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Abstract 

Across the globe, peer support groups have emerged as a community-led approach 

to connecting people with cancer experiences and accessing support.  Members of 

cancer support groups seek to help themselves and each other to reduce the 

negative or disabling effect that cancer may have on general health, relationships, 

coping, and daily functioning. With no centralised registry, the number of cancer 

support groups is unknown but thought to be considerable.  

Peak cancer agencies have established relationships with support groups, in 

an effort to strengthen and sustain delivery of peer support. Agency funding, training, 

resources, and support staff are extended to groups, with the group leader being the 

primary recipient and point of contact. Group leadership is usually provided 

voluntarily by people with a personal experience of cancer. Challenges have been 

reported in maintaining group leaders’ quality of life and preventing burn-out. The 

ability of an individual to function in the role and maintain this role over a period of 

time is important for group sustainability. However, little is known about the essential 

qualities required to lead a cancer support group, or how to determine a person’s 

suitability for the role.  

Initial scoping of the literature revealed the lack of a relevant role analysis and 

no accurate synopsis of the basic knowledge, skills, and attributes required for the 

group leader role. There are no published guidelines, standards, or tools to guide 

selection and development of peer support group leaders. This project aimed to 

generate pragmatic, consensus-based minimum standards for the cancer support 

peer group leader role, and to develop a structured interview and user manual to 

guide the selection and development of cancer support group leaders. The interview 
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was anchored in a comprehensive role analysis and validities were maximised by 

increasing structure in process and use of the interview data.  

Following a systematic review of research relevant to the desirable qualities 

for support group leaders, an online Delphi study was used to reach expert-

consensus on the 52 knowledge, skills, and attributes considered essential for 

cancer support group leaders. These 52 requisite knowledge, skills, and attributes 

describe the minimum standards for the role, and were used to develop the 

structured interview. The structured interview and accompanying user manual were 

piloted for aspects of clinical utility and determined to be appropriate, accessible, 

practical, and acceptable for use by cancer agency workers. The structured interview 

was field tested with 63 current support group leaders to determine a potential cut-off 

score for selection of group leader’s suitability. However, a more comprehensive 

pool of participants and scores are required to determine reasonable cut-off scores. 

This PhD project used pragmatic, novel, and robust methods to respond to a real-

world problem. Our study outputs are a first in the field, with scope for future 

research and development to apply the structured interview more broadly.     
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1 THE RESEARCH PROBLEM 

1.1 Chapter overview 

Cancer is set to become the major cause of morbidity and mortality in the next few 

decades in every region of the world (Jemal, 2014) . In Australia, a rapid increase in 

the number of people living with a cancer diagnosis is expected and will require 

management strategies similar to those of a chronic condition. Currently, there is 

high demand for multi-layered cancer care with limited resources (Hutchison, 

Steginga, & Dunn, 2006; Porter & Lee, 2013). Peer support groups are considered to 

be an underutilised community-based resource that can be of benefit to those who 

choose to access them (Docherty, 2004; Ussher, Kirsten, Butow, & Sandoval, 2006; 

Yaskowich & Stam, 2003). Inconsistencies exist in how cancer agencies work with 

support groups in the community. Group leaders play a key role in offering support to 

group members, but little is known about the qualities required for the role. There are 

no recommendations in regards to who should be encouraged or trained to be a peer 

support group leader.   

In response to these issues, this PhD study was undertaken to develop a 

systematic and acceptable process for selection and development of cancer support 

group leaders that would be valid in a community setting. This first chapter describes 

key factors impacting cancer survivorship, emergence of cancer support groups as a 

way for people to access community-based support, and the central role of the group 

leader. This chapter also outlines the research aims, thesis structure, and study 

scope for this PhD thesis.     
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1.2 Cancer incidence is increasing 

With one in three people directly affected by cancer, the disease is one of the world’s 

most pressing health concerns, killing over 8 million people per year – more than 

HIV/AIDS, Malaria, and TB combined (Jemal, 2014). Cancer is estimated to cost 

world economies as much as US$1.6 trillion annually (Union for International Cancer 

Control, 2014), and this cost is expected to grow exponentially if no action is taken to 

reduce the impact on both individual and broader healthcare budgets.   

Furthermore, the global population is growing and aging, and the incidence of 

cancer is known to correlate with age (Balducci & Extermann, 2000; Eakin et al., 

2006). New cancer cases are expected to reach 22 million in 2030, with up to 75 

million people living with cancer (Jemal, 2014). The United Nations has set target 

goals focused on sustainable development to invest in non-communicable diseases, 

specifically cancer. To address these goals, good health and wellbeing, sustainable 

cities and communities, as well as partnerships have been outlined as broad 

strategies to increase the number of people with access to quality cancer treatment 

and supportive care services.  

In 2017, it was estimated that there were 134,174 new cancer cases diagnosed 

and 47,753 deaths from cancer in Australia, with approximately 410,530 people 

living with cancer (Australian Institute of Health and Welfare, 2017). Survival rates 

have improved due to increased early detection and better access to effective 

treatment in high-income countries (Holland, 2003; Institute of Medicine and National 

Research Council, 2006). Importantly, this improvement in survival rates has meant 

that cancer is now considered a chronic condition (McCorkle et al., 2011). This is a 

significant change in a condition that was previously considered fatal.   
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1.3 Cancer survivorship: multiple factors influence how an individual copes  

Change in the cancer landscape has led to an increase in the continuum of cancer 

care widely known as cancer survivorship. There are many definitions of cancer 

survivorship, with the most inclusive term defined as extending from diagnosis until 

death (Institute of Medicine and National Research Council, 2006). This results in 

more people living with cancer and has also changed the language applied to 

describe the experience from ‘patient’ to ‘survivor’ (Institute of Medicine and National 

Research Council, 2006).  

The term cancer survivorship therefore represents the living of life after a 

cancer diagnosis, encompassing a complex interaction of the physiological, social, 

and psychological effects of the disease (Bloom, 2002; Institute of Medicine and 

National Research Council, 2006). This is a continuous and dynamic process 

resulting in high levels of uncertainty for the individual (Bowman, Deimling, Smerglia, 

Sage, & Kahana, 2003). With more people now living with cancer as a chronic 

illness, consideration needs to be given to how we improve care for those impacted 

(Miller, 2010). Additionally, despite increasingly successful outcomes, cancer 

remains one of the most feared illnesses (Rasmussen & Elverdam, 2007; Tritter & 

Calnan, 2002), and survivors can experience mechanisms of stigma similar to 

HIV/AIDS (Fife & Wright, 2000). This fear and stigma sets cancer apart from other 

chronic conditions. 

Cancer presents many people with a major life stress. An estimated one-

quarter of people with cancer have depression (Mitchell et al., 2011). A study of older 

long-term cancer survivors revealed that approximately 25% of these patients 

presented with clinical levels of depression regardless of type of cancer, ethnicity, or 
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gender (Deimling, Kahana, Bowman, & Schaefer, 2002). Most patients affected by 

depression acknowledge that they have a need for support; however, the degree and 

type of support required can vary between social, interpersonal, or therapeutic 

support (van Beljouw et al., 2010). This indicates the relevance of a tiered model of 

support for cancer patients. Psychological issues such as mood disorders, anxiety, 

and fear of recurrence of cancer can place a heavy burden on the individual’s 

psyche and those with whom they are in a close relationship (Allen, Savadatti, & 

Gurmankin Levy, 2009; Bloom, 2002). In addition, quality of life is often affected and 

influenced by other factors such as: treatment received, disease stage, 

comorbidities, and psychological characteristics of the individual (Miller & Massie, 

2006). Therefore, how one copes with cancer can vary considerably, and is reflective 

of the individual’s adaptation skills, emotional development, previous grief/loss, 

cognitive flexibility, locus of control, and spiritual beliefs (Miller & Massie, 2006; 

Zebrack, 2000). Social and external factors also have a role in providing individuals 

with support and facilitating coping (Zebrack, 2000). A large variation in these factors 

and many others results in unique experiences for every person diagnosed with 

cancer.   

1.4 Cancer survivorship after treatment 

For many cancer survivors, the time after treatment is reported to be more 

challenging than the treatment itself (Institute of Medicine and National Research 

Council, 2006). Reportedly, this is due to survivors needing to cope with the effects 

of cancer and the changes in support they receive. During treatment, patients are 

surrounded by health care professionals, but this level of contact stops once 

treatment ends. This can leave many patients feeling alone as they re-enter their 

lives post-treatment, deal with possible survivorship issues, and experience the 
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stress of day-to-day living. Many survivors are unaware of the issues they may face 

following treatment. In particular, reintegrating socially into society can be 

challenging; changes to roles and relationships can become concerning to the 

individual, with the realisation that things are not “back to normal” as was expected 

(Jefford et al., 2008). Many survivors describe feeling isolated, different, and unable 

to emotionally relate to others (Jefford et al., 2008). However growing evidence 

shows psychosocial support may reduce such stresses and improve quality of life for 

cancer survivors (Spiegel, 2011). An additional challenge throughout cancer 

treatment and recovery is the need to come to terms with many associated losses. 

These can include the loss of a job, physical comfort (i.e. loss of hair, pain, or loss of 

limbs), personal control, relationships, fertility, sexual functioning, and financial 

security (Bloom, 2002; Harpham, 1999).  

Interestingly, some cancer survivors report beneficial changes. These changes 

include a sense of purpose and/or appreciation of life, creating a positive change of 

perspective (Alfano & Rowland, 2006). Many survivors have also reported a new 

found understanding of how precious life is, leading to revised priorities and changes 

to lifestyle, values, and connection to spiritual aspects (Alfano & Rowland, 2006; 

Jefford et al., 2008; Reuben & Leffall, 2006). Whilst each individual may experience 

cancer differently, there are important factors that play a role in how survivors 

experience quality of life. Location of residency, social support, access to health 

care, ethnicity, social-economic status, transportation, lifestyle, and cultural 

differences all have an impact on how one experiences and survives cancer. The 

variability experienced by patients indicates that one model of support would not be 

suitable for all.  
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1.5 Importance of psychosocial care in cancer survivorship 

In the absence of a cure, effective and holistic chronic disease management must be 

addressed for those impacted by cancer. There is a clear need for improved 

outcomes that matter to patients and survivors relative to the cost of achieving those 

outcomes (Porter & Lee, 2013). The importance of psychosocial care as an integral 

part of oncology care has been well described (Holland, Watson, & Dunn, 2011). The 

focus has now shifted towards meeting the needs of patients and families across the 

health trajectory (Chambers et al., 2013).  

There is a wealth of literature on how to identify and address the psychological 

needs of cancer patients in different contexts. However, published guidelines are 

limited (Surbone et al., 2010) and, given the significant variations between survivors 

both within and between countries, the implementation of a one-size-fits-all approach 

to psychosocial care is inadequate. Therefore, there is a need to evaluate models 

that can more easily be absorbed and integrated in diverse, local, and real-world 

settings, especially if we take into consideration the scarcity of health resources 

(Surbone et al., 2010). Some countries have developed clinical practice guidelines 

and standards to guide such care in adults with cancer (National Institute for Health 

and Care Excellence, 2013; Turner et al., 2005); with survivorship guidelines 

emerging with a psychological focus (Ligibel & Denlinger, 2013). In the UK, the 

National Institute for Health and Care Excellence (NICE) (2013) provided guidance 

on cancer services for improving supportive care, with emphasis placed on 

addressing the quality of life of individuals with cancer and their families. The 

International Psycho-Oncology Society developed an International Standard of 

Quality Cancer Care, which has subsequently been endorsed by the Union for 

International Cancer Control. These guidelines and statements provide support for 
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health service providers to ensure that psychosocial care is an integral part of the 

care plan; that care provided is evidence-based and targeted to the unique needs of 

the individual.   

1.6 Demand for individualised cancer care  

Cancer survivors have diverse psychosocial needs, which vary over time, and are 

influenced by life stage, gender, age, and background. This suggests that delivery of 

care should vary depending on the level of need. As such, a tiered model of 

psychosocial care with a multi-disciplinary approach that utilises services in 

partnership across both community and acute settings is essential (Hutchison et al., 

2006). Health care systems are struggling with rising costs, and unsatisfactory and 

uneven quality of cancer care, with the greatest impact felt within low income 

countries (Porter & Lee, 2013). Hence, countries least equipped to respond to the 

financial and human impact of cancer have to manage this alongside significant 

public health and urban sustainability challenges. Cost and access to services 

should be a key consideration in care planning, with importance placed on 

strengthening the most basic universal care. A basic care level includes: patient 

health education, support to validate the emotional experience and allow expression, 

advice for practical concerns, peer support that may be in a group setting or one-to-

one, physical activity and exercise, along with screening and referral. Peer support 

groups are therefore a prime example of a cost effective community service that 

could exist within a tiered model of care.  

Based on current evidence and best practice, universal care should be offered 

and available to those experiencing cancer which then lays the foundation of care for 

more in-depth interventions for those with higher distress or needs. In order to adapt 
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the tiered model to a given setting, oncology and supportive care professionals need 

to shift from identifying the needs of the patient to a solution-based approach for 

people and to explore services provided by communities (Hutchison et al., 2006).  

1.7 Universal care via support groups: what is the model? 

There is considerable variation in the literature as to the definition of a support group. 

The terms support, treatment and self-help group are often used interchangeably 

(Gottlieb & Wachala, 2007; Herron, 2005; Scheidlinger, 2004). References to 

support groups suggest face-to-face meetings of a small number of people who 

share a common affliction, habit, disease, or stressful life event. Interestingly, this 

format is rapidly evolving to include online support groups and larger online 

communities (Lieberman, Wizlenberg, Golant, & Di Minno, 2005). The term can be 

applied to groups that vary in structure, duration, leadership, content, and activities 

(Gottlieb & Wachala, 2007).  

Three categories of support groups are outlined by Cella and Yella (1993): 1) 

self-help groups, 2) professionally led psychosocial support groups, and 3) 

psychotherapeutic groups. Within the context of psychotherapy groups, the 

emphasis is on personal exploration in the context of group interaction with the goal 

of positive change and improved functioning for the individual. In comparison, the 

main purpose of support groups and self-help groups is to provide social support, 

with the aim of assisting participants to find a sense of belonging and meaning rather 

than changing them. Peer-based support groups aim to provide a safe place to 

connect and share with others who have been or are going through a similar 

experience (Davison, Pennebaker, & Dickerson, 2000). Peer groups adopt certain 

aspects of psychotherapeutic and education programs, but should not provide 
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therapy or education. The main characteristic that helps to define the type of group is 

the leadership of the group (Schopler & Galinsky, 1993). Leadership of groups is 

therefore different, with trained professionals leading psychotherapy groups, self-

help groups having no appointed leader, and support groups having a designated 

leader, normally a peer, who adopts a non-authoritarian role within the group (Cella 

& Yellen, 1993). However, it is unclear how support group leaders are designated to 

the role.  

1.8 Application of support groups to cancer 

Support groups have been applied to diverse issues from health-related issues (e.g. 

weight management, substance abuse) to chronic conditions (e.g. diabetes, stroke, 

and cardiac issues), along with AIDS and cancer where the stage of disease impacts 

on whether the condition is treated as chronic or life threatening. Yalom (1995) 

described support groups as an effective support for those with chronic illness and 

therefore of growing relevance to the management of cancer survivorship. Groups 

may complement individual treatment and are a cost-effective means of delivering 

support within the broader health care system.  

Owen et al. (2007) reviewed a large data set from the California Health 

Interview Survey Complementary and Alternative Medicine study (participants 

totalled 9187 including 1844 cancer survivors, 4951 non-cancerous chronic 

conditions, and 2392 non-chronic conditions). Study investigators conducted 

computer-assisted telephone interviews in English, Spanish, Korean, Cantonese, 

and Mandarin with an overall response rate of 77.3%. The study assessed the 

population-level use of health-related support groups among cancer survivors 

compared to survivors with and without chronic conditions. Results provided 
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evidence that characteristics associated with the use of health-related support 

groups were found to be similar for cancer, non-cancer, or other chronic conditions. 

Interestingly, cancer survivors made greater use of community-based support groups 

and were more likely to have used support groups in the last year than healthy 

participants or those with another chronic health condition (Owen et al., 2007). 

Additionally, self-reported physical health was not found to be associated with the 

likelihood of support group participation among cancer survivors. Owen et al. (2007) 

go on to suggest that “support groups have relevance to cancer survivorship 

regardless of the extent to which their health is impacted by their cancer” (p.2587).    

1.9 Accessing cancer support groups 

Assistance in identifying and accessing support groups as a standard of care for all 

patients receiving curative, follow-up, or palliative care for cancer has been 

suggested (Owen et al., 2007). However, physician referral or lack thereof (Gray, 

Fitch, Davis, & Phillips, 1997a; Owen et al., 2007; Steginga et al., 2007) indicate a 

current disconnect between patient care in the health centre and broader support 

services of support groups in the community. Identification of cancer support groups 

is also challenging, with no known registry for cancer support groups available 

nationally or internationally. This means that the number of support groups in 

operation is unknown but thought to be considerable. For example, within Australia, 

a scoping study conducted by Cancer Council Australia, reported approximately 600 

cancer support groups were in operation across the country (Herron, 2005).  

Although a current report is not available, a basic web-search of peak cancer 

bodies that recognise, or affiliate with, community-based support groups indicates a 

large number of active support groups both in Australia and globally. For example, 
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Macmillian Cancer Support in the UK is linked to over 900 support groups. For 

tumour specific support groups, Prostate Cancer UK have links to 128 support 

groups, and Prostate Cancer Foundation of Australia currently reports 170 plus 

affiliated support groups. Within Australia, general cancer support groups are 

reported to be the most common type of support group, followed by breast and 

prostate cancer support groups (Herron, 2005). This is consistent with the types of 

cancer most commonly diagnosed and their survival rates. It is considered that 

support groups may currently be an under-acknowledged and under-developed 

resource in public health.  

1.10 Emergence of cancer support groups  

In response to the need for support during the lived experience of cancer, support 

groups have developed somewhat organically over time and make up part of the 

broader category of self-help groups. Support groups for cancer patients were first 

reported in the 1970’s (Fobair, 1997a) and are considered to be a particularly useful 

intervention. Many people turn to support groups in their local community to better 

cope with the emotional and practical challenges of their disease during and after 

cancer diagnosis and treatment (Barg & Gullatte, 2001; Bell, Lee, Foran, Kwong, & 

Christopherson, 2010; Davison et al., 2000). To reduce the negative or disabling 

effect that cancer may have on general health, relationships, coping abilities, and 

daily functions, members of cancer support groups not only seek to help themselves 

but also each other.  

The motivations and experiences of cancer survivors, specifically Australian 

prostate cancer survivors, in forming community-based support groups has been 

reported (Dunn et al., 2017) to also be in response to a lack of psychosocial 
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oncology care and to have characteristics of an Embodied Health Movement 

framework. However, whether emerging support groups constitute a movement 

requires further investigation in other locales. This notion is not supported in other 

contexts (Oliffe, Gerbrandt, Bottorff, & Hislop, 2010; Oliffe et al., 2008) and hence 

such investigation would help to elucidate the role of culture, class, and gender in 

why support groups are formed.    

