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What is Community-Academic Research Links?

Community Academic Research Links (CARL) is a service provided by research
institutes for the Civil Society Organisations (CSOs) in their region which can be grass
roots groups, single issue temporary groups, but also well structured organisations.
Research for the CSOs is carried out free of financial cost as much as possible.
CARL seek to:

- provide civil society with knowledge and skills through research and education;

- provide their services on an affordable basis;

- promote and support public access to and influence on science and technology;

. create equitable and supportive partnerships with civil society organisations;

- enhance understanding among policymakers and education and research

institutions of the research and education needs of civil society, and

- enhance the transferrable skills and knowledge of students, community

representatives and researchers (www.livingknowledge.org).

What is a CSO?

We define CSOs as groups who are non-governmental, non-profit, not representing
commercial interests, and/or pursuing a common purpose in the public interest. These
groups include: trade unions, NGOs, professional associations, charities, grass-roots
organisations, organisations that involve citizens in local and municipal life, churches

and religious committees, and so on.

Why is this report on the web?

The research agreement between the CSO, student and CARL/University states that the
results of the study must be made public. We are committed to the public and free

dissemination of research results.
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How do I reference this report?

Author (year) Project Title, [online], School of Applied Social Studies, Community-
Academic Research Links/University College Cork, Available from:

http://www.ucc.ie/en/scishop/completed/ [Accessed on: date].

How can I find out more about the Community-Academic Research Links
and the Living Knowledge Network?

The UCC CARL website has further information on the background and operation of the
Community-Academic Research Links at University College Cork, Ireland.

http://carl.ucc.ie

CARL is part of an international network of Science Shops. You can read more about

this vibrant community and its activities on this website: http://www.scienceshops.org

Disclaimer

Notwithstanding the contributions by the University and its staff, the University gives
no warranty as to the accuracy of the project report or the suitability of any material
contained in it for either general or specific purposes. It will be for the Client Group, or
users, to ensure that any outcome from the project meets safety and other requirements.
The Client Group agrees not to hold the University responsible in respect of any use of
the project results. Notwithstanding this disclaimer, it is a matter of record that many
student projects have been completed to a very high standard and to the satisfaction of
the Client Group.
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I hereby declare that the thesis presented here is, to the best of my knowledge and belief, entirely

my own original work except where otherwise indicated. I certify that this thesis has not been
submitted, either in part or whole, for a Degree at this or any other University. [ am aware of the
University's regulations concerning plagiarism. I further declare that any use of the works of any

other author, is referenced and attributed to that author accordingly.

Signed: Rob O’Connor

Dated: 26™ April 2013
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This study is a Community Action Research Links (CARL) project between UCC Social Work
Department and Cork ARC Cancer Support House. The study explores the feasibility of Cork
ARC Cancer Support House offering an online Support Blog. A participatory research
approach was adopted. An Initial Survey was carried out to discover if a Support Blog would
be a support service people would use and what helpful features it should contain. A Support
Blog was then piloted for 2 months. Following this, a Final Survey was completed to gauge if

users found the Support Blog helpful and in what way.

This project presents the findings of both Surveys and the experiences of the Cork ARC team
from piloting the Blog. The project concluded that it would be feasible for Cork ARC to offer a
support Blog depending on a number of conditions that would need to be considered for the
support to be offered in a long-term capacity. These are highlighted in the recommendations of

the study.

Keywords: Cancer Support, Support Blog, Online Support, Participatory Research
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In our Final Survey we asked respondents to choose an image that represented ‘Cancer
Support’ to them and this image stood out. We thought that this would be a nice way to begin

our project...........

“The participatory research process is engaging, invigorating and likewise, exhausting. But
then, that is the beauty of'it. You will not be detached. You too, not merely the participants,

will be rehumanized

(Maguire, 1993, p. 175).

“if we’re aware of how to use them [Blogs] and how they are being used, we can help

to shape the future”

(Walker-Rettberg, 2008, p. 160).
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I would just like to say thank you to my UCC tutor Kenneth Burns for his support and input. A

big thanks also to all my other fellow MSWers who helped me out along the way. Thank you
also to all the Staff at Cork ARC Cancer Support House who always offered great support and
who continue to offer a fantastic service to those affected by cancer. Finally, the biggest thanks
of all goes to all of those who used our pilot Blog for the 2 months and who completed our
research surveys. Thank you so much for taking the time to be part of our little project. I only

hope that you got something from being part of our Blog pilot in return for what you gave us.
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Chapter 1:

Introduction:

his chapter introduces the title, research questions, aim and objectives of this project.
Following this, the rationale and background behind the research are articulated. As
this research is part of a Community Action Research Links (CARL) project, this
context is then explained. Next, I outline my own reflexive positioning concerning the research

and the social work context relating to the project. Finally, a Chapter Outline is presented.

1.1 Title

The Diary of ARC House: A Feasibility Study to Explore the Development of a Support Blog at
Cork ARC Cancer Support House.

1.2 Research Questions

1. Would Cancer patients/relatives make use of a Cancer Support Blog offered by ARC House?

2. If yes, what are the key areas of support that cancer patients/relatives find effective and why?

1.3 Aim

To create/pilot a support Blog for ARC House for two months, in order to ascertain the
main features that users find helpful/unhelpful? To use this data to evaluate the

feasibility of Cork ARC Cancer Support House offering a support Blog long-term.

1.4 Objectives

Carry out a literature review to identify the general features of Support Blogs that users

find helpful/unhelpful.
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Create/administer an Initial Online Survey to determine if an ARC Blog would be a
support tool that people would use.

Design/maintain a Support Blog on behalf of Cork ARC Cancer Support House for a two
month pilot period.

Create/administer a Final Online Survey to determine what features of the Blog users
found helpful/unhelpful.

Offer an account of our experience of piloting a Support Blog, to inform other Civil
Society Organisations (CSOs)' who may be considering same.

Prepare conclusions/recommendations to inform ARC House of the feasibility of

continuing an online support Blog.

1.5 Background

As the world becomes increasingly more technologically savvy, the use of the internet has
changed the nature of social support (Guadagno et a/, 2007). Eysenbach (2003) estimates that, in
the developed world, approximately 39% of persons with cancer use the internet (2.2 million)
and a further 20% will use the internet indirectly through family and friends. Guadagno et al
(2007) claim that recent Web 2.0> trends suggest that online support is becoming more
personalised, following a dynamic of informality and ownership. Blogs are at the cutting edge of

these recent trends (Guadagno et al, 2007; Boyd, 2005; Nardi et al, 2004).

A Blog is a combination of the words Web and Log and could be understood as a frequently
updated public online diary or log-book (Walker-Rettberg, 2008; Herring ef al, 2004). Blogs are
maintained by an individual (Blogger) with regular posts of commentary, descriptions of events,
links to other material such as articles/graphics/video (Blogging). Posts are displayed in reverse-
chronological order and older posts are archived. Blog followers can comment on these posts

and create a dialogue. It is this interactivity of a Blog, with the invitation to readers to leave

! As will be explained later, in a CARL project the community organisation involved is known as the Civil Society
Organisation (CSO).

? Web 2.0 refers to a shift in focus on the World Wide Web from publishing information to a more participatory
sharing platform (Walker-Rettberg, 2008).
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comments/give feedback, which distinguishes Blogs from static websites (Baker & Moore, 2011

b). Comments are posted in an asynchronous fashion’. Figure 1 is an example of a Blog Post.

Blogs began in 1996 and the blogging trend grew exponentially after 1999 with the release of the
first blogging software (Herring et al/, 2004; Blood, 2002). Nowadays, the Blogging community
defies exact enumeration (Kumar ef al, 2004; Blood, 2002) but Technorati® is currently tracking

nearly 133 million Blogs, with nearly 21,000 of these Blogs being about health.

The Cork ARC Cancer Support House Developmental Plan for 2012 explored the possibility of
ARC House extending its support services into the realm of internet support. A small-scale

research study identified that a support Blog best matched the holistic support ethos of ARC

® This means that a message is posted and then individuals leave comments on this whenever they want to,
responses are not instant.

* Technorati is one of the largest trackers of Blogs in the world and acts as a search engine for Blogs similar to the
way Google acts as a search engine for information (www.technorati.com).
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House’. It also established that a support Blog would be a cost-effective pilot project to
determine if an online support intervention would be a useful addition to the support services
offered and hence, this project was born. Figure 2 below shows a sample of the eventual format

the Blog adopted, in order to introduce the reader to the layout.

> The Cork ARC Cancer Support House ethos and mission statement articulate that “Cork ARC Cancer Support
House is a voluntary organization established to provide a holistic centre in which people with cancer and their
families can find emotional support and practical help. Our aim is to provide therapies that complement the
medical model, so as to make a difference to the lives of those affected by cancer” (www.corkcancersupport.ie).
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1.6 Rationale

According to the National Cancer Registry Figure3

(NCR, 2011), Figure 3 represent the number of Gender No. Of Cancer Diagnoses
cancer diagnoses registered in Ireland for Female 17,470
2010°.  Between the years 2007-2009 an Male 16,271
average of 29,745 cancer diagnoses were Total 33741

registered. This represents a 12% increase

from the 3 years beforehand (2004-2006) and

(NCR, 2011)

approximately 50% more cancers registered per year than in the mid 1990s. The cumulative

lifetime risk of invasive cancer is around 1 in 3 for men and 1 in 4 for women (NCR, 2011).

According to the International Agency for Research on Cancer (IARC, 2010) and the European
Cancer Observatory (Ferlay et al, 2010), Ireland has the second highest cancer incidence rate in

Europe per 100,000 population, as illustrated in Figure 4.

Figure 4

® These are the most recent statistics available.
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In global terms, Western Europe is the third
highest world region in relation to cancer
incidence per 100,000 population (IARC,
2010). This is highlighted in Figure S5,

where incidence rates are red.

These combined statistics illustrate that
there is a large body of the Irish population
affected by cancer and that prevalence rates
are increasing. They also highlight that
Ireland is a Global and European region
where cancer rates are particularly high’.
Cancer is a stressful life event to cope with
(Wiggers et al, 1990) but research
demonstrates that people benefit from social and informational coping support (Farnham et al,
2002). Therefore, there are ever increasing numbers of people in Ireland who could benefit from
being offered support around cancer. Based on the above, the main rationale behind this project
is a desire by Cork ARC Cancer Support House to expand their support services into the online

realm to reach the increasing number of people affected by cancer in Ireland.

Furthermore, Clauser ef a/ (2011) articulate that Information Technology (IT) is a foundational
element in aiding cancer care organisations in offering person-centred support and enabling
service-users to become more empowered through increased involvement in their own care.
However, to date there has been a shortage of studies in this area (Clauser et al, 2011).
Furthermore, blogs specifically related to health support are seen as a relatively new medium
with little previous research studies (Kim & Chung, 2007). As such, this project is topical and
timely and will address the paucity of studies in relation to improving cancer care through online

supports such as Blogs.

” The WHO (2013) has also identified that cancer is the leading cause of deaths worldwide. The NCR (2011)
articulate that most recent statistics show that for the year 2007 there were 8, 189 cancer deaths in Ireland.
However, as this support mechanism focused mainly on coping with cancer rather than bereavement support, |
have not included this element in this discussion.
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1.7 Community Action Research Links (CARL) Context

In this research project the Social Work Department (UCC) was linked with Cork ARC Cancer
Support House (CSO) through a CARL project and I acted as the student researcher from the
Master of Social Work (MSW) programme. A CARL project “involves students and/or
academic staff collaborating with community partners to address local and/or societal research
questions identified by CSOs” (Bates & Burns, 2012, p. 67). I approached UCC on behalf of
ARC and applied to be considered for a CARL project. The application was approved and a

Research Contract was drawn up (See Appendix 1).

The ethos behind CARL projects is linked to Universities being criticized for being disconnected
from communities (Stoecker et a/, 2011). CARL projects aim to counter this by being a vehicle
for more diverse ways to strengthen interactions between researchers and CSOs through
community-engaged student research (Boland, 2011). In a CARL initiative the University uses
its research skill-base to respond to the needs of communities (Bates & Burns, 2012; Stoecker et
al, 2011). As a result, not just universities but all citizens are “able to share their mutual
knowledge and expertise, and to collaborate on the creation of new knowledge” (Bates & Burns,

2012, p. 67).

In this project the bottom-up CARL process accrued benefit for all involved. Firstly, it aided in
forging a link between UCC and a local CSO, which facilitated enhanced responsiveness by
UCC to societal concerns. Secondly, it assisted ARC House in becoming more attuned to the
needs of the cancer ‘community’ and to augment their research and development capacity.

Finally, the process helped me in building my research knowledge, skills and competencies
(Bates & Burns, 2012).

1.8 My Reflexive Positioning

Participatory research also involves my own reflexivity (discussed further in Chapter 2).

13

Researcher reflexivity is defined by Finlay (1998, p. 453) as “a self-consciously critical,
systematic and analytical approach towards capturing more subjective and inter-subjective
dimensions”. In application to this project, reflexivity concerns making explicit the possible
subjective influences that may have shaped how I have designed and interpreted the research. If

personal biases or pre-understandings are made plain and ‘owned’, then this increases credibility
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of the research, as the reader knows why it was shaped in a certain way (Ballinger, 2004; Mays
& Pope, 2000). As Finlay (1998, p. 455) states, “as researchers, we are part of the equation, so

we need to look inwards as well as out”.

My own lens is formed by my social work training and value base. Some core values that are
important to me include equality, participation, autonomy, and social justice. I feel particularly
strongly about social work becoming increasingly professionalised and moving away from its
mission to affect social change and be an advocate for those most in need (Walz & Grozes,
1991). Consequently, I have concentrated heavily on service-users having a voice in this project.
It is likely that these values have influenced my approach to this research and the reader will

likely notice permeations of them throughout.

Furthermore, I did not have ‘distance’ from the subject, as cancer is something that has
personally affected my family. I have also seen firsthand the benefit of practical and emotional
support around cancer. As I am from a rural community I have directly experienced the
difficulties in trying to access support when it is centralised in one location. As such, a possible
favourable bias is that [ wanted this project to work, to be able to reach people such as those in
my rural community. This personal attachment added a further emotional element to the project
as | have ‘lived’ the experience of being affected by cancer. This is not always a bad thing as
your emotions and values are always engaged as a researcher and it is just about drawing the

links to these and making them explicit as I have done here (Finlay, 1998).

1.9 Social Work Context

This section will outline the social work context in relation to the research approach and the
relevance of the findings to social work will be discussed later in Chapter 6. Core social work
values also happen to be participatory research values (Stoecker et al, 2011; Blum et al, 2010;
Healey, 2001). The participatory approach used in this project is founded on producing
knowledge in a way that values respecting unique worth and voice (Trevethik, 2010; Cummins et
al, 2006; IASW, 2007). The approach achieves this by bringing users’ perspectives to the fore,
as a dimension of central importance and working with service-users to co-construct an

intervention (CORU, 2011; Ramon et al, 2001). I feel that a participatory approach is important
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in the field of cancer support research specifically, as the focus of support is dominated by the

medical voice.

Another core social work value contained in the research approach to this project was that of
empowerment (Thompson; 2009; Cummins et al, 2006). Co-constructing and developing the
Blog in conjunction with participants acted to build user knowledge of themselves as self-
conscious experts of their own experience, which acts to empower and respect the autonomy of
those involved (Killett, 2006; Chambers, 1994). This demystified the research approach and
placed the Blog in the hands of the users (Park, 1993; Rahman, 1993).

1.10 Chapter Outline

Chapter Two — outlines the research design behind this project. It covers the
theoretical positioning that informs the research and also the data collection and

data analysis methods used.

Chapter Three — explores the literature placing this research project in a wider
context. The key areas of anonymity, peer support, blogging as a writing support

and geographical/physical isolation are discussed.

Chapter Four — outlines the key findings involved in the project in relation to an

Initial Survey carried out to discover if a Support Blog would be a support service

people would use and what helpful features it should contain and a Final Survey to

gauge if users found the Support Blog helpful and in what way.

Chapter Five — offers a discussion of some key experiential findings from the Cork
ARC inquiry team, generated by running the pilot Support Blog for a 2 month
period. Tips are also offered for future CSOs who may be considering online

support.

Chapter Six — provides an overall conclusion in response to the 2 initial research
question. This draws out the importance of the findings of chapters four and five.
Recommendations will also be offered in relation to the future direction of the

online support intervention.
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1.11 Chapter Conclusion

This chapter provided a general introduction to the title, research questions, aim and objectives
of the project. After that, the rationale and background behind the project were outlined. The
CARL context was then described, followed by a personal reflexive piece. The social work

context relating to the project was then articulated and finally, a Chapter Outline was given.



The Diary of ARC House

Knotty Problems? - My Research

Design8

n my understanding, methodology is ‘supposed to’ clearly explain to the reader how we’

went about conducting the research rather than being an academic exercise.

