constitute a critical review of the meaning
and value of previous research findings for the current IBCSG Model in Action. They also
provide an in-depth background for defining and refining the current meaning and value of the
Support Group for its member participants.
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5.4 The IBCSG Model in Action: Meaning and Value for Group Members

One of the concluding evaluation activities, in which the

members of the Support Group took part, was a series of

focus groups, in which the participants reflected on the

meaning and value of the sub-sets of action for the IBCSG

Model in Action. Looking back over the recorded statements

related to each of the categories and sub-sets of action,

- | participants were able to select:

o A symbol for the sub-set of action (acceptance or replacement of original CCS
Card with Group action photo),

0 A key statement that exemplified the particular sub-set of action, and

0 A rrange of descriptive statements that describe what they valued about, for
example — ‘ORGANISING’.

These descriptive statements of what is valued by the Group, provided a set of key
indicators of effective practice for the categories and respective sub-sets of action. It is
these categories that define their Model in Action for a Community of Care.

(a.1) Summary statement to represent ORGANISING in our Group

“You focus on things said, and each person’s
thoughts are shared. Therefore a uniform decision is
made. [For this to happen] . .. any group setting up
needs a ‘Gloria’. Love, support, knowledge,
enthusiasm etc. etc. is the key’

What we mean by ‘US ORGANISING’. ‘We organise ourselves around communicating for
understanding with each of us knowing, inspiring, listening and teaching’

What we value about ‘US ORGANISING’:
o0 People listen and learn about the best way to organise things
o Sitting and sharing ideas, respecting that we have a common bond and that we
will be able to get more information
0 People in the Support Group know what to say so we gain from everyone
0 The Group is an opportunity to have people [there] who know what we are going
through, you just have to ask
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There were people from all
walks of life and races and
there was a common reason
ﬁ . L ] for being there, so in a way
ik we were there for each other

&'ﬁﬂ and had a common goal.

What we mean by ‘US INCLUDING’ one another: Our Group activities are based on simply
being there for each other and interacting and working together.

What we value about ‘US INCLUDING’ one another:
o
o

Being able to be comfortable with each other with no judgment

Working towards the same goal and giving support

Communicating, making new friends, with all the loving and helping hands that are here
in a group of like-minded people

No longer alone — feeling part of a big family

Summary Statement to represent US — BUILDING our Group

Individuals of different
strengths and weaknesses,
standing, supporting, shoulder
to shoulder protecting each
other.

What we mean by ‘US BUILDING’ our Group: The Group space is built around trust where
everyone can see and choose different ways of being in the Group, whatever the individual need
or circumstances.

What we value about ‘US BUILDING’:

(0}
(0}

o
(0}

Members are accepted for who they are, trusting each other, yet existing independently
Every person is different bonding together by sharing ideas, having fun, doing things we
wouldn’t normally do

People are able to trust that there are many avenues in which to gain support

Good support and inspiration from others can help to overcome obstacles
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(b.1) Summary Statement to represent ME IDENTIFYING within the Group
I had so many questions
when | started my journey
and the BCSG certainly : _ g ! .
answered many of them. . e _ﬂ ,Aj
‘. " < gt savsins M, o —

What we mean by IDENTIFYING within the Group: Identifying what | want to know and need to
know and ask when 1I’'m making decisions for me — the Group is a safe space for self-reflective,
self-directed questioning, learning and decision-making.

What is valued about IDENTIFYING within the Group:

(0]

©Oo0oO0oOo

(b.2)

| feel comfortable asking questions within the Group where questions are answered
satisfactorily and honestly

The Group is a place for self-directed decision-making and reframing

The Group is a space to find your inner self

There is trust in our medical teams

People all over the world have the same problems — these problems don’t just happen to
us

Summary Statement to represent NURTURING within the Group

Because we hug and Kiss
and comfort — it makes us
feel welcome and is so
simple that everyone can
give and receive — This
can be healing.

What we mean by NURTURING within the Group: Me nurturing and being nurtured by others.
The Group is a safe space for giving and receiving where comforting and reassuring go hand in
hand with developing and healing.

What we value about NURTURING within the Group:

(0}
(0}
(0}

(0]

Friendship, caring, comfort, personal growth and mateship — you’re not alone

Nurturing and friendships of all ages bring meaning back into life

In the world, people don’t always know their next door neighbour. In the breast cancer
Group, we come a-knocking and we can come in. It’s the door that doesn’t get slammed
in your face

There is a softness to the Group too
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I aim to climb and reach
the top and master what
is stacked against me

What we mean by EMPOWERING within the Group: Being everything that | can be for me.
Members can experience personal growth ranging from self-improvement to self-transformation.

What we value about EMPOWERING within the Group:

0 The Support Group has given me more tolerance. | feel I have more patience. My
priorities are right now. | know what is more important to me now

0 There is strength, energy and power coming from this group — you can take as much or as
little as you want from it and for some this will be empowering

o0 The beginning of each new day empowers me to get on with self-improvement and
confidently move forward

0 | have taken steps to rise above adversity and reach the top. Now | am no longer alone

(c.1) Summary Statement to represent how WE RECOGNISE one another within
the Group (to Maintain and Sustain our Group)

‘@ v Joining a group is a new

. N journey — a mutual
N A connection — heartening,
217 optimism, with people

/8 here for many years. It’s
o' an optimistic way of
AR "3 overcoming adversity.

What we mean by RECOGNISING one another within the Group: In our Group we focus on
feeling positive by approaching and appreciating one another.

What we value about RECOGNISING one another within the Group:

0 After going home — the Support Group has given you back self-esteem, we stop feeling
sorry for ourselves and we can be positive

0 A kind word or kind gesture means a lot, it’s the small things, taking time to appreciate,
being nice and light and cheerful — a pick-me-up when I’m down

0 Bringing us together and appreciating what each person does

o0 Everyone is together, with combined purpose and goals bringing a positive result- by
touching, meeting, getting to know, reaching out — being there.
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(c.2) Summary Statement to represent how WE CELEBRATE in the Group

+9

We see the lighter side of
life and laughter. The
individual pieces come
together to make a pattern

What we mean by CELEBRATING In the Group: We celebrate the lighter side of life by
laughing, celebrating and enjoying things.

What we value about CELEBRATING in the Group:
o0 Laughing and enjoying together, celebrating spontaneity and youthfulness, being yourself
with no judgement
0 A place to go by yourself or with others, there’s always someone there for you. It’s an
ongoing place of peace and quiet with no judgment, that celebrates life
0 You’re allowed to behave in many ways people do not necessarily expect
0 We get together and celebrate our journey in breast cancer

(c.3) Summary Statement to represent how WE SHARE STRENGTHS in the
Group

These rocks remind
me of the strength
and solidarity of
friends within the
Group and the
people I’ve met.

”» )
-'ﬂ‘ by T L e i

What we mean by SHARING STRENGTHS in the Group: We value interactions based on the
strength of togetherness.

What we value about SHARING STRENGTHS in the Group:
0 We need each others’ differences to break barriers; we are all alike in some ways and
value differences to learn through each others’ warmth, strengths and togetherness
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0 Journeying together — two are better than one, there is strength in numbers, holding each
other together and complementing each other

0 Supporting each other, sharing the good times, good food, good coffee, we balance each
other out with support, strength and camaraderie that you won’t find elsewhere — we all
have a bond.

As a framework for action based on community-building, the IBCSG Model in Action, set out in
the above categories, provides a unique blueprint for achieving the outcomes that are currently
valued and enjoyed by Group members.