1.11 Benefits of cancer support groups   

The benefits of participating in common medical disease support groups including 

cancer, has been assessed previously (Docherty, 2004; Ussher et al., 2006; 

Yaskowich & Stam, 2003). Benefits reported by participants include: receiving 

information about their disease and treatments, obtaining emotional support, and 

learning how others have coped with management of the condition. Additionally, 

patients reported how support groups helped foster a sense of community, create 

hope for the future, and decrease feelings of isolation. Evidence suggests that there 

are psychological benefits to attending a cancer support group, including reduced 

levels of depression for both the patient (Montazeri et al., 2001) and their carers 

(Bultz, Speca, Brasher, Geggie, & Page, 2000), along with enhanced coping (Fawzy 

et al., 1990) and increased quality of life (Vakharia, Ali, & Wang, 2007). Benefits of 

support groups however, are unlikely to extend to increased cancer survival based 

on findings of a large randomised controlled trial (Kissane et al., 2007) and a 

systematic review (Coyne, Stefanek, & Palmer, 2007). 

Ussher, Kirsten, Butow & Sandoval (2006) examined what cancer support 

groups specifically provide that other supportive relationships do not.  The study 

consisted of observation, focus group interviews, and analysis grounded in 
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positioning theory. It used data obtained from 93 interviewees (women n=75; men 

n=18) representing nine Australian cancer support groups. Support groups were 

positioned as providing a unique sense of community, unconditional acceptance, and 

information about cancer and its associated treatments, in contrast to experiences 

outside the group. Importantly, support groups offered increased empowerment and 

agency, which at the same time facilitated positive relationships with family and 

friends by lessening the burden.   

A sense of empowerment, hope, and confidence in attendees of cancer support 

groups has been related to other study findings (Gray et al., 1997a; Mok, Martinson, 

& Wong, 2004) and is thought to be of particular relevance with managing the long-

term burden of survivorship.  Loss of control following a cancer diagnosis has been 

commonly reported (Gray, 1991). Hence, intervention that can increase 

empowerment and feelings of control could potentially be of significant benefit to 

people with cancer (Ussher et al., 2006). Indeed, support groups have been thought 

to facilitate greater participation in community life (Gray, Fitch, Davis, & Phillips, 

1997b) and interconnectedness with others (Mok & Martinson, 2000). Interestingly, 

both professionally trained and peer group leaders were positioned as playing a 

significant role in this constructed community, with no differences reported across 

leader type. Leaders provided personal support, modelling ways of coping, and 

facilitating an open and caring atmosphere with availability outside of the group.   

1.12 Composition of cancer support groups 

Background information on support groups is limited, however, Stevinson, Lydon, 

Amir (2010) found groups to be mostly inclusive in membership, welcoming anyone 

affected by cancer and recognising the positive involvement of partners and family 
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members (Docherty, 2004; Ussher et al., 2006). Groups were found to run for 

extended periods with an average of approximately 10 years. Average attendance at 

meetings was reported to be 19 group members. This was consistent with the 

findings of Butow et al. (2007) that showed 50% of participants thought 9-15 people 

to be the ideal number per group. Closed, time-limited, highly structured cancer 

support groups generally tend to be considered the “gold standard” in the field of 

psychosocial oncology, and by social workers, and psychologists. However open-

ended, drop-in support groups tend to be more feasible for patients in a community 

setting due to the flexibility they offer (Fobair, 1997a). Studies considering the 

different compositions of cancer support groups, have found that there is no “ideal” 

group that produces optimal outcomes (Bell et al., 2010; Butow et al., 2007) nor is 

there a formula to attract a diverse audience. Thaxton et al. (2005) also noted that an 

overarching template should not be developed for cancer support groups.  

Because the nature of support cannot be standardised among all support 

groups, it is thought that members of different groups may receive varying levels of 

benefit. Alternative ways need to be explored as to how support offered in groups 

can be standardised without imposing structure or templates onto the group format. 

The key component of the cancer support group may be the group leader (Butow et 

al., 2006; Lieberman & Golant, 2002; Sherman et al., 2004), and this role may 

present an opportunity for standardisation.  

1.13 The support group leader role 

Herron (2005) broadly defines a leader or facilitator as an individual who leads 

support group meetings, who may be trained or untrained, and who may be a cancer 

consumer or health professional or both. Support groups can be offered by the 
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healthcare system and delivered by professionals with knowledge of the specific 

disease or condition. Health professionals who are group leaders are largely social 

workers, psychologists, and nurses (Herron, 2005). However, more often than not, 

group leadership is provided voluntarily, mostly by those with a personal experience 

of the central topic or issue to the group. These leaders may be experienced 

patients, experienced carers, or community members. Peer-led support groups are a 

less resource-intensive alternative, with the potential to reach more people affected 

by the disease in the community (Gray, 2001). An important distinction is that a peer-

led group can also provide the added benefit of having a leader who may share 

experiences with group members.  

In 2005, Herron reported an approximately even number of Australian peer 

and professional group leaders, with 245 support groups peer-led and 253 groups 

professionally-led.  In 2006, Kirsten et al. reported that of 173 active support groups, 

61% were facilitated by a health professional (i.e. social workers, psychologists, 

nurses), some of whom also had a personal history of cancer. However, these 

figures are clearly out of date and suspected to be inaccurate. The lack of a cancer 

support group registry or comprehensive data means that background, 

characteristics, or experience of current support group leaders in Australia is largely 

unknown.   

Stevinson, Lydon & Amir (2010) investigated the provision of support groups 

for cancer survivors in the United Kingdom, specifically the differences between 

professional and peer-led groups. A study of 315 participants, of which 72.1% were 

peer leaders and 27.9% health professional leaders, showed no differences in the 

number of years of experience leading a support group and previous support group 

training. Instead, peer-led groups were more likely to be run by a committee and 
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provide additional activities, than professionally led groups. More professional 

leaders perceived a need for training than peer leaders, despite similarities in the 

type of training desired. Similarly, Ussher et al. (2006) found no differences between 

professionally led and peer-led support groups with both types of leaders playing a 

significant role in the group. 

Peer-group leaders are typically self-selected and motivated by the desire to 

help others and give back to the community (Zordan et al., 2015). Research 

indicates that experienced patients and carers also lead support groups to achieve 

mastery over their own cancer experience, re-frame a difficult life experience into 

something positive, and learn more about coping with the illness (Remmer, Edgar, & 

Rapkin, 2001). Within Australia, increased survivorship coupled with longevity has 

resulted in increased numbers of retirees, of whom some may choose to become 

involved in volunteer work (Hainsworth & Barlow, 2001) and as a result place 

themselves into a support group leader role that they may know very little about 

(Zordan et al., 2010). In short, there is no process for group leader selection to be 

found in the literature. 

Literature identifies the group leader as a pivotal role for the group (Butow et 

al., 2006; Kirsten, Butow, Price, Hobbs, & Sunquist, 2006; Ussher, Kirsten, Butow, & 

Sandoval, 2008), however, challenges have been reported in burn out and 

maintaining quality of life in group leaders who are mainly volunteers, often with a 

diagnosis of cancer themselves. The ability of the individual to function within the 

role and maintain this role over a period of time is important for group sustainability 

(Zordan et al., 2010). However, little is known about the essential qualities of group 

leaders, the effects of leader behaviour on cancer support group members, or how to 

determine a person’s suitability for the role. 
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1.14 Approaches to improving support group leadership 

Based on professional group facilitation theory and principles, literature has 

recommended training group leaders as a way to support people in the role (Butow 

et al., 2006; Egan, 2002; Hermann, 2002; Klein, 2000; Nichols & Jenkinson, 2006; 

Zordan et al., 2010). However, there is currently no sufficient evidence to show the 

benefit of cancer support group leader training (Delisle et al., 2016).  Zordan et 

al.,(2015) reported on the only randomised control trial (RCT) to be conducted on 

cancer support group leader training and identified issues relating to methodology 

applied, engagement, and lack of basic understanding by participants. Anecdotal 

reports by cancer agency workers raised concern that despite incorporating delivery 

or access to training for group leaders, some leaders remained inappropriate for the 

role.  

1.15 What is currently needed? 

Psychosocial support is already taking place in communities across the globe 

through peer-led cancer support groups. Although not suited to all, many people who 

go through a cancer experience choose to access this form of support. Whilst being 

cognisant of the general structure or framework with which support groups run, 

cancer agencies need to assist but not control support groups. Literature indicates 

that the role of the group leader is pivotal and can provide an avenue through which 

to maximise support offered to the group.    

Investigation into training development and effectiveness, before determining what 

makes someone suitable for the role, appears premature. Unlike professional group 

facilitators who undertake training, the initial step of ‘selection’ for the role has not 

been undertaken for cancer support group leaders. In fact, little is known about the 

essential qualities required for the role. There are no published guidelines, 
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standards, or tools to guide the selection and development of leaders for cancer 

agencies to follow. Organisations providing assistance to cancer support groups and 

their leaders therefore require role specific information and standards to inform the 

selection of leaders and the development of program support. Establishing a process 

of identifying suitable leaders and determining preparedness for the role prior to 

commencement may decrease the likelihood of negative experiences for both the 

leader and group members. 

1.16 Research aims 

As support groups operate in a community context and the leader role is mainly 

occupied by peer volunteers, a pragmatic approach is imperative to the usefulness of 

any study outputs for cancer agencies. This PhD aims develop standard processes 

to improve the selection of peer group leaders. More specifically, this PhD aims to: 

1. Identify and summarise literature describing qualities of cancer support group 

leaders 

2. Identify minimum and best-practice standards for the role of a cancer support 

group leader 

3. Produce, in draft form, a structured interview designed to assess the 

knowledge, skills, and attributes of individuals who seek to undertake the 

cancer support group leader role 

4. Produce, in draft form, a user manual to facilitate standard delivery of the 

structured interview 

5. Pilot test the structured interview to appraise aspects of clinical utility including 

usability and acceptability to end-users 
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6. Field test the structured interview and use results to establish a rational 

scoring model and produce preliminary data on the knowledge, skills, and 

attributes of current cancer support group leaders 

7. Disseminate guidelines and minimum standards to audiences in academia 

and cancer agencies for uptake 

8. Have an accessible study protocol to facilitate knowledge transfer and assist 

others to further develop the structured interview. 

We aim to generate three main study outputs: 

1. Pragmatic, consensus-based minimum standards for the role of a cancer 

support group leader 

2. A structured interview to guide cancer agencies involved in the selection and 

development of support group leaders 

3. A user manual for cancer agency workers conducting the structured interview. 

Four mixed-method studies were undertaken to achieve these aims. These four 

studies were: a systematic literature review, an online reactive Delphi study, a pilot 

study, and a field test. These studies, and how they relate to the PhD aims, are 

described in more detail in section 1.17 below. 

1.17 Thesis structure 

This PhD was successive in nature, with findings from one stage informing content of 

the next.  

Chapter One of this thesis has provided some background, and framed the 

research problem and research aims.  
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Chapter Two provides an overview of the literature with background 

information relevant to cancer support groups and group leaders. The aim of Chapter 

Two is to describe how cancer support group leaders have been previously 

investigated or referred to in the literature.  

Chapter Three describes how our study design for the entire project had a 

pragmatic framework and was tailored to meet the contextual demands relevant to 

the subject through consultation, consensus, and clinical utility.  

Chapter Four describes the protocol that was used to guide all of the studies 

completed within this PhD. By detailing this protocol in full, this chapter describes the 

mixed methodology approach and how it was applied to meet the necessary 

objectives for each study. A peer-reviewed published paper of this protocol is 

included in Chapter Four. Additional detail has also been provided in the chapter to 

explain how the structured interview was developed and how it addressed the key 

components of structure.    

Chapter Five describes the systematic literature review that was undertaken 

to identify initial content relevant to the role of support group leader. This systematic 

literature review, and the qualitative synthesis of results, revealed the specific 

knowledge, skills, and attributes important to the support group leader role. These 

knowledge, skills, and attributes were then grouped into seven major themes or 

qualities. A peer-reviewed published paper of this systematic literature review is 

included in Chapter Five. 

Chapter Six describes the development of pragmatic, consensus-based 

minimum standards for the role of a cancer support group leader. An online reactive 

Delphi study was undertaken with an expert panel to determine consensus. Results 
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were used to identify the requisite knowledge, skills, and attributes for the role, and 

to draft components of content and evaluation for the structured interview. A peer-

reviewed published paper of this Delphi study is included in Chapter Six.  

Chapter Seven describes the development of the structured interview and 

user manual for cancer agencies to use for the selection and development of cancer 

support group leaders. Literature on structured interview development is reviewed, 

with a definition of each component of structure outlined. Components are divided 

into two categories: components that influence content structure of the interview, and 

components that influence the evaluation process.   

Chapter Eight describes how the structured interview and user manual were 

tested for clinical utility relating to appropriateness, accessibility, practicality, and 

acceptability by users. Secondly, field test results are described and provide a 

summary of support group leader characteristics and how suitability of potential 

cancer support group leaders are to be determined.  A manuscript outlining these 

results has been submitted to a journal for review and is included in Chapter Eight.  

Chapter Nine provides a discussion of the project findings in the context of 

existing literature, study strengths, and limitations, as well as suggestions for future 

research.   

1.18 Study scope 

A pragmatic approach was applied to the scope of the project because this is the first 

time either standards or a structured interview for selection and development of 

cancer support group leaders have been developed. Study design and outputs 

focused on being of greatest use to the most people, understanding that further 

development would be needed to tailor outputs to other, specific community-based 
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health groups, or specific population groups. This Australian-based study was 

nation-wide and therefore utilised online and telephone-based data collection. Expert 

panel members from major Australian cities participated in the process of 

establishing consensus for minimum standards for the role and drafting of the 

structured interview. To maximise the total amount and geographical representation 

of support group leader participants for the field test, national cancer agencies with 

the largest affiliated support group networks were engaged. These agencies were 

Prostate Cancer Foundation of Australia and Breast Cancer Network of Australia. 

Current support group leaders, who participated in the field test by way of telephone-

based interviews, were based in metropolitan, regional, and rural locations.  

Based on consultation with cancer agency workers and available literature on 

support group demographics in Australia, it was determined that we would be unable 

to obtain adequate participation numbers for specific population groups to generate 

reliable or valid findings (for example, gender, sexual orientation, culturally and 

linguistically diverse groups).  

Anecdotally, most community-based support groups with links to cancer 

agencies were identified as operating face-to-face groups that predominately 

provided peer support to adults who have experienced cancer. Similarly, the 

foundation of knowledge gathered through peer-reviewed literature related to face-

to-face support groups. Therefore, this study focused on the peer support group 

operating in a face-to-face capacity, with additional types of support groups not 

investigated, for example therapy groups, self-help groups, online support groups, or 

exercise groups.   
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2 OVERVIEW OF THE LITERATURE 

2.1 Chapter overview 

The aim of this chapter is to provide an overview of previous literature, identify 

relevant theories, and consider the recommendations for future research that have 

been outlined by other researchers. In order to understand the state of knowledge on 

peer cancer support group leaders, this chapter explores literature on the role itself 

and the context in which the role operates. Due to paucity of literature specific to 

cancer support groups, the literature search was broadened to cover peer support, 

support groups, and leadership more generally. The following paragraphs 

summarise the relevant individual studies that were identified and provide an 

overview of themes. 

2.2 Scope and methods of this literature overview  

This literature overview provides a panoramic outline of research on cancer support 

groups and cancer support group leaders. The literature search for the literature 

review described in this chapter was ad hoc and exploratory in nature, taking in 

qualitative, quantitative, and mixed methods research to provide an overview 

regarding the area of interest (Brien, Lorenzetti, Lewis, Kennedy, & Ghali, 2010). Key 

words and phrases were used to guide searching: cancer support group leader, 

cancer support group, qualities, review, standards. These search terms were then 

entered into the search engine Google Scholar and databases Medline and 

PsychINFO. Searches of the reference list of key papers were also undertaken.  As 

this literature overview was for the purposes of general scoping, no time or 

methodology restrictions were applied; however, it was confined to English language 

and peer-reviewed literature.  
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General themes relating to the literature on cancer support group leaders 

included: effective cancer support group leaders (see section 2.7.1), the challenging 

characteristics and experiences (see section 2.7.2), and cancer support group leader 

training (see section 2.7.3). Interestingly, a comprehensive or systematic review of 

cancer support group leader qualities was unable to be found. No standards or 

expert consensus relating to the role of group leader were identified (see section 

2.8). Where specific literature on cancer support group leaders was not available, 

themes were broadened to explore literature relevant to group work and leadership. 

The literature overview in this chapter is independent from the systematic 

literature review reported in Chapter Five, with different aims and methods. The 

systematic review in Chapter Five was undertaken to identify and collate literature 

that specifically described qualities of support group leaders. The literature overview 

in this chapter, on the other hand, was undertaken to provide background and 

context for the entire PhD thesis. 

2.3 Overview of theory relevant to cancer support group leaders 

To date there is not a specific or all-encompassing theoretical model developed for 

peer support, with the evolution of group work spanning several behavioural science 

disciplines. The theoretical scope was expanded in order to access all theory 

relevant to cancer support group leaders. Therefore, the next section provides an 

overview of theory relating to peer support, support groups, leadership, personality, 

and group therapy.    

2.3.1 The theoretical basis for peer support 

Descriptive case studies of peer support emerged in the literature as early as the 

1960’s. Chambers et al. (2015) identified six theoretical approaches (or models) that 
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are specifically relevant to how peer support is expressed and consumed: social 

support, the helper-therapy principle, experiential knowledge, social learning theory, 

social comparison theory, and social identity theory (Chambers, Hyde, & Dunn, 

2015). All six theoretical approaches will now be briefly explained.  

Social support theory can be used to explain how peer support encompasses 

emotional, practical, and informational support in a way that facilitates adjustment 

and engagement in active coping strategies (Mastrovito, Moynihan, & Parsonnet, 

1989). Peers with shared experience are perceived as more credible role models 

(social learning theory) (Bandura, 1999) with specialised information and 

perspectives (experiential knowledge) (Borkman, 1999). With significant life 

experiences, such as cancer, disruption of one’s identity can occur and therefore the 

groups in which individuals perceive membership can be derived from these 

experiences. Part of an individual’s self-concept can therefore be drawn from 

membership of a particular peer group (Tajfel, 1974), with peer support offering a 

real sense of belonging and identity (social identity theory).  Additionally, many who 

engage in peer support express their desire to help others (the helper-theory 

principle) and satisfaction with developing interpersonal relationships (Riessman, 

1965). However, a specific or all-encompassing model developed for peer support is 

yet to be described. 

2.3.2 The theoretical basis of support groups  

There are primarily four theories that aim to explain the processes by which support 

groups function and provide a framework to account for attendee benefits. These 

theories are described here and include: Narrative Theory, Social Comparison 

Theory, Helper-Therapy, and Cognitive Theory. First, the Narrative Theory suggests 
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that being given the opportunity to recreate events and extract meaning from 

negative experiences through narrative offers a cathartic experience for group 

members (Yaskowich & Stam, 2003). Some cancer patients report feeling unable to 

communicate with family and friends and find that a support group provides the 

opportunity to talk about their lived cancer experience without censorship. 

Furthermore, identification with others going through the same situation can lead to a 

sense of belonging and a reduction in the social isolation that can come with a 

cancer diagnosis. This is particularly true for those with a sense of stigmatisation 

associated with the cancer (Davison et al., 2000; McGrath et al., 1999; Payne, 

Smith, & Dean, 1999). Understanding that you are not alone in experiencing cancer 

can help relieve isolation and bring a sense of universality (Yalom, 1995).  

Second, the Social Comparison Theory postulates that humans have an 

intrinsic drive to evaluate themselves relative to others, such that individuals seek 

out the abilities and opinions of others to compare with themselves. Comparative 

motivation to seek out opinion is further increased in times of uncertainty or anxiety 

(Festinger, 1954). This theory is therefore relevant to those who seek out others with 

a similar diagnosis via a support group in order to alleviate negative emotions. 