The chapter conveys the main methodological

Figure 6 approach; participatory research. This
Methodiony Eoletemaionys approach is traced back wup into the
Participatory Feminist epistemological and ontological theoretical

positioning of the study. These positions as

interconnected, with each part informing the

next. This is conceptualised in Figure 6.

Following this, I outline the practical

elements of the project. These include the

Method: Ontology: . . .
»: sample selection, data collection and analysis
Initial & Final Subtle Reslsm
Surveys

Pilat Experience
106, p. 245) where she speaks about tackling the knotty
phrase as for me research design is often something you

° It will be discussed later how a participatory research approach involves collaboration and co-ownership. As
such, | have chosen to use terms such as ‘us’ and ‘we’ to make this clear. As a participatory researcher | prefer
these terms to ones such as ‘the researcher’ as these suggest objectivity and distance from the research. As
discussed later, these are not the positions that | take.
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methods. I finish by discussing the ethical considerations and limitations relating to the project.

2.1 Methodology: Participatory Research Approach

REFLECTIVE EXTRACT:

What drew me to a CARL project and participatory research is my
belief that research should not be so abstract that it means nothing to
the group that is being researched. As I had previously worked in
research I was already familiar with research approaches and as such,
before beginning my research this time round I was determined that it
would be based on two key principles:

1. The research has a purpose and is for the group that is being
researched.

2.1.1 Key Principles of Participatory Research:

Park (2001, p. 83) describes participatory research as an approach “in which ordinary people
address common needs arising in their daily lives and, in the process, generate knowledge”. It
may first be useful to highlight how participatory research differs from more traditional

approaches. This is reviewed in Figure 7 and unpacked further in the bullet-points that follow.
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Figure 7
Point of Departure and Traditional Participatory ]
Reference Research Research
Mode Blueprint Process
Keyword Planning Participation
Goals Pre-Set, Closed Evolving, Open
Decision Making Centralised Decentralisad
Analytical Assumptions Reductionist Systems, Holistic
Methods, Rules Stardardised Diverse
Technology Universal Fixed Package LocalVaried Basket
| Professionals’ Interactions With Clients M ctivating Enabling
Client Seen As Controlling Beneficiaries | Empowering Actors/Partners
Force Flow Supply-Push Demand-Pull
Outputs Uniform/ Infrastructure Diverse/Capabilities
Planning and Action Top-Down Bottom-Up

(Adapted from Chambers, 1994, p. 3).

Participatory research values the experiential knowledge of participants (Killett, 2006;
Rahnema, 1990).

Participatory research is useful and applicable to the community involved (Killett, 2006).

A participatory approach creates better maps for change, as it generates holistic
understandings of peoples’ lived realities (Healey, 2001; Foote-Whyte et al/, 1991;
Rahnema, 1990).

Participatory research is undertaken with people rather than on people (Heron & Reason,

2001, Martin, 1996; Park, 1993).
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W Participants feel a sense of ownership over the research and lead its direction'® (Heron &

Reason, 2001).

W Participatory research is evolving, interactive and dialectical (Burke et al, 2003; Biggs,
1989).

®  Participatory research involves a consideration of researcher reflexivity (Foote-Whyte et
al, 1991).

2.1.2 Participatory Approaches as Applied to this Project:

Participatory approaches occurred at one level between myself and the ARC staff and at another
level between the inquiry team'' and the Blog-Users. I will use two different models of

participation to explain this.

REFLECTIVE EXTRACT:

When thinking about my methodological positioning I
also considered a phenomenological or hermeneutic

approach. However, my logic for not choosing either
was that the depth that these approaches would focus on
in relation to engaging deeply with subjective
constructions around the phenomenon of cancer was not

nanaccary far thic nraiant ac a faacihilityr otiadss

1 Blum et al (2010, p. 460) refer to this bottom-up approach as “user-controlled research” and Ramon et al (2001,
p. 12) talks about participants as “user-researchers”.

| count myself and ARC staff as the ‘inquiry team’ (Ruano, 1991). | use the term inquiry team rather than
‘research team’ or any derivative thereof, because a participatory process focuses on collaboration and co-
construction rather than a team of research ‘experts’.
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Contractual — individuals are entered into projects by researchers to provide information
on the area of research.

Consultative — researchers consult individuals or seek their opinion on the area of
research.

Collaborative — individuals and researchers work in partnership on a research project
designed and managed by the researcher.

Collegiate — individuals and the researcher bring together their skills and expertise to

conduct a research project designed and owned by members of the community.

(Biggs, 1989, p. 3).

2.1.3 Participation with ARC Staff

Biggs (1989) identifies four forms of participation that are useful to apply in this case.

The participatory relationships between ARC and I started as consultative and moved into
collaborative/consultative. The project began with me as a researcher and ARC as field-experts.
We respected each other’s knowledge and consulted in relation to our various expertise, which
links to social work proficiencies concerning working in partnership with other professionals
(CORU, 2011). However, as the project grew, we became involved in processes of collaborative
inquiry (Heron & Reason, 2001). We engaged in multiple peer-meetings where interpretations
were co-constructed and adjustments were made, so that Blog posts were co-produced

(Ballinger, 2006).
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2.1.4 Participation with Blog-Users:

I apply Arnstein’s (1969) Ladder of
Participation (See Figure 8) to the
participatory process with the Blog-
users. [ locate this project between
partnership and delegated power
(Arnstein, 1969). We developed the
Blog in participation with users
(Boland, 2011). A cancer diagnosis
can leave one feeling that nothing
about the disease is in their control
and the medical system can be
disempowering (Killett, 2006). We
recognised Blog-users’ experiential
knowledge as valid and important. In
this way, we worked in conjunction
with the Blog-users rather than
conducting research on them, so that they could be empowered to shape the social support that

they received through the Blog (Lundy & McGovern, 2008; Park, 1993).

There was also a sense of delegated power in that we promoted user ownership and control over
the Blog. Our dialogue with the users emphasised that the Blog was their support, so that it
would be practically useful to them. The process continuously evolved and we constantly ‘put
the Blog back’ to the users to emphasise their ownership and power over it. Figure 9 is an
example of a Blog-post emphasising the participant’s ownership over the Blog and encouraging

them to shape its direction.
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2.2 Epistemology: (How Knowledge is Understood in the Project)

The epistemological position behind this research is influenced by feminist epistemic theory.
Feminist epistemology challenges traditionally produced knowledge that is associated with what
can only be measured objectively (Park, 1993; Stanley & Wise, 1993; Oakley, 1981). Firstly,
feminist epistemological understanding sees knowledge as something that is dynamic and
indexical; constantly created through experience (Hodgson & Brooks, 2007; Stanley & Wise,
1993). Secondly, feminist epistemology places knowledge in the context of people’s lived
experiences and multiple sources of knowledge are validated rather than meta-theories (Stoecker

et al, 2011; de Koning & Martin, 1996; Stanley & Wise, 1993).

A key feature of participatory research is the practice-based nature of knowledge, produced by
‘non-experts’, in this case blog-users who are affected by cancer (Park, 2001; de Koning &
Martin, 1996). This links to the above interpretation, which presents knowledge not as
something stuffy in an academic tome but instead values the ‘everyday’ knowledge of someone

who has been affected by cancer, as something that is alive, meaningful, practical and valid
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(Brooks, 2007; Sprague & Kobrynowicz, 2004). This is the understanding of knowledge that

this project considers.

2.3 Ontology: (Worldview Informing the Project)

To adopt the methodological and epistemological positions outlined above, one must also hold a
particular world-view. I understand ontological positioning to involve where one fits on the
spectrum of realism-relativism'>. This research focuses on people who have been affected by

cancer. This presupposes two things in my mind.

Firstly, it accepts the reality that cancer is a fact. I do not expand this to mean that I believe in
only ‘one world’ based on grand-narratives and universal truths that can be ‘discovered’ and
empirically measured, nor do I wish to become lost in antirealist, deconstructed, postmodernist
concepts concerning the repeated questioning of multiple subjective interpretations of disease.
All this means for me is that as a starting point I accept the reality that cancer is a disease caused

by the uncontrolled growth of abnormal cells in various parts of the body.

Secondly however, as well as accepting the ‘reality’ of cancer, I also accept a constructionist
position in relation to how each person’s experience of cancer is specific to them and based on
subjective factors. In simple terms, the worldview that this project holds accepts some social
reality (cancer is real) but also accepts some social constructionism (how one interprets and
responds to cancer and the support offered around this). This could be seen as a halfway point
between realism and relativism and could be classed as ‘subtle-realism’ (Mays & Pope, 2000)"°.

It is this position of subtle-realism that informs my ontological view throughout this project.

2tis beyond to scope of this project to discuss this in detail but it is important to note that this is not a ‘fixed’
position and where one locates oneself on this spectrum is contextual, depending on the research question one
seeks to answer.

2 This halfway position is referred to by different terms in methodological literature including ‘critical realism’
(Ballinger, 2006) or naturalism (Lincoln & Guba, 1985).



The Diary of ARC House

2.4 Data Collection Methods

Data was collected using online social surveys and recording our experiences. Online surveys

were deemed practical and appropriate as they allowed for physical distance, appropriate

REFLECTIVE INSERT:

As an alternative to surveys we discussed asking a group
of service-users to follow the Blog for the two months
and then form a focus-group afterwards. However, it was
decided that the initial project should involve getting a

Blog up and running and some preliminary analysis to
gauge general interest, rather than in-depth analysis. It
was agreed that surveys were better suited at this stage

and that facnie ornning conld he a later recearch nhace

. . 14
anonymity and ensured respondents had internet access .

2.4.1 Initial/ Final Survey:

Survey Monkey was used to create/administer and analyse survey data’>. In both surveys,
questions were generated in collaboration between myself and ARC staff and my UCC tutor.
Both surveys consisted of fifteen-twenty questions. The first questions were closed-questions
designed to identify demographic information. The remaining questions were open-ended and

scaled questions. The Initial Survey was piloted for a two week period in ARC House with the

' As the Blog is an online support intervention participants would have to have online access to be able to use the
it.

15 Survey Monkey was accessed through the UCC Department of Applied Social Studies who hold a subscription
(www.surveymonkey.com).
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ARC volunteers'®. Both surveys ran for a two week period. 94 people responded to the Initial

Survey and 10 responded to the Final Survey. This will be the focus of Chapter 4.
2.4.2 Experience of Running the Blog:

Interpretations were generated from Blog activity rates, my understanding of Blogging literature,
reflections from my research journal but mostly from regular peer discussion meetings with the
ARC staff (Ryan & Bernard, 2003). Our experiences and interpretations will be presented in
Chapters 5 and 6 and also through ‘Reflection Extract’ bubbles throughout the report.

2.5 Sample

There are two separate commonsense sample-sets involved in this project (Mason, 1996). The
first sample-group completed the Initial Survey and the second sample-group completed the

Final Survey.

1. This sample-group was purposive and targeted people who had been affected by cancer
and who were computer literate (Patton, 2002). We designed posters containing the
survey URL', which were displayed in ARC House and in the Oncology Clinics in the
three main local Cork Hospitals. We created links to the survey through other digital
media outlets used by ARC'®.

2. This sample-group was also purposive and targeted people who had viewed or followed
the Blog (Mason, 1996). As such, the final survey was disseminated through the Blog for

people who were already using it. We also used ARC digital media outlets again.

'® Due to time constraints the final survey was not piloted before launch but it was felt that experience had been
gained from already completing the initial survey.

v Survey Monkey allows for the dissemination of the link to the survey through e-mail or sharing of the URL.

¥ These digital media outlets included the ARC Facebook and Twitter pages and also on the main ARC website.
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2.6 Data Analysis

2.6.1 Initial/ Final Survey:

Survey Monkey automatically compiled the online survey results. For both surveys, the
demographic questions were converted into figures and graphs. For the open-ended questions,
only a small amount of people chose to give responses. As such, the open responses generated
were small enough to allow each response to be a ‘theme’ (Bryman, 2008)". Therefore, if ten
responses were generated then these were all seen as ‘themes’. As each point became a ‘theme’
in itself, very little coding was needed. A simplistic version of coding was used when people
made the same point. Essentially, both points were combined into one®’. This will be discussed

further in Chapter 4.
2.6.2 Experience of Running the Blog:

This analysis is presented in the form of interpretations and reflections on the process. The data
is generated mainly from the minutes of peer-group meetings with ARC staff, correspondence
between ARC staff and myself and from my own reflective research journal. The co-constructed
interpretations from our experience of facilitating the Blog were ‘put back into’ the Final Survey
to allow for social verification (discussed below) and gauge if the participant group agreed with

them. This will be discussed further in Chapters 5 and 6.

Ptis important to bear in mind that this was a feasibility study and as such the term ‘themes’ is used quite
loosely. These were not themes in the traditional sense of identifying areas to be explored in depth. At this initial
phase, it was just about identifying what would be helpful for the Blog to include.

2% This may require a further example to clarify. In the initial survey the question that generated the most open
responses was “what would be helpful for the Blog to include?” Of the 95 respondents to the initial survey, forty
gave responses to this open-ended question. Ten of the open responses were raising exactly the same point so
these were grouped together. As such, we ended up with thirty general ‘themes’ of what respondents would like
the Blog to contain.
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2.7 Trustworthiness & Credibility”’

A challenge of any qualitative research approach is to answer claims that such research is merely
“subjective assertion” (Ballinger, 2006, p. 236). My position is one of “strong objectivity”
(Harding, 1987, p. 62). This is the idea that no research can be disembodied from the researcher
but if influences and bias are explicitly put on the table, then the data produced is deemed more
credible (Lennon & Whitford, 1994; Harding, 1987). 1 have attempted to make influences
visible through reflexivity (Hammersley, 1990) and test interpretations through social
verification (Mays & Pope, 2000).

Reflexivity is demonstrated through the use of an audit trail (Lincoln & Guba, 1985). Social
work researchers are particularly well equipped to demonstrate ‘strong objectivity’ through an
audit trail as they are experienced in the use of reflective practice (CORU, 2011; Trevethik,
2010; Thompson, 2009). An audit trail concerns my reflexive positioning in the research project
including possible biases (See Chapter 1) and also a demonstration of how my thinking and
interpretations progressed throughout the project (See Reflective Extracts throughout and

reflections included in Chapters 5 and 6) (Ballinger, 2004; Finlay, 1998).

Social verification is the idea that there are no pre-established universal objective rules that can
be applied to guarantee validity but that the people being researched can accept by consensus
that the data produced makes sense to their situation at that particular time (Mays & Pope, 2000;
Rahman, 1993)*%. In order to achieve this we presented our interpretations back to the Blog-

users in the Final Survey to ascertain if they agreed with them (de Koning & Martin, 1996).

| have chosen to use the terms trustworthiness and credibility instead of a more positivistic conceptualisation
such as ‘rigor and quality’ as these are based on objectivism, whereas my research purpose involves qualitative
relativist interpretation.

?2 This process is known by many terms including ‘participant cross-checking’, ‘member checking’, ‘respondent
validation’ or ‘collective verification’ (Mays & Pope, 2000; Rahman, 1993).
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2.8 Ethical Considerations

2.8.1 Potential Distress:

We acknowledged that the Blog may produce distressing reactions because of the sensitive
nature of cancer (SAI, 2009; Elliot, 2006). The “Disclaimer” on the Blog specified that if
anyone was affected by the issues raised, they could contact ARC privately by other means for

support (Bryman, 2008) (See Figure 10).

2.8.2 Privacy:

We maintained the privacy of participants through the guarantee of confidentiality and
anonymity (CORU, 2011; PAIL, 2008; UCC, 2007). At the beginning of both surveys we
explained to respondents that they would be guaranteed anonymity and no identifying
information would be required. On the Blog itself people are given the option to remain

anonymous or use a pseudonym.
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2.8.3 Informed Consent:

We ensured that participants had as much information as possible before completing each survey
and on entering the Blog (AAIL, 2005). Each survey was prefaced with a description of the
project. The final question in each survey asked respondents if they consented to their responses
being used as part of the research (CORU, 2011). Likewise, as much information as possible
was contained in the ‘Disclaimer’, ‘Introductory post’ and ‘About Us’ posts on the Blog. The
‘Disclaimer’ also contained a section outlining to participants that their comments on the Blog

would be used to inform the research.

2.9 Limitations

The project did not use a purist participatory approach but more of an adapted one (Blum et al,
2010). A criticism of participatory research, when not used in a purist manner, is that it ends up
being tokenistic (White, 1996; Chambers, 1994). Any participatory project has to achieve a
balance between participation and practicality but I acknowledge that if the project had been

more purist in nature it is possible that different results may have been produced.

The sample method was relatively biased in terms of targeting a sample-group that already had a
certain amount of computer literacy (Cleaver, 1999). 1 recognise that socioeconomic
infrastructure and knowledge-base can be roadblocks to participation (Biggs, 1989; Arnstein,
1969). There was also an over-representation of females in the survey sample®. Finally, the
response rate of the Final Survey was quite small. One could question whether this resulted in a
support intervention that was tailored predominantly to the voices of women or to a particular
computer literate socioeconomic class. I recognise that, the views expressed in the project are
only those of a particular group and it would be interesting if future research addressed the issue
of access to online supports and specifically focused on gathering more male and minority voices

and accessed a bigger sample.