5.5 Bringing Together The IBCSG Model in Action and Acquired Wisdom from
Previous Research Findings

While not directly relevant to the meaning and value of the Support Group for its members, apart
from the final section of the Survey, the comments provided by Support Group members in their
overall Survey responses demonstrate where they believe the focus should be when Community
Building is the logical framework for action. With their comments, the women of the IBCSG
have provided information for better understanding what policy imperatives such as ‘practical
and locally-relevant ‘supportive environments’ with a settings-based approach’ might look
like when translated into the type of practice that is involved in ‘community-building’.

When the comments recorded by members of the IBSCG in their Survey responses are organised
according to the new framework for action developed by the Group, these comments provide an
in-depth descriptive account their ‘blueprint’ in action. In the following analysis, comments
related to the Group’s definition of ‘Organising’, across all Survey sections have been collated to
provide an in-depth description of what ‘Organising’ might mean in the way of practical action
for: Co-ordinated and integrated Support (A); Living with cancer (B); Quality of Life (C); and
Support Group Involvement (D).

The “importance’ of each of the IBCSG Model categories of action (Organising, Building etc.), is
indicated by the mean rating attributed to the respective Action Categories during a focus group
at the AdCare Lifestyle Retreat in April, 2006. The level of confidence these participants felt, in
their ability to achieve these varied activities within the Support Group, is represented by a mean
score for the respective areas. The AdCare tables, included below, provide for a comparative
analysis of ‘importance’ and ‘confidence’ ratings across the range of action categories from the
IBCSG Model in Action. As with the Survey responses the same limitations apply, so comments
have been included to provide a context for interpreting the numeric data.

Action Category ORGANISING (a.1)

The Group organises itself around communicating for understanding with its membership taking
responsibility for knowing, inspiring, listening and teaching. There were a large number of
comments recorded by participants that fell into this category of action. This demonstrates the
potential for this type of Organising, as defined by the Support Group, to complement existing
clinical and psychosocial support strategies.

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The lllawarra Breast Cancer 58
Support Group, July 2007.



00«

Survey comments related to ORGANISING (al & A,B,C,D)
The IBCSG defines Organising in terms of the activities of organising ourselves around

communicating for understanding with each of us knowing, inspiring, listening and teaching.

Organising & Co-ordinated and Integrated Support (A)

When Survey respondents commented on the need for well-co-ordinated and integrated
support, the women referred to their lack of knowledge in the initial stages, their lives being a
‘bit of a blur’ and the importance of the link person (Gloria Swift) and the Support Group,
particularly with regard to ‘normalising’ initial reactions and understanding of side-effects,
complications, medications and treatments.

It was difficult ‘tying things together’ and with little time to research or even comprehend
what is going on at this time, the role of the ‘link’ person and then the Support Group, was
seen, by those who knew of and accessed this support, to have made a big difference. Being
in control was seen by many to be adversely impacted by absence of knowledge of the
Support Group, or inability to take in the possibilities for support, in the early stages of
diagnosis and treatment. Finally, the experience and understanding of those in the Group
related to information needs and being ‘kept informed’, was seen as a positive.

Organising & Living With Cancer (B)

Women commented on the positive impact of long term survivor role models and information
exchange in developing hope for the future, as well as the Group being a resource for
knowledge and guidance in dealing with choices and changes.

Organising & Quality of Life (C)

Both the quality and the diversity of information obtained through involvement in Support
Group activities, received favourable comment, as did the possibility for open and frank
discussion for understanding the journey. Positive feelings gained from Group involvement
were identified as: feeling safe and confident and knowing support was within easy reach and
always readily available. The wide range of targeted activities was seen as a supportive
environment for rethinking and re-establishing priorities. However, one comment focused on
the absence of involvement and support for partners and children of patients.

Organising & Support Group Involvement (D)

Women highlighted the gaining of much information from the support Group and with the
added advantage of supportive learning processes that involved relevant expert input and
other women willing to listen, talk and share. The Group is seen as an environment in which
the individuals and their circumstances are given consideration and where knowledge is seen
as ‘power’ to make the right choices. There was also a comment in this section of the
Survey responses about the need to involve partners.

AdCare Retreat Reflections on Importance and Confidence for Organising

Organising Importance Rating | Standard Deviation Confidence Standard Deviation
/10 Rating/10
8.75 0.8 8.3 1.06
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With regard to importance, the comment was that this way of Organising the Group, ‘. . . helps us
to grow individually and we gain so much’. The level of confidence was indicated by the
following comments: “It’s been happening every meeting” and ‘I take part in all that is offered’.
The only reservation mentioned was that “You can’t please everyone’.

Survey Comments Related to INCLUDING (a.2 & A,B,C,D)

The IBCSG defines ‘Including’ as their activities based on simply being there for each other and
interacting and working together. There were no comments that were considered to meet the
criteria for Including, in relation to ‘well organised and integrated support’(A).

Including and Living with cancer (B)
In this category of activity, there were comments regarding the need for the Group because...
you ‘just don’t know it’s [the cancer] gone’, because of the encouragement of seeing lots of
Group members enjoying life years after cancer, of being with people going through the
same problems and feeling reassured because people had experienced the same thing. At
times, just seeing other women in worse situations than yourself could put things into
perspective. Additional support was gained from the understanding provided by other
women who had all experienced a diagnosis — who understood ‘the shock, fear and worry
about the future.’

Including and Quality of Life (C)
There was only one comment recorded for “Including” and this could point to a ‘gap’ in the
Group’s connection between ‘simply being there for each other’ and ideas around ‘losing
independence and confidence’. The experience of one first time Group member was in fact, a
less than positive ‘including’ into the Group, when her expressed need was apparently
discounted. This new Group member noted that: ‘For the rest of the meeting | felt as if |
shouldn’t be there. It was an incredibly off-putting experience.’

Including and Support Group (D)
There was a strong sense, post treatment, that something important had been missed by not
attending the Group in the early days of diagnosis and treatment, with one respondent
labelling her behaviour as ‘silly not to go’. This feeling was amplified when viewed from
even further down the track e.g. three years. But once again, there is the recognition of
individual differences with a comment that, ‘It’s not for some girls. | respect that.” However,
the feeling of not being alone and in good hands is the positive side of Group participation.
Most positive comments with regard to the Support Group and Including, related to the
positivity, experience, certainty and availability at any time, of love, comfort, friendship and
support.

AdCare Retreat Reflections on Importance and Confidence for Including (a.2)

Including Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
8.7 0.8 8.1 1.3

Comments included the fact that their lives had improved and that ‘importance’ was related to
‘knowing we are there for each other’. Others commented on the importance of including the
provision of different activities to suit all ages where different activities and talks could help
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different people in different ways. In terms of ‘confidence’ — this has been happening for the past
two years that one participant had been attending and she predicted that this will only grow.
However, if it was a group just starting out, the level of confidence would be unlikely to be rated
so highly, as it is likely that this kind of confidence requires a “track record’.

Survey Comments Related to BUILDING (a.3 & A,B,C,D)

The IBCSG defines ‘Building’ in terms of the Group space which is built around trust where
everyone can see and choose different ways of being in the Group, whatever the individual need
or circumstances.

Building and Co-ordinated and Integrated Support (A)
There is an acknowledgement within the Group and tacit understanding, that everyone has
their own way of dealing with things in their personal journey and that this needs to be
respected. The important principle is to provide reassurance, whatever the personal choices
and decisions.

Building and Living with Cancer (B)
There is an understanding within the Group that different people require different levels of
support at different stages in their cancer journey and that the group can usually provide
support of the type that is needed at the point of need.

Building and Physical and Mental Changes (C)
Within the Group, there is acknowledgement of the fact that there are some days where it is
impossible to achieve even the smallest of tasks because of the ‘emotional roller coaster’ —
that one day it can be a downer and the next — very positive. The way in which Group
members respond to the circumstances of others, particularly new members, has been
highlighted as a critical component of Group awareness for the respecting and honouring of
individual needs ‘whatever they may be’.

