
 

  

Living with a lower-grade glioma: 

Exploring the potential for 

supported self-management 

This thesis is submitted in fulfilment of the degree of 

Doctor of Philosophy in Applied Psychology 

 (Staff, part-time) 

Ben Rimmer 

Population Health Sciences Institute 

May 2025 



i 

 

Acknowledgements 

Firstly, I would like to thank my friend, Ben Morrison for bringing the job advert for this project to my attention, 

without which I may not have become involved in this work. 

I would like to mention my ‘cancer team’ colleagues Morven Brown, Jennifer Deane, and Fiona Menger, who 

provided invaluable guidance and support in my first few years at Newcastle University. For this reason, Fiona 

went on to become one of my supervisors and has provided excellent support throughout this PhD. 

I would like to thank Catherine Exley for the patience and flexibility afforded to me as I balanced the completion 

of this PhD with work on a new research project. 

I am grateful to all members of the Ways Ahead project team, as I have learned a lot from their varied expertise. 

This includes Lizzie Dutton, Michelle Balla, and Iakov Bolnykh, who each assisted with the conduct of this project, 

and Sophie Williams, Joanne Lewis, Tracy Finch, Pamela Gallagher, Vera Araújo-Soares, and Richéal Burns, who 

provided multidisciplinary expertise and support that elevated the outputs from this project. Full details of how 

each member of the Ways Ahead project team contributed to this work can be found in Appendix A. 

A particularly special mention goes to my lead supervisor, Linda Sharp who has been a great support since I started 

at Newcastle University, providing me with countless training and development opportunities, and seamless 

collaboration on all the outputs from the Ways Ahead project. My development as an academic has thrived in large 

part due to the support received from Linda and the confidence gained from this over the years. 

To my wife, Sophie, thank you for providing a soundboard for me to discuss all the challenges faced throughout 

the completion of this PhD, and for helping me celebrate all the victories along the way or provide motivation at 

times when I needed it. 

Finally, an honourable mention for my dog, Oatie, who slept patiently under my desk for the countless days 

working from home on this PhD. The many dog walks always cleared my head and helped me through the write-

up process, making him an unsung hero. 

 

I dedicate this PhD to my son (due June 2025) whose imminent arrival gave me the motivation to get this 

PhD finished in time to start the next chapter of my life. 

I also dedicate this PhD to my late Grandad, Eddie Rimmer, who tracked and read all my publications as 

and when they were published but passed away before the PhD was finished. 

  



ii 

 

Abstract 

Background: Lower-grade gliomas (LGG) are a subgroup of primary malignant brain tumours. People with LGG 

may live long-term with tumour-specific symptoms and impairments (e.g. seizures, cognitive impairment), 

alongside the uncertainty of an incurable condition. Supported self-management can improve clinical and 

psychosocial outcomes, such as quality-of-life (QoL). However, the self-management experiences of people with 

LGG are unclear. This thesis aimed to understand the lived experiences of people with LGG and the potential for 

supported self-management, from multiple perspectives. 

Methods: A quantitative systematic review of health-related QoL in people with LGG was followed by three semi-

structured interview sets. These comprised purposive samples of people with LGG (n=28), informal caregivers 

(IC) (e.g. partners) (n=19), and healthcare professionals (HCP) who support adults with brain tumours (n=25). 

Participants were recruited across the United Kingdom, through four National Health Service hospitals and the 

Brain Tumour Charity. Interviews were audio-recorded, transcribed, then analysed using inductive thematic 

analysis, framework method, or directed content analysis. 

Results: Findings are reported across six publications. People with LGG experience extensive QoL impacts (e.g. 

seizures, fatigue), with considerable implications on day-to-day life (e.g. work, relationships). They show 

willingness to self-manage but several factors (e.g. knowledge, health status) influence their ability to self-manage 

effectively. ICs provide wide-ranging support (e.g. practical, healthcare advocacy) but experience difficulties with 

preserving the care recipient’s independence. HCPs can empower people with LGG and ICs with the necessary 

tools and information, though challenges (e.g. identifying support needs, HCP collaboration) hinder the 

implementation of self-management support. 