The third theory relevant to the support group model is the Helper-Therapy, 

which suggests benefit is gained for the individual group member in modelling 

certain behaviours and helping other group members (Riessman, 1965). Finally, 

Cognitive Theory focuses on the ideology or meaning developed by the group in 

relation to the shared issue (Kurtz & Powell, 1987). This is a point of distinction for 

support groups compared to one-to-one peer support, in that the collective nature of 

the group itself supports and facilitates positive outcomes. 
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Taken together these theories provide a framework that explains support 

groups and the behaviours of support group members. Sections 2.4 to 2.6 below 

address theory specific to the group leader role.   

2.4 Leadership theory in the context of peer support groups 

A broad exploration of the literature was undertaken on leadership theory, traits, and 

attributes. Surprisingly, a specific and widely accepted definition of leadership 

currently does not exist (Antonakis & Day, 2017). Leadership can be formal or 

informal, goal-influencing, and a contextually rooted process between the leader and 

the group of followers. The study of leadership explores processes and its outcomes, 

as well as how these processes depend on the leader’s traits and behaviours and 

observed attributes, in addition to observer inferences on leader’s characteristics 

(Antonakis & Day, 2017).   

In reviewing the leadership theory, House & Aditya (1997) outline several 

leader theories including 1) leaders are born (trait theory), 2) leaders are made 

(leadership behaviour), 3) leaders are contextual (contingency theories). Additionally, 

the transactional theory of leader-member exchange between leader and 

subordinates provides theoretical foundation for the relationship (Hogg et al., 2005). 

However, translation of these theories into practice has been limited given the 

variations related to the subject matter and places in which the leader operates. 

Theories and descriptions of leadership mainly refer to formal managerial roles 

leading teams of staff in a paid workforce. Based on the work of Rush, Thomas & 

Lord (1977) the implicit theory of leadership assumes that individuals understand the 

characteristics a leader should possess, and that these traits are then used as 

benchmarks to determine or infer leadership.   
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Over decades, several major reviews on leadership traits and attributes have 

been published (Bass, 1990, 1998; Day & Zaccaro, 2007; Hogan, Curphy, & Hogan, 

1994; Judge & Long, 2012; Zaccaro, LaPort, & José, 2013). Meta-analyses have 

provided considerable evidence for the validity of a wide range of leader attributes 

being linked to leadership outcomes. Interestingly, Zaccaro et al. (2013) listed 49 

attributes mentioned in conceptual and empirical reviews of leadership literature. 

Attributes were grouped into sets of cognitive, social, personality, motives, self-

beliefs, knowledge, and skills, and these categories were justified based on the 

functional performance requirements of most leadership positions. It is understood 

that leadership performance requirements necessitate specification of different 

leader attributes grouped into categories of cognitive abilities, personality 

orientations, motives and values, social capacities, and core self-beliefs (Antonakis & 

Day, 2017), to which Zaccaro et al. (2013) add knowledge and expertise.  

Some performance requirements appeared to be more relevant or desirable to 

the support group leader role than others. For example, social capacities such as 

emotional intelligence, self-monitoring, skills in perspective taking, communication, 

and conflict resolution have the potential to be relevant. Additionally, personality 

traits such as sociability and agreeableness to assist in successfully navigating 

social interactions (Judge, Bono, Ilies, & Gerhardt, 2002) would presumably be 

important in a group setting. However, many self-motivational attributes for leaders 

were seen as incongruent to the role and purpose of a support group, such as 

dominance, need for power, and achievement motivation. At a basic level, identifying 

the types of knowledge and skills of cancer support group leaders appeared to be a 

logical first step for our research problem. As an alternative perspective, personality 
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theory was explored to further examine attributes relevant to cancer support group 

leaders.     

2.5 Personality theory relevant to support group leaders 

Personality has been looked at, among other factors, to evaluate leadership. 

Personality traits are conceptualised as stable individual characteristics explaining 

individuals’ disposition to particular patterns of cognition, behaviour, and emotions 

(Hogan, Hogan, & Roberts, 1996). Research has established empirically a five-factor 

structure of personality (McCrae & Costa, 1987), which includes the dimensions of 

Extroversion, Agreeableness, Conscientiousness, Emotional Stability, and Openness 

to Experience. Multiple meta-analyses have been undertaken on personality 

(Hoffman, Woehr, Maldagen-Youngjohn, & Lyons, 2011; Judge, Heller, & Mount, 

2002), and all five facets of the Big Five Model (McCrae & Costa, 1987) have 

displayed high corrected correlations with leader emergence or leader effectiveness. 

Interestingly, extroversion and conscientiousness generally yielded the highest 

corrected correlations with leader outcomes.  

Additionally, individuals high on the dimension of Openness have been found to 

have a positive attitude toward challenging learning experiences (Barrick & Mount, 

1991). The trait of Agreeableness may be of particular relevance to cancer support 

group leaders. Wiggins (Wiggins, 1996) reports the primary motivational orientation 

of agreeable individuals is altruism, with the concern with others’ interest and 

empathy for their condition (Digman, 1989; McCrae & John, 1992). Positive 

relationships have been found between several aspects of Agreeableness and 

charismatic leadership (Ross & Offermann, 1997), along with evidence of agreeable 

supervisors being perceived to be more approachable in the eyes of subordinates 
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(Hogan & Shelton, 1998). However, it is unknown how much of the knowledge 

gained on leadership is relevant to leaders of community-based support groups. 

House and Aditya (1997) outline that leadership theory has been developed within 

the context of Western, industrialised culture with promotion of individualistic values. 

The translation of such theories into the practice of support groups is limited.  

Although there has not been detailed investigation into the personality traits of 

cancer support group leaders, knowledge gained from professional leaders of 

therapeutic groups could be informative.  

2.6 Theory relating to group therapy leaders 

Within a therapeutic context, Lieberman, Yalom and Miles (1973) identified five 

discrete types of leader behaviour: 1) evocative, behaviours designed to action a 

response from group members; 2) coherence-making, behaviour with the intent to 

alter thinking; 3) support, behaviours associated with positive affective gestures; 4) 

management, behaviours associated with group interactions and overall group 

functioning; and 5) use of self, behaviour involved with modelling or demonstrating. 

From this the authors concluded that four dimensions drove a variety of leader 

behaviours: Emotional stimulation, Caring, Meaning-attribution, and Executive 

function. First, Emotional stimulation describes leader behaviour as revealing, 

challenging, participating as a group member and demonstrating emotional release. 

Second, Caring involved offers of friendship, love and affection, protection, and 

expressions of warmth, acceptance and genuineness. Meaning-attribution involved 

leader behaviours that provided concepts to explain, understand, and clarify thereby 

presenting a framework for change. Finally, Executive function included leader 

behaviours related to managing group dynamics and setting rules. Yalom (1995) 

went on to outline three fundamental roles of the group leader being: 1) creation and 
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maintenance of the group, 2) building the culture of the group and developing norms, 

and 3) the activation of the here-and-now. However, the roles outlined are for group 

therapists, in which the role assumes strong influence, employs expert knowledge, 

and facilitates self-reflection of group members as part of a therapeutic intervention. 

The transferability of knowledge gained from theory on leaders of therapy groups is 

not targeted to volunteer leaders of cancer peer support groups.        

2.7 General themes relating to the literature on cancer support group leaders 

2.7.1 Effective cancer support group leaders 

In a review of issues relating to group processes, group management, and 

leadership of cancer support groups, Fobair (Fobair, 1997b) outlined several skills 

for effective group leadership. Leaders of counselling or support groups require skills 

in facilitating, enabling, and validating. However, leaders of educational groups 

require skills to assist members in understanding information. It is challenging 

therefore to define what a support group leader is or does and not surprising that 

comprehensive data on the experience of cancer support group leaders are not 

available. 

Currently, there is a lack of literature on the role of cancer support group 

leaders or the effects of leader behaviour on cancer support group members, with 

three main studies identified (Adamsen & Rasmussen, 2003; Butow et al., 2006; 

Lieberman & Golant, 2002). Lieberman & Golant (2002) first examined the effects of 

leadership behaviour on members, undertaking a cross-sectional study of 269 

cancer patients attending support groups. Members attended from a total of 21 

groups from The Wellness Community which were led by professional group leaders 

trained in methodology specific to the centre. The five-dimension empirical model of 
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encounter-group leader behaviours, developed by Lieberman, Yalom & Miles (1973) 

was used to examine the direct effects of leader behaviour and helpful group 

experience. The study concluded that leaders perceived as being high on meaning 

attribution (provide meaningful structure) and executive management (navigate 

group dynamics and provide group rules) were associated with lower depression, 

increased wellbeing, fewer physical problems, and better functioning of group 

members. Additionally, members fared significantly better when their leader was 

reported to frequently intervene, compare, invite members to seek feedback, 

summarise and provided a framework for change and understanding of members’ 

problems. This led to the important conclusion by the authors that what leaders do in 

their groups has a significant impact on how patients fare (Lieberman & Golant, 

2002). However, it is important to note, given that roughly half of participants (54.5%) 

reported seeking other health professional services beyond the group, such findings 

may not be solely attributed to the group itself.  

In 2003, Adamsen & Rasmussen conducted a qualitative study to describe 

the experiences of 21 patients with cancer and 12 oncology nurses participating in 

self-help groups, with a comparable format to a typical support group.  Facilitators 

were from three hospitals and were required to have at least 12 months experience, 

however, no further information on facilitator training or skill level was reported.  

Leaders in this study were described as open, courageous, committed to work with 

the group over an extended period, able to get close to people, and to be involved in 

the group beyond normal working hours or conventional relationships. The role of the 

nurse within the group was to: provide an environment for a meeting to take place, 

provide professional knowledge on request, approach and organise contact with 

suitable candidates, facilitate expression of emotion, facilitate equality and 
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togetherness within the group, and commit for a period of time to maintain contact 

with the group.   

Zeigler et al. (2004) conducted a small two-part investigation into the 

experience of group members (n=10) and group facilitators (n=2, nurses) of a breast 

cancer support group. Content analysis of facilitators’ journal entries of their personal 

experiences at 6 months and 12-months post initial support group meeting was 

undertaken. This study found that sharing leadership responsibility reduced the 

challenges and unmet needs experienced by facilitators. Specific needs were 

addressed through the exchanges facilitators had with each other and regular 

meetings held with the supervisory body, highlighting co-facilitation to be of benefit.   

Of relevance was the study conducted by Butow et al. (2006) which stated that if 

support group leaders are to continue carrying out their important role there is a 

need for greater understanding. Three specific points of understanding were noted: 

1) essential components of the role, 2) barriers to success, and 3) needs for training 

and support. The study explored the views of 179 leaders of 184 cancer support 

groups in one state in Australia regarding the issues of characteristics, barriers, and 

training needs of leadership. A total of 416 support group members from 50 groups 

completed The Cancer Support Group Survey (Smoczyk, Zhu, & Whatley, 1992) 

which consisted of 40 items assessing organisational aspects of support groups and 

developed from findings of individual interviews, materials accompanying support 

groups, and review of literature. Group leader characteristics rated by participants as 

important or very important included: facilitators providing members enough time to 

talk, welcoming new members, using humour in the group, facilitator’s personality, 

and understanding group members’ individual experience. Qualitative data from this 

study found three main themes as important to effective group leadership: 1) 
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educational qualities, 2) facilitation skills, and 3) personal qualities.  To provide 

further explanation, educational qualities referred to the leader’s ability to impart 

information and organise guest speakers to educate group members.  Facilitation 

skills related to the leader’s ability to ensure the appropriate level and manner of 

member contribution, communication skill, and organisational ability.  Important 

personal characteristics of group leaders included being caring, enthusiastic, and 

available. Of all of the themes, the authors noted personal characteristics to be the 

most important to group members. Whilst characteristics gleaned from this study 

offer important and relevant information, it does not provide a comprehensive role 

analysis or incorporate varied perspectives to provide consensus on the essential 

qualities of cancer peer support group leaders.  

Cella et al.(1993) investigated community-based support groups and asked 

participants to rate their professionally trained facilitators using 13 one-word 

descriptors of facilitator characteristics. Participants rated their group leader’s 

characteristics inconsistently, with lower ratings for confident (65%), fair (44%), and 

active (56%). However, 90% of participants indicated that they found their facilitator 

to be caring, involved, sensitive, and understanding. An extremely positive rating by 

group members was also found by Butow et al. (2006), however, this study provided 

a broader background of group leaders to include both professional and peer-led 

support groups. This study showed that from a group member’s perspective, 

professional background or qualifications did not influence the perception of 

satisfaction of the group leader. In contrast, Ussher et al.(2008) investigated why 

individuals stopped attending or did not attend a support group. Many reasons 

provided by respondents were external to the group such as time constraints, or 

personally feeling like it was time to move on. Of interest, 27% of respondents 
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reported dissatisfaction with the group as their primary reason for no longer 

attending. For these respondents, problems relating to the group leader were 

reported such as lack of organisation, dissatisfaction with the way the group was 

conducted, and male dominance resulting in exclusion of partners. These findings 

provide evidence of the crucial role group leaders’ play within the support group and 

the impact they have in determining group attendance for those that seek this model 

of support during a cancer experience.     

Overall findings in this area are inconsistent, with polarising levels of 

satisfaction with group leaders (Butow et al., 2006; Cella et al., 1993; Ussher et al., 

2008). Group members appear to rate their group leaders very highly (Butow et al., 

2006; Cella et al., 1993) or are dissatisfied to a degree that prevents them attending 

the group altogether (Ussher et al., 2008). There does appear to be a potential risk 

of bias when participants are asked to rate their own leader. Further to this, it has 

been found that both vulnerable and assertive group members often defer to the 

leader as the central figure in the group during challenging conversations 

(Smokowski, Rose, & Bacallao, 2001). It is surmised that given the complex 

relationship between group member and leader, which at times has an imbalance of 

power and authority within the group itself, rating leaders is a difficult task. This task 

is even more problematic given there is currently no agreed definition or set of 

qualities to benchmark peer group leaders against.  Previous research has also 

highlighted possible methodological issues when investigating cancer support 

groups via the leaders themselves (Schopler & Galinsky, 1993). For example, Zeiger 

et al. (2004) reported no barriers or challenges to the leadership process, indicating 

a reluctance to report negative aspects of the role or potential learning opportunities.   
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2.7.2 The challenging characteristics and experiences of group leaders 

Interestingly, not all leader behaviours mentioned in the literature are reported as 

positive. Smokowski et al. (2001) attributed almost all behaviours that led to a 

damaging group experience as originating from the group leader. Negative leader 

behaviour was reported by participants to be not supportive, giving non-helpful 

feedback, criticising, monopolising the group, giving bad advice, pressuring group 

members, and not being competent or qualified. The authors identify two types of 

leaders who were linked to damaging member experience, the passive leader and 

the overstimulating or confrontational leader.  Passive group leaders were described 

as allowing toxic group members to behave in ways that were detrimental to the 

group. By failing to address poor behaviour, group leaders were viewed as 

condoning the behaviour and failing to provide a safe environment for group 

members. Passive group leaders were also seen to be unable to establish the 

group’s purpose, protective norms, and goals therefore creating an environment of 

conflict for group members. In comparison, confrontational leaders tended to impose 

their own values on the group and allow little space for difference.  Additionally, 

leaders with a confrontational style failed to appreciate that the approach taken could 

negatively affect vulnerable members of the group. It should be noted that this study 

was not specific to cancer support groups and included a variety of group types: 

therapy, education, and supervision groups. However, group leaders were not 

required to be trained in group facilitation, dynamics, or group therapy, positioning 

the leader role in this study to be of a similar experience level to peer support group 

leaders. The results of this study provide further evidence that the group leader role 

is central to the group and the experience of its members. Furthermore, the group 
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leader role has the potential to alter the experience of group members to either 

damage or maximise the support provided.      

Within the group, leaders have a considerable amount of power, prestige, 

responsibility, and status, with many not able to manage or even recognise these 

factors (Smokowski et al., 2001). Not surprisingly, alongside the many benefits, 

leaders have reported a range of difficulties associated with cancer support group 

leadership. Some struggle to deal with issues like difficult and demanding 

personalities, unclear group goals, irregular group attendance by members, 

maintaining adequate group numbers, along with group facilitation on disease 

progression and death (Galinsky & Schopler, 1994).  

Available literature indicates that leaders experience challenges in 

maintaining their own quality of life and avoiding burnout. This concern reported by 

leaders is particularly relevant given that workload responsibilities with sole 

leadership contribute to group demise (Galinsky & Schopler, 1994; Kirsten, Butow, et 

al., 2006; Lieberman & Golant, 2002; Maram & Rice, 2002; Oliffe et al., 2008). In 

fact, parallels of stress and burnout of support group leader has been made to health 

professionals (Plante & Bouchard, 1996). Suggestions were raised to counteract the 

negative impact on group leaders through access to co-facilitation and opportunities 

to de-brief, along with a minimum level of staffing, and access to appropriate 

supervision (Plante & Bouchard, 1996).     

In 2006, Kirsten et al. considered the experience of being a cancer support 

group leader and examined challenges associated with the role through qualitative 

exploratory methods. This study provides relevant and specific information on cancer 

support group leaders. Participants included 27 active cancer support group leaders 
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purposively sampled from 173 identified support groups. Leaders involved were from 

varied backgrounds and geographical areas (i.e. urban, rural, and remote). 

Quantitative and qualitative methods (short questionnaire and focus 

groups/individual interviews) were used to collect data and demographic information. 

Focus groups were used to explore commonality of experience among participants 

and a demographic questionnaire assessed the following: group skills training, 

personal experience with cancer, current group commitment, number of co-

facilitators, opportunities to debrief or receive supervision, length of time in the leader 

role, and main roles in the group. Four dimensions critical to aspects of the group 

were used to select a representative cohort to include: group leaders being 

professionally qualified and having a personal experience of cancer or not, 

heterogeneity of group membership, and community versus hospital base. These 

dimensions were previously identified through a stakeholders’ workshop. However, 

the study sample was selected based on the geographical location of only one 

Australian state (New South Wales), with over-representation of participants living in 

urban or larger regional areas.      

Results from the study provided interesting demographic information 

regarding the amount of time leaders spent in the role. The average age of group 

leaders was found to be 58.6 years, with leaders spending on average 26.5 hours 

per month on group activities, in a role that was undertaken between 6 months and 

17 years (mean = 6 years). Many themes emerged from the interviews with 

difficulties identified by leaders to be: dealing with people’s different communication 

styles and needs; dealing with reassurance, metastases, and death; practical issues; 

maintaining personal balance and preventing burn out; establishing and maintaining 

group credibility; group cycles; and leading groups in rural areas.  Specific difficulties 
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for leaders of geographically isolated groups were identified to include the leader 

personally knowing group members. Leaders without professional training and/or a 

personal cancer diagnosis identified more issues relating to group dynamics, 

psychologically unwell members, and counter-transference. The authors suggest 

that training in how to respond appropriately to these issues is likely to be required 

by leaders with and without health professional training. Consistent with previous 

research, the maintenance of adequate group numbers was found to be one of the 

practical challenges in running and maintaining cancer support groups (Galinsky & 

Schopler, 1994). However, these difficulties were placed in the context of the group’s 

credibility among health professionals and organisations and provision of funding. 

Interestingly, leaders argued that formal provision of funding would increase group 

recognition and credibility among key stakeholders, which in turn would serve to 

reduce fluctuations in the group numbers. Kirsten et al. (2006) suggest strategies be 

developed to encourage more trust and contact between medical staff and support 

groups, especially for those operating outside the formal health system. 