This research focuses on the ‘cancer community’ but this cannot be seen as a homogenous entity
(Cleaver, 1999; White, 1996; Rahnema, 1990). This is the notion of whose voices are actually
heard (Lundy & McGovern, 2008; Chambers, 1994). As such, the findings drawn are tentative

>> This would reflect users of ARC generally were there is a 2:1 female to male service-user ratio
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and I claim no universality over the data produced. I further acknowledge that had a different
group of people followed the Blog or answered the online surveys, with different situationality or

historicity, then different data could have been produced.

2.10 Conclusion

This chapter conveyed the participatory methodological approach used in the project. It then
outlined the epistemological and ontological theoretical positioning of the study. Following this,
the sample selection, data collection and data analysis methods were explained. Finally, the

ethical considerations and limitations relating to the project were discussed.
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Chapter 3:

Literature Review:

tudies have found that online support interventions have improved quality of life for
people affected by cancer (Hoybye et al, 2005), offer useful practical/emotional support
(Fernsler & Manchester, 1997; Gustafson et al, 1993), and offer a safe, supportive space
(Ziebland et al, 2004)**. This chapter focuses on five literature themes in relation to why online
support interventions are effective, with particular application to support Blogs and cancer
support. The themes include; anonymity, informational support, social support, therapeutic
Blog-writing and Blogs addressing geographic/physical barriers. Finally, some general

limitations in relation to online supports are outlined.

3.1 Relative Anonymity

A key feature of online communication is anonymity (Eysenbach, 2003; Postmes, Spears & Lea,
2002). Blogs offer a “protective cloak of anonymity” (McKenna & Bargh, 2000, p. 62) and as
such, people take greater disclosure risks, which allows for discussion of sensitive issues or
illnesses, such as cancer (Kim, 2007; Bargh & McKenna, 2003; Joinson, 2001). Studies have
found that people who converse anonymously online often feel less anxious and uncertain and
leave the encounter feeling more positive (Joinson, 2001). Anonymity can also contribute to the
formation of close relationships and increased bonding between Blog-users (Bargh & McKenna,
2003; Colon, 1996). Due to the anonymity afforded, online relationships can be formed on the
basis of deeper, more durable groundings such as shared values, beliefs, or experiences, as
opposed to physical characteristics or proximity (Bargh & McKenna, 2003; McKenna & Bargh,
2000).

tis beyond the scope of this study to go into great detail but just to give a brief insight into the types of support
interventions studied. These included an online support mailing list (Hgybye et al, 2005); Cancer entitled
Comprehensive Health Enhancement Support System (CHESS) (Gustafson et al, 1993); a computer support
network (Fernsler & Manchester, 1997); and online informational support generally (Ziebland et al, 2004).



The Diary of ARC House

The main caution is that online anonymity can reduce self-awareness (deindividuation®), which
may make is easier for people to express negative comments; uninhibited behaviour; and react
immediately to cues based on emotional state (Bargh & McKenna, 2003; Postmes, Spears & Lea,
2002; McKenna & Bargh, 2000). In simple terms, people behave more bluntly as they do not
have to face a reaction (Nardi e al, 2004)*°. A further caution is that individuals may reveal
more than they realise because of a reduced self-awareness; “because of the absence of others’
nonverbal cues when interacting online, individuals focus more on themselves and less on their

audience” (Guadagno et al, 2007, p. 1995).

However, the cautions that are raised do need to be considered within context and a recognition
of individual agency. Anonymity by itself does not produce negative behaviour, it merely acts to
decrease the influence of self-standards and behavioural guides and increase the influence of
external situational context and cues (Bargh & McKenna, 2003; Postmes, Spears & Lea, 2002;
McKenna & Bargh, 2000). In relation to agency, Gumbrecht (2004) found that Bloggers
exercised self-control, as they were aware that a remark deemed inappropriate may have a
negative impact on future interaction. Bloggers are savvy and are aware that they are speaking
in a public forum and can negotiate levels of public-ness and only reveal what they are

comfortable revealing (Boyd, 2005).

3.2 Informational Support

The internet is increasingly used for informational support in relation to cancer (Eysenbach,
2003; Fogel et al, 2002; Klemm et al, 1998). Patients are less comfortable with the paternalistic
approach of the medical system and want to source their own information (Fogel et a/, 2002;
Jenkins et al, 2001; Wiggers et al, 1990). Studies also show that people often do not take in the
initial information that Doctors tell them, as they ‘screen out’ what is particularly frightening to
hear. As such, they often search for information online after consultation (Gattellari et al, 1999a;

Gattellari et al, 1999b; Ley et al, 1973). People affected by cancer tend to search for information

> Deindividuation is defined as an individual’s self-awareness being reduced by environmental conditions
(McKenna & Bargh, 2000).

*®In Blogging literature this is often referred to “flaming” (Sharf, 1997, p. 56).
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particularly after their diagnosis and before starting treatment, with the hope of making more

informed choices (Clauser ef al, 2011; Fogel et al, 2002)*.

Firstly, people affected by cancer can access up-to-date information on a Blog in a relatively
informal way and at their own pace (Chung & Kim, 2008, p. 298). Informational support on a
Blog is archived and can be accessed when the user feels ready. This is useful, as the desire for
information shifts depending on where the person is on the illness/wellness spectrum (Ziebland
et al, 2004; Degner et al, 1997). This can combat the above concerns in relation to paternalism
or screening-out information as it allows for a “shift of mainstream control of information into
the hands of the audience” (Kim & Chung, 2007, p. 445). This also links to the participatory
approach discussed in Chapter 2.

Secondly, cancer can often cause feelings of vulnerability and inadequacy (Helgeson & Cohen,
1996). Informational support has been found to have a positive impact on people affected by
cancer in terms of: allowing them to acquire some ‘expertise’ on their situation; increasing
feelings of control and coping ability; reducing anxiety; creating realistic expectations;
promoting self-care; and creating feelings of safety and security (Ziebland et al, 2004; Mills &
Sullivan, 1999). Studies show that people who participate in their treatment, progress and cope
better than those who do not (Degner ef al, 1997). In order to feel like they can participate,
people first need information (Chen & Siu; 2001; Gattellari et al, 2001).

Thirdly, Blogs allow for the provision of helpful information given by others in similar
circumstances (Hoybye et al, 2005; Ziebland et al, 2004; Sharf, 1997). One of the main reasons
that people, post on Blogs or access online support is to share opinions and information
(Technorati, 2011; Chung & Kim, 2008; Nardi et al, 2004). This could be seen as countering the
‘medicalisation’ of cancer knowledge (Hoybye et al/, 2005). Patients also share personal stories
of shared experiences and triumph, which is also a form of useful information (Hillan, 2003). As
Ziebland et al (2004, p.568) conclude “the internet extends the scope of the best stocked medical

library, through access to experiential knowledge as well as medical information”.

?7 Studies show that online informational support covered areas such as, chances of cure; treatment options;
adverse effects of treatments, home self-care, impact on family, social activities and sexuality; information around
dealing with Doctors and practical issues such as diet; information from others regarding what to expect and how
to cope with the illness (Cheng et al, 2000; Degner et al, 1997).
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The main caution for people affected by cancer is the reliability of the online information
obtained (Chung & Kim, 2008; Ziebland et al, 2004). It is essential to ensure information is
reliable, presented clearly to avoid misunderstanding; and that lay information is not harmful or
inaccurate (Chen & Siu, 2001; Carlsson, 2000). The main way to guarantee reliability and to
clarify and regulate information is to ensure that a facilitator monitors and authenticates the

information flow (Farnham et al, 2002; Chen & Siu, 2001).

3.3 Social Support

Social support®® is recognised as a means of buffering the impact of stressful life events and
aiding with coping (Weinberg et al, 1996; Thoits, 1986). Medical research indicates that social
support contributes positively towards healing and coping with illness (Cheng et al, 2000;
Helgeson & Cohen, 1996). With particular reference to cancer, studies show that online social
support can reduce loneliness, increase feelings of empowerment, break down social isolation,
aid people in adjusting to their diagnosis and prepare for illness-related experiences (Helgeson &
Cohen, 1996; Cheng et al, 2000; Fernsler & Manchester, 1997). As well as actual social support,
perceived social support has also been found to affirm self-worth and increase subjective
wellbeing. If a person perceives themselves to be part of a supportive social-network their sense

of connectedness and self-esteem may improve (Kim & Lee, 2011; Baker & Moore, 2011b).

Social support can be offered online through “cyber-support” (Sharf, 1997, p. 72), which occurs
through the formation of virtual communities®”. Blogging has been found to lead to expanded
social-networks and increased social support due to shared interests and values (Baker & Moore,
2011b; Bargh & McKenna, 2003). A Blog lends itself well to facilitating an online social
support-network, as Blogs are “a community, of sorts, a small town sharing gossip and news,
recreation and sport, laughter and tears, all for the commonweal” (Graham, 199, p. 39). Blogs
facilitate social interaction through conversational exchanges in the form of comments on posts

(Walker-Rettberg, 2008; Hillan, 2003; Blood, 2002). This can also increase perceived support,

%% social support includes areas like: being there, listening, reassuring and empathising with the person (Helgeson
& Cohen, 1996).

?% Virtual Communities are defined as “social aggregations that emerge from the Net when enough people carry on
public discussions long enough, with sufficient human feeling, to form webs of personal relationships in
cyberspace” (Rheingold, 1993, p. 16).
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as mentioned above, as people can see who else is online or see comments responding to their
posts (Farnham et al/, 2002). Technorati (2011) found that over half of the Bloggers they
surveyed had made friends through their Blogs.

The principal feature of social support that a Blog facilitates is mutual peer support based on a
commonality of experience (Klemm et al, 1998; Thoits, 1986). Support is offered in a similar
way to a face-to-face cancer support group, through “the supportive, cohesive effect of empathic
interaction among peers” (Cella et al, 1993, p. 129). Cancer support groups in general have been
found to improve quality of life, aid in the normalisation of feelings around cancer, and increase
survival of those with cancer (Han et al, 2012; Cella et al, 1993; Spiegel et al, 1989)*°. As Cella
& Yellen (1993) affirm, current cancer treatment networks often leave a gap of unmet
psychosocial needs, which professionals cannot meet but that can be fulfilled through mutual

support.

The main criticism of online social support is the ‘internet paradox’. This suggests that using
online support could weaken ‘real’ community relationships and increase loneliness and
depression, as ‘superficial’ online relationships replace meaningful ones (Nie & Erbring, 2000;
Kraut et al, 1998). Another criticism expresses that a Blog cannot develop a ‘community’ as it is
not synchronous. In simple terms this is because you are not part of a conversation in the same
time and place as the other person (Cory Ondrejka: Chief Technology Officer of Second Life
speaking at MIT Conference 2007, cited in Walker-Rettberg, 2008). A further critique is that a
virtual community may include a considerable amount of expression of negative emotion
(Eysenbach, 2003). As such, a cancer support Blog could become a place for ruminating on
negative emotions, resulting in ‘bringing down’ other members instead of supporting them
(Helgeson & Cohen, 1996; Bandura, 1997). A final caution is that each person on the Blog may
be so eager to tell his/her own story that they do not listen or respond to the facilitators’ posts
and one voice dominates or similarly, that there are so many individual single voices that a

community dialogue is never really engaged in (McLellan, 1997).

* Other more practical beneficial elements of online peer support include; expressions of good luck or best wishes;
affirmation of actions taken; expressions of sorrow; sending positive energy; welcoming new members to the
group; responses to fears; sharing coping strategies experiences and humorous storytelling (Clauser et al, 2011;
Hgybye et al, 2005; Klemm et al, 1998 ; Sharf, 1997).
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However, the ‘internet paradox’ has been strongly refuted in nearly all other studies, with most
participants stating that online support has improved their lives (Bargh & McKenna, 2003; Kraut
et al, 2002°'; McKenna & Bargh, 2000). In relation to online support being asynchronous and
therefore not community-like, studies have shown that asynchronous communication may
facilitate better community building (Mckenna & Bargh, 2000; Nardi et al/, 2004). This is
because an asynchronous Blog allows a person to ‘hold the floor’ longer than in a ‘real-life’
conversation, or maintain an uninterrupted flow of writing, to be able to fully say what they want
to get off their chest (Gumbrecht, 2004). The issues raised in relation to negative rumination in

the group and dominance by individual members can be avoided by appropriate facilitation.

3.4 Writing as a Therapeutic Support

A Cancer diagnosis can cause much anxiety, worry and confusion, which is difficult to process
(Chen & Siu, 2001). Writing on a Blog could help to cope with these feelings in different ways.
The first way could be seen as venting. Blogging may have a cathartic affect as it allows users a
place to ‘get their thoughts out’ and release emotional tension (Boyd, 2005; Nardi et al, 2004).
Powazek (2000) describes a Blog aptly as a forum for the voices in his head that did not seem to
fit anywhere else. This in turn can create physical, emotional and mental health benefits (Shaw
et al, 2006; Pennebaker, 1997; Lepore, 1997). This mainly links to the idea that ‘bottling up’
negative emotions is physiological work that can have a negative impact on health and that there
are positives to be garnered from writing about difficult experiences (Shaw et al, 2006;
Pennebaker, 1997). A number of studies describe online cancer support forums as places where
people can express emotions around the losses engendered by the illness, have an outlet to work
out issues, a place to vent through writing and a place for emotional management (Chung &

Kim, 2008; Nardi et al/, 2004; Gumbrecht, 2004; Sharf, 1997).

The second way could be seen as introspective meaning-making. Blogs facilitate meaning-
making, created through the reflection that occurs during writing, especially writing about illness
(Shaw et al, 2006; Hoybye et al, 2005; McLellan, 1997). Studies have found that Blogging can

facilitate ‘thinking, through writing’ in order to better make sense of the feelings involved (Nardi

! This Kraut et al (2002) study is actually a follow up study to the original Kraut et al (1998) piece, which began the
discussion on the internet paradox. However, in the 2002 study the authors used the same sample but the finding
was that internet use was actually associated with positive psychological and social outcomes.
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et al, 2004). By cognitively processing and linguistically expressing a stressful life event, a
person can better understand and cope with it (Lepore, 1997). According to Blood (2002b, p. 14)

this could begin a journey of “self-discovery and intellectual self-reliance”.

A third helpful aspect is that blogging may be an easier way of expressing distressing feelings or
emotions as it is usually done in a narrative format. For instance, some of the women in the
Hoybye et al (2005) study found that online forums made it easier to initiate discussions on
difficult topics. Similarly, one of the Bloggers in the Nardi et a/ (2004) study spoke about
communicating distress more easily online, as she could put up that type of post knowing that no
one was obliged to reply. In this way the Bloggers are free of conversational partners or reaction
but still know that an audience is there and this may allow them to share difficult feelings

(Gumbrecht, 2004).

3.5 Blogging and Geographical/Physical Isolation

A key advantage of an online support Blog is the absence of geographical barriers and the
potential to connect people to support (Bargh & McKenna, 2003; Postmes, Spears & Lea, 2002;
Cheng et al, 2000). Geographical barriers are identified as reasons why people with cancer do
not avail of face-to-face support services, even if they feel a need for support (Weinberg et al,
1996). Mckenna & Bargh (2000, p. 66) describe virtual spaces as “transcending the problems of
physical distance and wide dispersion”, and state that this is especially important for those living
in rural areas. Studies have found that engaging in online support by reading a Blog can reduce

feelings of isolation even if the person does not actively post (Chung & Kim, 2008; Klemm ef al,

1998; Weinberg et al, 1996).

Blogs can also circumvent the barrier of time (Cheng et al, 2000). A Blog-user can access the
support any time, day or night (Ziebland et al, 2004; Sharf, 1997; Weinberg ef al 1996). Again,
inconvenient times are a reason cited for people with cancer not availing of support services
(Weinberg et al, 1996). The asynchronicity of Blogs allows conversations to be started but then
continued over days/weeks and users can take as much time as they need/want to respond

(Mckenna & Bargh, 2000).
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Blogs can also address physical barriers in relation to restrictive or medical isolation®>. There
may be occasions when it is difficult for an immune-compromised patient to meet with others in
a similar circumstance or a patient may have obtained a physical disability or may simply feel
too weak or sick to participate in face-to-face support (Hoybye et al, 2005; Cheng et al, 2000;
Klemm et al, 1998). A Blog allows users access to support without having to leave their current

location, even if that location is a recovery bed (Haybye et a/, 2005; Colon, 1996).