Conclusions: This thesis provides novel and comprehensive understanding of the need, and potential for, 

supported self-management in people with LGG. These insights could extend to other brain tumours or progressive 

neurological conditions. Overall, this represents critical groundwork for the development and implementation of 

person-centred self-management support, to improve the QoL of this underserved population.  
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Chapter 1: The prospects for supported self-management for people 

with lower-grade gliomas 

1.1 Background and rationale 

1.1.1 The landscape of cancer ‘survivorship’ 

Continuous advances in the treatment of cancer, screening and early diagnosis initiatives, and an ageing 

population, means there is a growing number of cancer survivors (i.e. people living with or beyond cancer[1]) in 

developed countries[2,3]. Although prognoses are improving, cancer survivors can face long-term physical and 

psychosocial consequences of the diagnosis and its treatment (e.g. fatigue, motor dysfunction, anxiety and 

depression)[4,5]. This has lasting implications for their health and well-being, with the potential to impact 

occupational roles (e.g. work retention)[6] and social relationships[7]. Combined, the lasting effects and growing 

number of cancer survivors influence the substantial, and increasing, burden of cancer survivorship on health 

services[1]. 

In 2010, the National Cancer Survivorship Initiative[8] was established in the United Kingdom to understand where 

support is needed for people living with and beyond cancer and identify the best ways to meet these needs. This 

initiative was driven by the recognition that past ‘models’ of patient follow-up care were clinically focused on the 

detection of cancer recurrences, neglecting the long-term consequences of a cancer diagnosis and its treatment[1,9]. 

This inspired a goal to support cancer survivors to live as healthy as possible, for as long as possible, with five 

proposed shifts in care towards: (1) greater focus on recovery, health and well-being after cancer treatment; (2) 

holistic assessment with personalised care planning; (3) supported self-management that recognises individual 

needs and preferences; (4) tailored support that facilitates early recognition of the consequences of cancer and its 

treatment; and (5) routine measurement of patient-reported outcomes[8]. These interests are reflected 

internationally. Since its inception in 2007, the international Journal of Cancer Survivorship has been an influential 

platform for evidence related to cancer survivorship. An overview of the Journal’s outputs indicate traction for the 

proposed shifts in follow-up care, with a surge in published research (between 2007 and 2020) investigating quality 

of life (QoL), care plans, physical activity, symptom management, and psychosocial care[10]. Still, it is crucial to 

identify where gaps persist, to recognise where more can still be done to improve support for people living with 

and beyond cancer. 

1.1.2 Introducing self-management 

This thesis was inspired by the vision to shift from clinical approaches to follow-up care towards empowering 

people to engage in self-management[8]. In cancer, self-management has been defined as the “awareness and active 

participation by the person in their recovery, recuperation, and rehabilitation to minimise the consequences of 

treatment, promote survival, health and well-being”[11]. Social cognition theories suggest that self-management is 

underpinned by an individual’s self-efficacy (i.e. their belief in their capacity to execute the necessary 

behaviours)[12]. The ways that people can engage in self-management are extensive, including the use of support 

(e.g. community support groups), equipment/resources (e.g. medication organisers), acquiring knowledge and 

information (e.g. leaflets about their condition), and self-monitoring (e.g. awareness of health and emotions); this 

is explored further in chapter 4.  
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Though people need to be willing and motivated to engage in self-management, self-management constitutes a 

collective activity and should not be the sole responsibility of the individual[13]. This is because cancer survivorship 

can come with healthcare demands (e.g. managing medication and follow-up appointments), long-term effects on 

health and well-being, and the need to re-establish (or establish new) routines and social roles[14]. Further, cancer 

and its treatment can leave people feeling vulnerable, with threats to their self-identity and self-confidence[15]. 