Building and the Support Group (D)
There is a feeling amongst Group members, that people who don’t go to Group meetings
don’t seem to have the insight or direction that being in the Group can provide — that some
seem unable to join because they come from the position of, ‘I don’t need the Group’. From
the perspective of those who do attend the group, there is the experience that that you are not
left on your own because you can always approach someone — of any age. The opportunity to
confide without judgment or criticism, with openness and frankness and confidence that
nothing will be repeated elsewhere, is highly valued amongst Group members. There is also
a strong feeling of acceptance that some want to talk and some want to just stand back and
that this is very much appreciated.

AdCare Retreat Reflections on Importance and Confidence for Building (a.3)

Building Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
8.7 0.4 8.2 0.8

The indication was that individuals could all bring their different ideas to the Group and share,

care and stand together as one, knowing that one’s lifestyle improves. This ‘Building” was
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indicated as being present now and with a high level of confidence in its provision for Group
members

Survey Comments Related to IDENTIFYING (b.1 & A,B,C,D)

The IBCSG defines ‘ldentifying’ in terms of what they want to know and need to ask when they
are making decisions. This occurs within the safe space provided by the Group for self-reflective,
self-directed questioning, learning and decision-making. This category of action in the IBCSG
Model is apparently, the most significant when bridging the clinical/community divide.

Identifying and Co-ordinated and Integrated Support (A)
Group members mention the feeling of ‘readiness’ for Group participation and the fact that
this comes at different times for different people, in different circumstances. Some want to
just focus on ‘life goes on’ and be seen as ‘normal’ — not sick, in the recovery phase. There is
an oft-mentioned regret from many, however, that they had not joined earlier.

For those who did attend the Group from the earliest days of diagnosis and treatment, the
benefits mentioned are the gaining of knowledge about the ‘dis-ease’ and of what to expect
and confidence and control throughout their journey. As an ongoing supportive environment,
Group members have highlighted encouragement, advice and the opportunity to ask
guestions. There is also the opportunity to gain information for making the right choices and
decision, while being respected for whatever decisions you come to, because decisions are
acknowledged as being difficult to make.

Identifying and Living With Cancer (B)
There is acknowledgement that although you are continually learning and meeting more
people with cancer in the Group, you still continue to experience changes.

Identifying and Physical and mental changes (C)
There is also acknowledgement that being a member of the Group empowers individuals and
supports them in their decisions and thoughts about a change of priorities.

Identifying and Physical and The Support Group (D)
Knowledge is seen as enabling individuals to make the right choices — ‘knowledge is power’.
It was also a help to some when Group members realised that they were perhaps better off
than some others and this helped to put things into perspective. But more than this, being
able to be part of and to identify with a Group, where others have had the same experience,
can still be so caring of one another, has proved personally valuable.

AdCare Retreat Reflections on Importance and Confidence for Identifying (b.1)

Identifying Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
9.5 0.7 9.3 0.9

Learning about the cancer operation was seen as very important and increased confidence over

the years, came with this knowledge. In relation to confidence in achieving this type of

environment, listening, sharing and caring helping everyone to enjoy each other with review and
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updates always being available, this area of activity was given the highest rating. A lower score
was recorded for one person who recorded the comment — “Not there enough’.

Survey Comments Related to NURTURING (b.2 & A,B,C,D)

The IBCSG defines ‘Nurturing’ as a two-way process where the Group provides a safe space for
giving and receiving and where comforting and reassuring go hand in hand with developing and
healing.

Nurturing and Co-ordinated and Integrated Support (A)
The Group environment provides a space where people can speak with others who understand
how you feel and can give you hope to carry on. Seeing women alive, looking happy, and
living with cancer after the diagnosis and treatment, is a help to others in their journey. This
type of relationship builds strong friendships where support of whatever type is needed
(laughing or crying) is only a phone call away. It is one thing to be ‘told” about the medical
events that are recommended by professionals (It seems like you are the only one going
through this shocking news) and another to be with people who ‘feel what you feel’.

Nurturing and Living With Cancer (B)
Being welcomed as a ‘single’ person with concerns and anxieties and living with cancer were
valued, as was the type of welcome — one with open minds for a stranger to the Group.

Nurturing and Physical and Mental Change (C)
The “uplifting” compassion, understanding and wonderful spirit of the ‘ladies’ within the
Group, is appreciated by new members. Group members feel ‘comfortable’ in this space.
The practical and emotional support provided can ‘lighten the load’ and enable women to
regain their independence.

Nurturing and The Support Group (D)
Seeing others looking happy and nicely groomed is seen as inspiration to take care of your
appearance and to be ready to help someone [else] down the track. There is a sense in the
Group that the women REALLY care about others and caring itself is seen as part of survival
and a healthy outlook that enables one to physically fight, with the love, support and
knowledge of the close network.

AdCare Retreat Reflections on Importance and Confidence for Nurturing (b.2)

Nurturing Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
9.6 0.5 9.5 0.7

Nurturing was seen as a very important part of support. ‘It was the most important development
for my healing process.” ‘Reassurance gives a great deal of support in healing’ and finally, ‘A
hug goes a long way’. In terms of ‘confidence’, one comment indicated that nurturing, love,
comforting and reassurance had been a huge part of their healing, probably more than any
medicine. Acceptance and not being alone was also noted in terms of confidence that nurturing
was available. However, one comment which rated confidence in nurturing lower than the
others, suggested that there was “not enough’.
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Survey Comments Related to EMPOWERING (b.3 & A,B,C,D)

The IBCSG defines this category of action — as ‘Empowering’ the individual to be everything that
they can be. The Group provides an environment in which individuals can experience personal
growth ranging from self-improvement to self-transformation.

Empowering and Co-ordinated and Integrated Support (A)
The Group motto is ‘Living Well — Taking Control’. Comments indicate that Group
members feel they would not be as well or as strong as they are today without the Group and
that with the Group they had learned to care for themselves and live life to the fullest. There
is a feeling that individuals can express themselves outwardly, strongly and confidently
without being socially ‘judged’. Mutual learning each meeting engenders confidence to ask
questions of doctors and specialists. Previously, this same person would have sat and not
questioned anything.

Empowering and Living with Cancer (B)
Because of the Group’s encouragement, individuals feel proud to be a survivor. With the loss
of the individual’s confidence, stamina, strength, memory and concentration, the Support
Group helps by encouraging and providing access to craft activities and social groups. The
Empowerment is important to those who know, when asked, that they can help new members
by being there for a phone call or a visit.

Empowering and Physical and Mental Changes (C)
Encouragement from the Support Group is seen as very helpful when a lot of effort in
physical and mental adjustment is required. This is where talking with others helps and
seeing women a couple of years down the track looking well and with hair, really helps to see
the end of the tunnel. One comment highlighted the shift from ‘not wanting to live’ to ‘living
life to the fullest’ as the reason why they keep attending the Support Group. After one’s
world has been ‘turned upside down’, it was possible with the Support Group to be learning
and developing concepts previously outside of personal experience. This was particularly the
case with ‘rethinking’ with time out to be doing the things that keep you happy.

Empowering and The Support Group (D)
Before one respondent joined the support group, the

diagnosis was simply a ‘shadow’. Information was Without the Support Group, |
important to the diagnosis and now, professional advice wouldn’t know what I know now.
and knowledge is sought from those who have the facts. I would hate to think of my life

With information comes strength, courage and a positive | Withoutit, as it had a major
experience. Information also puts one in a better position | influence on my sense of selfin a
to help friends, as does the positive experience of being | POSitive way. (Survey:KA9)

in close company with women who have had cancer,
done well, and got on with their lives.