Problems reported by leaders pertaining to maintaining individual balance and 

preventing burnout are consistent with findings by Butow et al.(2006) and unrelated 

to the background of leaders. Difficulties, however, are often outweighed by the 

rewards. Rewards include feeling part of members’ lives, own self-development, and 

being part of the process that helps members’ adjustment and empowerment 

following a cancer diagnosis (Kirsten, Butow, et al., 2006). This study was largely 

exploratory in nature with no causal conclusions. Limitations of this study were the 

absence of data on level of education and training of participants, and limited sample 

size. Whilst burnout of leaders was acknowledged in this study, a systematic 

investigation of the psychological wellbeing of cancer support group leaders is yet to 
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be undertaken. It is thought that untrained or ill-equipped cancer support group 

leaders could be further burdened by stress due to lack of skill. Conclusions drawn 

by the authors also suggest a better understanding of the characteristics of group 

leaders which allow them to overcome difficulties would contribute to more effective 

preparation and training. Recommendations are outlined for guidelines and 

interventions to be developed to better address the difficulties identified, and to 

reduce stress and burn out experiences of group leaders. 

Further to this, Maram and Rice (2002) investigated the dilemmas 

experienced by support group facilitators who share the same problem as group 

members, a similar experience to peer leaders. Sixty-seven of five hundred 

professional support groups completed an 18-item questionnaire. Demographics, 

support group data, and information on participants’ experience were collected in five 

areas including: counter-transference, self-disclosure, giving advice, considering 

oneself a group member, and balancing own needs against the needs of the group. 

Open-ended questions allowed participants to provide further information and 

strengthened data collection for this study. The study found that leaders who shared 

the same problem as members struggled significantly more with self-disclosure. 

Furthermore, analysis using Pearson correlation and demographic variables found 

leaders were significantly more likely to struggle with counter-transference if they 

facilitated meetings more frequently or were younger. Interestingly, the longer the 

facilitator had been leading the group, the more likely they were to struggle with 

balancing their own needs with those of the group members. However, it was noted 

that responses to open-ended questions often indicated the facilitator was 

experiencing a higher degree of difficulty than what was indicated on the 5-point 

Likert scale. This possibly indicates reluctances to disclose challenges experienced 



 52  
 

and potential response biases. For those with a personal diagnosis of cancer 

potential concerns raised by group members relating to disease reoccurrence or 

survivorship issues could further compound stress.   

2.7.3 Leader training: A premature step in developing cancer support group 

leaders 

Within Australia, peak cancer agencies who work to serve the community have 

recognised independently run, peer-led support groups as a support option for those 

impacted by cancer. As a less resource-intensive alternative to professional support 

offered in health institutions, community-based peer groups have the potential to 

reach more patients and survivors. The volume of support able to be provided is 

relevant given the predicted ‘tsunami’ of increase in cancer survivors (Bluethmann, 

Mariotto, & Rowland, 2016).  

Literature suggests that ongoing education and training for group leaders, 

regardless of professional or peer background, is beneficial (Coreil & Behal, 1999) 

(Butow et al., 2006; Zeigler et al., 2004; Zordan et al., 2010). In recent times cancer 

agencies have provided funding, training, resources, and support staff to group 

leaders, as a way of strengthening the delivery of support provided by groups. 

Formal training of cancer support group leaders has been introduced by cancer 

agencies as a way to address some of the challenges relating to the role and 

improve the experience of group leaders and members. Training programs have 

typically focused on teaching support group leaders how to structure group 

meetings, manage group dynamics and difficult group members.  

In 2006, Price et al. undertook a review of the support and training needs of 

cancer support groups. The aim of the study was to systematically review existing 
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data and literature on four key areas: 1) impact of different leadership qualities on 

patient outcomes; 2) the needs of support group leaders; 3) interventions developed 

for support group leaders; and 4) available training or support services for group 

leaders. It was noted by the authors that due to the paucity of literature specific to 

cancer support group leaders the search was broadened to include leaders of other 

health and non-health related support groups. A search of three databases (Medline, 

PsychInfo, CINAHL) found eight articles meeting criteria. Only one study was 

identified that evaluated the direct impact of cancer support group leader behaviours 

on group participants (Lieberman & Golant, 2002). Two small studies identified 

several group leader needs including additional training and practical support and 

dealing with common difficulties (Coreil & Behal, 1999; Galinsky & Schopler, 1994). 

Three articles identified in the review most relevant to our topic have been expanded 

and included in the literature overview. Of interest was Galanes (2003) qualitative 

study on qualities of effective group leadership. Peer nominated group leaders 

(women n=13, men n=10) were recruited to participate and complete a semi-

structured interview. Themes generated from data analysis included: a) establishing 

clear and compelling goals; b) group building with recognition of group members 

needs and feelings of inclusion; c) monitoring and managing group interactions by 

encouraging participation and checking in; d) managing group tasks and maintaining 

group focus; e) communication behaviours and personal characteristics to include 

inspiring confidence, motivating without dominating, listening, asking good questions, 

being flexible and supportive, and able to self-monitor. However, authors of the 

review conclude that there is still insufficient data available to identify any differences 

in the needs of cancer support group leaders. Furthermore, it is suggested that more 
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research is needed to provide an evidence-base for group leader training to evaluate 

its impact.  

In 2010, Zordan et al. surveyed a total of 358 support group leaders in 

Australia and found that more than 80% had minimal to no training in support group 

facilitation. This finding was consistent with Stevinson, Lydon and Amir (2010). 

Interestingly, the study also found that leaders ranked access to web-based support 

(i.e. website and DVD plus manual) specific for support group leaders as the most 

preferred type of intervention. A further 45% of leaders stated they would benefit 

from group facilitation training. Limited research suggests the need for ongoing 

training for both professional and peer leaders (Galinsky & Schopler, 1994; Hoey, 

Sutherland, Williams, & White, 2011; Price et al., 2006). Specifically, leaders without 

training experience challenges with group dynamics, countertransference when 

issues of members reflect their own, and dealing with psychologically unwell 

members (Kirsten, Butow, et al., 2006). Importantly, it has been found that leaders 

who are more skilled and experienced create better outcomes for group members 

(Lieberman & Golant, 2002; Sheard & Maguire, 1999).   

Zordan et al. followed up in 2012  to report on their pilot results for the 

development of training and support interventions to address the unmet support and 

training needs of cancer support group leaders. Although rationale for selection of 

interventions came from a number of sources, the authors reported a lack of 

scientific data to support these strategies. It was surmised that inadequate literature 

specific to cancer support group leaders meant that broader leadership literature 

often formed the foundation of the interventions. In addition, the authors commented 

that the majority of literature often stemmed from personal experience or anecdotal 

evidence, lacking strong empirical evidence. The recommendation taken from this 
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study was that any future research should be specific to the role and not adapted 

from other fields.  

There continues to be a scarcity of validated interventions targeting cancer 

support group leaders for cancer agencies to work from. A recent systematic review 

undertaken by Delisle et al. (2016) identified only Zordan et al.’s underpowered 

randomised control trial that evaluated the effects of support group peer-facilitator 

training programs on peer-facilitator and support group member outcomes.  Zordan 

et al. (2015) evaluated the confidence and self-efficacy of 65 cancer support group 

leaders randomised to either a 4 month high-resource intervention (i.e., website, 

discussion forum, 2-day face-to-face training) or a low-resource intervention (i.e., 

website, discussion forum).  No statistically significant differences were found 

between the two groups, or any differences for self-efficacy or confidence of 

facilitators. Interestingly, this finding is consistent with previous ones in that no 

differences in reported difficulties exist between leaders with training or qualifications 

and untrained leaders (Butow et al., 2006). Furthermore, these studies suggest that 

neither training nor personal experience protects against difficulties in group 

leadership.   

Delisle et al. (2016) noted the limitations of Zordan et al. (2015) study to draw 

conclusions about the potential effects of support group facilitator training programs; 

mainly the sample size and participant mix of peer and professional support group 

facilitators. Risk of bias was also rated as unclear for the study related to incomplete 

data, allocation concealment, and sequence generation. Additionally, there was a 

high risk of bias related to blinding of participants, personnel, and outcomes 

assessors (Delisle et al., 2016). Again, this is consistent with Schopler & Galinsky’s 

(1993) earlier findings that methodological challenges exist when investigating the 
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experience of leaders. Zordan et al. (2015) indicate further that leaders operating in 

a volunteer capacity may be even more vulnerable to this response bias due to their 

personal investment in the role. Possible explanations for the findings were that the 

length of intervention for support group leaders was not sufficient, given existing 

literature suggests longer interventions to be more effective (Delvaux et al., 2004). 

Additionally, Zordan et al. (2015) identified the possibility that the workshops were 

too advanced for some leaders, particular those with limited prior training. 

Furthermore, the workshops were designed with an assumption that participants 

would have a basic understanding of group leadership practice (Zordan et al., 2015). 

This basic understanding was not evident, despite participants not reporting the 

training as being too technical or intense. This leads to the question of whether 

support group leaders simply do not know what is required of the role, with some 

potentially not having the basic knowledge or skills needed to benefit from training 

provided. Importantly, despite reported challenges and potential benefits of 

interventions to assist leaders, there was under-utilisation of the interventions by 

group leaders (Zordan et al., 2015). Issues of engagement by a minority of group 

leaders, although not investigated, appear to be present. Zordan et al. (2015) 

reported that some leaders were reluctant to apply training principles to their practice 

despite the empirical evidence presented in favour of the principles.    

2.8 Summary of previous research recommendations regarding cancer 

support group leaders 

Specific recommendations were gleaned from four key papers and assisted in 

defining the research aims for this PhD. First, there is need for a specific and 

comprehensive analysis of the cancer support group leader role, and second that 

development of standards for the role is needed. First, Kirsten et al. in 2006 
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recommended that group leaders could be more effectively prepared and trained if 

there was a better understanding of the characteristics of group leaders that allow 

them to overcome difficulties. A clear need was also identified to develop guidelines 

and interventions to better address these difficulties and to reduce stress and 

burnout experienced by group leaders. Second, Butow et al. (2006) stated that if 

support group leaders are to continue carrying out their important role, there is a 

need for greater understanding of the essential components of the role. Third, 

Zordan et al. (2010) recommended that it may be appropriate to develop a set of 

minimum standards or process of accreditation of cancer support group leaders. 

Furthermore, Zordan et al. (2015) stated that the leaders of cancer support groups 

have been woefully understudied, with further research suggested to address 

barriers to resource usage and methods to overcome these. These seminal studies 

all suggest that there is a gap in the literature in regards to the qualities that make an 

effective and resilient group leader, and that there is a need for standards around 

who is selected as a leader.  

2.9 Conclusions 

Current literature has uncovered variability in the definition of a support group and 

differs markedly in group structure, process, and content. It is not clear which 

support groups produce optimal outcomes given there is no ideal or standard 

support group to benchmark against (Bell et al., 2010). There is strong evidence to 

support the idea that the group leader plays a crucial role in the success of the group 

(Galinsky & Schopler, 1994; Lieberman & Golant, 2002; Price et al., 2006; Ussher et 

al., 2005; Zordan et al., 2010) with leaders expected to have a wide range of skills 

(Butow et al., 2007). Yet studies specific to the role are currently lacking.   
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Most reported studies found are exploratory or descriptive, with research 

being carried out on small sample sizes. A common theme relating to study 

limitations of literature in the field of support groups and group leaders is the 

considerable bias from participants. The desire to positively report or compare leader 

abilities, needs, or characteristics provides an unrealistic and sometimes 

perfectionistic view of the people occupying the role. Importantly, biases exist 

through virtue of self-selection whereby the cancer patient has already chosen to 

attend the group due to positive attitudes about the benefits of support groups and 

adaptive coping approaches (Grande, Myers, & Sutton, 2006). There is a limited 

perspective covered in the literature on the role of group leaders given the broad 

community-setting in which support groups operate and possible stakeholders. For 

example, many studies focused solely on the perspective of the group member or 

group leader.  No study has undertaken a comprehensive analysis of the cancer 

support group leader role with objective input from various experts.  

Findings on cancer support group leaders are buried in the literature and often 

lack specificity to the subject matter, with the constant need to broaden searches to 

other models and types of leaders and groups. As an additional consequence, 

generalisability of studies across group leaders is limited due to findings being 

reported for a single setting or disease. 

Methodological limitations within many studies prevent definitive results or 

application to the context in which community-based support group leaders operate. 

Previous literature in the field has identified the limitations of studies to be the design 

of the studies themselves. In recent years, the objective of supporting leaders in their 

role has focused on training the group leader. Whilst training programs for peer 

support group leaders could increase the effectiveness of groups, there is insufficient 
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evidence to suggest that training alone is adequate to prepare leaders for the role 

and maximise support offered in the group. In addition, some leaders are unclear as 

to what the role requires, have skill deficits, or simply do not engage with the 

intervention provided regardless of its effectiveness. There is perhaps a need to go 

back and revisit Butow et al.’s (Butow et al., 2006) first hypothesis that if support 

group leaders are to continue carrying out their important role there is a need for 

greater understanding the essential components of the role. This literature overview 

failed to identify a systematic or comprehensive summary of leader qualities or 

criteria for the role. In fact, the suggestion that someone may not be suited to the 

role, given its challenges, importance and complexities, has not been raised at all in 

the literature.  

Importantly, a need for minimum standards to be developed was identified in the 

literature, along with maximisation of existing links between other groups and state 

bodies to assist the leadership role (Butow et al., 2006). There is, however, currently 

insufficient evidence to guide cancer agencies on how best to support and work with 

community-based support group leaders. 
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3 STUDY DESIGN 

3.1 Chapter overview 

The literature overview presented in Chapter 2 identified some of the challenges 

associated with the support group leader role and recognised the unique 

environment in which support groups operate. Establishing minimum standards to be 

used across cancer agencies, for the selection of mainly inexperienced peer 

volunteers, poses unique demands on the study approach taken for this PhD. This 

chapter will articulate how we ensured that a pragmatic and real-world approach was 

applied to development of systematic and robust measures to the entire project. 

Importantly, how the contextual demands for cancer agency workers were 

addressed through consultation, consensus, and clinical utility. The importance of 

undertaking a job analysis is discussed, along with the use of a structured interview 

and accompanying user manual. This information provides an introduction to the 

approach taken for the entire study, with detail on study methods described in 

Chapter 4 and Chapter 7.     

3.2 Theoretical framework: A pragmatic approach 

The philosophical perspective adopted by this research was that of a pragmatic 

approach, using complementary methods best suited to the selection and 

development of cancer support group leaders.  Finding practical solutions to a real-

world problem, appropriate to the community context and acceptable to various 

stakeholders was paramount. Therefore, a pragmatic approach guided the use of 

both qualitative and qualitative methods and allowed for integration of different 

perspectives to help elucidate the data interpretation process (Saunders, Thornhill, & 

P, 2009). Pragmatism also linked transparency and replicability of methods as much 
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as possible to establish an agreement of what constitutes good-quality research and 

outcomes for this subject matter (Hammersley, 2008). It was our desire to produce 

socially useful knowledge and outputs that serve to address an actual need. Above 

all, a realistic, respectful, and practical approach was required for it to be 

incorporated successfully into a community health setting.  

3.3 Addressing contextual demands 

It has been suggested that, to some extent, limitations in research on peer support 

arise from the community-based environment and the naturally random dynamics 

that occur (Dunn, Steginga, Rosoman, & Millichap, 2003). Additionally, research 

methods that attempt to transpose experimental paradigms, such as randomised 

controlled design, do not recognise how peer support programs typically develop or 

operate. There has also been criticism of traditional trials lacking relevance in the 

real world (Celermajer, 2001). We need to bridge the gap between research and 

practice (Bero et al., 1998; Grol & Wensing, 2004) whereby methodologies are 

tailored to better suit the naturalistic and community-based context of peer support 

group leaders. This study has utilised three approaches to address the contextual 

demands related to the field: consultation, consensus, and clinical utility. The 

importance of each of these approaches to the selection and development of cancer 

support group leaders is outlined in sections 3.4 to 3.6 below.    

3.4 Consultation 

There was an integration of theory and practical knowledge in both the 

conceptualisation of the project and study design as the PhD student researcher was 

working for a peak cancer body, collaboratively with other cancer agencies, and 

directly with affiliated peer-led support groups. Patton (1999) emphasised the 
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importance of such integration to imply enhanced and deep understanding for the 

researcher. Applied research planning also emphasises that researchers come to 

understand the problem or issue and refine study questions, considering feedback 

that interested parties or end users may provide (Hedrick, Bickman, & Rog, 1993). 

The focus of this research and the criteria for practical significance was set in 

consultation with the key stakeholders. Specifically, cancer agency workers were 

identified as the stakeholder with the greatest investment in the research outcomes. 

Additionally, consultation with cancer agency workers helped to increase the 

likelihood that the study results, once generated, would actually be used to change 

programs and policy (Hedrick et al., 1993). As proposed by Arskey and O’Malley 

(2005) the role key stakeholders play in project scoping provides perspectives of 

others with knowledge of, and a vested interest in, the area under examination. 

Furthermore, capturing and respecting multiple perspectives (i.e. triangulation) 

beyond that of the researchers was also considered an important component of 

quality (Patton, 1999).  

Consultation was included as an agenda item of an already established inter-

cancer agency meeting specifically for cancer support group workers. This 

approached was utilised to reduce the burden of input and maintain consistency 

throughout the entire project. The overall purpose of the meetings was to provide 

peer support on challenges faced in the role, communicate on projects and services 

to reduce duplication and share strategies developed to improve services to cancer 

support groups. The aim of these meetings allowed for relevant and organic 

discussions to occur naturally whilst maintaining the focus on practice rather than 

research. Face-to-face meetings were held quarterly in Victoria, with an open 

invitation provided to all cancer agencies working with support groups. Cancer 
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agencies represented at these consultation meetings were: Prostate Cancer 

Foundation of Australia, Breast Cancer Network Australia, Cancer Council Victoria, 

Ovarian Cancer Australia, Think Pink, Unicorn Foundation, Cure Brain Cancer, and 

Myeloma Foundation of Australia. It should be noted that attendance fluctuated 

between meetings, with a core group of five cancer agency workers attending most 

meetings. 

Consultation provided valuable insights about issues relating to the 

appropriateness of group leaders and engagement with group leaders that literature 

alone would not have alerted us to. Important additional dimensions to the literature 

review process occurred that informed the study design and added value to the 

project aims (Arksey & O'Malley, 2005). For example, contributors approached the 

concept in a more pragmatic and holistic way that encompassed several related 

themes: lack of shared understanding of the role, gaps in staff knowledge and high 

turnover, need for assessment tools, limited capacity of resources and provision of 

support to group leaders, desire for consistency with decision making, and useable 

and acceptable outcomes for cancer agencies. It was also reported that agencies 

wanted to work with group leaders in a more consistent and effective way, 

incorporate evidence into the development of training and support services, 

recognising the need to bring credibility to the peer support group model.  

Consultation also provided multiple advantages such as immediate feedback 

on each stage of project development, endorsement of the project to stakeholders, 

participant recruitment, and direct implementation of study outputs. Additionally, the 

consultation group confirmed that they did not use or know of any comprehensive 

role analysis or standardised selection tool for support group leaders, a finding 

consistent with the literature review.  
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3.5 Consensus 

Use of consensus methods has become increasingly evident as a tool to solve 

problems in health and medicine where definitive information from scientifically 

sound studies is not available (Fink, Kosecoff, Chassin, & Brook, 1984). Consensus 

methods provide a means of synthesising information and way of harnessing the 

insights of appropriate experts to enable decisions to be made (Jones & Hunter, 

1995). The aim of consensus methods is to determine the extent to which experts 

agree on a given issue. The term agreement can take two forms: either the extent to 

which each respondent agrees with the issue under consideration, or the extent to 

which respondents agree with each other (Jones & Hunter, 1995).  