Hence, supported self-management is important because self-efficacy (and thus, self-management) can be 

empowered through training, education, and skill development[12]. Therefore, this thesis focuses on supported self-

management, acknowledging that healthcare professionals (HCPs), and informal caregivers (IC) (i.e. close family 

and friends that provide ongoing care and support, without pay) have important roles in facilitating self-

management. What these roles are, and how the responsibilities are experienced is explored further in chapters 5 

and 6.  

1.1.3 Current and future directions for supported self-management 

Improving support for self-management is of great interest to clinical and research communities. To illustrate the 

multi-dimensional nature of supported self-management, the practical reviews in self-management support 

(PRISMS) taxonomy[16,17] presents 14 different ways that self-management can be supported (e.g. provide 

information about condition and its management; training for psychological strategies). This framework can be 

used to aid researchers with the design and description of a self-management intervention, ensuring that such 

interventions equip people with the set of skills (e.g. problem solving; action planning) required to self-manage[18] 

Existing self-management interventions often focus on addressing the physical effects of, or adjustment to, the 

diagnosis and its treatment. There is a growing evidence base, including several systematic reviews, to support the 

effectiveness of self-management interventions for improving outcomes, such as QoL and self-efficacy in cancer 

survivors[19–21]. There is also a systematic review in non-cancer populations, which suggests that self-management 

interventions can reduce healthcare utilisation (e.g. hospitalisation rates), without compromising health 

outcomes[22]. While the presented evidence suggests that supporting self-management could be worthwhile[23], 

there is substantial heterogeneity in the active ingredients of self-management interventions[24]. This has 

implications for understanding what makes an intervention effective and hinders translation into clinical practice.1 

A report from the 2019 National Cancer Institute (NCI) cancer survivorship workshop[25] suggests that more needs 

to be done for the promotion and support of self-management. In 2021, a ‘call to action’ for self-management in 

cancer care identified six priority actions to ensure self-management support is integrated as part of high quality, 

person-centred care, with the aim to optimise health outcomes and expedite recovery[18]: (1) Prepare patients, 

survivors, and caregivers for active involvement in care; (2) Embed self-management support into everyday 

practice and care pathways; (3) Train healthcare providers with knowledge and skills for providing self-

management support; (4) Foster accountability for self-management support as a performance metric in value-

based care; (5) Advance evidence on the effectiveness of self-management and self-management support in cancer 

populations; and (6) Expand reach and access to self-management support programmes across care sectors. In 

addition, Foster et al.[26] presented several ‘pressing questions’ requiring investigation to inform policy and practice 

for supported self-management in cancer care (e.g. effectiveness, type and timings of support, identifying those in 

need of support). This shows the extensive groundwork required to inform the development and implementation 

 
1 Chapter 6.1.2 expands on how a systematic review from Ways Ahead on the characteristics and components of 

self-management interventions for cancer survivors aimed to overcome this[27] (Appendix B.4). 
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of supported self-management in cancer care. However, current efforts have largely focused on breast or prostate 

cancer survivors[27], informing a need to research rare and underserved cancers to understand and address 

disparities among cancer survivors[25]. 

1.1.4 Incidence and burden of primary brain tumours 

Brain tumours can be malignant (approx. 30% of new cases) or non-malignant (approx. 70%)[28]. They comprise 

over 100 histologically distinct subtypes, as classified by the fifth edition of the World Health Organisation 

classification of tumours of the central nervous system[29]. Global cancer statistics report that in 2022, there were 

an estimated 20 million new cancer diagnoses, worldwide. Approximately 321,000 (1.6%) of these were new 

diagnoses of primary malignant brain and central nervous system tumours; this is modest compared to the most 

common cancers, such as lung (12.4% of new diagnoses), breast (11.6%), and colorectal (9.6%) [30]. The age-

standardised incidence rates of malignant brain tumours in 2022 were 3.9 (males) and 3.1 (females) per 100,000 

population[30], further indicating the rarity of this type of cancer. 