Group support is recorded as bringing you out of the ‘cancer shell’ and
opening up new opportunities like public speaking, Dragon Boat racing and
performing on the stage, which grows your confidence to try new
experiences. Some report the experience of being transformed, the feeling of
being an entirely different person. They describe the experience of coming
into the group as ‘a mouse’, or ‘a flower bud’ and then opening up and
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showing the beauty inside. It is the experience of a mouse becoming a gentle lion and this is
seen time and time again in the group.

AdCare Retreat Reflections on Importance and Confidence for Empowering (b.3)

Empowering Importance Rating | Standard Deviation | Confidence Rating | Standard Deviation

9.3 0.5 9.4 0.5

This was seen to be very important with the comment that ‘self-esteem comes with self-
confidence’. With regard to confidence in empowering within the Group, one participant
commented that they were amazed at the continual personal growth that was taking place.
Increasing confidence was equated to time spent with like-minded friends and continuous
attendance.

Survey Comments Related to RECOGNISING (c.1 & A,B,C,D)

The IBCSG defines this category of action in terms of recognising and appreciating feeling
positive. In the Group, we focus on feeling positive and approaching and appreciating one
another.

Recognising and Co-ordinated and Integrated Support (A)
Members realise the positive stance after a couple of meetings. After a time in the Group,
hearing other women’s stories is appreciated, as is being supportive of one another.

Recognising and Quality of Life (C)
The experience of being around such positive people was described as ‘wonderful’ and the
hugs and well-wishes when someone tells the Group about a diagnosis are greatly
appreciated.

Recognising and The Support Group (D)
The positivity of the Group has been mentioned as ‘making the road back less rocky’ and
even with limited involvement, the positive attitude is found to be encouraging. One
respondent commented that, although in the upper end of the age group, for her, a wide-
ranging involvement across activities still engendered a positive outlook.

AdCare Retreat Reflections on Importance and Confidence for Recognising (c.1)

Recognising Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
9.8 0.3 9.5 0.5

Group members indicated that they had never had so many friends, that they were like regimental
soldiers being focused and appreciating one another, frequently reaching out and holding one
another. A high level confidence was also recorded for this sub-set of activity.

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The Illawarra Breast Cancer g5
Support Group, July 2007.



Survey Comments Related to CELEBRATING (c.2 & A,B,C,D)

The lighter side of life is celebrated in the Group by laughing, celebrating and enjoying things.
Celebrating and The Support Group (D)

The only comments volunteered across all Survey responses that could count as “celebrating’
were recorded in the Support Group category of statements/questions. In this section of the
Survey, one respondent mentioned ‘Having fun, fitness and friendship in boats’ and highlighted
how the Group is not all ‘doom and gloom’, that there was ‘Much fun, laughter and friends.’
(WO14)

Celebrating, however, was one of two sub-sets of action that was rated with a perfect ‘10’ for
importance, by the AdCare Retreat participants.

AdCare Retreat Reflections on Importance and Confidence for Celebrating

Celebrating Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
10 0 9.8 0.3

Group members indicated that Celebrating made them feel alive and worthwhile again, and that
people threw themselves into the enjoyment of life. This was seen to be absolutely essential. As
too, was giving yourself permission to behave in ways that you would not normally. All except
one participant rated their confidence at ‘10’ for Celebrating, with one person rating a ‘9’ for
‘cautiously confident’. The disparity between importance of this sub-set of action and the
absence of comments from the Survey could indicate the need for a focus Group to discuss the
possibilities. This is one area in particular, where the community context can provide that which
is absent in a clinical setting.

Survey Comments Related to SHARING STRENGTHS (c.3 & A,B,C,D)
The IBCSG values interactions based on the strength of togetherness.

Sharing Strengths and Living With Cancer (B)
One Survey response highlighted the
reciprocity that can flow from knowing
that others are going through the same
difficulty that you have and the situations
you experienced. In sharing strengths,
members of the Group can support others
in their ‘highs and lows, their tough days
and their sunny times.” (WO14)

Sharing Strengths and the Support
Group (D)

There were a large number of comments
in the Survey about Sharing Strengths.
The primary focus was on reciprocity with

Dr Sue Curtis, ORTRAN Self-Management Solutions, Dr Beth Marlow and The lllawarra Breast Cancer g6
Support Group, July 2007.



00«

a strong sense of appreciation for the knowledge that others could provide from their own
experience. ‘I have also gained so much from giving support. The experience of others helped
me so much through the chemo. (WO12) ‘It is a two-way thing, we gain support when we are
diagnosed and can give it when it is needed by new members, or when someone is not well.’
(WO1) The repaying of one’s benefits to others in need was seen as a very positive opportunity
to ‘give back’, an opportunity that was available through membership of the Group. One
respondent even went so far as to say ‘Sharing is caring and caring is part of survival’ (WO31)
From a very personal perspective, one respondent commented that: ‘I have constantly been given
support . . . and | believe | make a difference in the world by supporting others.” (W0O12)

And finally, the quality of sharing in the bus on the way home, was once again highlighted with

the comment that the discussions that took place in this space, during ‘the journey home, were
sometimes more important than the meeting.” (WA26)

AdCare Retreat Reflections on Importance and Confidence in Sharing Strengths (c.3)

Sharing Strengths Importance Standard Deviation Confidence Standard Deviation
Rating/10 Rating/10
10 0 9.7 4.8

This was the second of the two sub-sets of action rated with a perfect ‘10°.

5.6 Implications for Complementarity of Clinical/Community Support Environments

The activities within the Support Group and its community context, mean that recognition,
celebration and sharing of strengths can enhance substantially, the depth, breadth and nature of
support available to women diagnosed, living with and surviving breast cancer. The comments
from Support Group members indicate what they mean by ‘support’ in a community context and
therefore, a possible explanation as to why a ‘community environment” might offer the type of
‘support’ that could complement their cancer care within the “clinical context’.

The Support Group’s explanations of what they mean by support, also provide a resource for
health professionals in clinical settings, to identify the links and/or gaps between traditional
clinical and psychosocial elements of support and the type of support that becomes possible
within a community context. In so doing, the comments highlight the aspects of ‘support’ where
there is the potential for a complementary and positive connection between current clinical and
community practices and where there is also the potential for the building and resourcing of
complementary clinical/community partnerships, for achieving that which has been noted earlier
in the Report:

... optimum capturing of “all available resources’ and options for mutual shaping and

resourcing of effective everyday practice in getting the best possible outcomes with

patient-centred care.

5.7 The IBCSG Model in Action: Goal Attainment Scales

A Goal Attainment Scale (GAS)’ is a situation-specific, slice-in-time picture of the key elements
of action that describe the possibilities for the social space that is the Support Group in action.
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These situation-specific, participant-generated scales, provide qualitative, action-oriented,
process-based? indicators for the effectiveness of their Group in action. By defining what it
might look like if they achieve what they are hoping to achieve, the group develops a shared
understanding of where they are heading and what it could be like when they get there. With this
shared picture in place, the group can then identify what it might look like if they achieve ‘worse
than expected (-1)’, ‘much worse than expected (-2)’, ‘better than expected (+1)’ and ‘much
better than expected (+2)’.

With weightings attached to each of the respective sets of possible ‘outcome’ descriptors, the
Group can ‘measure’ the return on energy, resources and social capital invested, in achieving
these outcomes. Secondly, it is also possible, with critical reflection at any given point in time, to
use the indicators and their weightings to represent the current effectiveness and appropriateness
of the program in action.

For a Model of Action with community building as its core activity, it is the return on social
capital invested — that is, the return on “trust’, mutual benefit’ and ‘unconditional giving and
receiving’, that is of greatest significance. This is because it is social capital that is both the
currency and the accumulated wealth in a ‘community of care’. This type of capital is not the
accepted Return on Investment (ROI), of the corporate and bureaucratic systems, but rather
ROSCI®, the capital that counts in a community context. It is ‘social capital’ that is the type of
capital required for achieving the outcomes that are valued by the Support Group.