When employed properly, consensus techniques create an environment in 

which experts are given the best available information to make decisions. This in 

turn, allows agreement of developed solutions to controversial subjects that are more 

justified, valid, and credible than they would otherwise be (Fink et al., 1984). These 

outcomes are considered especially relevant to the credibility of the community-

based framework of peer support groups, given challenges reported by leaders 

regarding group credibility (Kirsten, Butow, et al., 2006). Importantly, many 

professional standards and guidelines have relied on consensus methods to help 

choose among the many areas that might be justifiable subjects for evaluation and to 

set standards for quality (Ferri et al., 2005; Fink et al., 1984). Fink et al. (1984) 

outline four major methods or models developed for consensus: Delphi, Nominal 

Group, National Institute of Health Consensus Development and Glaser’s State-of-

the-Art Approach.  
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Several themes emerged that guided the achievement of consensus for this 

project. First, consensus studies should focus on carefully defined problems that can 

be investigated in a timely and economical manner. Scoping for this project enabled 

a concise and manageable approach to determining which elements needed 

consensus. Namely, development of a structured interview and establishment of 

minimum standards. Second, decisions should be justified in light of available 

empirically derived data. Thus, there is a need to search all available information and 

synthesize it into a form that can be used. Current information obtained on cancer 

support group leaders was determined to be insufficient, not comprehensive, lacking 

synthesis, and not presented in a digestible form in order to make decisions. A 

systematic literature review was therefore more suitable for content analysis and 

thematic synthesis than the general literature overview outlined in Chapter Two of 

this thesis (Thomas & Harden, 2008). It is stated that in the absence of such a 

thorough synthesis, participants in a consensus study tend to rely solely on their own 

experience and reading (Fink et al., 1984). This was particularly important given the 

impact of participant biases identified in previous studies. Third, consensus 

participants should qualify for selection because they are representative of the 

subject matter or have power to implement findings. For example, given that cancer 

support group leaders operate within a community-based context, working with 

various stakeholders would broaden the knowledge base, perspectives, and 

credibility of decision making. In fact, Human Resources practices rely heavily on 

consensus of work analysis information in order to make reliable decisions, with trait 

descriptors derived from incumbents thought to lead to lower-quality decisions 

(Dierdorff & Morgeson, 2009). A consensus panel of diverse experts is a first in the 
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field, with previous studies providing perspectives and expertise limited to group 

members or group leaders.  

Objectivity and skill in the administration of the consensus process is required. 

Given that previous research into support group leaders has been met with reported 

biases, objectivity needed to be maximised. For this reason, among others, the 

Delphi technique provided a way for us to remove ourselves as participants with our 

primary focus being coordinating the survey and interpreting results. This objectivity 

was also extended through peer review and thesis examination, with potential 

examiners removed from participating in the expert panel. Further, the level or type 

of consensus must be defined in advance; for this project, consensus was defined as 

75% or more agreement (Diamond et al., 2014). Consensus findings should 

represent clear and specific guides to action. As such, this project aimed to identify 

the specific knowledge, skills, and attributes required of a support group leader and 

determine a practical way of assessing these. This would transform knowledge 

gathered to date from a random collection of desirable qualities or characteristics to 

a more structured, defined, and useable set of criteria.   

Large-scale consensus studies are recommended to seek support by 

professionals and interested parties to help promote results. This project engaged a 

variety of experts for consensus in addition to consultation with cancer agency 

representatives and sponsorship through a relevant peak cancer body working with 

support groups. This study aimed to work with various cancer agencies, contribute to 

literature, and continue to share outputs with those who can benefit. A consensus-

based approach was used for the first time to build specific knowledge on the role of 

the cancer support group leader and a standard by which to assess group leaders at 

a broad community level.  
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3.6 Clinical utility 

Utility is associated with utilitarianism, a notion of trying to achieve the greatest good 

for the greatest number. More specifically, clinical utility literally means usefulness in 

clinical practice or as an intervention (Smart, 2006). The uptake of clinical utility as a 

concept has increased in the healthcare setting for studies of clinical effectiveness, 

economic evaluation, and everyday work practice. Smart (2006) argues that the 

concept of clinical utility must account for practitioners’ perspectives about the 

usefulness, benefits, and drawbacks of an innovation for their working practice. As 

this project sought to introduce a novel selection and development approach for 

group leaders, the perspective of cancer agency workers as the ‘user’ was critical. 

Indeed, the contextual demands of users are influential (Van de Ven, 1986), with the 

needs of users central in decisions to adopt new techniques (Rich, 1997).   

Clinical utility has been conceptualised as a multi-dimensional judgement that 

encompasses four components: appropriateness, accessibility, practicability, and 

acceptability (Smart, 2006). First, appropriateness refers to aspects of effectiveness 

and relevance. Issues such as importance of decision-making relating to selection of 

group leaders and how consistent decisions are across raters are covered under this 

component. Second, accessibility refers to aspects of resource implications and 

procurement, addressing issues relating to the limited resources available to cancer 

agency workers. Third, practicability covers aspects of functionality, suitability, and 

training. Issues considered for users covered completeness of materials and 

instructions, whether it performs the task it is designed for, and whether it can be 

adequately used by workers of varying experience levels. This point was relevant 

given that varying experience and high turnover of staff was identified during 

consultation. Finally, the component of acceptability covers aspects of how users 
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perceive the selection and development process to be acceptable to themselves and 

others such as support group leaders, the cancer organisation they work for, and the 

broader community.  

To date, exploration of contextual demands on the cancer agencies who work 

with support group leaders has not been undertaken despite their central role in 

provision of support, resources, and training. This has ignored the important 

influence agencies have over the delivery of support provided by networks of 

affiliated support groups. Additionally, it has overlooked the potential capacity of 

cancer agencies to drive a collective standard for peer support groups, rather than 

the limited individualist approach of examining single support groups. It was 

proposed that examining the accumulated knowledge, views, and practices of cancer 

agency workers would help to address the shortfall and provide a stronger 

community-based framework.      

However, in order to develop a reliable and practical solution to the problem of 

peer group leader selection, validity must also be considered. The contextual 

demands of a new selection and development tool can be addressed through a 

clinical utility, consultation, and consensus-based approach, but this must be 

coupled with the rigour of maximising components of structure to the interview.  
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3.7 A structured interview and the importance of a job analysis for assessing 

appropriateness to be a cancer support group leader 

Consultation revealed many cancer agency workers engage in conversations with 

potential group leaders but are unsure what information or questions should be 

covered and how to assess the information that is gathered. A useful and common 

method of gaining information and insight is interviewing (Azarpazhooh, Ryding, & 

Leake, 2008).  In essence, an interview would convert the informal conversation 

already being utilised into a more scientific assessment.  

Interviews are the most widely used methods of assessing candidates in an 

employment setting (Campion, Palmer, & Campion, 1997; Huffcutt & Arthur, 1994; 

Macan, 2009; Pulakos & Schmitt, 1995; Van Iddekinge, McFarland, & Raymark, 

2007), yet job interviews are fraught with potential for unreliable and inappropriate 

hiring (Graves & Karren, 1996). The psychometric properties of an unstructured 

interview have been determined to be deficient in predictability (Arvey & Campion, 

1982; Huffcutt & Arthur, 1994; McDaniel, Whetzel, Schmidt, & Maurer, 1994). 

Additionally, inter-rater reliability has been found to be low due to a lack of 

established criteria and differences in interview approaches and evaluation 

(Campion, Pursell, & Brown, 1988; Graves & Karren, 1996).  

There are various qualities that differentiate a structured interview from an 

unstructured interview. Huffcutt and Arthur (1994) define structure to be “the 

reduction in procedural variability across applicants, which can translate into the 

degree of discretion that an interviewer is allowed in conducting the interview” 

(p.186).  However, the construct of structure is more complex than either being 

structured or not structured (Huffcutt & Arthur, 1994). Complexity occurs because 
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structure is conceptualised as a continuous and multi-dimensional construct. Huffcutt 

and Arthur argued that there are two dimensions of structure that relate to the 

degree of discretion permitted when conducting an interview: interview questions 

and response scoring. More recently, Dipboye et al. (2004) described a tighter 

conceptual framework corresponding to the life cycle of an interview, which includes 

interview development, conduct, and evaluation.  

Previous research has provided the conclusion that structured interviews are 

more useful for predicting job performance (Arvey & Campion, 1982). Meta-analysis 

on validity has supported the dominant features and superiority of structured 

interviews (Huffcutt & Arthur, 1994; Hunter & Hunter, 1984; Wright, Lichtenfels, & 

Pursell, 1989). Structured interviews have also demonstrated criterion-related validity 

coefficients comparable to those of cognitive ability tests (Huffcutt & Arthur, 1994). 

Furthermore, structured interviews introduce less biases and discrimination 

(Bragger, Kutcher, Morgan, & Firth, 2002; Kutcher & Bragger, 2004; Reilly, Bocketti, 

Maser, & Wennet, 2006). Therefore, it is in the best interests of cancer agencies to 

use structured interviews rather than unstructured ones when making decisions 

regarding support group leader selection because of the psychometric properties 

inherent in the structure. Development of our structured interview specifically for 

cancer support group leaders will improve the probability that raters will consistently 

arrive at a decision that stems from consensus-based standards.   

A job analysis is a systematic study of a job conducted by experts to discover 

the specifications and skill requirements for the job (Wagar, Schwind, Fassina, 

Uggerslav, & Bulmash, 2016).  A job analysis is a basic requirement for the 

development of valid selection procedures for employment according to professional, 

legal, and testing guidelines. Job analysis can yield realistic job descriptions, which 
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act like road maps for recruitment, selection, and orientation (Pavur Jr, 2010). A job 

analysis should enhance the amount of job-relevant information brought to the 

interview. This can result in the identification of knowledge, skills, and abilities 

related to the job rather than personality traits (Harvey, 1991). Furthermore, 

undertaking a role analysis may allow for a more accurate prioritisation of skills, 

abilities, and competencies (Dierdorff, Rubin, & Morgeson, 2009). Importantly, leader 

performance is improved by attracting the appropriate applicant and preparing the 

new leader for the role. An accurate job analysis, therefore, can improve the success 

of the new leader (Pavur Jr, 2010) and is considered a vital component of structure 

for the development of an interview for cancer support group leaders.  

3.8 A user manual to complement the structured interview 

Dipboye (1992) states that training is probably the most common way to improve 

interviews. Campion et al. (1997) on the other hand, position training as a way of 

ensuring that other components are implemented correctly instead of being a 

component itself. A content analysis of training revealed the key content to be: 1) 

description of background and purpose of the interview (Walters, Miller, & Ree, 

1993); 2) discussion of the interview itself (Pulakos & Schmitt, 1995; Walters et al., 

1993); 3) how to write interview questions (Roth & Campion, 1992) or how to use 

questions already written. Training frequently discusses rapport building, job 

requirements or understanding of job-relatedness (Pursell, Campion, & Gaylord, 

1980), evaluation of answers, use of rating scales and cut-off scores, and avoidance 

of discrimination and bias (Roth & Campion, 1992). Of interest, research has yet to 

demonstrate the unique effects of training of interviewers. Many challenges have 

been identified regarding proper implementation with such challenges as: scores not 

used as intended with decisions based on overall impressions (Latham & Saari, 
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1984); re-formatting questions and answers provided to interviewees (Weekley & 

Gier, 1987); or adding a personal touch and thereby increasing variations in structure 

(Dipboye & Gaugler, 1993). 

Considering the pragmatic limitation of delivering training to all users of the 

structured interview, it was determined that for this project a user manual would 

provide the format for delivery of key information to assist consistency of interviews.  

All suggested training content outlined above was included in the format of a user 

manual. For example, the purpose of the user guide, explanation of a structured 

interview, understanding core elements of structure for the interview, how to score 

responses, and guidance on how to conduct the interview. The manual’s clinical 

utility was then assessed by users during the pilot study and determined to be 

adequate for use (see Chapter 8). 

3.9 Conclusions 

Our study approach was novel, comprehensive, and robust in addressing the 

contextual demands for development of a structured interview and user manual for 

the selection and development for the cancer support group leader role. The specific 

components of structure for interview development and accompanying user manual 

is expanded upon in Chapter 7. The limitations of previous research have been 

noted with a pragmatic framework introduced to ensure the research design is 

applicable to the community-setting. Importantly, key stakeholder input has ensured 

the project meets the actual need, and is relevant and useful. No other study to date 

has tailored and combined these approaches to produce pragmatic and consensus-

based minimum standards for cancer support group leaders. This study approach 

ensured a comprehensive role analysis was undertaken and provided a solid 
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foundation on which to apply mixed study methods, which will be described in the 

Chapter 4.  
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4 STUDY METHODS   

4.1 Chapter overview 

This chapter contains our protocol paper, published in BMJ Open in June 2017 

(Volume 7, Issue 6). This chapter aims to provide a descriptive overview of the 

mixed-methods study used to generate pragmatic consensus-based minimum 

standards and structured interview for the selection and development of cancer 

support group leaders. This chapter clearly outlines the study objectives and 

accepted qualitative and quantitative methodologies used, which were: a systematic 

literature review and qualitative synthesis; online Delphi study; pilot and field testing. 

Details and results of each study will be expanded on in subsequent chapters of this 

thesis.  

Given the project’s strong need for outputs to be useful, acceptable, and 

accessible, it was determined that a protocol paper would be the most appropriate 

way to communicate this information. Previous research has suggested that there is 

a positive relationship between a research protocol and overall quality and 

acceptability of the resulting research study (Ott, 1991). Publishing a protocol 

allowed for the study documentation process to be disseminated to others working in 

the field to assist with the uptake of the structured interview and future development 

of the structured interview. Additionally, it was hoped that methods used for this 

study could be shared and applied more generally to non-cancer specific community-

based support groups. Please refer to Appendix 28 for details on peer reviewer 

comments and responses.  

  



 75  
 



 76  
 



 77  
 



 78  
 



 79  
 



 80  
 



 81  
 



 82  
 

  



 83  
 

5 SYSTEMATIC REVIEW AND QUALITATIVE SYNTHESIS OF SUPPORT 

GROUP LEADER QUALITIES 

5.1 Chapter overview 

Chapter 4 introduced the use of a systematic literature review as a study method for 

this project, as contained within the protocol paper. This chapter will focus on the first 

stage of the project, being the systematic literature review and qualitative synthesis. 

The chapter will consist of a systematic review paper published in Patient Education 

and Counseling in May 2016 (Volume 99, Issue 5). The aim of the systematic review 

was to identify and collate peer-reviewed literature describing qualities of support 

group leaders as part of a role analysis.  

To understand what would make someone suitable for the role, we looked for 

three types of basic competency categories relevant to and representative of the 

support group leader role. The three categories were knowledge, skills, and 

attributes. The category of ‘knowledge’ refers to particular knowledge that can be 

applied to support group activities undertaken by the leader, for example 

understanding confidentiality. The category of ‘skills’ refers to abilities needed to 

execute role duties, such as listening. The category of ‘attributes’ refers to 

characteristics that a group leader must display in the role, such as being warm. 

Knowledge, skills, and attributes needed to undertake the role were then able to be 

separated into two areas: selection of peer group leaders, and development of peer 

group leaders already in the role. Overarching themes across the three categories 

are referred to as ‘qualities’. Information gleaned from this literature review was 

crucial for collating role-specific content to assist the expert panel in the online 
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Delphi study outlined in Chapter 6.  Please refer to Appendix 29 for details on peer 

reviewer comments and responses.   
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6 EXPERT AGREED STANDARDS FOR THE SELECTION AND 

DEVELOPMENT OF CANCER SUPPORT GROUP LEADERS    

6.1 Chapter overview 

In the previous chapter, a description was provided of how knowledge, skills, and 

attributes of cancer support group leaders were deduced through a systematic 

literature review. The next step of the role analysis required identification of the 

necessary or requisite knowledge, skills, and attributes for the cancer support group 

leader role by an expert panel. This chapter reports on the methods and outcomes of 

the online reactive Delphi study. This study utilised a consensus-based approach to 

ensure input from multidisciplinary experts. The consensus of many experts 

facilitated the production of a thorough role analysis and worked to ensure that the 

developed standards were timely in completion and relevant to support groups that 

serve diverse communities and varied structures.  

Chapter 6 of this thesis consists of an online reactive Delphi study paper 

published in Supportive Care in Cancer in January 2018 (Volume 26). As described 

in the protocol in Chapter 4 of this thesis, the first aim of this Delphi study was to 

develop pragmatic, consensus-based minimum standards for the cancer support 

group leader role. The second aim was to produce, in draft form, a structured 

interview designed to assess the knowledge, skills, and attributes of individuals who 

seek to undertake the role. The objective was to systematically appraise the 

deduced knowledge, skills, and attributes from the systematic literature review and 

combine the evidence with expert opinion to derive both evidence- and consensus-

based minimum standards for the selection and development of cancer support 

group leaders. Experts confirmed 52 knowledge, skills, and attributes as minimum 
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standards for support group leaders along with aspects of content and structure of 

the structured interview. Expert feedback provided further refinement of wording, 

reordering of questions, and improvement of probing questions.  

6.2 Appendices for this chapter 

A number of appendices relating to the Delphi study have been included with this 

thesis. Participants of the Delphi study were provided with a plain language 

statement (Appendix 3), received an email inviting them to take part in the study with 

instructions on how to complete the questionnaire for Round 1 (Appendix 4) along 

with the Delphi study questionnaire for Round 1 (Appendix 5). For Round 2 of the 

Delphi study, participants were provided with emailed instructions (Appendix 6) and 

the Round 2 questionnaire (Appendix 7). For the final Round 3, participants were 

again emailed instructions (Appendix 8) and provided with Round 3 questionnaire 

(Appendix 9). Collated information from previous rounds was presented in 

accompanying attachments, being the table of determined knowledge, skills, and 

attributes for cancer support group leaders (Appendix 10) and drafted structured 

interview (Appendix 11). Please also refer to Appendix 30 for details on peer 

reviewer comments and responses relating to the Delphi study paper.  
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7 THE STRUCTURED INTERVIEW and USER MANUAL 

7.1 Chapter overview 

The aim of this PhD study was to develop a structured interview for cancer agencies 

to use for the selection and development of cancer support group leaders. To do 

this, the literature on structured interview development was reviewed. This chapter 

defines the different components of structure for the development of the structured 

interview. Components are divided into two categories: components that influence 

content structure of the interview, and components that influence the evaluation 

process.   

7.2 Appendices for this chapter 

A number of appendices relate to the development and refinement of the structured 

interview and user manual throughout the entire project. In this Chapter, we refer to 

the drafted structured interview and user manual that was developed as an output 

from the Delphi study (Appendix 15 and Appendix 16). This version of the structured 

interview was also used for piloting purposes to determine clinical utility and reported 

in Chapter 8. Please note, ongoing refinement and revisions to the structured 

interview and user manual occurred at various stages of the entire project, with the 

final version of the structured interview contained in Appendix 22 and final version of 

the user manual in Appendix 23. 

7.3 Addressing Elements of Structure in Interview Development 

Campion et al. (1997) undertook a thorough review of the literature and determined 

there to be 15 components of structure. These components were divided into two 

categories: components that influence the content of the interview or “the nature of 

the information elicited” (p.656) and components that influence the evaluation 
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process or “the judgement of the information elicited” (p.656). Seven components 

influence the content of the interview: a job analysis; using the exact same 

questions; limit prompting and follow-up questions; using better types of questions; 

using a longer interview or larger number of questions; controlling ancillary 

information; and not allowing questions from candidates during the interview. Eight 

components influence the evaluation of responses: rating each answer or using 

multiple scales; using detailed anchored rating scales; taking detailed notes during 

the interview; employing multiple interviewers; using the same interviewers for all 

candidates; not discussing candidates or answers between interviews; providing  

training; and using statistical prediction to combine interview data rather than clinical 

prediction. Each component has unique impact on the reliability, validity, and user 

reactions, as outlined in Table 1 reproduced from Campion et al. (1997).  