3.6 Drawbacks of Online Support

The main limitation of online support is the idea that face-to-face interaction is richer and higher
is socio-emotional content (Eysenbach, 2003; Halavais, 2002; Joinson, 2001). Some see Blog
support as impersonal disembodied voices or messages (Katz, 2001); or as Sharf (1997) puts it,
there is an inability to offer a hug or an understanding eye. From this it could be concluded that
a Blog will be a source of support suited to some but not to others (Eysenbach, 2003). Hillan
(2003, p. 334) expresses this point well stating that while some people:

“may feel free to post their inner feelings, concerns and experiences through writing and
publishing on the Internet, others will not find their personality or skills suited for this
sort of public, or semipublic expression”.

The other key limitation is that an online support Blog may exclude people with low literacy
skills or visual impairments (Klemm et a/, 1998). Sharf (1997, p. 78) stresses this point, stating
that exclusion from internet support can take place along demographic lines and that this creates
“classes of people shut out on the basis of ethnicity, income, gender, and age in terms of access
to equipment, software, and Internet connections; basic computer skills; and, even more

fundamental, literacy”.

3.7 Conclusion

This chapter has presented some general literature around blogging under the themes of
anonymity; informational support; social support; therapeutic writing; and geographic/physical
barriers. Following this some of the general limitations were identified in relation to online

support services.

*2 There are certain cancer treatment plans, such as those involving radioactivity, where the patient is required to
remain in isolation for a certain period of time.
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Research Findings:

his Chapter focuses on the key findings of the Initial/Final Surveys.

4.1 Initial Survey

4.1.1 Demographic Context:

The highest response rate was the middle-aged 40-49 (27 people: 28.7%) and 50-59 (24 people:
25.5 %) age cohort. 86 (91.5%) of the respondents were female and 8 (8.5%) were male (Figure
11). The largest amount of respondents (82 people: 87.3%) identified Ireland as their Country
of Origin. The majority of respondents were relatives/friends of people with cancer (34 people:

36.2%) and this was closely followed by 31 (33.0%) respondents who identified as cancer

patients (Figure 12). Most respondents (56 people; 62.9%) had not used the services of ARC

House previously. In summary, our survey was mainly answered by Irish, middle-aged
women who were either cancer patients or relatives/friends of someone with cancer and

had not previously used ARC’s services.

A total of 94 people answered our Initial Survey (n=94). (See Appendix 2 for Initial Survey

Questions).

33
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4.1.2
Usin
g a
Cork

ARC
Support Blog:

Our first Research Question asked: would people affected by cancer make use of a Blog? (See
Chapter 1). This survey question sought to provide an initial answer. We outlined in the survey
introduction an explanation of what a Blog is and what areas the Cork ARC Blog covers (See

Figure 13).

81 people (88%) stated that they would use
ARC’s Blog (Figure 14). This positive
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survey response was a key determining factor in deciding to pilot the Blog. The response
suggests that most people surveyed could see the benefit of a support Blog and would be willing

to engage with it.

4.1.3 Influencing Factors:

We asked respondents what factors that would influence their decision to use the ARC Blog™".
These questions provided initial answers to our second Research Question around effective

support features the Blog should contain (See Chapter 1).

The majority of respondents identified that being able to speak to others in a similar position (72
people) was most influential. This would confirm literature points around social support aiding
with coping with an illness (Cheng et al, 2000; Weinberg et al, 1996) and the benefits of Blogs
to create mutual socially supportive peer-networks (Walker-Rettberg, 2008; Blood, 2002). The
second factor rated as influential was the ability to access support from one’s own home (69
people).  This links back to literature around online supports acting to overcome
geographical/isolation/time barriers (Ziebland et al/, 2004; Postmes, Spears & Lea, 2002; Cheng
et al, 2000; Klemm et al, 1998).

In relation to having an alternative to face-to-face support, the majority stated that this was only
fairly important. This would correlate with research findings that illustrate that some people gain
benefit from online support (Mckenna & Bargh, 2000; Gustafson et a/, 1993) but others feel that
online supports are a poor alternative to face-to-face support (Eysenbach, 2003; Joinson, 2001).
This links to the conclusion that online support can be a helpful support to some but is not a
support medium suited to all people (Hillan, 2003). Regarding anonymity there was a split
between rating this as extremely important or not important at all (33 people and 32 people
respectively). This would again reflect the literature quite well, as some appreciate that

anonymity allows users to feel more comfortable discussing sensitive issues (McKenna & Bargh,

* we presented respondents with influential factors drawn from the Literature Review in Chapter 3 and asked
them to rank them in accordance of importance.
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2000; Joinson, 2001) but others fear that anonymity may reduce self-awareness and create
uninhibited behaviour (Nardi et al, 2004; Bargh & McKenna, 2003; Postmes, Spears & Lea,
2002).

In the open text a key additional point’> was expressed by one respondent in the statement:

“I know that the information provided by ARC will be up to date and relevant. The
internet can be a very frightening and overwhelming place for information if you search

alone”.

This ties in with literature suggesting that people increasingly use the internet for informational
support around cancer (Fogel et al, 2002; Klemm et al, 1998) but that one of the key issues
around online information is its reliability (Chung & Kim, 2008; Chen & Siu, 2001).

4.1.4 Helpful Features for the ARC Blog to Contain:
Based on majority ratings the three features rated most helpful for a Blog were:
1. To have a credible organisation that I can have contact with (77 people).
2. Peer support (74 people).
3. To have contact with an organisation when I feel unable to visit in person (69 people).

We also provided an open comment box asking respondents about features that they would like
to see on a Blog and respondents provided 30°® key features. These are presented in Figure 15.
We used these 30 areas to inform the features that our Blog should contain (See Content Plan in

Chapter 5).

*> Some other additional features mentioned were: to have a support service that was available outside of work
hours through the Blog; to have a means to keep in contact with others through the Blog; and if the Blog was user-
friendly. This would link to points made above around time barriers, peer support and easy accessibility.

* We initially had 42 features but as some features were stated twice we combined suggestions where there was
overlap (basic coding) and ended up with 30 suggested features (see Data Analysis in Chapter 2).
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4.1.5 Off-Putting Blog Features:

We also asked respondents what Blog features would be off-putting and respondents suggested
18 features’’. We used this open commentary to inform what would be best to avoid on our

Blog. These are presented in Figure 16.

3 Again there was initially 20 responses but as there was some overlap in responses, similar responses were
combined and we ended up with 18 identified factors.
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4.2 Final Survey

Our Final Survey evaluated how users found the Blog over the pilot period and also ‘tested’
some of our interpretations though social verification (see Chapter 2 and 6)*®. 10 people

responded to this survey (n=10). (See Appendix 3 for Initial Survey Questions).
4.2.2 Was the Blog Helpful:

8 of ten respondents (80%) identified that the Blog was helpful and 2 people classed it as
somewhat helpful (20%). No one stated that the Blog was unhelpful. This is represented in
Figure 17.

Figure 17

Did you 'ﬁnél the Cork ARC Cancer Support Blog
helpful?

OYes

O Somewhat Helpful

4.2.1 Demographic Context:

The largest response to the survey was from the 40-50 age bracket (3 people: 30%) and over
two-thirds were female (8 people: 80%). The majority of respondents identified Ireland as their
Country of origin (9 people: 90%). The biggest response was from people who identified as a
cancer patient (4 people: 40%) followed by relative/friend (3 people: 30%) and Healthcare
Professional (3 people: 30%). The respondents were mostly past users of ARC House (6
people: 60%). In summary, the respondents to this survey were mostly middle-aged Irish
women who were either cancer patients/relatives/friends or healthcare professionals and

had used ARC services in the past.

0 will present how people found the Blog in this Chapter. However, | will present the ‘social-verification’
responses in Chapter 6 as | feel it is more appropriate to include the interpretation ‘tests’” with the conclusory
interpretations themselves.



The Diary of ARC House

This links to the literature that discusses how the internet is increasingly being used for support
for people affected by cancer (Ziebland et al, 2004; Bargh & McKenna, 2003; Farnham et al,
2002) and how Blogs are recognised as the newest form of this support (Chung & Kim, 2008;
Nardi et al, 2004).

4.2.3 How Helpful were Features of the Blog:

Respondents outlined that the three most helpful features of the Blog were:
1. Being able to go back to archived information
2. Coping supports
3. Information

Points two and three have been discussed above, however, being able to access archived
information was ranked highest and this has not yet been discussed. This could link to the idea
that users require different information at different stages of a cancer diagnosis and it is helpful
to be able to return to the Blog archive and pick-out what they need at that particular time
(Clauser et al, 2011). As Ruland et al (2007, p. 2) articulate, “to be truly useful, Internet
resources should be able to address patients’ individual symptoms, problems and health concerns

that can change during different stages of their illness and rehabilitation”.

Some respondents also scaled some features of the Blog as unhelpful. The top three unhelpful

features included:
1. Peer-Support
2. Sharing experience
3. Having contact with support as do not live close to supports

As mentioned in Chapter 3, the cautions around peer-support/sharing experiences may render
this unhelpful for some people. For example, areas like the ‘internet paradox’ (Kraut et al, 1998)

or the possibility of negative rumination (Helgeson & Cohen, 1996; Bandura, 1997). It is also



The Diary of ARC House

likely that not living near supports did not impact on some who do live near supports. This
reflects the subjective nature of support and the fact that some areas that one person find helpful,

another does not (see below where other respondents cite peer-support as helpful).

We also included an open-ended question, asking if there were any other features that people

found helpful. The responses included:
“I liked that readers were asked for their input about what would be on the blog”
“Getting e-mail notification of a new entry to the blog was wonderful .
“Got an insight of how my feelings are the same as others”.

“The wonderful thing about the Blog is that you can turn to it rather than burden your

family with your worries on the bad days”.

The idea of asking for input would link to the overall participatory approach adopted in this
project and our adoption of a collaborative power-sharing relationship to shape the Blog (Brooks,
2007; Rahnema, 1990: Arnstein, 1969). It was heartening that this was identified as a helpful
feature and may work towards achieving a more meaningful intervention (Cleaver, 1999; Park,
1993). The second comment above links to the idea of ease of accessibility of a Blog due to

automatic updates (Kim, 2007).

The final two points link back to the idea of peer-support, the normalisation of feelings and peer-
networks as an alternative to familial-networks (Cella & Yellen, 1993; Thoits (1986). Cancer
can put a strain on existing relationships and there is often a need for support from others outside
of existing familial relationships (Helgeson & Cohen, 1996; Weinberg et al, 1996). In simple
terms, by talking to others in a similar situation, one realises that he/she is not the only person

feeling that way (Klemm et a/, 1998; Cella & Yellen, 1993).

We also offered an open-dialogue box for respondents to identify unhelpful features. The

majority of people did not identify anything as unhelpful. However, one person did state that:

* Automatic updates mainly occur through the use of technology know as a Really Simple Syndication (RSS) feed.
This automatically delivers a list of updated information to people who are subscribed to the blog via e-mail. In
simple terms, people who use the blog are automatically given updates as to what is going on with the blog rather
than having to go and search for updates.
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“I wasn't sure what day new posts/articles were put up”.

As discussed in Chapter 5, we adjusted our posting-pattern a few weeks into the project. When
we changed we did not specify any particular weekday to post on. On reflection, this may have
been confusing for followers as regular posting-patterns are a standard feature of most Blogs

(Walker-Rettberg, 2008; Herring et al, 2004).
4.2.4 Feeling a sense of ownership over the Blog:

LeFever (2004) establishes that Blogs create personal connections in ways that other online
mediums do not. As such, we thought that a sense of ownership could be fostered to promote
participation (Lundy & McGovern, 2008; Park, 1993). We asked an open-question in relation to
whether or not users felt a sense of ownership over the Blog. The main responses fell into the

categories of ‘not yet” and ‘no’. In the ‘not yet’ category the respondents stated that:
“I think because it’s early days it would be difficult [to feel a sense of ownership] .

“Not yet but that is my fault as I did not make any comments and was content to read

only. I am only shortly joined to it”.

These comments suggest that users feel that the Blog is still in its ‘early days’. Literature
suggests that it takes time to build up relationships between users and Blogs (Blum et al, 2010;
Walker-Rettberg, 2008). However, there are signs that users could build towards a sense of

ownership.
In the categorization that identified ‘no’, respondents articulated:
“Personally no - it just didn't hit the note for me”.

“Not really, read the blog and some areas were appealing to me while others weren’t but

that was my perspective”.

The first response is quite subjective and could link to literature that suggests that online support
mediums are not for everyone (Hillan, 2003; Eysenbach, 2003). However, it could also suggest
that not enough effort was made on our part to emphasise the sense of ownership we hoped to

promote. It would have been interesting if there would have been a bit more expansion on detail.
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The second comment could emphasise subjectivity of experience and how people may only be
interested in areas that apply to them. However, although our Content Plan (See Chapter 5) was
drawn from the Initial Survey, it could also suggest that our content may not have been broad

enough and there may be scope for further development here.
4.2.5 A Sense of Social Support:

We asked if users felt a sense of social support from the Blog. The majority who responded to

this question stated that they did feel this. Respondents told us:

“Yes. I feel that if I did need some information re my condition, I can just reach to the

Blog Community”.

“Yes, I felt there was great social support attached to this Blog and it would especially

benefit more isolated people”.

Again these comments suggest that social support and a sense of ‘community’ can be achieved
through a Blog. Literature shows how this can aid with coping (Han et a/, 2012; Weinberg et al,
1996; Helgeson & Cohen, 1996) especially in relation to commonality of experience (Fernsler &
Manchester, 1997; Thoits, 1986); a sense of community (Gumbrecht, 2004); and a reduction in
feelings of isolation (Haybye et al/ 2005; Cheng et al, 2000).

However, one person who responded to this question offered a converse opinion stating:
“Not as much as I would've liked”.

Again, it would have been interesting if the respondent had expanded on this comment to also
mention why they felt this way. However, as articulated above, this could be linked to literature
which suggests that some people do not feel a sense of social support on a Blog because of
reasons like the asynchronous nature of a Blog (Walker-Rettberg, 2008) or that the relationships
seeming more superficial (Kraut ez a/, 1998). However, Rushkoff (2000) posits that a successful
social Blog is dependent on the ability to make excuses for people to talk to one another and

although we attempted to do this, perhaps we did not do so enough.



The Diary of ARC House

4.2.6 Feeling Comfortable Commenting or Asking Questions:

We asked users if they felt comfortable commenting or asking questions on the Blog.
Respondents stated that they would be comfortable but attached conditions to this. Responses

included:

“I have not done it yet but yes, I feel that I would be able to ask questions as we are all at
various stage of coping with the same thing. Other comments and questions could

prompt people to make comment”.

“I would definitely feel comfortable asking questions or commenting on the Blog if [ were

a more regular user”.

As aforementioned, we sought to create the sense of a virtual community (Rheingold, 1993)
where peer discussion and support could aid users with the challenges associated with their
experience of cancer (Fernsler & Manchester, 1997; Helgeson & Cohen, 1996). The comments
above outline that people would feel comfortable commenting but that it would have been easier
if others had commented first (Baker & Moore, 2011 b). This is something that we attempted to
do by having a member of ARC staff acting as a ‘ghost writer’ on certain posts. However, our
‘ghost posts’ were more conversational than questioning and perhaps if users would have seen
more questions they would have been more comfortable. The second point is again related to the
newness of the Blog and the fact that if users engage with the Blog more regularly they may
build up a relationship and feel more comfortable interacting (Blum ef al, 2010; Walker-

Rettberg, 2008).
4.2.7 Recommendations for the Blog:

We asked users to make recommendations to improve the Blog. The majority of respondents

stated that they had no recommendations and outlined:
“No, it’s a great idea that will grow and develop”.

“No, You have the right approach in that you ask us what we want. As long as that

continues the content will be good. Please keep the Blog going”.



The Diary of ARC House

Again, the idea of growing/developing suggests that people view the Blog as something in its
early stages and relationships are still being built. The final comment also relates back to
valuing the knowledge of users by giving them the power to shape the Blog through asking them
what they want (de Koning & Martin, 1996; Arnstein, 1969) (See Chapter 2). It seems that the

respondent appreciated this approach and encouraged it to continue.

Some respondents did make practical suggestions for improvement including:
“More images, maybe pictures on ARC House inside and out as it is so welcoming”.
“More regular posts and maybe letting readers know if there are regular posting days”.

“Maybe encourage people to Blog about their feelings in confidence and then others will

reply and people will realise their feelings are normal”.

These practical recommendations link to literature in relation to visual features such as pictures
being a useful element of Blogs (Fullwood et al, 2009); having a regular posting-pattern
(Walker-Rettberg, 2008; Herring et al, 2004) and emphasising the nature of a confidential arena
to express feelings (Shaw et al, 2006; Pennebaker, 1997). Any of these recommendations would

be relatively easy to include in the development of the Blog.

The last respondents’ comments related to encouragement in relation to keeping the Blog going.

Respondents stated:
“Just keep building”.
“Keep up the good work”.

These were encouraging as they suggested that users found the Blog helpful and wished it to

continue.
4.2.8 Additional Comments:

Finally we asked if users had any additional comments or suggestions. Responses articulated

include:

“Well done to all involved in the blog! great job!”.
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5 “Well done, a truly excellent Blog”.
B “Keep pushing it, it is early days yet!”.