How Goal Attainment Scales Work

With a GAS, the Group can brainstorm what the ‘expected outcomes (0)’might look like if all
goes to plan and everything is in accord with the Support Group values and principles, outlined in
the Model in Action. If the Group were to give itself a rating that put them in the ‘worse than
expected (-1)” category, this could indicate the need for some ‘risk management’. If this rating
for how things are going were to be given by the participants, then the Support Group might
benefit from shared reflection using the following three key questions:

1. What is working well for us,

2.  What might not be working so well, and

3. What might we do to make things work better.

If, after shared reflection, the Support Group were to place themselves in the “much worse than
expected (-2)’ category, then this would indicate a serious need to rethink how they were doing
things. It could also signal that there had been a shift away from established values and principles
identified in the Model in Action.

On the other hand, should a shared reflection identify that the Group is doing “better than
expected (+1)’, then it might be time to recognise, celebrate and/or reward effective and
appropriate contributions. It could still prove useful and beneficial for the Group, if they rate
their current activities with a (+1) to consider the three questions listed previously, with a view to
enhancing their capacity for empowerment, advocacy and transferability of their Model in Action.
It is the ‘much better than expected (+2)’ rating that could signify for the Support Group, that
they have both individually and collectively achieved a measure of self-transcendence.
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IBCSG Draft Goal Attainment Scales for possible indicators

The draft Goal Attainment Scales generated by the respective focus groups, represent five
different perspectives on the potential for effectiveness and appropriateness of action in the
Support Group. As such, they are initial drafts for future critical reflection and provide a resource
for thinking about ‘what might be’. They also provide baseline information for the Group as a
whole and for sub-Groups to identify and to measure their performance. These identified
indicators of performance and the measures, could provide a foundation for continuing to
improve the Groups’ capacity to meet the needs of women diagnosed and living with breast
cancer. It was the highest rating category (Much Better Than Expected +2) that in particular, for
these groups, focused on empowerment, advocacy and transferability of the benefits that they
have enjoyed.

With the inspiration and Group aspiration expressed in their possible indicators for ‘Much Better
Than Expected’ in the Goal Attainment Scales, that could provide a blueprint for people in other
areas who might want to set up a support group modelled on the IBCSG. The IBCSG, in the
following draft Goal Attainment Scales, has provided indicators that they see as necessary, based
on their experience and collective wisdom, for creating a safe, supportive space. More
importantly, they also provide a clear picture of areas that might need careful risk-management, in
order to achieve the type of outcomes currently enjoyed by the IBCSG.

The following Goal Attainment Scale with indicators of the full range of possible outcomes,
taking into account both ‘likely” and ‘unlikely’ possibilities, was constructed during a
brainstorming session, by IBCSG members currently in a leadership role.

Indicators for the IBCSG Community of Care building ‘personal empowerment
as aresource for caring’
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The GAS examples below are NOT an indication of what is happening for the IBCSG, but rather
a visioning exercise that covers the whole range of potentialities that might arise for any support
group. The remaining draft scales are included in APPENDIX 7.

RATING INDICATORS
(+2) o0 Rural trips/ presentations through personal empowerment as a resource for caring
MUCH for women in other areas
BETTER THAN | o Taking responsibility for presentations in areas of personal knowledge
EXPECTED 0 On-time, committed, dedicated participation
(+1) 0 Sense of purpose, ownership, leadership — initiating — spin-offs
o0 Claiming ownership of the group by taking ownership & responsibility
BETTER THAN | o Pre-empting meeting and exceeding support/contribution opportunities
EXPECTED 0 People offering their strengths, gifts, service for group — within their capabilities
0 Taking responsibility outside the group — encouraging to step beyond the group
(i.e. Young group organizing themselves)
0 Taking on responsibility for special tasks to take weight off Committee
0) 0 Good attendance at meetings/ maintenance of numbers
0 People want to come and are enthusiastic
EXPECTED 0 People return after their first meeting
OUTCOMES o0 All communicating, laughing — cohesiveness, feeling comfortable
0 Nurturing of and including new people
0 People are included through building trust in initial supportive relationships
(-1) 0 When people go off on a tangent of their own, threatening group cohesion
0 Inappropriate use of group to meet own needs
WORSE THAN | o Having to give attention to certain people to the detriment of others in the group
EXPECTED 0 Having to ensure a safe space for people where the behaviour of some is outside
normal bounds
0 People coming out of meetings disgruntled
O In-fighting, undercurrents, mistrust
O Destruction of trust within the group
(-2) 0 Anincrease in undercurrents to the point where there are power plays
0 Group losing energy and capacity to care for others
MUCH WORSE | o Committee working against rather than with group leaders for the good of the
THAN women
EXPECTED O People take on roles for personal power rather than for the good of the group
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Meaning From Diagnosis and Treatment, Journal of Holistic Nursing, Vol.23 No. 3, September.
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SECTION 6: CONCLUSION

The IBCSG - Succeeding with Policy-into-Practice

The IBCSG, in its various organisational groupings, has demonstrated the practical equivalent of
new directions in health policy promoted by Healthy People 2005 -New Directions in Public
Health plan (NSW Health 2000):

To provide enabling circumstances for “. . . individuals making decisions and
choosing actions that support health, and creating social and physical
environments that promote health and support their individual choices’ (NSW
Cancer Plan, 8.1, p.23).

By creating an environment representative of the basic population health principles (Ottowa
Charter, WHO 1986), the IBCSG has developed its own self-directed, self-organising, community
of care. The present program evaluation, therefore, has focused on the IBCSG Model in Action,
as a structure for improving health through community building.! By reflecting on and
identifying what the Support Group does, the Group members have been able to make explicit, in
their Model in Action, just what they are — and that is, a circle of friendship growing their
community of care. The most frequently mentioned elements of this community of care are:
friendship, understanding, reassurance, sharing and caring, with the most prominent being that of
friendship.

The foregrounding of “friendship’ as the central core of Group relationships, may explain the
notable difference between Support Groups in general, as indicated by the findings of the Ussher
et al. study in a Report to the Cancer Council of NSW published in 20052 and the current
participatory evaluation findings for the IBCSG. In the 2005 Report, on the relationship between
type of organisation and effectiveness of support groups, the relational basis for group
participation was identified in terms of ‘group as surrogate family’.

With Stage 2 of the study carried out by Ussher and colleagues, the general descriptive terms that
emerged as the focus group’s sub-themes?, align very closely with those represented by the
IBCSG evaluation. For example, the language used to define the sub-themes “Life in the Support
Group Family” included: a sense of community; Not alone — metaphorically/literally; Non-
judgmental acceptance; Empathy/understanding; Being cared for; Safe environment for
expressing feelings and fears; Positive atmosphere; and Humour. However, the language that
identifies the core of support group relations as ‘surrogate family’ is a point of difference between
that study and the current participatory evaluation.

The distinction between the two studies underlines the caution proposed by Kacen and Bakshy*
where they indicated that ‘limitations might be experienced where differences in the stories or
group narratives of various stakeholding groups, could actually work against mutual
understanding and/or productive dialogue between respective cancer support groups, sub-groups
and/or representative organisations.’

For members of the IBCSG, however, there were no comments that painted their core relationship

structure as that of ‘surrogate family’. By contrast, there was a notable emphasis in the IBCSG,
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on the importance of family, enhanced appreciation of family and *. . . a sense of gratitude on a
daily basis for the gift of life, family and friends’. (WO31) It may be that seeing themselves as
part of a “circle of friendship and a ‘community’ of care, IBCSG members gave themselves
permission to think about their circumstances in terms of the strength of their shared circle of
friends and community of care.