 

This study aimed to optimise all 15 components of structure in development of our 

structured interview. A description of each component is provided below along with 

an explanation of how these components were addressed in the development of the 

structured interview and user manual.   
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7.3.1 Base questions on a job analysis 

Two levels of structure relate to the component of base questions, either a job 

analysis can inform the development of questions or there are at least three 

unstructured alternatives. These alternatives include: 1) interviews being conducted 

by psychologists focusing on personality traits; 2) traditional unstructured questions 

not based on job analysis; 3) interviewers ask questions based on an intuitive 

approach. This study achieved the highest level of structure through a 

comprehensive job analysis. A variety of job analysis methods can be used to 

develop a structured interview as long as it includes a determination of knowledge, 

skills, and attributes upon which to base interview questions. The knowledge, skills, 

and attributes found to be ‘critical’ at the start of the role or job are the aspects that 

should be discovered during this job analysis and covered by the structured interview 

questions. Critical incidents are actual job situations that show how effective or 

ineffective an individual is in a specific aspect of work. The critical incident method is 

a procedure used to develop questions from knowledge, skills, and attributes 

(Outerbridge, 1994). A systematic literature review was undertaken to identify the 

initial pool of knowledge, skills, and attributes from the existing body of knowledge. 

However, Weekley and Gier (1987) suggests meeting with subject-matter experts as 

a common method to collect incidents and undertake a job analysis. An expert panel 

was established for this study, specific to the cancer support group leader role, with 

consensus established for requisite knowledge, skills, and attributes.  

Development of job-related questions from critical incidents has been 

described as “an art requiring some literary licence” (Latham & Saari, 1984). This 

task was undertaken by the PhD student researcher through combining her 

experience and knowledge as a psychologist, a cancer agency worker, and 
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researcher. Once drafted, all job-related questions where subsequently reviewed by 

the expert panel to determine suitability, with consensus established on all 

questions.  

To maximise results, a contextual job analysis was undertaken to make the 

job realistic and relevant to a community-based environment (Pavur Jr, 2010). For 

example, Delphi questionnaire instructions provided to the expert panel positioned 

the role realistically in the community, “Before providing responses, please consider 

the role of the group leader within the context of a cancer support group. Please note 

that many groups operate independently in the community, at minimal cost, and in a 

limited peer volunteer capacity. The provision of medical/counselling knowledge or 

advice is not considered to be part of the role of the cancer support group leader.” 

The structured interview questions developed have a direct link to the critical and 

necessary knowledge, skills, and attributes required for the cancer support group 

leader role. Additionally involving the expert panel in the job analysis has increased 

their acceptance and confirmed agreement of the analysis to be appropriate and 

valid (Campion et al., 1997).  

7.3.2 Ask Exact Same Questions 

A basic component of structure is the standardisation of questions, with the highest 

level of structure achieved through the exact same questions being asked of each 

candidate in the same order. This component converts the interview from a 

conversation into a scientific assessment. It may reduce contamination by preventing 

discussion of unrelated topics and other biasing influences, a situation often reported 

anecdotally by cancer agency workers. Additionally, this component may increase 

reliability between interviewers as well as interviews conducted with different 
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candidates. Importantly, by asking the same questions it limits sources of bias in the 

interview and provides fairness by way of asking the same questions of each 

candidate.    

7.3.3  Limit Prompting, Follow-up Questions and Elaboration 

Several levels exist to the component of prompts, with the highest level prohibiting 

any prompting, follow-up questioning or elaboration. Reliability may increase by 

decreasing variation on the types and extent of prompts used. To provide an 

environment in which to elicit enough relevant information from the candidate, the 

second, less stringent, level was applied to the development of the interview for 

support group leaders. By which, suggested probes were provided and revised to 

meet expert consensus requirements and enhance the conversational style deemed 

important by users. The intention of prompting was to clarify answers and seek 

information from interviewees. For example, “Can you tell me more? Can you give 

me some examples?”  The follow-up questions or probes were standardised for each 

question to guide interviewers to maintain consistency. Probes were also kept 

neutral to provide equal encouragement and opportunity to elaborate on answers for 

all interviewees. 

7.3.4 Use Better Types of Questions 

Interview questions should be developed from behaviours determined during the job 

analysis to be critical to the performance of the job. There are four types of interview 

questions: situational, past behaviour, background, and job knowledge. A variety of 

types of questions was used for this structured interview and was consistent with 

psychologists’ recommendations (Campion et al., 1997). However, certain types of 

questions are more structured than others, with enhancement of validity occurring 
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when questions relate to the role. Researchers have found that the most predictive 

questions are behavioural or situational in nature (Campion et al., 1997). First, 

situational questions are highly structured due to their specific nature. These 

questions pose hypothetical situations that could occur in the role and interviewees 

are asked what they would do in this circumstance (Latham, Saari, D. Pursell, & A. 

Campion, 1980). For example, a question relevant to the role may be, “In a group 

meeting, how would you show support to someone who has received some bad 

news?” Second, past behaviour questions ask interviewees to describe what they did 

in past jobs relevant to requirements of the current role being sought (Janz, 1982). 

Past behaviour questions were important given that many group leaders volunteer 

and do not have previous experience in the role but can build on transferable skills 

from other roles. For example, “Can you give me an example of planning and 

organising a group activity, either in a work, volunteer, or social capacity? What did 

you do and what was the outcome?” 

Third, background questions typically focus on work experience, education 

and other qualifications. This was systematically achieved through demographic 

questions prior to the interview, with data collected used to provide a summary. 

Questions were developed from previous research on group leader demographics to 

ensure adequate coverage of relevant information (Kirsten, Butow, et al., 2006; 

Stevinson et al., 2010; Zordan et al., 2010). Fourth is role knowledge questions, 

where interviewees are asked to describe or demonstrate their role knowledge. A 

pertinent example of a role knowledge question developed to address the requisite 

of confidentiality was “What is your understanding of confidentiality as it relates to a 

support group?”  Another question deemed relevant was willingness questions 

based on the role mainly being undertaken in a volunteer capacity and previous 
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issues of engagement with training identified in the literature (Kirsten, Butow, et al., 

2006; Zordan et al., 2015).  For example, “If assistance for the role were available 

would you be willing and available to access support either now or in the future?”   

Outerbridge (1994) also described six important characteristics of questions 

considered important for question development. Specifically, questions should be: 1) 

realistic; 2) to the point, brief, and unambiguous; 3) complex enough to allow 

adequate demonstration of the ability being rated; 5) tried out on job incumbents to 

check for clarity, precision of wording, and appropriateness; and 6) not dependent 

upon skills or policy that will be learned once in the job. These characteristics were 

important to address in question development for this structured interview given the 

pragmatic framework of the project. All questions were worded so that potential 

group leaders would clearly understand what was being asked. The use of 

acronyms, terminology, or jargon was avoided with the intention of making it as easy 

as possible for interviewees to understand the question. Open-ended questions were 

also developed to allow the candidates to reveal more about themselves and gather 

more information (Outerbridge, 1994). 

Finally, all questions developed related specifically to the job analysis and the 

knowledge, skills, and attributes determined by the expert panel to be required for 

the cancer support group leader role. Therefore, no questions contained inquiry that 

could be biased or discriminatory in nature, thus increasing fairness of the interview 

(Kutcher & Bragger, 2004). For example, no questions were asked relating to mental 

health, disability, criminal record, or religious views.            
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7.3.5 Use Longer Interview or Larger Number of Questions 

Within reasonable limits, longer interviews are considered more structured as they 

obtain a larger amount of information. Reporting on the time taken can also assist 

with internal consistency, allowing equal time to interviewees. Length can be 

reflected in either the amount of questions or time involved in its administration.  

Campion et al. (1997) found that two-thirds of interviews in the literature were 

between 30 and 60 minutes, with half between 15 and 20 minutes.  The number of 

questions suggested was eight to fifteen to keep within a reasonable timeframe. 

These previous indications for timeframe and number of questions were used as an 

initial guide in the development of the structured interview. However, consideration of 

interview length relating to contextual demands was achieved though expert 

consensus and assessed through clinical utility.   

7.3.6 Control Ancillary Information 

A threat to structure is the uncontrolled use of ancillary information such as resumes, 

awards, personal recommendations, and so forth. Two problems occur when 

ancillary information is reviewed: 1) it confounds the interpretation of the value of the 

interview with validity possibly attributed to things other than the interview itself and 

2) it creates unreliability if not available equally to all candidates. It is therefore 

suggested that ancillary information be withheld. Although not a circumstance 

deemed as highly likely to the selection process of the cancer support group leader 

role, the concept of determining suitability based on the interview conducted rather 

than other potentially biased information is an important one. It was considered a 

point of guidance for interviewers and was emphasised in the user manual.  
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7.3.7 Do Not Allow Questions from Candidates until After the Interview 

Responding to questions from interviewees can change the interview content in 

unpredictable ways. Therefore, structure can be enhanced by not allowing questions, 

but instead allowing time outside the interview. It was considered a point of guidance 

for the interviewee and interviewer via the user manual. 

7.3.8 Components of Evaluation  

7.3.8.1 Rate Each Answer or Use Multiple Scales 

There are two elements to this component, with three common levels. First, ratings 

can be made on each answer or on the entire interview. Second, multiple ratings or 

only a single rating can be made. However, higher levels of structure are achieved 

through rating each answer with scales tailored to each question. This is due to 

judgements made on specific responses are considered less cognitively complex, 

compared to multiple ratings.  Therefore, individual ratings were developed for all 

questions. A simple 0-2 point-based rating scale was used. The rating scale was 

kept to a minimum to ensure levels could be defined, meaningful, and consistently 

assessed (Valadez, 1987). For example, a score of ‘0’ indicated the interviewee was 

unable to provide examples of knowledge, skills, and attributes, a score of ‘1’ 

indicated some aspects of the knowledge, skills, and attributes were reflected in the 

response, score of ‘2’ indicated the interviewee demonstrated most or all aspects of 

the knowledge, skills, and attributes. The exception was interviewer observations 

questions which were rated as either Observed or Not Observed. This was due to 

interviewers’ likely limited observations of the interviewee during the selection 

process and assumed difficulty of rating degree.  
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The second level of structure was applied to make multiple ratings at the end. 

The third level is to make one overall judgement at the end. In this instance, an 

overall judgement was established based on an ordinal scale for categories of 

suitability (i.e. Highly Suitable, Suitable) and Readiness (i.e. Ready, Ready with 

Support, Not Yet Ready). An overall judgement based on statistical procedures that 

combined data from structured components was deemed a useful measure to guide 

decision-making until an appropriate scoring matrix is developed.   

Dimension scores are desired to match attributes to job requirements, provide 

feedback to candidates, or understand results in detail. For example, we wanted to 

determine separately: 1) the suitability of the potential group leader and 2) the 

readiness of the potential group leader. Therefore, as suggested, each question was 

rated and then questions that had bearing on either the suitability or readiness 

dimension were summed separately to produce two scores, one for suitability and 

one for readiness.  

7.3.8.2 Use Detailed Anchored Rating Scales 

Anchored rating scales use behavioural examples to illustrate scale points and work 

to reduce ambiguity and difference. Anchored rating scales enhance objectivity and 

reliability and should therefore reduce biases. On a practical level it also eases the 

difficulty of judging answers, considered important given variations in experience and 

knowledge reported by cancer agency workers during consultation. To develop such 

scales involved generation of example answers based on the researcher’s clinical 

experience and then selecting answers that were unambiguous. Then the ‘goodness’ 

of those answers was judged by experts as part of the Delphi study and achieved 

consensus. There are at least four types of anchors that can be used: example 
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answers or illustrations; descriptions or definitions of answers; evaluations of the 

answer; and relative comparison.  As it was deemed impractical to provide all 

possible responses or answers given the variable structures of the support groups, a 

pool of example answers was provided. Campion, Pursell, and Brown (1991) state 

that it is not essential to describe all level answers as long as the other levels provide 

adequate anchor points for making a rating decision on any of the levels. For 

example, for a score of ‘1’ the interviewee displayed an adequate though not 

comprehensive number of responses listed for a score of ‘2’ (e.g. two to three of the 

responses listed for a score of ‘2’).  

7.3.8.3  Take Detailed Notes 

Structure can be further enhanced through note taking as it increases memory recall 

and requires justifying the ratings. Additionally, it can assist the interviewer to focus 

on the answers rather than recording judgements, thus increasing accuracy. More 

structure is given when note taking occurs for each answer. To cover this 

component, the user manual directs interviewers to take notes throughout. In 

addition, space was allocated under each question or scenario in the structured 

interview form for the purpose of note taking. 

7.3.8.4  Use Multiple Interviewers 

The use of multiple interviewers is favourable as it helps to reduce the impact of 

biases and cancels out random error when judgements are aggregated. Recall of 

information is thought to be better with multiple interviewers, with the range of 

information and perspectives likely to increase accuracy. The higher level of 

structure is a panel interview and a lower level is one interviewer. However, there is 

inconclusive evidence for the validity benefits of multiple interviewers particularly 



 127  
 

when structure on other components is high. Therefore a pragmatic approach was 

taken in response to this component. First, a panel of interviewers may place undue 

stress on interviewees. Second, the limited staffing resources mean that many 

cancer agencies do not have the resources available to provide a panel for interview 

purposes. Guidance on additional interviewers was included in the user guide, with 

the suggestion for a second interviewer to be an experienced peer support group 

leader.  

7.3.8.5  Use Same Interviewer across All Candidates 

Use of the same interviewer is important when other elements of the interview are 

unstructured given that different questions can be asked, information elicited varies, 

and evaluated using different methods. The range of structure for this component is 

for one person to conduct all interviews to different people conducting each 

interview. However, using one interviewer for all candidate interviews may be 

impractical for some organisations. Instead, recommendations of interviewer training 

through a detailed user guide and increasing structure on other components were 

included in the user manual.   

7.3.8.6  Do Not Discuss Candidates or Answers between Interviews   

Irrelevant information may enter the evaluation process, resulting in contamination 

and reduced validity, if candidates are discussed. Reliability effects, may also be 

mixed. For example, reduction in interrater reliability and agreement can occur due 

to differences in evaluations not being identified or corrected. It is stated that all 

predictive effects need to be tested and this component may not matter if other 

components of structure are covered. Should multiple interviewers be involved, 
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some general guidelines have been included in the user manual with a potential 

need for review. 

7.3.8.7 Use Statistical Rather than Clinical Prediction 

The use of statistical procedures to combine data rather than interviewer judgements 

is a final way to enhance structure (Dipboye, 1992). This component focuses on the 

statistical prediction based on the measurements. Three situations are deemed 

relevant with no hierarchy assigned. First, ratings are combined from different 

questions or dimensions to make predictions with a statistical approach using a 

formula (Walters et al., 1993). Formulas can use differential unit weight (i.e. different 

rating based on judgement or relationship criteria) or equal unit weight (i.e. each 

rating given the same weight). However, ratings based on equal unit weight do not 

require cross-validation and are considered to be more robust with equally high 

validity (Wainer, 1976). This component was achieved for our structured interview by 

taking the most common approach of a simple average or sum across all questions 

and dimensions (Arvey, Miller, Gould, & Burch, 1987; Campion, Campion, & Hudson, 

1994; Campion et al., 1988; Pulakos & Schmitt, 1995). The second situation 

described by Campion et al. (1997) relates to interviews conducted by multiple 

interviewers whereby data is combined. Again, the most structured approach for this 

is to use a formula of averaging or summing.  The third less structured but more 

common approach is to have interviewers discuss differences to achieve consensus. 

It is thought that conversation might lead to more accurate consensus ratings. 

Discussion may identify errors in perception, clarify incorrect interpretations, and 

confront biases (Sackett & Wilson, 1982).  A recommended compromise is to 

average across interviewers and discuss large differences (Campion et al., 1988).  

Given the contextual demands and pragmatic approach taken for the project, a 
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consensus rating approach was adopted and outlined in the user manual.  This 

situation component was covered as an instruction in the user manual, “If ratings 

vary between panel members, discuss reasons with the aim of reaching agreement 

to make the overall final decision. If this is not possible then average the scores and 

determine the outcome based on combined results”.  

7.4 Conclusions 

This chapter has presented an overview of the components of structure for 

development of our structured interview. Components covered those that influenced 

the content of the interview and those that influenced the evaluation process. The 

development of a structured interview is complex, continuous and multi-dimensional. 

A pilot study to improve clinical utility was required before field testing could occur, to 

develop a rational scoring model and provide a summary of existing group leader 

qualities. Chapter 8 will report on methods used and results for piloting and field 

testing of the structured interview. 
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8 PILOT STUDY AND FIELD TEST RESULTS  

8.1 Chapter overview 

With the structured interview development process detailed in the previous chapters, 

this chapter reports on the testing phase. The methods and results of two separate 

studies are outlined, being a pilot study and a field test. As described in the protocol 

paper contained in Chapter 4, the aim of the pilot study was to appraise aspects of 

clinical utility of the newly developed structured interview and user manual. Aspects 

included: appropriateness, accessibility, practicability, and acceptability. The aim of 

the field test was to test the structured interview and use results to establish a 

rational scoring model and produce preliminary data on the knowledge, skills, and 

attributes of current cancer support group leaders. 

Chapter 8 of this thesis consists of a results paper submitted to European 

Journal of Cancer Care on 23rd September 2017 which is currently under peer 

review. The results of this pilot study determined the newly developed tool for 

selection and development of cancer support group leaders to be appropriate, 

accessible, practical, and acceptable for users. The field test provided a summary of 

current support group leaders’ qualities and characteristics, and provided a cut-off 

score for suitability. However, a more comprehensive pool of participants and scores 

is needed to determine reasonable cut off scores for readiness. Findings in the 

context of previous literature, limitations, and recommendations for future research 

identified in field test are expanded on in the next discussion chapter.   
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8.2 Appendices for this chapter 

A number of appendices relate to the pilot study and field test of this project and are 

therefore relevant to this chapter. As mentioned previously in Chapter 7, outputs 

from the Delphi study resulted in the proposed structured interview and user manual 

used for this pilot study (see Appendix 15 for structured interview and Appendix 16 

for user manual as used in the pilot study). In addition, interviewers were provided 

with an interview script to maximise consistency across interviewers (Appendix 17). 

After interviews had been conducted, interviewers were asked to provide feedback 

on the clinical utility of the structured interview and user manual (Appendix 18 and 

Appendix 19).  

For the field test, current support group leaders from Prostate Cancer 

Foundation of Australia and Breast Cancer Network of Australia were invited to 

participate in the field test. Documents provided to participants for this field test 

included a plain language statement (Appendix 20) and consent form (Appendix 21). 

The field test interview document incorporated the interview script, demographic 

questionnaire, and structured interview (Appendix 22). Interviewers were provided 

with supporting documents for the field test to including: the user manual (Appendix 

23), field test criteria (Appendix 24), participant contact script (Appendix 25), 

overview of the field test process (Appendix 26), and participant invitation letter 

(Appendix 27).   
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9 DISCUSSION 

9.1 Chapter overview 

Peer support groups have emerged as a community-led approach to accessing 

support and connecting with others going through a cancer experience. There is 

value in support groups for those who choose to access them as a low-cost 

psychosocial support. Cancer agencies are working to maximise the support offered 

in the community by strengthening and sustaining the delivery of peer support. 