The cornerstone of treatment for malignant brain tumours is surgical resection, where possible, with subsequent 

standard of care being a combination of chemotherapy and radiotherapy[31]. It is important to note that these 

tumours are considered incurable, meaning that treatment can only prolong survival[31]. This is distinct from other 

cancers, which are typically treated with curative intent if diagnosed at an early enough stage. In cancer, 

chemotherapy and radiotherapy treatment modalities have been associated with wide-ranging side effects, 

including fatigue, nausea, and diarrhoea[32,33]. A brain tumour diagnosis can lead to several, often tumour-specific, 

symptoms and impairments, such as seizures, cognitive impairment, mood and personality changes, speech, 

language, and communication difficulties, and headaches[34–36]. Thus, people with brain tumours could be 

vulnerable to both the consequences of cancer (and its treatment) and an acquired brain injury. These deficits can 

be focal and influenced by the tumour location; the impact of life with a brain tumour is expanded in chapter 3. 

Overall, the potential symptom burden experienced by people with brain tumours suggests that the challenges they 

face are likely to be different - at least to some extent - to other cancers. For example, impaired cognitive function 

(e.g. memory, concentration deficits) could affect medication management, or seizures could influence ability to 

drive. This raises two questions about self-management interventions for people with brain tumours: (1) are 

existing interventions for cancer survivors applicable to the needs of people with brain tumours; and (2) are such 

interventions accessible for people with substantial impairments? 

1.1.5 Focusing on people with lower-grade gliomas 

There are several types of primary brain tumour, including, for example, gliomas, embryonal tumours, 

meningiomas, and haematolymphoid tumours[29]. The most common malignant tumours are gliomas[28], which can 

be grade 2, 3 or 4, distinguished by their expected prognosis and resectability; grade 4 tumours (e.g. glioblastoma) 

are highly malignant and expected to lead to death in relatively short periods of time[29]. In this thesis, the focus is 

on ‘lower-grade gliomas’ (LGG), which account for approximately 15% of all gliomas[28], encompassing here 

grade 2 astrocytoma and grade 2 or 3 oligodendroglioma[29]. 

People with LGG are typically diagnosed in their 30s and 40s[37], at a crucial time in working and family lives. 

Since treatment with curative intent is not available for these tumours[31], a LGG diagnosis will eventually progress 

to a high-grade glioma (HGG)[38]. Still, following diagnosis, people with LGG can continue to live for five to 15 

years, depending on the tumour subtype, with shorter progression-free survival for people with astrocytomas, 

compared to oligodendrogliomas[28,39]. People with LGG may, therefore, live long-term with a ‘terminal’ 
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diagnosis, including the effects of the condition and its treatment, which could impact their ability to recuperate 

and resume daily activities[40]. For example, the age at diagnosis, and potentially long-term prognosis, means 

returning to work may be a priority for people with LGG, for personal, social, or financial reasons[41], yet their 

ability or desire to return to work may be hindered by the symptom burden and uncertainty regarding their 

prognosis. This makes people with LGG distinct from other ‘curable’ cancers, and people with HGG, who typically 

have much shorter prognoses[42]. A survey of HCPs’ views on the rehabilitation needs of people with brain tumours 

suggested that poor survival prognosis was a prominent challenge linked to self-management[43]. Consequently, 

the potential need for long-term management of the impact of living with a LGG suggests that supported self-

management may be a worthwhile consideration for this population. However, first it is important to identify the 

extent to which people with LGG have the capacity to engage in self-management and develop an understanding 

of the challenges they face around self-management. 

Despite general progress in directions for follow-up care and the understanding of QoL in cancer survivors[10], 

clarity in this understanding is lacking for people with LGG, particularly concerning their lived experiences. 

Further, there is a paucity of evidence concerning self-management in people with brain tumours, with minimal 

evidence specifically focused on people with LGG. Where evidence exists, qualitative studies have reported a 

narrow focus on coping[44], adapting[40], or access to support services[45], and explored a limited time since 

diagnosis (i.e. <6 months)[40] or included multiple types of brain tumours with varying prognoses[44,45]. Therefore, 

there is a pertinent gap to explicitly understand the need and potential for supported self-management in people 

with LGG. It is a necessity to shed light on the lived experiences of this currently underserved population, so that 

research and clinical communities can work to understand and improve their QoL. 