The final comments were mainly around messages of congratulations/encouragement and again a

sense that the Blog was in the early days and was something that could keep developing.

4.3 Conclusion

This chapter has presented the key findings from both the Initial and Final Surveys. As

aforementioned, the Final Survey also contained a number of questions in relation to ‘testing’

our interpretations and these are presented in Chapter 6 with the accompanying interpretations.
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Chapter 5:

Discussion:

his Chapter presents key experiences*’ generated by the Cork ARC team from piloting
the Support Blog. In line with the CARL ethos, we feel that other CSO’s may benefit
from our experience. I have structured this Chapter using ‘inquiry cycles’*' (Good-
Heron & Reason, 2001). Each Cycle contains bullet-point ‘tips’ drawn from our experience of
being involved in a constant endogenous process of systematic reflection and co-action

(Rahman, 1993; Healey, 2001; Hicks, 1997). I will focus on 2 key Inquiry Cycles:
1. Beginning the pilot Blog

2. Running the pilot Blog

5.1 Inquiry Cycle 1: Beginning the Pilot Blog

Have a face-to-face meeting with all involved & draw-up an Action Plan:

I feel that it is beneficial for any CSO piloting a support intervention to have an Action Plan,
including a research question and aims. This acts to formalise what the project will achieve,
keep the process on track and also re-focuses the trajectory of the intervention when necessary.
In this project, an initial face-to-face meeting led to the co-creation of an Action Pan between

myself, ARC and UCC as an ‘inquiry team’ (Ruano, 1991).

% As this is a Chapter of restricted wordcount | will only focus on key learning experiences and helpful practical
advice attached to these.

o Inquiry cycles are similar to ‘stages’ in relation to the development of the Blog but | feel that the term ‘cycles’
applies better to the project, as we were constantly moving between reflection and action in a cyclical manner.
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REFLECTIVE EXTRACT:

It was helpful that | already had a relationship with the CSO.
| was already familiar with the ethos of the organisation and
the disciplines involved. Blum et al (2010, p. 458) refer to as
a “social location fit”. If there is an external researcher or
designer involved in the online intervention, it would be
useful to afford some time to familiarise with the organisation
and what it is about beforehand. This can aid in the process
of co-negotiating and consensus building

9\_/.

S

™ Work out practicalities in advance:

This includes frequency of meetings, venues, roles, resources needed etc. (Burke et al, 2003).
We created a regular schedule of meetings where all involved would meet face-to-face
fortnightly for feedback and a progress report. When there are a number of actors involved, this
is essential to ensure that all involved are on the same page. However, it is likely that there will
be some initial teething problems, as communication can be distorted when everyone is coming
from a different place and it takes a little time to reach equilibrium (Ruano, 1991). A second
useful practical element was the drawing-up of a realistic draft Calendar of Deadlines around
when certain elements needed to be completed. If the length of the pilot period is know, it is

useful to set markers as to what should be happening at certain points.
™ Assign roles/tasks to those involved from the outset:

Something that we did not do at the initial meeting was assign roles. As Maguire (1993, p. 176)
simply states, “collective work is messy”. It was hoped to contract-in an outside co-ordinator
that would act as the link between researcher and CSO. However, a suitable candidate was not
found within ARC’s limited resource budget. I would caution against sourcing an outside co-
ordinator unless one has a large budget to spend, as the search process was quite lengthy and

ultimately fruitless, which delayed the project a little. As a result of not sourcing an outside co-
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ordinator, there was a sense of diffused responsibility and no one person with the dedicated role

of link person between CSO and researcher.

The project worked well with different people taking responsibility at different times and one
person took on the practical role as facilitator/moderator of the Blog. However, on occasion it
did feel like ‘too many chiefs and not enough Indians’. It would have been easier if one person
was assigned a dedicated role as link person from the outset. All information could then be
filtered through this person, which could aid in avoiding a blurring of responsibility or to negate

two people doing the same job.
Ensure that frontline staff are briefed and included:

Having a group of ‘leaders’ in our project meant that the nurses/volunteers on the floor felt a
sense of disconnection from the project. They expressed that they were busy and at times they
got the impression that the project was extra work for them. No one wanted to take on this
perceived extra work and consequently they did not seek inclusion. This only came to light a
few weeks into the pilot and we decided to have a briefing session for the nurses/volunteers.
Both parties seemed to understand the purpose of the project and feel a bit more connected to it

after the briefings but it would be useful to have had them earlier.
Ensure that a marketing professional is part of the team from the outset:

We did not have a marketing professional on board at the initial meeting and she became
involved at a later stage™. It is beneficial to have a marketing professional as a team member
from the beginning, as a large element in the process of piloting an online intervention is the
promotion and dissemination of the intervention. A marketing professional will have the
necessary expertise to appropriately promote the project and also be able to give input into the

aesthetics of design and development.

*2 At the time of the initial meeting ARC House was in the process of hiring a Marketing Manager so it was not that
a marketing professional was excluded we just did not have one on staff at the time. As soon as ARC House filled
the position of Marketing Manager, that person became part of the inquiry team.
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5.2 Inquiry Cycle 2: Running the Pilot Blog

Design a Content Plan:

Inital Survey respondents identified thirty features that they would like to see on the Blog and a
Content Plan was drawn-up around these (See Chapters 2 and 4). One of the thirty topics was
allocated to each particular day for the 2 month period, so that we could determine in advance
the information that we would need for each date. An example of our Content Plan for February
is given in Figure 18.

Figure 18

Februar Sun Mon Tue Thu

Main Post Coping Skill Main Post

Week 1 Picture | Meet the ARC | Art Therapy | Interesting | Diet and Cancer | Quote
Staff Article

Week 2 Picture Exercise & Mindfulness | Interesting Therapeutic Quote

Cancer Article Writing
Week 3 Picture General Journaling | Interesting | Personal Story | Quote
Coping Skills Article
Week 4 Picture Taking to Tai Chi Interesting | Managing Side | Quote
Children Article Effects

The Content Plan was incredibly useful at this stage, as we knew in advance the information we
needed to source for each post. Even if the CSO does not adopt a participatory approach, as in
this project, it is beneficial to elicit the opinions of the group affected so that the intervention will

include useful content.
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Use a shared-server:

It was useful for anyone who was contributing to the Blog, who did not work ‘in-house”, to have
access to an online shared-server. For this project we used a shared Dropbox folder that all
team-members could contribute to. This meant that if anyone saw something potentially useful
for the Blog, then they could upload it into Dropbox for other team-members to review. The

goal was to build up a database of content that we could all draw on either on or off-site.
Include an introduction of project and people:

It is important to use initial posts as a means of building rapport with the online community. We
introduced ourselves in order to be ‘accepted’ as a participatory pilot intervention, introduce the
project and its purpose, and ask for help from participants. We achieved this through our initial
‘Welcome to the Cork ARC Blog’ post and separate ‘Meet the Cork ARC Team’ post. For
example, Figure 19 is an extract from the ‘Meet the Cork ARC Team’ post introducing the ARC

Breast Care Nurse.
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Interact regularly with the intervention at the start:

We planned to post daily in accordance with our Content Plan. We were aware that non-static,
frequently updated content was central to the premise of a Blog (Walker-Rerttberg, 2008; Blood,
2002). We also wanted to ensure that we achieved maximum exposure in the initial stages, to
make people aware that we existed and what we were about. I believe that we did achieve this,
as many followers joined in the first week. The frequency of our posting also meant that after

the first week we had a good supply of archival posts.
Match the posting-pattern*’ to the rhythm of the organisation:

Although I do feel that an initial intensive posting-pattern is important to create interest and
exposure, one of our principle experiential findings was the importance of adjusting the posting-
pattern to what is sustainable for the CSO. We initially attempted to continue with a daily
posting-pattern. However, the ‘experts’ that we asked to provide contributions rarely had their
input sent to us on time. This meant that the Content Plan often had to be re-arranged and we
ended up filling in a lot of the posts ourselves. A knock-on affect of this was that we all became
stressed, attempting to follow up on ‘experts’ and trying to write pieces ourselves on top of our
pre-existing workloads. The concern was also raised that if we were posting daily, then the Blog
was steering more towards becoming an information source, as there was little room for Blog-
users to comment and tell us what they wanted to see. This latter participatory principle was

what the Blog was designed to achieve.

We came to the conclusion that a daily posting-pattern was unsustainable long-term. Therefore,
following a team discussion, we changed to a weekly posting-pattern based around one particular
theme. The only way that a daily posting-pattern would work would be to have a full-time staff
member with Blog management as their sole task. The content would also have to be gathered in
advance of posting so that you have enough to cover yourself, content wise, at least a month in

advance. As such, I would advise planning a two week period of intensive posting and then

2 A ‘posting pattern’ refers to how often the CSO contributes to the intervention.
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tapering off into a sustainable posting-pattern. What is sustainable will be different for each

REFLECTIVE EXTRACT:

| pushed for the initial format to work but my tutor reminded
me that it was not my responsibility to be sole organiser in a
participatory project. It was difficult not to intervene, as |
wanted the intervention to be successful (See Reflexive

Positioning Chapter 1). However, there is a point where you
have to step back and see if the project will float without you
as initiator. People are reluctant to take the organiser role if

We designed a ‘handover post’ re-emphasising that we wanted people to identify their own
themes and share their experiences rather than us providing information. An extract from this

post is presented in Figure 20. We kept the weekly posting-pattern for the rest of the pilot
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period.
Hold lightly to the initial conceptual framework:

If the CSO adopts an iterative approach, then they must be willing to adjust their initial
conceptual framework based on how practice conforms or not to the original ideas (Heron &
Reason, 2001). In the initial creation of the Blog, it was planned that all approaches and ideas
could be adjusted, reframed or rejected based on the feedback of the users, which is the
definition of power-sharing in partnership (Arnstein, 1969). Our change in posting-pattern
signified a shift in the direction of the Blog from one that was becoming information led to one
owned and directed by its users. What is slightly difficult about an iterative approach was that
we could not consistently prepare for how the participants would shape the Blog or the questions
that they would ask. As such the intervention is designed in a reactive rather than proactive way

and it is important to be aware of what this means form the start.
Be prepared for a lack of interaction by Blog-users:

Our Initial Survey informed that the biggest influential factor in relation to Blog use was being
able to speak to others in a similar situation (See Chapter 4). However, our experiential finding
was that people were very slow to interact with our Blog and speak to one another. We received
very few comments throughout our pilot period. We tried a number of different approaches in

our attempts to generate discussion.

A member of the research team acted as a ‘ghost writer’ and commented on some of the posts.
We thought that users may be reluctant to be the first comment but that they might join a
conversation thread already started. However, this did not encourage input. We asked direct
questions in our posts as we thought that this might stimulate direct answers. For example, in
Figure 21 below we were using the theme of talking to children about cancer (generated from our
Initial survey, Chapter 4) for the week and before running this theme we asked direct questions

in relation to people’s experiences.
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This approach did generate one comment in relation to someone sharing their own experience

but it did not create a discussion.
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REFLECTIVE EXTRACT:

As our attempts to stimulate input to the Blog were not
successful, | did question at times if the Blog was being led
in a participatory way as much as we wanted it to be.
However, | feel that the participatory ethos behind the project
and our repeated attempts made the project as participatory
as possible. As Chapter 6 will illustrate, users did feel a
sense of the participatory ethos behind the project.

5.3 Conclusion

This Chapter has presented key experiences from running the ARC Blog. Throughout the whole
process it felt like we were all working together to create something useful and dynamic. I never
really felt like a researcher but like a facilitator and a piloter of new things. If these things did
not work, we all went back to the drawing board and tried different things. The Blog was

developed and adjusted through these constant Inquiry Cycles and there was huge learning in this

approach.
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Chapter 6:

Conclusions & Recommendations:

his Chapter concludes the project, using the Research Questions as structural headings,
followed by a Final Conclusion to summarise. Some recommendations for future
direction are then presented. Next I provide a reflection on my own development as a

researcher. Finally, I reiterate the relevance of the research findings for social work.

6.1 Would Cancer patients/relatives make use of a Cancer Support Blog
offered by ARC House?

The Initial Survey indicated that cancer patients/relatives would make use of ARC’s Blog. A
substantial 81 people (88%) (n=94) affirmed that they would use a Support Blog. Furthermore,
the open comments in the Final Survey were all positive, encouraging the Blog to keep

developing and building.

Blog-usage statistics did not reflect such a large uptake. During
the pilot period 28 people officially followed the Blog™ (See
Figure 22). The Blog acquired an average of around two new
followers a week. Figure 23 below illustrates the total number
of Blog views for each pilot month and also the average number

of daily viewings for each month.

* This is where you sign up to receive an e-mail whenever a new post is put up on the Blog so that you can ‘follow’
developments on the Blog. You can just ‘view’ the Blog without being a follower.
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Figure 23
Total Views Average Daily Views
February 950 34
March 862 28
Total 1,812 31

This illustrates almost 1,000 monthly views, with an overall average of approximately 31 views
each day*. This is a considerable amount of views, indicating that there is a group of people that
have, and would, continue to use ARC’s Blog™. Figure 24 shows a graphic representation of

these views on a weekly basis.

** The majority of these views (1,684) were from Ireland.

*ltis important to note that the dark blue is visitors to the Blog and the light blue is views. We can see from this
that on average there was half as many visitors as views. This generally means that the same computer viewed the
Blog more than once. However, statistics are usually generated on the basis of views as even if the same computer
visits more than once, there is no way of knowing if this is the same person or not.




The Diary of ARC House

6.1.1 Who Used the Blog:

The group that used the Blog most, or expressed interest in using the Blog, were middle-aged
women aged 40-60. This finding was surprising, as research indicates that younger people are
more likely to use the internet for cancer support and to Blog (Fullwood et a/, 2009; Herring et
al, 2004; Carlsson, 2000). However, studies have found that Blog reading is transcending into
the older generation and older-adults are using Blogs as an emotional outlet (Gumbrecht, 2004;
Herring et al, 2004). As the ARC Blog did identify as a Support Blog, it could have appealed to

the interests of the older Blogging community.

The fact that more women than men expressed interest in the Blog was also surprising as
Technorati (2011) identifies that over three-fifths of Bloggers are male. However, the literature
does outline that females are more likely to use Blogs for therapeutic purposes, whereas men use
Blogs for informational (Baker & Moore, 2011). Although the ARC Blog did attempt to provide
a mix of information and support, perhaps it was constructed more as a ‘therapeutic Blog’ and as

such attracted more female users.
6.1.2 How the Blog was Used:

The Initial Survey identified that the primary reason people would use a Support Blog, would be
to communicate with peers (See Chapter 4). However, during our pilot period there were a total
of only 7 comments on the Blog*’. This led us to think that firstly, perhaps people may read the
Blog and gain support in this way without using it for social support (Chung & Kim, 2008; Kim,
2007; Weinberg et al, 1996). Studies such as Han et al (2012) show that although availability of
online support for cancer patients is increasing, many still ‘lurk’ rather than post. We put this

interpretation to the users in our Final Survey and the majority agreed, stating:

“I would agree and I read only. My reason is that I am currently recovering well and
have no questions. I also try to forget about having had cancer and try to move on with
my life, especially for my family. If the Blog had been there when I was going through

treatment, I certainly would have asked questions through it. What a pity it wasn't!”

47 . . . .
However, 2 of these were comments by our ‘ghost writer’ in order to stimulate conversation
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“Agree, as the Blog was in the pilot stage I think people would be viewing the Blog more

around support for information and maybe peer support at a later stage”.

Secondly, we felt that perhaps users are in a relationship-building phase with the Blog and are
not comfortable interacting with peers yet (Nardi et al, 2004). Participatory interventions take
time to build up meaningful relationships and the process is likened to getting to know someone
(Blum et al, 2010; Walker-Rettberg, 2008; Maguire, 1993). Again we put this interpretation to

our users in the Final Survey and everyone agreed with it stating:

“Yes, especially because the blog is so new. It's about getting to know the blog as well as

the people who use it”.

“Agree, absolutely people are curious at first at when they are out of their comfort zone,
it takes time to build up a trusting rapport with a new Blog before they feel comfortable

contributing to it”.

Research Question 1: Conclusion Summary:
81 people (88%) stated in the Initial Survey that they
would make use of a Cancer Support Blog.
The Blog attracted approx 1, 000 views a month
There was an average of 2 new followers every week
Blog mainly used by middle-aged women 40-60 age

bracket

The Blog was mainly used as an informational support

through reading
It takes time for a Blog to develop into a peer-networking

support
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6.2 What are the key areas of support that cancer patients/relatives find
effective and why?