However, cancer agencies are operating without expert agreement, guidelines, or 

standards to guide program delivery. Challenges have also been reported in relation 

to the role of peer group leaders, with most being volunteers with a diagnosis 

themselves. Several investigations have focused on development of support group 

leader training. However, none have provided a robust or meaningful synopsis of the 

qualities needed to lead a cancer support group. Before developing training content, 

we need to take a rigorous and systematic approach to go back to first principles and 

understand the unique role of the group leader.  

This PhD posed a practical and unexplored research question to address this 

real-world issue. What are the essential qualities of cancer support group leaders 

and how is a person’s suitability for the role determined? We aimed to establish 

pragmatic consensus-based standards and a structured interview with user manual 

to guide cancer agencies with selection and development of cancer support group 

leaders. This thesis has outlined the mixed-methods used to meet project aims 

(Chapter 4).  We have described in this thesis each study undertaken: a systematic 

literature review (Chapter 5); an online reactive Delphi study with interdisciplinary 
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panel of experts (Chapter 6); a small-scale pilot study and a large scale field test 

(Chapter 8).  

In this final chapter of the thesis, the results of each study for the entire project 

are summarised and discussed. Findings are explored in the context of previous 

research; specifically, the prevalence of cancer support groups, cancer support 

group leader qualities, and role specific knowledge, skills, and attributes. The 

limitations of the study are outlined along with recommendations for implementation 

and future research.  

9.2 Overview of important contribution to knowledge  

This PhD provides a significant and original contribution to the field; it is the first 

study to investigate cancer support group leader qualities in order to inform the 

development of a structured interview and consensus-based minimum standards for 

selection and development of group leaders. Accepted qualitative and quantitative 

methodologies were combined to develop a novel protocol relevant to the field of 

peer support. The result was development of relevant and consensus-based 

minimum standards and the means to implement these standards through a 

structured interview. We believe the study was innovative and addresses a practical 

need. The study protocol ensured that the methods were adhered to, transparent, 

feasible, acceptable, and valid in a community setting. The development of a clear 

protocol provides potential for the methods or outputs of our study to be used or 

adapted for other healthcare or community settings where peer support groups are in 

operation. 

To our knowledge, this is the first study to focus on cancer agencies as a key 

stakeholder and to use their unique position within the community to apply a 
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consistent and standard framework. The study outputs (i.e. the structured interview 

and user manual) have been deemed by experts to be fit for purpose, and they also 

provide a cost effective and solution-focused approach for cancer agencies to use.  

Finally, we contributed to the peer-reviewed literature in the field. Thus, published 

study results may provide worthy evidence to policy makers, supportive care 

program managers, and cancer agencies of the need for minimum standards for the 

group leader role and structured process for selection and development.     

9.3 Findings from the systematic literature review 

We undertook the first systematic literature review on cancer support group leader 

qualities (see Chapter 5 of this thesis). Given the paucity of literature specific to the 

role, too few documents were found to map content domains and so the search term 

‘cancer’ was removed in order to broaden the search. It was therefore no surprise 

that, of the 49 documents that met inclusion criteria, 31 reported on non-cancer 

support groups and only 14 reported on cancer groups. Interestingly, the review 

identified that cancer support group literature has grown considerably in this century 

(Pomery, Schofield, Xhilaga, & Gough, 2016b). 

The systematic literature review provided the initial step in conducting a role 

analysis. A total of 59 knowledge, skills, and attributes and seven main overarching 

qualities were identified across all eligible documents reviewed. This was considered 

a large pool of potential content for one role, especially given those currently in the 

role are non-professional volunteers. Thematic analysis of content provided an 

appropriate method and detailed account of the data (Braun & Clarke, 2006; Thomas 

& Harden, 2008) and identified seven main overarching qualities relevant to the 

group leader role: Group Management, Group Process, Role Modelling, Awareness, 
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Willingness, Agreeableness, and Openness. Role qualities were sub-divided into 

those more relevant to selection (i.e., Awareness, Willingness, Agreeableness, and 

Openness) and those more relevant to knowledge and skill development (i.e., Group 

Management, Group Process, and Role Modelling). Grouping attributes based on 

functional leadership performance requirements has precedent in the literature 

(Antonakis & Day, 2017; Zaccaro et al., 2013). 

9.4 Findings from the Delphi study 

The first consensus-based minimum standards have been developed for cancer 

support group leaders (see Chapter 6 of this thesis). A panel of 73 experts was 

carefully selected and invited to participate. The panel included: academics, health 

professionals, cancer agency workers, and cancer support group leaders. The 

number of participants in the online-reactive Delphi study exceeded the minimum 

number of 10 or more participants (Murphy et al., 1998) and covered a diversity of 

expertise including individuals involved in the analysis, referral, support, and/or 

delivery of cancer support groups. It was also hoped that engagement of experts 

would help to provide credibility of findings for the various stakeholders and assist 

knowledge translation (Fink et al., 1984; Patton, 1999). 

Experts determined and ranked the most relevant or necessary knowledge, 

skills, and attributes for the group leader role. Fifty-two knowledge, skills, and 

attributes were determined by experts to be required for the role of cancer support 

group leader. The knowledge, skills, and attributes that reached the highest level of 

consensus were Maintaining Confidentiality, Listening, and Respect for Others. The 

sheer amount of requisite knowledge, skills, and attributes was surprising given this 

role does not require professional qualifications. Of interest, the overarching qualities 
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with the largest number of requisite knowledge, skills, and attributes, related to 

Group Process, Role Modelling and Agreeableness. Given that the majority of 

potential leaders are not professional counsellors or facilitators (Herron, 2005), the 

development of Group Process and Role Modelling knowledge, skills, and attributes 

presents the greatest learning challenge for group leaders.  

A proposed structured interview was developed consisting of 13 questions, 2 

scenarios, probes, behaviourally anchored rating scales for each question/scenario, 

and suggested responses. Consensus on content and structure of the proposed 

structured interview was confirmed among the expert panel. Panel member 

comments guided refinement of wording and re-ordering of questions, and 

improvement of probing questions.  

9.5 Findings from the Pilot Study  

A customised, self-report questionnaire and semi-structured interview were 

developed to assess aspects of clinical utility (see Chapter 8 of this thesis). Cross-

checked scores for 12 cancer support group leader interviews were concordant for 

suitability questions (56 of 60 ratings) and readiness questions (139 of 156). Experts 

determined the structured interview and user manual to be appropriate, accessible, 

practical, and acceptable. This means that the newly developed tool has been 

considered to be fit for purpose. Strong agreement across all interviewers was 

established for: the tool to help standardise the selection and development of 

support group leaders; to be easily integrated into their current practices and 

procedures; the user guide supports the use of the structured interview; and that the 

structured interview is sensible and workable. Additionally, all interviewers strongly 

agreed they would use the structured interview in their role and recommend it to 
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other cancer agency workers. Participants reported that the structured interview 

provided a useful way to aid communication and guide their conversation with the 

support group leader. Furthermore, feedback highlighted that the process and 

language should remain informal and supportive without feeling like an assessment. 

Given that applicant anxiety may bias the predictive validity of interviews (McCarthy 

& Goffin, 2004), the language used was considered important. For example, minor 

amendments to the user manual instructions directed interviewers to inform 

interviewees that there are no right or wrong answers. Reference to the tool being 

referred to as a “structured conversation” instead of a “structured interview” was 

preferred and agreed to be more acceptable.  

Positive feedback was received from cancer agency workers regarding their 

interaction with support group leaders whilst undertaking the structured interview. 

Some expressed that the structured interview created a space to open up a process 

of self-reflection and self-awareness for the group leader. This is consistent with 

findings from recruitment practice, that accurate job descriptions can improve 

chances of success, assist with self-selection, and provide insights for the candidate 

(Pavur Jr, 2010). At other times, responses developed by participants helped to 

boost their confidence in their own abilities and understanding the role. This is 

consistent with the benefits of adult learning theory of Knowles (1990), with greater 

understanding of the role leading to a possible reduction in potential burnout (Zordan 

et al., 2010).  

Cancer agencies required a selection tool that was robust and addressed the 

structured requirement of an interview. This was important given that previous 

studies involving support group leaders and members have identified potential for 

subjectivity and bias reporting (Schopler & Galinsky, 1993). Our study aimed to 
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develop a highly structured interview for cancer agencies to maximise validity and 

evaluation, in accordance with the 15 components outlined by Campion et al.(1997). 

The structured interview incorporated role-related questions for each candidate, 

behaviourally-anchored rating scales, with every potential group leader to receive the 

same questions. The challenging task of evaluating potential group leaders is made 

easier because questions and responses are prepared in advance. This means that 

regardless of cancer agency workers’ experience in working with support group 

leaders, they can be confident they have applied a standardised and agreed 

process. Although we are yet to determine outcomes of implementation, structured 

interviews have been proven to be predictive of candidate job performance in the 

workplace and are likely to yield similar results in the community setting. Community 

members can also be assured that support groups connected under the umbrella of 

cancer agencies have followed an interview process that is fair and reasonable for 

placing a group leader into the role (Hausknecht, Day, & Thomas, 2004).   

9.6 Findings from the Field Test 

A total of 63 interviews were conducted with current breast and prostate cancer 

support group leaders (see Chapter 8 of this thesis). A summary of support group 

specific leader characteristics and responses to questions was completed. A cut-off 

score of 5 out of 10 for suitability was agreed by experts, with cut off scores for 

readiness unable to be determined. This research is a first in its field and offers 

several contributions in the context of previous findings which are outlined below.       
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9.7 Findings in the Context of Previous Research  

9.7.1 Cancer support groups 

This PhD study contributes new knowledge about cancer support groups. This 

includes insights regarding the prevalence and type of cancer support groups 

reported in the literature. 

9.7.1.1 The prevalence of cancer support groups reported in the literature 

The findings from the systematic literature review presented in Chapter 5 are 

consistent with more recent studies which suggest that cancer survivors make 

greater use of community-based support groups than survivors of other chronic 

health conditions (Owen et al., 2007). Our systematic literature review highlighted 

the global use of cancer support groups, with seven countries producing literature on 

group leaders.  

These findings reinforce the important support mechanism that support 

groups offer for many people impacted by cancer. Although peer support groups 

cannot meet all the supportive care issues in the cancer experience, when provided 

within a broad framework they can complement professional service models (Dunn 

et al., 2003).  It is interesting to note, the United States and Australia lead the 

majority of the research in the area. At a basic universal level, peer cancer support 

groups offer a cost effective model of support delivery which can be utilised for high 

to low income countries. It is suspected that the amount of literature from high 

income countries is due to higher income countries’ capacity to provide access to 

cancer diagnosis, treatment, and subsequent improved survivorship outcomes. In 

addition, funding for research into survivorship programs is likely more accessible in 

high income countries resulting in disparities in published literature from country to 
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country. For this PhD, inequities in access to psychosocial supports and economic 

burden in delivery of care has been a consideration in the development of a cost 

effective and accessible tool, with the potential for further development. It is 

assumed that reasons relating to global variations of cancer support groups are 

multifaceted and not yet understood. In addition, the motivations and experiences of 

survivors driving the formation of community-based cancer support groups may be 

different across cancer types, genders, and cultures (Brown et al., 2004; Dunn et al., 

2017; Oliffe et al., 2010). How these motivations may change or evolve over time 

therefore remains unknown but of interest.  

9.7.1.2 The types of cancer groups reported in the literature  

The question of whether the model of cancer support groups is suited equally to both 

genders has been previously raised in the literature (Grande et al., 2006; Krizek, 

Roberts, Ragan, Ferrara, & Lord, 1999). One study reported that the primary type of 

cancer support groups were: 1) mixed cancer 2) breast cancer and 3) prostate 

cancer (Herron, 2015). Based on the cancer type reported, it is believed that the 

peer led support groups reflect cancer types that are both commonly diagnosed and 

have increased survivorship rates. Expert consultation and support group leader 

recruitment for this PhD therefore focused on the primary cancer agencies in 

Australia with the largest number of affiliated support groups; in this case, Cancer 

Councils, Breast Cancer Network Australia and Prostate Cancer Foundation of 

Australia.  Nonetheless, the possibility that models of support may differ by genders 

is an important question that warrants further investigation. It was, however, a 

question that was beyond the scope of the current PhD study.   
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9.7.2 Significance of findings relating to cancer support group leader role 

This PhD study contributes new knowledge about the cancer support group leader 

role. This includes insights and expert agreement on group leader qualities and 

specific knowledge, skills, and attributes for the role. 

9.7.2.1 Cancer support group leader qualities  

A systematic and pragmatic approach was taken to facilitate the development of 

quality indicators for cancer support group leaders where there was insufficient 

evidence previously. When compared to a therapeutic context, the general qualities 

and specific knowledge, skills, and attributes identified in the literature review are 

consistent with discrete group therapy leader behaviour relating to support 

(behaviours associated with group positive affective gestures), management 

(behaviours associated with group interactions and overall group functioning), and 

use of self (behaviour involved with modelling or demonstrating). However, other 

leader behaviours identified for a therapeutic group model were not, such as 

evocative or coherence-making behaviours (Lieberman et al., 1973). Similarly, it was 

interesting to compare identified qualities for the role with those of the Big Five 

personality traits referred to in the literature overview in Chapter 2 of this thesis. Two 

of the five personality factors, Agreeableness and Openness to Experience, were 

consistent with requisite qualities for the role of cancer support group leader. The 

personality trait of Agreeableness is consistent with the helper theory principle 

(Riessman, 1965) and with previous studies that have found group leaders to be 

motivated by altruism and wanting to give back to the community (Wiggins, 1996; 

Zordan et al., 2015). These traits, however, are not consistent with those that 

generally yield higher correlations with leader outcomes. This suggests that different 
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knowledge, skills, and attributes may apply in different workplace cultures or 

industries. This is consistent with the House and Aditya (1997) statement that 

leadership theory is contextual and not readily applied to other working cultures. 

However, the methods used in this body of work could be applied to other contexts 

to determine exactly what the appropriate knowledge, skills, and attributes are for 

that context.  

9.7.3 Expert agreed standards on knowledge, skills, and attributes required 

for the role 

Zordan et al. (2010) highlighted that development of a set of minimum standards or 

process of accreditation for support group leaders would be appropriate to ensure 

that leaders are properly equipped to facilitate groups. Our study has provided an 

original contribution to the field and responded to this recommendation, with the 

establishment of pragmatic and consensus-based minimum standards specific to the 

cancer support group leader role. Additionally, the multiple partnerships between 

community groups and relevant institutions were recognised through broadening the 

type of experts on the panel (Dunn et al., 2017). Our consensus-based approach 

offered varied expert insights and agreement beyond the narrowly experimental 

paradigm of the randomised controlled trial (Rycroft-Malone et al., 2012; Shepperd et 

al., 2009). Our Delphi study design (Chapter 6) addressed both the limitations of 

available literature (Boulkedid, Abdoul, Loustau, Sibony, & Alberti, 2011; 

Greenhalgh, Wong, Westhorp, & Pawson, 2011; Wong, Greenhalgh, Westhorp, 

Buckingham, & Pawson, 2013) and the contextual demands of using expert 

consensus. 
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The large number of knowledge, skills, and attributes initially outlined in the 

Delphi study raised questions about what was considered reasonable to require of a 

community volunteer. With the need to contain expectations to real-world 

applications (Celermajer, 2001) establishment of minimum standards for the role 

rather than best practice standards was justified. This approach was cognisant of the 

dearth of standards in the field, and inability to apply a “gold standard” or an “ideal” 

model to support groups (Bell et al., 2010; Fobair, 1997a). These standards 

represent a compromise between the contextual demands of meeting community 

need, the practical reality of working with predominately peer volunteers, and the 

demands to maximise validities and consistency. However, the degree to which 

requisite knowledge, skills, and attributes are developed in potential support group 

leaders prior to them taking on the role strongly relates to the capacity and 

expectations of the individual cancer agency.   

9.7.4 Significance of findings relating to establishment of standards for 

selection and development of cancer support group leaders role 

This PhD study has developed the first structured interview and user guide in the 

field of peer cancer support groups for the selection and development of group 

leaders. The establishment of a selection and development process is discussed in 

terms of how it relates to: potential for bias and discrimination in the recruitment 

process, key stakeholders such as cancer agencies, group leaders, and community 

members. 

9.7.4.1 Reducing potential for bias and discrimination in the selection process  

Lack of a selection process and assessment tools for the appointment of cancer 

support group leaders was identified by our study as a gap in practice. By not having 



 166  
 

a standardised process, particular concerns were raised regarding the risk of bias or 

discrimination in appointment of group leaders. Informal conversations between 

cancer agency workers and potential group leaders provides an arena where 

negative stereotypes regarding characteristics such as gender, disability, race, or 

age could lead to biased evaluations (Brecher, Bragger, & Kutcher, 2006). Such 

negative biases and discrimination often result in unfavourable recruitment decisions 

based on irrelevant characteristics rather than role-relevant knowledge, skills, and 

attributes (Brecher et al., 2006). At the very least, initial impressions have a bearing 

on evaluations and ultimately impact impartial decision-making (Parsons, Liden, & 

Bauer, 2001). Most research on bias associated with disability in employment 

interviews deals with persons who currently have a disability where the disability 

itself is overt. Little research could be found related to biases of having a past record 

of disability, where an individual may no longer suffer from or be impaired by a 

condition (Bordieri & Drehmer, 1986; Reilly, Wennet, Murphy, & Thierauf, 1998). The 

relevant and obvious example for this study is a cancer diagnosis, but other chronic 

illnesses such as addiction or major depression would also fall under this category.  

Reducing bias and likelihood of discriminatory questions was important in the 

development of the structured interview. This was addressed through applying 

multiple components of structure to maximise validities, especially predictive validity 

(Campion et al., 1997). However, the potential risk to cancer agencies and relevance 

of addressing the issue was only identified during the Delphi process. In gathering 

potential knowledge, skills, and attributes relevant to the cancer support group leader 

role, expert panel members initially provided some responses deemed to be 

discriminatory (please refer to the list of precluded items in Appendix A in the 

published manuscript in Chapter 5).  Of most relevance to cancer support group 
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leaders is bias related cancer stage or hidden disabilities such as current mental 

illness or cognitive impairments (Czajka & DeNisi, 1988; Stone & Sawatzki, 1980). It 

was interesting to note that despite the fact that potential employers are prohibited 

from enquiring about disabilities of employees, many of the precluded items 

generated by experts for cancer support group leaders directly related to this line of 

enquiry. Consideration by management needs to be given regarding the potential for 

unwanted situations to arise that may even result in litigation. As leaders in the 

community, it is important for cancer agencies to ensure that an appropriate and fair 

process is followed by which to identify and prepare people to lead a support group.    

The solution our study provides was the development of clear, job-specific 

performance standards to reduce or eliminate such biases in appraisal (Czajka & 

DeNisi, 1988). Research has shown that structured interviews can effectively 

mitigate the effects of stereotypes and biases and reduce their discriminatory impact 

on selection (Bragger et al., 2002; Kutcher & Bragger, 2004). Such findings support 

the notion that structure of interviews enhances objectivity and fairness, by reducing 

intrusive biases and irrelevant information (Brecher et al., 2006). Developed 

questions were based on clear role-related specific situations and objectives with 

behaviourally-anchored answers to standardise appraisal of qualities and minimise 

unnecessary or unfair variation. Addressing Campions et al.’s (1997) components of 

structure in the development of our structured interview reduced the potential for bias 

and discrimination to occur in the selection process. By using this structured 

interview cancer agencies are therefore safeguarding internal processes so that 

potential group leaders receive full and equal consideration.   
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9.7.4.2 Benefits of minimum standards for cancer agencies 

The minimum standards aim to guide cancer agency workers in applying greater 

consistency and rigour to the process of selection within their individual organisation.  