The strength drawn from the Group is reflected in the comment from one member who said,
‘People don’t like to discuss it much and | felt family and friends took their cue from me. | was
positive due to the knowledge | had gained from the Group’. (WA12) While one Group member
indicated that “family and friends don’t always react the way you would like at times — don’t
always give you the support you would like at times’ (KA10), there was no indication that the
Support Group, was in any way seen as ‘surrogate’, ‘substitute’ or ‘replacement’ for their family.
The essence of feeling conveyed by members of the IBCSG can be represented in the comment,
‘It gives you a tap on the shoulder and shows you where your priorities lie — and that is quality

time with family and friends.” (WA12)
& 11V T
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Quality of time with family and friends

The IBCSG, with their community of care approach to improving the well-being and health
promoting choices of members, has demonstrated that it embodies the key elements of
community organisation and community building.” The accepted processes the Groups use for
organising themselves around communication for understanding, are centred on identifying,
nurturing and celebrating community strengths and creating an environment of friendship through
the sharing of these strengths. The outcome of this focus for Group relationships is a strong sense
of reassurance from being understood. ‘This is what the Support Group was good at —
reassurance.” (WO14)

As Group members engage in the Group processes, their activities demonstrate a noticeable shift
from the pathology-related framing of diagnosis and treatment to a community-building focus
representative of the Ottowa Charter’s five key strategies and priority areas for action, listed in
the NSW Cancer Plan 2004 — 2006.
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Table 1: The Ottowa Charter in Breast Cancer Support Group Custom and Practice

Ottowa Charter® IBCSG - Policy into Practice

1. Build healthy public policy beyond health care Providing a vehicle for extending, amplifying and
implementing the intent of healthy public policy, through
access to a support group that is a self-organising and
self-sustaining community of care (a.1, a.2, a.3)

2. Create supportive environments for socio-ecological | Providing a network of relationships that constitute a

approach to health continually renewable resource of community strengths
and the capacity of the community to care for its
own.(c.1, c.2, ¢.3)

3. Strengthen community actions through concrete and Providing a self-organising community focussing on

effective community planning strategies planning and action directly relevant to participants’
expressed interests and needs and identified options for
effective action (b.1, b.2, b.3)

4. Develop personal skills and social development Providing an environment that has as its core organising
through information, education and enhancement of principle — processes of communicating for
life skills understanding, knowing, inspiring, listening and teaching

across the range of shared community concerns and
interests (a.1, b.1, b.3)

5. Reorient health services beyond the responsibility Providing shared support for self-management and
for curative and clinical services towards health ownership of health promoting behaviours which
complement clinical-curative service provision in the

health care continuum (b.1, b.2, b.3)

6.1 IBCSG Evaluation Findings: The Model in Action for Community-Building

The members of the IBCSG have created a distinct and separate social space in which women
diagnosed, living with and surviving breast cancer, can be supported by group processes that
continually sustain and build their sense of identity, belonging and community. With their Model
in Action, they have been able to identify the ways in which they contribute towards the capacity
of Group members to . . . transcend the stigmatizing nature and experience of diagnosis and
living with cancer.”’

With the principles and values that they have identified as their “‘Model in action’, the members of
the IBCSG have demonstrated what it they do to enhance their community capacity and facilitate
leadership development across the range of activities that are available to Support Group
membership. In demonstrating what they ‘do’, the members of the Support Group have defined
what they ‘are’ — a circle of friendship growing our community of care.

6.2 Community Capacity Building

The development of community capacity across the IBCSG and its sub-groups and activities, is
demonstrated in the Support Group’s ability to provide practical and achievable options for
translating policy-into-practice. The following table demonstrates some of the ways this has been
achieved in terms of practical action by the IBCSG.
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Current Policy Imperative

IBCSG in Action

1. Locally-determined policy with a
greater range of political & governance
structures

The IBCSG is an incorporated body that includes
within its structure, a number of formal Groups.

The IBCSG has the status of an Incorporated body
under the Department of Fair Trading, with its own
insurance, public liability, directors liability
arrangements, tax deductibility etc.

Overall governance and current direction of the
IBCSG is guided by the Management Committee
with  responsibility for underpinning business
decision-making and organisational arrangements, so
that much of the burden of everyday housekeeping is
shifted to the Committee, allowing meetings to
concentrate on their main purpose which is support.
Any decision-making that impacts on the Group is
brought to the whole Group for discussion, reflection
and individual or shared input because an inclusive
approach to organisation underpins group processes.

2. Development of practical and locally-
relevant ‘supportive environments’ with a
settings-based approach

The core Groups that make up the IBCSG have
distinguishing characteristics that define their
respective personalities and group dynamics and
therefore the way in which they come together and
operate.

A responsive Group leadership role, identifying,
predicting, responding to and meeting the needs of
women as the need becomes evident, at whatever
point the women find themselves on their journey

As a framework for, action based on community-
building, the IBCSG Model in Action, set out in the
action categories, provides a unique blueprint for
achieving the outcomes that are currently valued and
enjoyed by Group members.

3. Capturing of compelling evidence of
Return On Investment with setting-based
health promotion

Participation by a wide range of women across the
spectrum of Support Group activities and a seamless
transition of responsibilities across different
participants in the evaluation processes in the
development of their Model in Action and Goal
Attainment Scales

It is the return on social capital invested (ROSCI) —
that is the return on ‘trust’, mutual benefit” and
‘unconditional giving and receiving’, which is of
greatest significance for a Model of Action with
community building as its core activity because
social capital is the currency with which valued
outcomes are achieved

4. Focusing on health literacy with
investment in communication and
education

We organise ourselves around communicating for
understanding with each of us knowing, inspiring,
listening and teaching

People listen and learn about the best way to
organise things

Sitting and sharing ideas, respecting that we have a
common bond and that we will be able to get more
information

People in the Support Group know what to say so we
gain from everyone
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Developing enhanced community capacity
for health through the strengthening of
social capital

Gloria Swift is a resource for building social
capital (trust, mutual benefit and unconditional
giving and receiving) in the meeting of
women’s needs as they arise.

The Support Group has demonstrated their
ability to strengthen community action for
health by building social capital that is used as
a continually renewable resource for ongoing
development of community capacity

. and at the level of the individual participating in the Support Group:

Care centred on the patients’ needs with
respect to individual needs, choice, access
and assistance

(0]

We organise together by sitting and
sharing ideas, respecting that we have

a common bond and that we will be

able to get more information

The Group is an opportunity to have

people [there] who know what we are

going through, you just have to ask
IDENTIFYING within the Group: Identifying
what | want to know and need to know and ask
when I’m making decisions for me — the Group
is a safe space for self-reflective, self-directed
questioning, learning and decision-making.

7. A key contact in care coordination as

source of information and support for
psychosocial well-being

The current Support Group leader/facilitator is
someone who has demonstrated that she is able
to work between groups and systems as well as
across the gaps that exist at the local level
between systems of care

Doctors didn’t seem to understand how | was
feeling or why | would be crying — Gloria and
the women in the Group just know. This is so
important to me

The importance of the link person (Gloria
Swift) and the Support Group, particularly with
regard to ‘normalising’ initial reactions and
understanding of side-effects, complications,
medications and treatments.

8. Provision of appropriate psychosocial and

practical support

Provision of a separate social space, where
participants can transcend the stigmatizing
nature and experience of diagnosis and living
with cancer

Positive assets gained from Group involvement
were identified as: feeling safe and confident
and knowing support was within easy reach and
always readily available.

The Group environment provides a space where
people can speak with others who understand
how you feel and can give you hope to carry
on. Seeing women alive, looking happy, and
living with cancer after the diagnosis and
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treatment, is a help to others in their journey.
‘A hug goes a long way’. In terms of
‘confidence’, one comment indicated that
nurturing, love, comforting and reassurance had
been a huge part of their healing, probably
more than any medicine.