Our Initial Survey informed that respondents would find being able to talk to others in a similar
situation and being able to access support from home as key features that would be helpful for a
Blog. The survey also identified 30 content areas that a Support Blog should include and 18
areas that a Blog should avoid (See Chapter 4). Our Final Survey identified that the areas users
found most helpful included; having access to archived information; having credible
information: being asked what they wanted; the RSS notifications; normalising of feelings; and a

support group outside that of the family (See Chapter 4).
6.2.1 Coping Supports Most Viewed:

Blog posts in relation to ‘Coping Supports’ were understood to be the most effective, as they
were most viewed and ‘liked’*®. As demonstrated in Figure 25, the highlighted ‘Coping
Supports’ posts are highest on the list of posts viewed, in between the more ‘admin’ related
introductory and general informational posts. Furthermore, ‘Coping Supports’ were identified as

the second most helpful element of our Blog by respondents in our Final Survey.

*® This was determined by people clicking the ‘like’ button after the post.
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Again we put this to the users and the majority agreed, describing Coping Supports as “vitally
important” and an “essential” element in dealing with cancer. Some of the other reasons that

respondents gave for agreeing included:

W “Yes. I am interested in learning about how others get through difficult times and what

gets them through”.

W “Absolutely. I think that we all need to find the activity that keeps us calm and strong. 1

exercise a lot but also need to find something that helps me chill on the bad days ™.
6.2.2 Helpfulness of Participatory Approach:

We wanted the Blog to be a good deal more participatory and that Blog-users would self-identify
areas of support that they required. Although the Initial Survey allowed us to consult with the
cancer community and identify a number of content areas, not many commented on the Blog to

ask a question or state something that they would like information on (as mentioned above).

REFLECTIVE EXTRACT:

As we did not receive the interaction and ‘participation’ with the
Blog that we had hoped for, when | was writing my conclusion |
did contemplate going back over my report and revising it. |
focused a lot on participation and the initiative being user-led.
However, | decided not to make any revisions as, although the
Blog was not purely user-led in relation to people commenting
about what they wanted to see it was designed around the
contribution of users in the Initial Survey and guided by
somewhat by users clicking ‘like’ on certain topics.
Furthermore, there was an ethos of user ownership behind the
intervention and we attempted to express this throughout, so
this was always the intention behind the project. Although it
did not necessarily happen in the way that we wanted, user
Blog pa
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However, as indicated in Chapter 4, users did recognise the participatory element we were

attempting to achieve. As some respondents commented:
“You have the right approach in that you ask us what we want”.
“I felt our views were valued though and made a small impact on the blog”.

As such, I feel that a participatory approach would make it possible for the Blog to ultimately be
completely user-led, but it would require a lot of groundwork and a good deal of promotion. I
feel that this links back to the comments around the Blog still being in a relatively nascent stage

and requiring more time to develop and create relationship.

Research Question 2: Conclusion Summary:

The Initial Survey identified talking to others in a similar

situation, getting information from a credible

organisation and being able to access support from their
own home as the most helpful features of a Support Blog.
The Final Survey identified having access to archived
information; people being asked what they wanted; the
RSS notifications; normalising of feelings; and a support
group outside that of the family as the most important
features

Posts about ‘Coping Supports’ were the most viewed and
‘liked’ feature of the Blog

The participatory element of the Blog was seen as helpful
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6.3 Final Conclusion

My ultimate conclusion is that it would be feasible for ARC House to

provide online support through developing a Support Blog.

However, a number of conditions would need to be considered for the

support to be offered in a long-term capacity and these are highlighted in

the recommendations below. It is up to ARC House to evaluate whether
the balance between the input required to run the Blog long-term would

reflect the uptake of support offered.

6.4 Recommendations

If a Blog is to be part of ARC services long-term:

there is a need for someone to be the ‘driving force’ of the project. During this project
the researcher acted as the key driving figure and constantly pushed to get the
intervention off the ground. 1 feel that without allocating this person, the Blog

intervention would not ‘stay off the ground’.

there is a need for a dedicated person with a position as Blog Manager. This time
commitment could be an add-on to the duties of a current staff member or the addition of
a new post. This could be a full-time or part-time position depending on the posting
frequency. If the ARC Blog ran a weekly themed post, a part-time position would

suffice.

The Blog Manager would ideally need a certain amount of IT skills and also some social

support training. Although there are other disciplines that may meet this need, I would
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see a social worker as an ideal candidate as they are required to have appropriate

proficiencies in both of the aforementioned areas according to CORU (2011).

Although it would be possible to continue posting with the initial framework free of
charge, I feel that ultimately some resources would have to be allocated towards the
Blog; whether these resources be targeted at the development of the Blog itself or into the
creation of a Blog Manager post. However, there is funding potential for participatory
research approaches and I recommend that ARC engage in research around funding

possibilities through Grants available for IT based research projects.

The Blog needs to be promoted further and I recommend that the ARC Marketing
Manager develop a Promotional Plan to further increase exposure to the Blog. This
project did not have time to monitor and link to other Blogs on a regular basis and this is
an essential networking and promotional tool for Blogging, which could be utilised in this

regard.

More effort should be made to include groups that this survey did not engage with

including more male users and younger users.

Ultimately, a 2 month pilot period is too short to adequately evaluate an online support
intervention and I feel that another project phase would produce a substantial amount of
useful findings. A second phase could incorporate a group following the Blog for a
period and the researcher running focus-groups as a data collection method to gather

more in-depth opinions.

6.5 My Development as a Researcher: A Reflection

Throughout this project my role was not a ‘researcher’ in the traditional sense but more that of a
facilitator, discussion organiser and technical resource person (Park, 2001; Williams, 1999; Park,
1993; Chambers, 1994; Foote-Whyte et a/, 1991). Through acting in this role I have learned a
substantial amount in relation to social work skills concerning communication, presentation, self-
management, co-ordination, creativity and reflection (Thompson, 2009). I learnt how to act as
the bridge between the participants and ARC; to listen, understand and help interpret the

contributions of both groups (Ruano, 1991). As Blog facilitator, I learnt how to give effective
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feedback to ARC and present them with any issues that arose. I also had the opportunity to learn
from adopting a training role in terms of explaining to ARC staff various project areas including
research terms involved in the project and also in this case how the actual Blog works. Linking
with this, I also learnt from my role as interpreter in relation to translating concepts from
research terminology, or from Blogging literature, into ‘normal’ language that we could all

understand and apply (Williams, 1999).

I think a key learning element for me involved ‘balance’, which is essential to a collaborative
project involving teamwork and power-sharing. Firstly, balance was required between someone
with a strong academic background as a researcher and those with a strong experiential
background in the ARC staff. Secondly, balance was struck between the medical and social
models. Working with professionals in an inter-disciplinary manner at ARC illustrated to me the
contrast between the social model of my training and the predominant medical training of the
ARC staff. Although this was never a major issue, I feel that our backgrounds did inform the
lenses through which we viewed elements of the project. The final area was a balance of
personalities. I feel that I am quite task-orientated but a substantial amount of the participatory
project is process orientated. As such, I had to adjust my pace to this and to the pace of other

members on the team.

In all of the above areas I feel that balance was achieved through maintaining open and honest
communication and a willingness to hear and understand the perspective of others. I will carry

this learning with me into any future collaborative projects.

6.6 Social Work Context

Chapter 1 has discussed the social work context in relation to the research approach and here I

will outline the relevance to social work concerning the findings produced.

The ARC Blog provided people with a safe space to be heard, which can be therapeutic and
cathartic for those dealing with a stressful illness (Farnham et al, 2002; Wiggers et al, 1990).
This approach could be seen as matching the person-centred, strengths based social work ethic
and the holistic ARC ethos (CORU, 2011; Rogers, 2004). This ethic is exemplified in the
highlighted section of the ARC Volunteer Statement in Figure 26.
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The links between social work and groupwork have long been established (Trevethik, 2005;
Northen & Kurland, 2001; Johnson & Johnson, 1978). Cancer support groups have been found
to improve the quality of life of people with Cancer, offer health benefits and increase survival
time (Clauser et al, 2011; Cella et al, 1993; Spiegel et al, 1989). Essentially, the ARC Blog ran
similarly to a virtual cancer support group led by a social worker (Gumbrecht, 2004; Graham,
1999). The formation of an online community group on a Blog draws on ecological
(Brofenbrenner, 1979) or biopsychosocial (Beder, 2006) social work approaches in relation to
fostering small dense networks of small audiences with multiple inter-connected supports

(Walker-Rettberg, 2008; Schiano et al, 2004).

Blood (2002) and Katz (2001) articulate that the appeal of each unique Blog is grounded in the
personality, voice and value base of its author. A social worker is particularly well equipped to
be the author, as their value base is grounded in concepts such as valuing unique worth,
participation, respect and social justice (IASW, 2007; Cummins et al, 2006) and their skill-set
includes maintaining confidentiality, demonstrating empathy; interdisciplinary practice and

communication skills (CORU, 2011; Trevethik, 2010; Thompson, 2009).
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Furthermore, a key area of interest for me is the link between social work and social activism
(Walz & Groze, 1991). In my understanding, being a research-minded social work practitioner
is a form of activism that engenders change. Social workers draw on their research skills to co-
construct reports with service-users and advocate for change (CORU, 2011; TASW, 2007).
ARC’s Blog gave users a voice to challenge the discursive medical voice on the issue of cancer
support and valued their knowledge, intrinsic worth and dignity (Cummins et al, 2006; Healey,
2001; Hicks, 1997). This can act to take away the paternalism of an organisation merely
providing support to the needy and instead focuses on the resilience, self-determination and

ability of the Blog-users (Ramon ef al, 2001).

6.7 Final Remark

This Chapter has concluded this project using the Research Questions as headings, complete with
a summarised Final Conclusion. Recommendations for future direction were also presented. I
offered a reflection on my own development as a researcher and lastly I articulated the relevance

of the research findings for social work.

In my understanding, the goal of any CARL project is to provide the CSO with a co-constructed
framework for something that can be sustainably developed further when the researcher, and
his/her skill-set has left. 1 feel that this was achieved in this project, as the bones of an online
support intervention has been established and an initial evaluation has been carried out.
Wherever the project goes from here is up to ARC but it is a beginning for them. Furthermore,
this thesis has acted to illustrate the culmination of my academic and practice learning as a social
worker on the MSW Course and also marks a beginning for me as I enter into professional

practice.

As such, for both myself and the ARC Blog, I think it is appropriate to finish this report with the
same quote by Meister Eckart, which I used to open our very first Blog post:

1

“And suddenly you know: It’s time to start something new and trust the magic of beginnings...’



The Diary of ARC House

Chapter 7:

Bibliography:

Anthony, K. (2004) “The Art of Blogging” Counselling and Psychotherapy Journal. Vol. 15, Iss.
9, pp. 38-39.

Anthropological Association of Ireland (AAI) (2005) Ethical Guidelines: Dublin:

Anthropological Association of Ireland.

Arnstein, S. (1969) "A Ladder of Citizen Participation" Journal of the American Institute of
Planners. Vol. 35, Iss. 4, pp. 216-224.

Baker, J. & Moore, S. (2011) “Creation and Validation of the Personal Blogging Style Scale”
Cyberpsychology, Behaviour and Social Networking. Vol. 14, Iss. 6, pp. 379-385.

Ballinger, C. (2004) “Writing up Rigour: Representing and Evaluating Good Scholarship in
Qualitative Research” British Journal of Occupational Therapy. Vol. 67, Iss. 12, pp. 540-546.

Ballinger, C. (2006) “Demonstrating Rigor and Quality” in Finlay, L. & Ballinger, C. {Eds}
Qualitative Research for Allied Health Professionals: Challenging Choices. West Sussex: Whurr
Publishers Ltd, pp. 235-247.

Bandura, A. (1997) Self-Efficacy: The Exercise of Control. New York: Freeman.

Bargh, J. & McKenna, K. (2003) “The Internet and Social Life” Annual Review of Psychology.
Vol. 55, Iss. 1, pp. 573-590.

Barrett, C. (1999) “More About WeBlogs” in Rodzvilla, J. {Ed} (2002) We've Got Blog: How
WeBlogs are Changing our Culture. Cambridge MA: Perseus Publishing, p. 28-33.

Bates, C. and Burns, K. (2012) “Community-engaged student research: online resources, real

world impact” in Quinn, A. M., Bruen, C., Allen, M., Dundon, A. & Diggins, Y {Eds}. The



The Diary of ARC House

Digital Learning Revolution in Ireland: Case Studies from the National Learning Resources

Service. Cambridge Scholars Publishing: Cambridge, pp. 67-82.

Beder, J. (2006) Hospital Social Work: The Interface of Medicine & Caring. New York:
Routledge.

Biggs, S. (1989) Resource-Poor Farmer Participation In Research: A Synthesis Of Experiences
From Nine National Agricultural Research Systems: On-Farm Client-Oriented Research Project

Study No. 3. Netherlands: International Service for National Agricultural Research.

Blood, R (2000) “WeBlogs: A History and Perspective ” in Rodzvilla, J. {Ed} (2002) Weve Got
Blog: How WeBlogs are Changing our Culture. Cambridge MA: Perseus Publishing, p. 7-16.

Blood, R. (2002) The WeBlog Handbook: Practical Advice on Creating and Maintaining Your
WeBlog. Cambridge MA: Perseus Publishing.

Blum E., Heinonen, T. & White, J. (2010) “Participatory Action Research Studies” in Thyer, B.
{Ed} The Handbook of Social Work Research Methods: Second Edition. London: Sage
Publications Ltd, pp. 449-467.

Boland, J. (2011) “Positioning Civic Engagement on the Higher Education Landscape: Insights
from a Civically Engaged Pedagogy” Tertiary Education and Management. Vol. 17, Iss. 2, pp.
101-115.

Boyd, D. (2005) “Blogging Outloud: Shifts in Public Voice” Paper presented at the LITA
Conference New York. Accessed online on 08/09/12 on
http://www.danah.org/papers/talks/LITA2005.html.

Branckaute, F. (2010) “State of the Blogosphere in 2010 accessed on 20/07/12, online
http://www.Blogherald.com/2010/09/20/state-of-the-Blogosphere-in-2010/

Brofenbrenner, U. (1979) The Ecology of Human Development. Cambridge: Harvard University

Press.

Brooks, A. & Hesse-Biber, S.N. (2007) ‘An Invitation to Feminist Research’ in Hesse-Biber,
S.N. & Leavy, P.L. {Eds} Feminist Research Practice. London: Sage Publications Ltd, pp. 1-27.



The Diary of ARC House

Brooks, A. (2007) ‘Feminist Standpoint Epistemology: Building Knowledge and Empowerment
Through Women’s Lived Experiences’ in Hesse-Biber, S.N. & Leavy, P.L. {Eds} Feminist
Research Practice. London: Sage Publications Ltd, pp. 53-83.

Bryman, A. (2008) Social Research Methods: Third Edition. Oxford: Oxford University Press.

Burke, A., McMillan, J., Cummins, L., Thompson, A., Forsyth, W., McLellan, J., Snow, L.,
Fraser, A., Fraser, M., Fulton, C., McCrindle, E., Gillies, L., LeFort, S., Miller, G., Whitehall, J.,
Wilson, J., Smith, J. & Wright, D. (2003) “Setting up Participatory Research: A Discussion of
the Initial Stages™ British Journal of Learning Disabilities. Vol. 31, pp. 65-69.

Carlsson, M. (2000) “Cancer Patients Seeking Information for Sources Outside the Health Care
System” Support Care Cancer. Vol. 8, pp. 453-457.

Cella, D. & Yellen, S. (1993) “Cancer Support Groups: The State of the Art. Cancer Practice.
Vol. 1, Iss. 1, pp. 56-61.

Cella, D., Sarafian, B., Snider, p., Yellen, S. & Winicour, P. (1993) “Evaluation of a
Community-Based Cancer Support Group” Psycho-Oncology. Vol. 2, pp. 123-132.

Chambers, R. (1994) “Paradigm Shifts and the Practice of Participatory Research and
Development” Institute of Development Studies Working Paper Number 2. Sussex: Institute of

Development Studies.

Chen, X. & Siu, L.L. (2001) “Impact of the Media and the Internet on Oncology: Survey of
Cancer Patients and Oncologists in Canada” Journal of Clinical Oncology. Vol. 19, Iss. 23, pp.
4291-4297.

Cheng, L., Stone, L., Farnham, S., Clark, A. & Zaner, M. (2000) Hutch-World: Lessons Learned

a Collaborative Project. Seattle: Fred Hutchinson Cancer Research Centre & Microsoft.

Chung, D. & Kim, S. (2008) “Blogging Activity Among Cancer Patients and their Companions:
Uses, Gratifications and Predictors of Outcomes” Journal of the American Society for

Information Science and Technology. Vol. 59, Iss. 2, pp. 297-306.



The Diary of ARC House

Clauser, S., Wagner, E., Aiello-Bowles, E., Tuzzio, L. & Greene, S. (2011) “Improving Modern
Cancer Care Through Information Technology” American Journal of Preventative Medicine.

Vol. 40, pp. 198-207.