It works to address the inconsistencies across agencies, and workers, and begins to 

create a structured framework for the delivery of peer group support. Given that 

cancer agency workers may come from varied professional backgrounds or 

experience levels, standardisation of process greatly assists those new to the field.  

Through establishing consistency across agencies, use of the structured 

interview and user manual also works to establish a professional practice. This 

begins to position cancer agencies as leaders in delivery of minimum standards in 

the peer support field. Implementation of minimum standards by cancer agencies 

may add perceived value or credibility to the agencies’ recognition or affiliation 

status. This in turn may assist referrals through to support groups and sustainability 

of the broader network of peer support groups.  

Consensus-based minimum standards provide the evidence often sought by 

funders, referring bodies, and professionals needed to support and sustain program 

delivery. Demonstrating the requirements of consensus-based minimum standards 

by cancer agencies may help support rationale for the resourcing required to 

adequately deliver cancer support group programs.   

9.7.4.3 Benefits of minimum standards for group leaders 

The minimum standards set a benchmark considered reasonable for the community 

setting and act to provide key stakeholders with a clear and realistic defined role 

(Rush et al., 1977). Importantly, potential group leaders can better understand 

requirements of the role. Such reduction of role ambiguity works to decrease 
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potential burnout for volunteers (Paradis, Miller, & Runnion, 1987), an issue reported 

by leaders in the field (Kirsten, Butow, et al., 2006). Additionally, determining 

someone’s suitability and readiness before placing them in the role acts to protect 

leaders from being exposed to potential challenges that they may be ill equipped or 

unprepared for. It is hoped that the standard recruitment process also reduces the 

likelihood of group leaders doing harm to themselves or to other group members.    

9.7.4.4 Benefits of minimum standards for the community 

Previous studies with health professionals suggested that they view support groups 

with either benign indifference or concern about the potential for misinformation or 

generation of psychosocial harm (Carroll et al., 2000). Other studies have shown that 

despite generally positive attitudes, referral to support groups is low (Steginga et al., 

2007). Additionally, those who participated in support groups were more likely to 

believe that their significant others were favourable towards their participation 

(Grande et al., 2006). Based on these studies, the opinions of others relevant to the 

person with cancer have an impact on whether they may or may not access a 

support group. Therefore, it is hoped that establishment of consensus-based 

minimum standards may help to reduce concerns of referring parties. Having greater 

consistency and role-specific selection and development can work to standardise the 

level of leadership offered across cancer support groups. Minimum standards for 

group leaders may help to reassure people of the level of potential support offered in 

the group and to reduce the likelihood of potential harm to vulnerable group 

members. It is thought that in order to fully utilise support groups as a potential low-

cost psychosocial support throughout the cancer trajectory, expert consensus and 

standards are necessary into order to link community-based support groups into a 

health system driven by evidence.   
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9.7.5 Significance of findings for future practice 

This PhD project contributes new knowledge targeted to cancer agencies’ capacity 

to leverage support group leaders as a community resource. This includes insights 

into sustaining cancer support groups, need for support and development for group 

leaders, and training development.  

9.7.5.1 Sustainability of the cancer support groups 

Many group leaders who participated in the field test were volunteers of retirement 

age who had been committed to the role over an extended period. It is believed that 

many may be on the cusp of stepping down from the role. Studies have shown that 

how groups transition during role succession does impact on the sustainability of the 

group (Oliffe et al., 2008). Difficulties finding back-ups or replacements have also 

been previously reported in the literature (Butow et al., 2006; Kirsten, Butow, et al., 

2006; Zordan et al., 2010). However, it is proposed that leader succession is a larger 

issue with the potential to impact on sustainability of the model itself. In fact, 

volunteer participation on an ongoing and regular basis will be vital to sustain the 

broader network of support groups in the community and the non-profit organisations 

they are connected to (Snyder & Omoto, 2008).  

Volunteering in general is widespread with a considerable percentage of 

people participating to volunteer their time.  Across the top ten countries by 

participation rates, 55-40% of people were reported to volunteer their time (Charities 

Aid Foundation, 2017). Within Australia, 5.2 million people volunteered in 2006 with 

a staggering contribution of 623 million hours to the non-profit sector with a wage 

equivalent value of AUD $15 billion (Fitzgerald, Trewin, Gordon, & McGregor-

Lowndes, 2010). However, the nature of volunteering is changing with volunteers 
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facing time constraints, limiting their participation in the traditional forms of 

volunteering (Merrill, 2006). Of concern is the evidence of declining average number 

of hours volunteered (Australian Bureau of Statistics, 2006).    

Given the time requirements and regularity of meetings for the group leader 

role, it is anticipated that current and future challenges will relate to availability of 

volunteers to service existing groups. Our study works to address some of the future 

recruitment challenges through the development of a contextual job description and 

a standardised process of selection and development. Study outputs can then be 

used as a roadmap for recruitment purposes, in addition to the selection and 

development of group leaders (Pavur Jr, 2010). Furthermore, early application of 

requisite knowledge, skills, and attributes for the role would improve the quality of 

every phase of selection and development.  

9.7.6 The need for support and development in the support group leader role 

Our finding that there are a total of 52 knowledge, skills, and attributes required to 

undertake the role validate the need for training or support to maintain adequate 

learning and development for support group leaders (Butow et al., 2006; Kirsten, 

Butow, et al., 2006; Zordan et al., 2010). Notably, this is consistent with 

recommendations from Martin and Smith (1996) for continuous assessment and 

awareness of facilitators’ needs to ensure productivity of group meetings for those 

who attend.  

On the other hand, the large number of knowledge, skills, and attributes 

identified for Agreeableness indicated the importance of innate personal attributes 

required for the role that are not considered amenable to training.  Consensus on the 

overarching quality of Agreeableness was a new and interesting finding. Although 
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not referenced in the existing literature, this was consistent with consultation with 

cancer agency workers who stated that some group leaders remain unsuited to the 

role regardless of training or support provided. Given that some people do not 

possess the necessary qualities they are unlikely to benefit from training. As there is 

a significant personal investment of time and energy for group leaders while in the 

role, it is important that a conversation about suitability occurs earlier rather than 

later.  

9.7.7 An understanding of the requirements of the group leader role may 

facilitate training  

Our Delphi study confirmed expert consensus on qualities of Willingness and 

Openness required for the role. These two qualities align with two of the Big Five  

personality traits which have been found to display high corrected correlations with 

leader emergence and leader effectiveness (McCrae & Costa, 1987). Of relevance, 

the construct of Openness to Experience, has been found to be a valid predictor of 

training proficiency. Those individuals who score high on this dimension are more 

likely to have positive attitudes to learning experiences in general. Research has 

shown that the attitude of the individual who enters the training program is a key 

component in the success of such programs (Goldstein & Ford, 2002; Ryman & 

Biersner, 1975) and whether learning is likely to occur (Sanders, 1983).  Those who 

accept personal responsibility for the learning process, are willing to participate, and 

engage in self-assessment are more likely to benefit from training programs (Ryman 

& Biersner, 1975). Incorporating qualities of Openness and Willingness into the 

selection process may help to identify those potential group leaders most likely to 

benefit from training offered and thereby maximise training outcomes for cancer 

agencies. By identifying the specific knowledge, skills, and attributes required for the 
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role and assessing these via the structured interview, we provide a standardised 

means of determining what the development needs of the individual are and so 

enable more targeted and effective delivery.   

Such evidence can potentially be used by cancer agencies as a spring board 

(or basis) upon which to tailor and target training that in turn is more effective and 

efficient. Additionally, highlighting specific learning needs to group leaders could 

improve uptake or engagement with the training and support that is offered. 

Implementation of a selection process prevents the allocation of time and resources 

to those individuals who are unsuited to the role. It is hoped that a systematic 

approach will aid in the equitable allocation of resources across support group 

leaders and improve training outcomes. Moreover, this PhD study provides a 

rationale for the provision of agency resources to maximise the knowledge, skills, 

and attributes of cancer support group leaders and increase the quality of peer group 

support offered in the community.  

Our field test results found low scores on openness for role development, 

receiving support, and accepting criticism for the majority of participants. Other 

research has suggested that there are methodological challenges when investigating 

the experience of cancer support group leaders. Namely, group leaders seem to be 

reluctant to report aspects of the support group or the leadership experience that are 

perceived as negative (Schopler & Galinsky, 1993). It is suggested that there may be 

a strong response bias relating to having development needs due to their personal 

investment and perhaps the established status of being a group leader. This 

indicates the importance of non-biased assessment of potential learning and 

development needs, in addition to normalising the concept of ongoing training and 

development for group leaders.  



 174  
 

One explanation for this could be the length of time in the role, with some 

staying in the role for decades. A surprising finding was that some cancer support 

group leaders were determined to ‘not be ready’ to undertake the role despite having 

been in the role for several years. Indeed, after completing the interview and 

reflecting upon their responses, some of the cancer support group leaders identified 

themselves as having underdeveloped knowledge, skills, and attributes essential to 

the role. This knowledge gap was evident to both the current support group leaders 

and the cancer agency workers. Feedback from cancer agency workers (i.e. the 

interviewers) revealed that this perception of readiness was re-defined after 

undertaking the structured interview providing opportunity for self-reflection and self-

awareness by the interviewee. Additionally, by following a structured process cancer 

agency workers were able to evaluate through a non-biased lens, with many 

surprised by the variation in performance compared to their pre-conceived ideas of 

the competency levels of the support group leader. This is consistent with literature 

on the use of job analysis and panel interviews to form questions to improve the 

reliability and validity of recruitment (Arvey & Campion, 1982). 

9.7.8 Relevance of leader qualities to other types of support groups 

The findings from the systematic literature review identified seven group leader 

qualities that were important regardless of the group type. This indicates that the 

general pool of knowledge, skills, and attributes identified in this study may be 

relevant to other support group leader roles beyond cancer. Although role-specific 

expert consensus may confirm different requisite knowledge, skills, and attributes or 

standards, methods outlined in the published protocol paper could be applied to 

other community-based support groups or broader health care settings. 

  



 175  
 

9.8 Limitations  

The sixty-three field test participants in this study were all current support group 

leaders. This was a limitation because the structured interview has been developed 

for potential support group leaders who had no prior experience in the role, not 

experienced group leaders. A summary of the demographics of the existing support 

group leaders who participated in the field test was provided in Chapter 8. The 

majority of the participants identified themselves as having an experience of cancer 

themselves, being of retirement age and having a commitment to the role that 

extended over several years. These participant characteristics are consistent with 

leader characteristics found in other studies (Oliffe et al., 2008; Stevinson et al., 

2010). Overall there was a high level of education, with 53% obtaining a tertiary 

education. There was a good spread of residential locations across Australia, with 

40% from major city, 37% inner regional and 19% outer regional. The majority had a 

co-leader (73%), which is consistent with recommendations found in the literature 

(Price et al., 2006).  

Field test participants, however, may not be representative of the broader 

support group leader network. With participation in the study being optional, it is 

suspected that those who choose to opt into the study may be: 1) more engaged 

with the cancer agency; 2) more confident in their abilities as a support group leader; 

or 3) more comfortable in responding to questions. Therefore, it is possible, if not 

likely, that field test participants and their qualities are different from those of the 

network of cancer support group leaders. In this case, results from a pool of 

participants wanting to undertake the cancer support group leader role is required.  
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A second limitation of this study was that cut-off scores have been provided at 

a very basic level, mainly consensus determined ratings for individual responses and 

general categorisation of total scores (e.g. highly suitable, suitable, not currently 

suitable). In Chapter 7, we referred to addressing elements of structure in interview 

development. Campion et al. (1997), determined there to be 15 components of 

structure, with one of these components relating to the use of statistical procedures 

to make selection decisions rather than interviewer judgements. As there are no 

established reasonable cut-off scores for the rating scales (being overall suitability 

and readiness of candidate) interviewers still have to make judgements based on 

individual ratings for each question. Furthermore, the accuracy of predictions based 

on scores is yet to be determined.  

Ideally, we wanted to increase structure in the use of data for decision making 

on candidates’ suitability and readiness; stated another way, establishing standard 

decision rules was an objective of this study. A preliminary cut-off score was 

identified for suitability but not for readiness. However, learnings from the project 

highlighted that different cancer agencies differed in their capacity to train and 

develop group leaders. We would also expect some variation between high and low 

income countries. This variability of access to resources could influence 

assessments of the utility and ‘reasonableness’ of any pre-specified cut-off scores. 

For example, if the demand to fill the role exceeds the availability of potential 

leaders, there may be a greater desire to work more closely with those people 

determined to be suitable but with lower scores on readiness. This may be 

particularly relevant when assessing the need for ongoing development of co-leaders 

for the purposes of succession planning. Therefore, some flexibility is required in 

determining level of readiness. 
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In the absence of a decision rule for readiness, using an average rating of ‘1’ 

for each of the readiness questions seems reasonable; this goes some way towards 

fulfilling the minimum standards identified by Delphi participants. Cancer agencies 

also need to establish realistic expectations with potential group leaders regarding 

their development needs; the aim should be minimising potential stress or 

uncertainty when ‘deficits’ are uncovered by the interview. Within limits, such 

interviewees can be assured of their ability to function in the role; ratings for almost 

half the leaders who participated in the field test indicated the need for further 

support or training. Cancer agencies may also wish to prioritise certain aspects of 

knowledge and skill development before others, with the expectation of ongoing 

development so that they acquire all the requisite knowledge, skills, and attributes 

identified by experts. All these decisions should be made a priori and be consistently 

applied to ensure fairness to individual candidates.    

9.9 Implementation into practice 

A major focus of this project has been the real-world application of the structured 

interview and establishment of minimum standards for selection and development of 

cancer support group leaders. Strategic consultation and engagement with 

stakeholders occurred throughout the entire project. This approach was crucial as it 

informed the choice of methodology, assisted recruitment and provided ongoing 

feedback to ensure an academically robust tool that was fit for purpose.  

A systematic approach to knowledge translation will be required to move this 

research into the hands of those who can put it to practical use. I have been 

awarded a mentorship grant through the NHMRC Centre of Research Excellence in 

Prostate Cancer Survivorship to undertake an internationally recognised knowledge 



 178  
 

translation course.  Knowledge and skills acquired will be used to develop a 

knowledge translation plan, build partnerships and create supportive communication 

strategies to achieve this aim.  

Indeed, development and dissemination of the structured interview will 

continue into the future. Consultation has begun with the Australian Cancer Councils, 

Breast Cancer Network Australia and Prostate Cancer Foundation of Australia 

around use of the structured interview for the selection of new leaders and the 

development of existing group leaders. Discussion has also centred on amending 

affiliation and recognition requirements, to include the newly developed minimum 

standards and the investigation of existing online platforms to determine how the tool 

could be adapted to an online format. This could facilitate ongoing use and data 

collection to maximise the validity of interview-based decisions.  

It is also intended that findings from the study will be used to develop 

resources and training for support group leaders across various Australia-based 

cancer agencies. Specifically, study results will inform the development of Cancer 

Council Victoria’s Keeping Things on Track education resources for support group 

leaders, as part of the 2017 Cancer Australia Supporting People with Cancer grant 

initiative.   I will also be working with the Union of International Cancer Control 

(UICC) to include learning objectives based on study results as part of the 2018 Peer 

Group Masters Course. The UICC has also sought permission to upload the 

interview and user manual to their website as a resource for UICC members.  

Four published papers (contained within this thesis) and conference 

presentations (Pomery, Schofield, Xhilaga, & Gough, 2016a, 2016c) have assisted in 

the translation of findings internationally. Importantly, lay summaries of the study will 
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be written and incorporated into various Prostate Cancer Foundation of Australia 

publications, consumer presentations and Research Blogs. The completed 

structured interview and user manual will be made freely available to all cancer 

agencies with the intention of creating collaborative organisational partnership both 

within Australia and internationally.  

9.10   Further research  

9.10.1 Cross-cultural adaptation of structured interview 

Cross-cultural adaptation of the structured interview was considered important but 

beyond the scope of this study. There are significant variations in cultural context for 

cancer support group leaders globally. Adequate investigation of the cultural diversity 

of leaders and/or development of a reliable or valid cultural translation of the 

structured interview is therefore needed.  

9.10.2 Ascertaining competency of group leaders  

Competency levels of cancer support group leaders once in the role could be 

investigated. For example, future studies could investigate whether leaders’ self-

reported knowledge, skills, and attributes were evident in actual leader behaviour 

observed in a cancer support group meeting. The prediction of structured interview 

assessments could be researched to determine group leader suitability. This line of 

investigation seemed premature given the paucity of literature and evidence on 

requisite qualities for the role. Additionally, there were concerns regarding how 

competency-based approach would be appropriately applied to community support 

groups that rely on effective partnerships to maximise mutual benefit. Further 

research could be undertaken with caution to determine validity of reported attributes 

compared to actual performance.  
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9.10.3 Emergence of online cancer support groups 

With the advancement and accessibility of the internet, online support has begun to 

emerge as an alternative mode of delivery (Klemm et al., 2003). Support group 

members no longer have to meet face-to-face in order to benefit from support 

groups, with studies documenting the effectiveness of online support groups (Im, 

Chee, Tsai, Lin, & Cheng, 2005; Lieberman, 2007). There has been organic growth 

in peers connecting and supporting one another informally (e.g. Facebook) and 

formally (e.g. online communities). Anecdotal reports indicate that online 

membership numbers are increasing, with cancer agencies across the globe 

investing more resources in online platforms. As the next evolutionary step for peer 

support, there is potential to apply learnings and research methods employed from 

this study to investigate online support. How can we understand the benefits to those 

experiencing cancer and maximise support offered via online modes? How does 

online support integrate into psychosocial supports currently offered? Are there 

differences between those who access face-to-face peer support and those who 

engage with online support? Future research investigating how peers lead in the 

online space, associated challenges, and specific knowledge, skills, and attributes 

required may help to maximise its delivery. 

For the numerous people impacted by cancer in our global community, many 

will continue to seek support and improve their experience. For those who choose to 

utilise peer groups for support, this study has provided an agreed minimum standard 

by which to select and develop group leaders. It is hoped that this approach will 

contribute to maximising peer group support and sustaining community-based 

delivery both now and into the future. 
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9.11 Conclusions 

The model of community-based and led cancer support groups offers a flexible and 

cost effective way to respond to some survivorship needs and is worthy of 

investigation. Emergence of cancer support groups has been driven largely by 

patient preference and they are likely to continue to exist as long as there is benefit 

for those who choose to attend. Cancer support group leaders take on an extensive 

role and are vital in the provision of support offered to those impacted by cancer who 

choose to access peer support groups. With this role comes the need for specific 

knowledge, skills, and attributes to maximise the support provided and equip leaders 

to manage the many and varied challenges of group work. There was a lack of role 

analysis, agreed standards, and tools to assist with the selection and development of 

cancer support group leaders. This study has addressed this gap with the 

development of pragmatic, consensus-based minimum standards, and a structured 

interview with user manual. The development phase consisted of a systematic 

review and analysis of the literature, expert consensus on requisite qualities, content, 

and structure of the structured interview, pilot study on clinical utility of the 

provisional tool, and field testing on scoring for decision making. The final product 

was a robust structured interview and user guide which the pilot and field testing 

determined to be fit for purpose. This original tool is based on the agreed minimum 

requirements for the group leader role, and has been designed to guide cancer 

agencies in determining a person’s suitability and readiness for the role. This PhD 

has addressed an important gap in the literature as well as providing a solution to a 

practical, real world issue. Further research can now allow for ongoing data 

collection to establish effective cut-off scores and to explore its capacity to be 
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adapted to online peer support, cross-culturally, and across the diverse number of 

health related community support groups.     
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