9. Patient empowerment with respect to
decision-making

Action category Identifying: Identifying what |
want to know and need to know and ask when
I’m making decisions for me — the Group is a
safe space for self-reflective, self-directed
questioning, learning and decision-making.
Information was important to the diagnosis and
now, professional advice and knowledge is
sought from those who have the facts. With
information comes strength, courage and a
positive experience.

There is a feeling that individuals can express
themselves outwardly, strongly and confidently
without being socially ‘judged’. Mutual
learning each meeting engenders confidence to
ask questions of doctors and specialists.

10. Assurance of patient rights, including
respect, involvement, self-determination

By participating in some group programs - e.g.
stress management - we are taught to try and
eliminate unnecessary stresses from our daily
lives and to identify main priorities and put all
your positive energy into them

Life is totally rearranged, important things are
done when you can and unimportant things are
never looked at

The Support Group provides an environment
where you will be taken seriously and this is
important to one’s mental attitude

As a member of the Support Group, we don’t
always agree with others’ treatment choices,
but we know these decisions are difficult to
make and we respect that.

11. Provision for sharing of information and
making decisions together

Organising: We organise ourselves around
communicating for understanding with each of
us knowing, inspiring, listening and teaching
In some ways | was a step ahead of my medical
team due to my contact with the Group.
Because you have contact with people in the
Group and hear their experiences, good and
bad, it makes you aware of what is available
and you can seek it out.

12. Protection of patient’s value & dignity

Implications of Previous Research for
Rethinking Practitioner-Patient relationships in
Cancer Care: Dr Beth Marlow. Re-orienting the
“centre” in “patient centred care”

Doctors didn’t seem to understand how | was
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feeling or why | would be crying — Gloria and
the women in the Group just know. This is so
important to me.

0 Inthe Support Group you feel supported and
even the most minor aspect is addressed,
making you feel good.

13. Consumer participation with direct input 0 IBCSG support for attendance of members at
into consumer issues Patient Advocacy training programs and
participation in relevant discussion forums

0 Representation at local, State and National
forums to represent Support Group interests.®

o0 Authoring of position papers, articles, research
findings as a resource for diffusion® of evolving
frameworks and models (previous research) and
advocacy for ‘patient-centred care’
(APPENDIX 8) in policy-making and decision-
making forums

6.3 Leadership Development through capacity-building

The IBCSG has at its core, four key roles that build and sustain its membership based on its
responsive and continually-evolving circle of friendship and community of care environment.
These key roles include the:

4+ Clinically-qualified and community-engaged Group Support leader/ Group facilitator,

4+ Governance team of President and Management Committee,

+ Group narrative recorder/facilitator (Newsletter Compiler/Writer/Editor),

4+ Group Leader roles for respective core Groups and sub-groups.

The Core Group is organised around communication for understanding with the key linking
role of the Oncology Nurse Consultant, Breast Care Nurse/ Group Support Leader/Facilitator.
This support leadership role bridges the divide between clinic and community, between the
acute, clinical, curative model environments of diagnosis and treatment and the strengths-
based community support model of the Support Group environments. This role has involved
identifying, predicting, responding to and meeting the needs of women as these needs were
identified, at whatever point in their journey. Underpinning the success of this responsive
support/leadership role, has been the inaugural and current support leader’s capacity to
achieve recognition and credibility in both the clinical and community environments. She is
someone who has demonstrated that she is able to work between groups and systems as well
as across the gaps that exist at the local level between systems of care, especially those
between the clinical and the community contexts of care.

With these attributes, the current Group support leader/facilitator is able to provide a bridge
for communication and two-way understanding, learning and support across the clinical-
community divide. As such, Gloria Swift is a resource for building social capital (trust,
mutual benefit and unconditional giving and receiving) in the meeting of women’s needs as
they arise. It is this capability, embodied in the current Group leader/facilitator that
demonstrates what policy-into-practice might look like if it were to become a designated role
such as that described in the Clinical Service Framework for Optimising Cancer Care in
NSW 2003.
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The stated intention, of this Clinical Service Framework, is to provide clear directives for
Patient-centred care and patient/consumer-centred practices. In particular, Standard 3 of the
Framework, refers specifically to how patient-centred care will be demonstrated when the
health system is addressing both “technical excellence and quality of care to achieve
legitimacy in the eyes of those it serves.’(p.11). This policy identifies the need for a key
contact in care coordination, as a source of information and support in patient’s decision-
making and issues related to psychosocial well-being.

It is evident from the IBCSG, that someone
accepting this bridging role needs to have a
thorough working knowledge of, access to and
relationship with, the respective systems and
groups with whom they are involved. In other
words - they have to have earned their stripes - the
trust and respect of all groups with whom they are
working.

From the clinical perspective, Gloria Swift
employs a support leadership style that is seen by
Group members to be grounded in knowledge,
personal talent, sensitivity and service. In away,

. Gloria Swift, with her capacity to span the
clinical/community divide, is the symbolic ‘head’ of the ‘way we do things now’ in the
Breast Cancer Support Group. ‘We are so lucky to have a wonderful leader, Gloria.
She can motivate but still be so caring and helpful. A good head is nothing
without a strong body and a good strong body goes nowhere without the head.’
(WO19)

Gloria Swift also takes on a ‘stewardship’ function with her Group facilitation and it is this
function that is directed towards protecting the Group and the Group’s social space. There is
consistent monitoring so that people don’t do anything that will damage the Group, its
standing and/or its relationship with others. ‘Good manners’ and consideration are part and
parcel of the Group in action, particularly as these relate to partnerships and supporters of
Group activities.

The current model of facilitatory leadership appears to be based on positive elements of
Human Resource Leadership®, and in particular on listening, coaching, participation and
empowerment. The pattern of facilitation revolves around matching people and their
strengths to tasks and opportunities, as they arise. People are encouraged to take a step
towards a leadership role and then to develop their own version of the ‘hat’ they have taken
on. People ‘become’ their hat and their *hat” becomes them.

This approach to facilitation of the Group, provides a fertile ground for experimentation,
growth and transformation of identity through shared leadership, an evaluation finding
strongly represented in the Group’s ‘Building’ and ‘Empowering’ categories of community-
building action. The idea of shared leadership is that type of leadership which is built around
a network of fluid relationships with the underlying assumption that everyone has leadership
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gualities that can be “‘pooled and drawn upon as needed, when working with others on vital
common issues.”**

There is a culture within the IBCSG of making sure that people do what is necessary to
sustain and to nurture what is important to the Group, particularly with leadership of activities
and tasks. People who take on a ‘leadership hat’ or leadership role are very protective of the
task for which they have assumed responsibility. There is a strong sense of ownership and
responsibility towards the Group’s shared values and purpose, and particularly where this
involves commitment to maintaining the integrity of a role or task.

It is this point of ‘leadership’, however, which represents the widest gap between the findings
of the 2005 Report to the Cancer Council of NSW and the present participatory program
evaluation. Once again, it could be that ‘language’ and the limitations of chosen interpretive
frameworks, may be the reason for apparent discrepancies. The survey responses in the Stage
1 Audit of Support groups (n=417) in the Ussher et al. study, indicated that 61% of Support
Groups were “‘professionally led’. The Summary and Conclusions of Stage 2: Part 11 of the
study reiterates the positioning of support group as ‘surrogate family’ and the group leader as
a ‘strong attachment figure, or surrogate parent’.** From a clinical perspective, someone
diagnosed with cancer, IS initially dependent on the medical team for survival. However, if
this “clinical dependency model” were to be translated into an ongoing group leadership style,
it may prove to be somewhat limiting for the type of support that could be provided, the
group potential and continuing growth and sustainability of group membership.