Cleaver, F. (1999) “Paradoxes of Participation: Questioning Participatory Approaches to
Development” Journal of International Development. Vol. 11, Iss. 4, pp. 597-612,

Colon, Y. (1996) “Telephone Support Groups: A Non-Traditional Approach to Reaching
Underserved Cancer Patients” Cancer Practice. Vol. 4, Iss. 3, pp. 156-159.

Cork ARC Cancer Support House (2013) “Mission Statement” accessed on 02/01/13 online

www.corkcancersupport.ie.
CORU (2011) Standards of Proficiency and Indicators. Dublin: CORU.

Cummins, L., Sevel, J. & Pedrick, L. (2006) Social Work Skills Demonstrated: Second Edition.

New York: Pearson.

de Koning, K. & Martin, M. (1996) “Participatory Research in Health: Setting the Context” in de
Koning, K. & Martin, M. {Eds} Participatory Research In Health: Issues and Experiences.
London: Zed Books Ltd, pp. 1-19.

Degner, L., Kristjanson, L., Bowman, D., Sloan, J., Carriere, K., O’Neill, J., Bilodeau, B.,
Watson, P. & Mueller, B. (1997) “Information Needs and Decisional Preferences in Women with

Breast Cancer” Journal of the American Medical Association. Vol. 277, Iss. 18, pp. 1485-1492.

Derdiarian, A. (1986) “Informational needs of recently diagnosed cancer patients” Nurs Res

Vol. 35, pp. 276-281.

Divitini, M., Haugalokken, O., & Morken, E. M. (2005) “Blog to support learning in the field:
Lessons learned from a fiasco” Proceedings of the Fifth IEEE International Conference on

Advanced Learning Technologies (ICALT 05).

Eakin, E. & Strycker, L. (2001) “Awareness and Barriers to use of Cancer Support and
Information Resources by HMO Patients with Breast, Prostate, or Colon Cancer: Patient and

Provider Perspectives” Psycho-Oncology. Vol. 10, Iss. 2, pp. 103-113.



The Diary of ARC House

Elliot, J. (2006) Using Narrative in Social Research: Qualitative and Quantitative Approaches.
London: SAGE Publications Ltd.

Eysenbach, G. (2003) “The Impact of the Internet on Cancer Outcomes” CA: A Cancer Journal
for Clinicians. Vol. 53, pp. 356-371.

Fallowfield, L., Hall, A., Maguire, P., Baum, M. & A’Hern, R. (1994) “Psychological Effects of
Being Offered Choice of Surgery for Breast Cancer” British Medical Journal. Vol. 309, Iss.
6952, pp. 448-457.

Farnham, S., Cheng, L., Stone, L., Zaner-Godsy, M., Hibbeln, C., Syrjala, K., Clark, A. &
Abrams, J. (2002) “HutchWorld: Clinical Study of Computer-Mediated Social Support for
Cancer  Patients and  their  Caregivers”  accessed on  22/07/12  online

http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.83.3510&rep=rep 1 &type=pdf.

Ferlay, J., Parkin, D.M. & Steliarova-Foucher, E. (2010) “Estimates of cancer incidence and
mortality in Europe 2008” European Journal of Cancer. Vol. 46, Iss. 4, pp. 765-81.

Fernsler, J. & Manchester, L. (1997) “Evaluation of a Computer-Based Cancer Support
Network” Cancer Practice. Vol. 5, Iss. 1, pp. 46-51.

Finlay, L. (1998) “Reflexivity: An Essential Component for All Research?” British Journal of
Occupational Therapy. Vol. 61, Iss. 10, pp. 453-456.

Fogel J, Albert SM, Schnabel F, et al. (2003) Racial/ ethnic differences and potential
psychological benefits in use of the Internet by women with breast cancer. Psychooncology

2003;12:107-117.

Fogel, J., Albert, S., Schnabel, F., Ditkoff, B.A. & Neugut, A. (2002) “Use of Internet by
Women with breast Cancer” Journal of Medical Internet Research. Vol. 4, Iss. 2, pp. 1-9.

Foote-Whyte, W., Greenwood, D. & Lazes, P. (1991) “Participatory Action Research: Through
Practice to Science in Social Research” in Foote-Whyte, W. Participatory Action Research.

London: Sage Publications, pp. 19-56.



The Diary of ARC House

Fullwood, C., Sheehan, N. & Nicholls, W. (2009) “Blog Function Revisitied: A Content
Analysis of MySpace Blogs”. CyberPsychology and Behaviour. Vol. 12, Iss. 6, pp. 685-689.

Gattellari, M., Butow, P. & Tattersall, M. (1999a) “Informed Consent: What did the Doctor Say”
Lancet. Vol, 353, Iss. 9166, p. 1713.

Gattellari, M., Butow, P. & Tattersall, M. (2001) “Sharing Decisions in Cancer Care” Social
Science and Medicine. Vol. 52, pp. 1865-1878.

Gattellari, M., Butow, P. & Tattersall, M., Dunn, M. & MacLeod, C. (1999b) “Misunderstanding
in Cancer Patients: Why Shoot the Messenger?” Annals of Oncology. Vol. 10, pp. 39-46.

Graham, B. (1999) “Why I WeBlog” in Rodzvilla, J. {Ed} (2002) We've Got Blog: How
WeBlogs are Changing our Culture. Cambridge MA: Perseus Publishing, p. 34-40.

Guadagno, R., Okdie, B. & Eno, C. (2008) “Who Blogs? Personality Predictors of Blogging”
Computers in Human Behaviour. Vol. 24, pp. 1993-2004.

Gumbrecht, M. (2004) “Blogs as “Protected Space” Paper Presented at the World Wide Web
Conference New York accessed on 19/07/12 online

http://psych.stanford.edu/~mgumbrec/Blogs as Protected Space.pdf.

Gustafson, D., Wise, M., McTavish, F., Otis-Taylor, J., Wolberg, W., Stewart, J., Smalley, R. &
Bosworth, K. (1993) “Development and Pilot Evaluation of a Computer-Based Support System
for Women with Breast Cancer” Journal of Psychosocial Oncology. Vol. 11, Iss. 4, pp. 69-93.

Halavais, A. (2002) “Blogs and the Social Weather” Paper Presented at Internet 3.0:
Net/Work/Theory Conference. Mastricht: Internet 3.0.

Hammersley, M. (1990) Reading Ethnographic Research. New York: Longman.

Han, J.Y., Kim, J.H., Yoon, H.Y., Shim, M., McTavish, F. & Gustafson, D. (2012) “Social and
Psychological Determinants of Levels of Engagement With an Online Breast Cancer Support
Group: Posters, Lurkers, and Nonusers” Journal of Health Communication: International

Perspectives. Vol. 17, Iss. 3, pp. 356-371.

Harding, S. (1987) Feminism and Methodology. Milton Keynes: Open University Press.



The Diary of ARC House

Haughey, M. (2001) “Building an Online Community: Just add Water” in Rodzvilla, J. {Ed}
(2002) We've Got Blog: How WeBlogs are Changing our Culture. Cambridge MA: Perseus
Publishing, p. 201-209.

Healey, K. (2001) “Participatory Action Research and Social Work: A Critical Appraisal”
International Social Work. Vol. 44, Iss. 1, pp. 93-105.

Helgeson, V. & Cohen, S. (1996) “Social Support and Adjustment to Cancer: Reconciling
Descriptive, Correlational, and Intervention Research” Health Psychology. Vol.15, Iss. 2, pp.
135- 148.

Heron, J. & Reason, P. (2001) “The Practice of Co-Operative Inquiry: Research ‘With’ Rather
Than ‘On’ People” in Reason, P. & Bradbury, H. {Eds} (2006) Handbook of Action Research.
London: Sage Publications, pp. 144-155.

Herring, S., Scheidt, L., Bonus, S. & Wright, E. (2004) “Bridging the gap: A Genre Analysis of
WeBlogs” Proceedings of the 37" Annual Hawaii Internatinal Conference on System Sciences
(HICSS) Track 4. Accessed on 13/07/12 on
http://indiana.academia.edu/LoisScheidt/Papers/169313/Bridging_the gap A genre analysis_of

_weBlogs.

Hicks, S. (1997) “Participatory Research” Journal of Progressive Human Services. Vol. 8, Iss. 2,
pp. 63-78.

Hillan, J. (2003) “Physician use of Patient-Centred WeBlogs and Online Journals” Clinical
Medicine and Research. Vol. 1, Iss. 4, pp. 333-335.

Hoybye, M.T., Johansen, C. & Nhgj-Thomsen, T.T. (2005) “Online Interaction: Effects of
Storytelling in an Internet Breast Cancer Support Group” Psycho-Oncology. Vol. 14, pp211-220.

Irish Association of Social Workers (2007) Code of Ethics. Dublin: Irish Association of Social
Workers.

Jenkins, V., Fallowfield, L. & Saul, J. (2001) “Information needs of patients with cancer: results

from a large study in UK cancer centres”. British Journal of Cancer. Vol. 84, pp. 48-51.



The Diary of ARC House

Johnson, D. & Johnson, P. (1978) Joining Together: Group Theory and Group Skills. New Jersey: Prentice
Hall.

Joinson, A. (2001) “Self-Disclosure in Computer-Mediated Communicaion: The Role of Self-
Awareness and Visual Anonymity” European Journal of Social Psychology. Vol. 31, pp. 177-
192. Joinson (2001)

Katz, J. (2001) “Here Come the WeBlogs” in Rodzvilla, J. {Ed} (2002) We've Got Blog: How
WeBlogs are Changing our Culture. Cambridge MA: Perseus Publishing, p. 17-24.

Killett, A. (2006) “Empowering Young People Through Participatory Research” in Finlay, L. &
Ballinger, C. {Eds} Qualitative Research for Allied Health Professionals: Challenging Choices.
West Sussex: Whurr Publishers Ltd, pp. 171-185.

Kim, J. & Lee, J. (2011) “The Facebook Path to happiness: Effect of the number of Facebook
Frineds and Slef-Presentation on Subjective Well-being” Cyberpsychology, Behaviour, and
Social Networking. Vol. 14, Iss. 6, pp. 359-365.

Kim, S. & Chung, D. (2007) “Characteristics of Cancer Blog Users” Journal of the Medical
Library Association. Vol. 95, Iss. 4, pp.445-450.

Klemm, P., Reppert, K. & Lori, V. (1998) “A Non-Traditional Cancer Support Group: the
Internet. Computers in Nursing. Vol. 16, Iss. 1, pp. 31-36.

Kraut R, Lundmark V, Patterson M, et al. (1998) Internet paradox: a social technology that
reduces social involvement and psychological well-being? Am Psychol 1998;53:1017-1031.

Kraut, R., Kiesler, S., Boneva, B., Cummings, J., Helgeson, V. & Crawford, A. (2002). “The

Internet Paradox Revisited” Journal of Social Issues, Vol. 58, pp. 49 — 74.

Kumar, R., Novak, J., Raghaven, P. & Tomkins, A. (2004) “Structure and Evolution of
Blogspace” Communication of the ACM. Vol. 47, Iss. 12, pp. 35-39.

LeFever, L. (2004) “What are the Differences Between Message Boards and WeBlogs™ accessed
on 20/07/12 online http://www.commoncraft.com/what-are-differences-between-message-

boards-and-weBlogs-15.



The Diary of ARC House

Lepore, S. (1997) “Expressive Writing Moderates the Relation Between Intrusive Thoughts and
Depressive Symptoms” Journal of Personality and Social Psychology. Vol. 73, Iss. 5, pp. 1030-
1037.

Ley, P., Bradshaw, B. & Kincey, J. (1973) “A method for Increasing Patient Recall of
Information Presented to them” Psychological Medicine. Vol. 3, Iss. 2, pp. 217-220.

Lincoln, Y. & Guber, G. (1985) Naturalistic Inquiry. California: Sage Publications.

Lithgow, D. (1996) “Citizen Participation is Power” accessed on 11/03/12 on http://lithgow-

schmidt.dk/sherry-arnstein/ladder-of-citizen-participation.html.

Lundy, P. & McGovern, M. (2008) “The Role of Community in Participatory Transitional
Justice” in Mcevoy, K. & McCregror, L. {Eds} Transitional Justice from Below: Grassroots

Activism and the Struggle for Change. Portland: Hart Publishing.

Maguire, P. (1993) “Challenges, Contradictions and Celebrations: Attempting Participatory
Research as a Doctoral Student” in Park, P., Brydon-Miller, M., Hall, B. & Jackson, T. Voices of
Change: Participatory Research in the United States and Canada. London: Bergin & Garvey,
pp. 157-177.

Martin, M. (1996) “Issues of Power in the Participatory Research Process” in de Koning, K. &
Martin, M. {Eds} Participatory Research In Health: Issues and Experiences. London: Zed
Books Ltd, pp. 82-94.

Mason, J. (1996) Qualitative Research. London: Sage Publications.

Mays, N. & Pope, C. (2000) “Qualitative Research in Healthcare: Assessing Quality in
Qualitative Research” British Medical Journal. Vol. 320, Iss. 7226, pp. 50-52.

McKenna, K. & Bargh, J. (1998) “Coming Out in the age of the Internet: Identity
“Demarginalization” Through Virtual Group Particpation Journal of Personality and Social

Psychology. Vol. 75, Iss. 3, pp. 681-694.



The Diary of ARC House

McKenna, K. & Bargh, J. (2000) “Plan 9 from Cyberspace: The Implications of the Internet for
Personality and Social Psychology” Personality and Social Psychology Review. Vol. 4, Iss. 1,
pp. 57-75.

McLellan, F. (1997) “A Whole Other Story: The Electronic Narrative of Illness” Literature and
Medicine. Vol. 10, Iss. 1, pp. 88-107.

Mills, M. & Sullivan, K. (1999) “The importance of information giving for patients newly
diagnosed with cancer: a review of the literature” Journal of Clinical Nursing. Vol. 8, pp. 631—
642.

Nardi, B, Schiano, D. & Gumbrecht, M. (2004) “Blogging as Social Activity, or, Would you let
900 Million People Read Your Diary?” Computer-Supported Cooperative Work’ 04, November
6-10. Chicago: Association for Computer Machinery.

National Cancer Registry (2011) Cancer in Ireland 2011: Annual Report of the National Cancer
Registry. Cork: National Cancer Registry.

Nie, N. & Erbing, L. (2000)”Internet and Society: A Preliminary Report” Stanford Institute for
the Quantitative Study of Society. Calafornia: Standford University.

Northen, H. and Kurland, R. (2001) Social Work with Groups: Third Edition. New York: Columbia

University Press.

Oakley, A. (1981) Subject Women. Oxford: Martin Robertson.

Park, P. (1993) “What is Participatory Research? A Theoretical and Methodological Perspective”
in Park, P., Brydon-Miller, M., Hall, B. & Jackson, T. Voices of Change: Participatory Research
in the United States and Canada. London: Bergin & Garvey, pp. 1-21.

Park, P. (2001) “Knowledge and Participatory Research” in Reason, P. & Bradbury, H. {Eds}
(2006) Handbook of Action Research. London: Sage Publications, pp. 83-94.

Patton, M. (2002) Qualitative Research & Evaluation Methods: Third Edition. London: Sage

Publications.



The Diary of ARC House

Pennebaker, J. (1997) “Writing About Emotional Experiences as a Therapeutic Process”

Americal Psychological Society. Vol. 8, Iss. 3, pp. 162-166.

Postmes, T., Spears, R. & Lea, M. (2002) “Intergroup Differentiation in Computer-Mediated
Communication: Effects of Depersonalization” Group Dynamics: Theory, Research, and

Practice. Vol. 6, Iss. 1, pp. 3-16.

Powazek, D. (2000) “What the Hell is a WeBlog and why Won’t They Leave me Alone” in
Rodzvilla, J. {Ed} (2002) We 've Got Blog: How WeBlogs are Changing our Culture. Cambridge
MA: Perseus Publishing, p. 3-7.

Rahman, A. (1993) People’s Self-Development: Perspectives on Participatory Action Research:
A Journey Through Experience. London: Zed Books.

Rahnema, M. (1990) “Participatory Action Research: The "Last Temptation of Saint"
Development”. Alternatives: Global, Local, Political. Vol. 15, Iss. 2, pp. 199-226.

Ramon, S., Castillo, H. & Morant, N. (2001) “Experiencing Personality Disorder: A Participative
Research” International Journal of Psychiatry. Vol. 47, Iss. 4, pp. 1-15.

Rheingold, H. (1993) The Virtual Community. New York: Harper Perennial Library

Rogers, C. (2004) On Becoming a Person: A Therapist’s View on Psychotherapy. London:
Constable & Robinson Ltd.

Ruano, S. (1991) “The Role of the Social Scientist in Participatory Action Research” in Foote-

Whyte, W. Participatory Action Research. London: Sage Publications, pp. 210-218.

Rushkoff, D. (2000) “The Internet is not Killing off Conversation but Actively Encouraging it”
in Rodzvilla, J. {Ed} (2002) We've Got Blog: How WeBlogs are Changing our Culture.
Cambridge MA: Perseus Publishing, p. 116-118.