‘Leadership’ is a highly problematic descriptor for a role within a group because styles of
leadership and the consequences of choice of style, can have a profound impact on a range of
capacities within a group. These include the capacity for: flexibility, responsibility,
standards, recognition and rewards, clarity of purpose, and commitment within the group.*®
If, as the Ussher et al. study identifies in their original audit, that 61% of the audited support
groups for all cancers were led by professionals, then it may be that the combined and
complementary findings of the Ussher et al. study and the present participatory evaluation,
point towards the need for an in-depth study of leadership styles for effective Support groups.
This type of information could then provide a well-grounded platform for leadership
development programs across all cancer support groups.

When viewed from the perspective of the current participatory evaluation, the concept of
dependency on a ‘leader’ as “‘surrogate parent’ does not fit comfortably with the IBCSG
narrative of ‘community-building” and ‘empowerment’. Nor does it fit with their model of
‘shared leadership’ which has been identified by Group members, as the ‘Hats’ model of
leadership.

The IBCSG HATS model of leadership for Group Functions

Group members indicate that they experience the Group environment as a safe space for
trying out and accepting a variety of often initially daunting, but as they grow, enormously
satisfying leadership roles. This type of environment provides for the possibility of seamless
transition by individual Group members across the many roles and tasks required for Group
action. This way of operating reflects the shared leadership style described previously.
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It is not leadership from any one person that is required, it is an aspect of leadership
each of us summons from within. In this respect, the same qualities we have
sought in one person can be found distributed among many people who learn, in
community, to exercise their “leadership” at appropriate moments. This occurs
when people are vitally concerned about issues when executing their
responsibilities. Leadership thus becomes a rather fluid concept focusing on those
behaviours which propel the group forward. (John Nirenberg, 1993, p.198)*

By involving group members in an activity where they can develop and reclaim control in their
lives — by taking on a task or role in a territory where they have had previous experience - Group
members are able to find a way of becoming involved again, which in turn, aids the healing
process.

Description of the “‘Hats Model’ in Action as told by Support Group Collator of
‘Group Narrative’

The “Hats” model™ is about working with strengths —
together the job gets done. The different strengths of Group of this as she is good at
members complement one another and it is these different recognising strengths in us
strengths that are recognised and drawn on as the need or that we may not have
task arises. It is a very fluid way of organising together to realised. (WO26)

get things done.

Gloria’s responsible for a lot

The *Hats’ model of leadership is a bit like a garden with ‘companion planting” where those
plants that do well together are grouped together. The whole thing is complementary, without
even thinking about what is happening. One Group member says something and the next person
comes in and links to that comment to build what is being said and done. The shared task of
leadership is so unconscious that at times we finish each other’s sentences. We seem to know
what each other is going to say in the moment and then add what comes next.

For us (the IBCSG as it is today), it’s the people that make it possible to be uniquely US. Other
groups might be able to ‘get the hats’ to wear — but their group will be different according to
WHO is wearing them. This has been the same for us over time. What we have now works very
well but this has evolved with the people who have taken on the roles and tasks. So every Group
— although they may have the same “hats’, will have a unique character depending on the
character of those who choose to, or are chosen to, wear these hats.

The “hats’ are the “functions’ that make up the Group space. They are the “plan’ for the Group in
action. That is why the person wearing the hat can really change the nature of the ‘hat” or
“function’. The Group can be taken in a very different direction with very different consequences
for how the Group operates (What the Group ‘means’ by each of the ‘hats’ and what the Group
‘values’ in terms of what is done in the name of the respective ‘hats’). For example, we might
have the same roles in two different Groups, but with different people in those respective roles —
the Groups might be completely different.
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Our Group is the group it is, and the force it has
become, because of the people in it. There
needs to be a range of levels and strengths — of
involvement and leadership, a range that enables
people to complement one another and to grow
as individuals. ‘Everyone contributes in a
way they can. Some can be good leaders
and others are just hard workers.” (WO19)
It’s like a tribe. People have a function
according to what they bring to the group. A
space exists for a function in the tribe and
someone comes and fills it in their unique way.
That space may not have been known or even
obvious to the Group — until the person grows into the particular function that is to become part of
the Group space. It is a matter of someone planting the seed and nurturing it.

In the ‘hats’ model of leadership, people go where they are needed and the ‘needs’ are like the
children of a traditional tribe — where everyone looks after them. It’s the ‘needs’ in the Group
that are for us, ‘the children’. The ‘needs govern priorities and the flow of energy and attention at
any point in time. The ‘hats’ model of leadership is a natural, responsive flow that continually
evolves as we collectively meet the ‘needs’ of the Group and create the unique social space that is
the IBCSG.

A social space is a space that enables people to come together and to support group
cohesion and it is maintained by the activities of individuals. It is the individuals in
their leadership and participant roles, who structure their lives and activities around a
particular life view or values framework that is shared by members of the group.*®

It is this ‘life-view or values framework’ that the Group has made explicit in the community-
building framework of their Model in Action with the defining categories:

o Organising, Including and Building;

0 Identifying, Nurturing and Empowering; and

0 Recognising, Celebrating and Sharing Strengths.

6.4 Critical Awareness of the Group

With their demonstrated development, evolution and sustainability of practical and locally-
relevant ‘supportive environments’, the IBCSG has provided a model of what a ‘settings-based
approach’ might look like if it were to make available, supportive relationships based on ethical
principles and mutual understanding at the local level. The women of the IBCSG have attested to
their capacity for engaging both in and with, health promoting activities that are carried out by
and with the people concerned. These people are the women diagnosed, living with and
surviving breast cancer. With this Model of Action happening at the local level, there is readily
available evidence of improved ability of individuals to take positive action. The action taken
demonstrates that the group processes are clearly oriented towards enhancing both their health
and the capacity of their community of care, to influence the determinants of health and well-
being for their membership.
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With Group member involvement in the evaluation process, there is now a core of Support group
members who have grown both their critical awareness about the Support Group and their
understanding of reflective evaluation tools and processes. With their involvement, has been the
growth of understandings about different ways in which they have currently taken action or
indeed, might take action in the future, to achieve individual and shared power.l7 Their
involvement has meant that they could also use this evaluation experience to identify they type of
continuing and emerging support that is both effective and appropriate. And finally, with their
involvement, has come the ‘power’ to understand the real value of what they do, an
understanding that is available to the IBCSG for continually building its resources and better
meeting the needs of Support Group members, at whatever age, stage or phase of the journey they
find themselves.

The Illlawarra Breast Cancer Support Group is a different type of
‘support group’ because they’'ve been there and done that . . . From
the group’s perspective, it is a place where friendship is a special gift
given freely and with love.

Core Evaluation Team focus group comment, 2006.

! Minkler, M & Wallerstein N. (2002) Improving Health Through Community Organization and
Community Building’ in Glanz K., Rimer B.K., Lewis F.M. (Eds.) Health Behaviour and Health
Education: Theory, Research and Practice 3 Ed. John Wiley & Sons Inc. San Francisco CA. pp.279-311.
2Ussher, J., Butow, P., Wain, G., Smith, K, Stenlake, A., Kirsten, L. and Sandoval, M. (2005) Research into
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	The NSW Cancer Plan (2004), in its summary of Strategic Areas and Goals, and in its goal areas 10 and 11, makes particular reference to service provision and the patient’s journey and gives a clear indication of what cancer care might look like, if practices based on patient-centred care were to be effective and appropriate.  Goal 10 states specifically, that cancer care is to be centred on the patient’s needs.  Goal 11 further advises that cancer patients, carers and their families, need to be provided with access to appropriate psychosocial and practical support.  