Ryan, G. & Bernard, R. (2003) “Techniques to Identify Themes” in Field Methods. Vol .15, No.
1, pp. 85-109.



The Diary of ARC House

Schiano, D., Nardi, B., Gumbrecht, M. & Swartz, L. (2004) “Blogging by the Rest of us”
Conference Proceedings Coputer-Human Interaction 2004. Vienna: Computer-Human

Interaction.

Sharf, B. (1997) “Communicating Breast Cancer Online: Support and Empowerment on the

Internet” Women and Health. Vol. 26, Iss. 1, pp. 65-84.

Shaw, B., Hawkins, R., McTavish, F., Pingree, S. & Gustaffson, D. (2006) “Effects of Insightful
Disclosure Within Computer Mediated Support Groups on Women with Breast Cancer” Health
Communication. Vol. 19, Iss.2, pp. 133-142.

Sociological Association of Ireland (SAI) (2009) Ethical Guidelines. Cork: Sociological

Association of Ireland.

Spiegel, D., Bloom, J., Kraemer, H. & Gottheil, E. (1989) “Effect of Psychosocial Treatment on
Survival of Patients with Metastatic Breast Cancer” Lancet. Vol.2, Iss. 8668, p. 888-891.

Sprague, J. & Kobrynowicz, D. (2004) ‘A Feminist Epistemology’ in Hesse-Biber, SN &
Yaiser, M.L. {Eds} Feminist Perspectives on Social Research. New York: Oxford University
Press, pp. 78-101.

Stanley, L. & Wise, S. (1993) Breaking out Again: Feminist Ontology and Epistemology.
London: Routledge.

Stoecker, R. (2002) “Practices and Challenges of Community-Based Research” Journal of
Public Affairs. Vol. 6, pp. 219-239.

Stoecker, R., Strand, K., Cutforth, N., Marullo, S. & Donohue, P. (2011) “Origins and Principles
of Community-Based Research” in Stoecker, R., Strand, K., Cutforth, N., Marullo, S. &
Donohue, P. {Eds} Community Based Research and Higher Education. San Francisco: John
Wiley & Sons, pp. 1-15.

Technorati (2011) “State of the Blogosphere Report 2011” accessed on 20/07/12 online

http://technorati.com/social-media/article/state-of-the-Blogosphere-201 1 -introduction/.




The Diary of ARC House

Technorati (2012) “Blog Directory” accessed on 20/07/12 online
http://technorati.com/Blogs/directory/.

The Psychological Association of Ireland (PAI) (2008) Code of Professional Ethics: Dublin: The

Psychological Association of Ireland.

Thoits, P. (1986) “Social Support as Coping Assistance” Journal or Consulting and Clinical
Psychology. Vol. 54, Iss. 4, pp. 416-423.

Thompson, N. (2009) Understanding Social Work: Preparing for Practice: Third Edition.

Hampshire; Palgrave Macmillan.

Trevethik, P. (2005) “The Knowledge Base of Groupwork and its Importance Within Social
Work” Groupwork. Vol. 15, Iss.2, pp. 80-107.

Trevethik, P. (2010) Social Work Skills: A Practice Handbook: Second Edition. Berkshire: Open

University Press.

University College Cork. (2007) An Introduction to Research Ethics at UCC. Cork: University
College Cork.

Walker-Rettberg, J. (2008) Blogging: Digital Media and Society Series. Cambridge: Polity Press.

Walz, T. & Grozes, V. (1991) “The Mission of Social Work Revisited: An Agenda for the
1990°s” Social Work. Vol. 36, Iss. 6, pp. 500-504.

Weinberg, N., Schmale, J., Uken, J. & Wessel, K. (1996) “Online Help: Cancer Patients
Participation in a Computer-Mediated Support Group” Health & Social Work. Vol. 21, Iss. 1, pp.
24-29.

White, S. (1996) “Depoliticising Development: The Uses and Abuses of Participation”
Development in Practice. Vol. 6, Iss. 1, pp. 6-15.

Wiggers, J., Donovan, K., Redman, S. & Sanson-Fisher, R. (1990) “Cancer Patient Satisfaction
with Care” Cancer. Vol. 66, Iss. 1, pp. 610-616.



The Diary of ARC House

Williams, V. (1999) “Researching Together” British Journal of Learning Disabilities. Vol. 27,
Iss. 2, pp. 48-51.

SurveyMonkey (2013) “Survey Design” accessed on 15/07/12 online www.surveymonkey.com

Ziebland, S., Chapple, A., Dumelow, C., Evans, J., Prinjha, S. & Rozmovits, L. (2004) “How the
Internet Affects Patients’ Experience of Cancer: A Qualitative Study” British Medical Journal.
Vol. 328, Iss. 7439, pp. 564-570.



The Diary of ARC House

Appendix 1:

CARL

Research Agreement

Name of student(s):

Rob O’Connor

Name of civil society organization/community
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Date:
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An agreement between Cork ARC Cancer Support House and Rob O’Connor of MSW
University College Cork, Cork.

This agreement relates to arrangements agreed between the student and the group for the execution of
a research project entitled: The Diary of ARC House: A Feasibility Study to explore the development of

internet support (a support blog) at Cork ARC Cancer Support House (Phase 1).

1. It has been agreed that Rob O’Connor will carry out research on behalf of and in participation
with Cork ARC Cancer Support House as follows:

The Project seeks to answer 2 Research Questions:

* Would Cancer patients/relatives make use of a Cancer Support Blog offered by ARC House?

* If yes, what are the key areas of support that cancer patients/relatives find effective and why?

The aim of the project is to create/pilot a support Blog for ARC House for two months, in order to
ascertain the main features that users find helpful/unhelpful? To use this data to evaluate the feasibility

of Cork ARC Cancer Support House offering a support Blog long-term.

The objectives that Rob will undertake to answer the above questions and meet the above aim include:

* Carry out a literature review to identify the general features of Support Blogs that users find
helpful/unhelpful.

* Create/administer an Initial Online Survey to determine if an ARC Blog would be a support tool
that people would use.

* Design/maintain a Support Blog on behalf of Cork ARC Cancer Support House for a two month
pilot period.

* Create/administer a Final Online Survey to determine what features of the Blog users found

helpful/unhelpful.
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¢ Offer an account of our experience of piloting a Support Blog, to inform other Civil Society
Organisations (CSOs) who may be considering same.
* Prepare conclusions/recommendations to inform ARC House of the feasibility of continuing an

online support Blog.

2. The time of the academic supervisor of the student undertaking the research will normally be
provided without charge as part of the student’s degree course at the University.

3. The University will provide accommodation, the use of equipment, the services of technical and
other supplies to the extent that is normally provided for internally based student projects.
Where the provision required for the timely and efficient execution of the project exceeds the
normal allowance for student projects or exceeds the host department’s budget, the client may
be asked to pay for such provision or to join with the University in securing provision from a
third party source. No costs will be incurred without prior agreement. (These additional
provisions will be listed in an appendix at the end of the Agreement if deemed necessary).

4. The name of the student(s) will be listed below. The names of the students, the academic
supervisor, or the University may only be used after obtaining prior approval. Permission to
refer to the University will not be unreasonably withheld.

5. The copyright, or any other intellectual property rights, created by the project will rest with the
University. Free and full use by the Client Group for the purpose declared when the project was
initiated is agreed in advance. Use for any further purpose(s) will be for negotiation and
approval on a case-to-case basis. Permission will not be unreasonably withheld.

6. Use of the project report in other than its complete form will be checked with the University in
reasonable and sufficient time before the intended date of such use to allow discussion as to the
accuracy or suitability of the modified form.

7. Students will normally carry out the project. Notwithstanding the contributions by the
University and its staff, the University gives no warranty as to the accuracy of the project report
or the suitability of any material contained in it for either general or specific purposes. It will be
for the Client Group, or users, to ensure that any outcome from the project meets safety and
other requirements. The Client Group agrees not to hold the University responsible in respect of
any use of the project results. Notwithstanding this disclaimer, it is a matter of record that many
student projects have been completed to a very high standard and to the satisfaction of the
Client Group.

8. Upon completion of the project the student (as well as completing the requirements of his or
her University course) will be responsible for providing the group with a completed copy of their
project report. The student shall provide them with the completed project report within a
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reasonable amount of time, not more than two months after submission of the dissertation to
the University.

9. All parties agree that upon completion of the project, the research report will be placed, with
the approval of the course tutor providing it reaches the requisite academic and presentation
standards, on the UCC CARL website: http://carl.ucc.ie.

Student dissertation submission date: 26" April 2013

Completion date of research report to Group: 26" April 2013

(normally after examinations board has formalised
grade, which is usually 2 months after submission of

dissertation)

Date report to go on CARL website: Date TBC

(normally after examinations board has formalised
grade, which is usually 2-3 months after submission

of dissertation)

Signed on behalf of (the name of Client Group)

Signature: Ellen Joyce
Print Name: Ellen Joyce
Title/Role in Group: Director of Services

Date: 29/05/12
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Signed by student(s)

Signature: Rob O’Connor
Print Name: Rob O’Connor
University Course and Year: MSW 1

Date: 29/05/12
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Appendix 2:

Exit this surve

Cork ARC Cancer Support House
Cork ARC Cancer Support House Support Blog Survey

Cork ARC Cancer Support House is a voluntary organization that provides
support for people with cancer, their family and friends. We provide practical
help, information and emotional support. Our aim is to provide therapies that
complement the medical model, so as to make a difference to the lives of
those affected by Cancer.

Cork ARC is developing a Blog to offer online support to people with Cancer
and their relatives and friends. A Blog is like an interactive online support
network.

Cork ARC's Blog will provide regular posts of information that we hope will be
helpful to you and that you can access at any time. It will also have
descriptions of our programmes and events, as well as links to articles and
other materials, such as graphics and videos or personal stories. Older posts
are then archived and can be accessed at any time.

Our vision is that you can post comments or give your feedback and thus form
a peer network.

Cork ARC's Blog is a support and information service. We do not provide
medical advice.

Your feedback today will be invaluable. The daily demands of those living with
Cancer are ever changing. Your experience is what matters in helping us to
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help others. The questionnaire below is designed to gather your feedback to
help us tailor the Blog to best support you.

Please take a moment to complete the survey below. Your feedback will
influence the design of the Blog so that it acts as a support for those who
need it, in the way that they need it.

PLEASE NOTE THAT ALL SURVEY RESPONSES ARE ANONYMOUS AND
YOUR FEEDBACK WILL REMAIN CONFIDENTIAL.

Thank you

b 3
1. Which category below includes your age?

17 or younger
18-20

21-29

30-39

40-49

50-59

60 or older

I R TR T B B B

2. What is your gender?

Female
Male

3. What is your Country of origin?

=]
£
| 2

b 3
4. Which category below best describes your situation?

- Cancer Patient
" Relative/Friend

= Healthcare Professional
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" Cancer Support Worker/Volunteer

Other (please specify)|

5. Have you used Cork ARC Cancer Support House Services?

Yes, in the past
Yes, | am a current visitor
No

6. Have you ever used the Internet for support in coping?

- Never

= Sometimes
I Regularly
" All the time

7. Do you think Cork ARC's Blog is something you would use in the future?
" Yes
" No

8. Have you ever used a Blog?

~
Yes

No

9. If yes, please state the way in which you used the Blog?

" Jhost my own Blog

" I read other people's Blogs

T post comments on other people's Blogs
-

All of the above
Other (Please state in what way)|




The Diary of ARC House

10. Which factors would be most important in influencing your decision to use a
Cancer Support Blog?

Extremely important  Fairly important Not important

That there is an

alternative to e e e
face to face

support

| can speak to

others in a e e e
similar position
to me
Other (please
<]
i'
speciW)_lL“"" i
b 3

11. What would be the most helpful feature of a Cancer Support Blog?

Extremely Helpful Somewhat Helpful Not Helpful

Share Personal r r r
Stories

To have
contact with a

support
organisation as
| live far away
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Extremely Helpful Somewhat Helpful Not Helpful

To have a

credible

organisation

that | can e s s
contact and

use as a

support

Please Specifyl-

12. If none of the above suggestion would be helpful to you, or you have any
additional suggestions, please state them here.

13. Are there any factors that would put you off using a Cancer Support Blog?

14. Any additional comments/opinions/suggestions?

*
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15. The collection and publication of statistics is part of this survey. Your
anonymity is preserved and you will not be identifiable. Do we have consent to

use your feedback?

= Yes
Done
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Appendix 3:

Exit this surve

Cork ARC Cancer Support House Final Blog
Cork ARC Cancer Support House Final Blog Survey

We have come to the end of the pilot period for the Cork ARC Cancer Support
Blog. We would like to extend a HUGE thank you to all who followed, viewed
and contributed!

The Blog was designed to offer online support to people with cancer and their
relatives and friends. A big feature of the Blog was that it would be shaped by
you, the users. Now that we have reached the end of our pilot, it is really up to
YOU to inform whether or not the Blog will continue. Your feedback today will

be invaluable to us. We encourage you to be as honest as possible so that we
can improve our service.

The questionnaire below is designed to gather your feedback, to aid us in
figuring out if the Blog was a helpful support intervention and in what ways it
was helpful or could be improved.

Also, from running the Blog for 2 months we have noticed patterns in how
people use the Blog. We have drawn some interpretations from these patterns
and we would like to ask you if you agree with these to see if we are on the
right track.

Please take a few moments to complete the survey below. It will take around
10-15 minutes. Your feedback is greatly appreciated as we really want to
provide a support that meets the needs that you identify.
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PLEASE NOTE THAT ALL SURVEY RESPONSES ARE ANONYMOUS AND
YOUR FEEDBACK WILL REMAIN CONFIDENTIAL.

Thank you very much

%k
1. Which category below includes your age?

17 or younger
18-20

21-29

30-39

40-49

50-59

60 or older

i R TR T TR T

2. What is your gender?

Female
Male

3. What is your Country of origin?

=]
£
| 2

%k
4. Which category below best describes your situation?

-
-
-
-

Cancer Patient

Relative/Friend

Healthcare Professional

Cancer Support Worker/Volunteer

Other (please specify)|
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*

5. Have you used the support services of Cork ARC Cancer Support House
Before? (e.g. telephone, Drop-in, Groups, therapies, Counselling).

C Yes, in the past
C Yes, | am a current visitor
r-

No

6. How often did you use the Cork ARC Cancer Support Blog?

r Never
r Sometimes
r Regularly

™ All the time
*

7. Did you find the Cork ARC Cancer Support Blog helpful?

r
r
r

Yes
Somewhat Helpful

No (If no skip to question 9)
b 3

8. How helpful were the below elements of the Blog?

Extremely Helpful Somewhat Helpful Not Helpful

Reading
Personal
Stories

Being able to
Comment and
Share my
Experience or
Feelings
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Extremely Helpful Somewhat Helpful Not Helpful

To Have

Contact with a

Support

Organisation & C C
When | Feel

Unable to Visit

in Person

To be Able to
Remain s s s
Anonymous

Were there any other elements of the Blog that were

5

helpful?.* i

9. Were there any elements of the Blog that were unhelpful?

il
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10. ARC House aimed to make the Blog YOUR Blog for support. Did you feel a
sense of ownership over the Blog Why/Why Not?

il

11. Did you feel a sense of social support (like you were linked to a community of
peers going through similar experiences) by being part of the Cork ARC Blog
community? Why/Why Not?

12. Did you feel comfortable asking questions or commenting on the Blog if you
wanted to? Why/Why not?

13. We noticed that.........

individuals viewed the Blog more than they commented. So we thought that
people preferred using the Blog for support around information rather than peer
support (talking to others). Would you agree with this interpretation? If so
why/why not?

14. We noticed that....

'‘Coping Support’' posts were the most popular posts on the Blog (e.g. Art Therapy
as a Coping Support, Tai Chi as a Coping Support etc). So we thought that coping
supports were seen as one of the most helpful features of the Blog. Would you
agree with this interpretation? If so why/why not?

il
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15. We noticed that.....

some of our Blog posts varied in length. We thought that readers might prefer
shorter rather than longer Blog posts ? Would you agree with this interpretation/
Why/Why Not?

16. We noticed that......

people are beginning to comment and interact with the Blog more now after 2
months. We thought that perhaps it takes time to build up a relationship with a
Blog before interacting with it . Would you agree with this interpretation? If so
why/why not?

4]

17. Do you have any recommendations to improve the Cork ARC Cancer Support
Blog?

18. From running the Blog for 2 months we noticed that people often express
themselves through images as much as words. So we thought a nice way to
finish the pilot period would be to ask you to share an image with us that
represents ‘cancer support’' for you? Please copy the link to this image into the
box below. (Please note that this question is optional).

19. Any additional comments/opinions/suggestions?

il
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*

20. The collection and publication of statistics is part of this survey. Your

anonymity is preserved and you will not be identifiable. Do we have consent to
use your feedback?

" Yes
Thank You for taking the time to complete our Survey!

Done