1.2 Thesis overview 

1.2.1 Research questions 

This thesis will address the following three research questions: 

1. What are the lived experiences of people living with a LGG? 

2. To what extent is self-management feasible for people with LGG? 

3. How can self-management be supported for people with LGG? 

1.2.2 Aims and objectives 

The overall aim of this thesis was to understand the lived experiences of people with LGG and the potential for 

supported self-management, from multiple perspectives. Within this, the specific objectives were to identify and 

understand: 

1. The impact of life with a LGG. 

2. How people with LGG currently engage in self-management. 

3. The current and potential roles of ICs and HCPs in supporting self-management for people with LGG. 

4. The challenges faced by ICs and HCPs in supporting self-management for people with LGG. 

1.2.3 Supporting chapters and papers 

The thesis is formed of seven chapters, including six core published papers (PP) (Table 1).  
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Table 1. Core published papers  

Paper Title Journala 

Article type 

(interview set) 

Research 

objective(s) 

PP1 Health-related quality of life in adults with 

low-grade gliomas: a systematic review. 

Quality of Life 

Research 

Systematic review 

of quantitative 

studies 

1 

PP2 “It changes everything” Understanding 

how people experience the impact of 

living with a lower-grade glioma. 

Neuro-Oncology 

Practice 

Qualitative 

(People with LGG) 

1 

PP3 Identifying and understanding how people 

living with a lower-grade glioma engage in 

self-management. 

Journal of Cancer 

Survivorship 

Qualitative 

(People with LGG) 

2 

PP4 Barriers and facilitators to self-

management in people living with a lower-

grade glioma. 

Journal of Cancer 

Survivorship 

Qualitative 

(People with LGG) 

2 

PP5 “It’s a delicate dance” How informal 

caregivers experience the role and 

responsibilities of supporting someone 

living with a lower-grade glioma. 

Neuro-Oncology 

Practice 

Qualitative (ICs of 

people with LGG) 

3, 4 

PP6 Understanding supported self-management 

for people living with a lower-grade 

glioma: implementation considerations 

through the lens of normalisation process 

theory. 

Health 

Expectations 

Qualitative (HCPs 

and People with 

LGG) 

3, 4 

aFull details are provided on page iv.  

Throughout this thesis, seven additional published papers are alluded to, where appropriate, to provide additional 

context; the abstracts of the additional papers are presented in Appendix B. This thesis, including all 13 core and 

additional papers, was informed by work on the multi-method Ways Ahead project[46] (Appendix B.1). The 

subsequent chapters are organised as follows. 

Chapter two outlines the methodology of the Ways Ahead project to provide an overview of how this work was 

conducted. 

Chapter three aims to examine the impact of life with a LGG, through a systematic review of quantitative studies 

on health-related quality of life (HRQoL) in people with LGG, and a qualitative analysis of how people experience 

the impact of life with a LGG. This chapter includes PP1[47] and PP2[48]. 

Chapter four explores how people with LGG currently engage in self-management, through qualitative analyses 

that identify the different self-management strategies that are used, and the barriers and facilitators to engagement 

in self-management. This chapter includes PP3[49] and PP4[50]. 
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Chapter five looks to understand how ICs experience the role and responsibilities of supporting people with LGG, 

through a qualitative analysis of the types of support provided, challenges faced, and implications for the care 

recipient’s self-management. This chapter includes PP5[51]. 

Chapter six considers the challenges of implementing self-management support for people with LGG, through 

the lens of normalisation process theory (NPT). This involves a qualitative analysis which explores the alignment 

in experiences and perspectives of HCPs and people with LGG. This chapter includes PP6[52]. 

Chapter seven presents a discussion of the body of work, including a summary of the main findings, overall 

strengths and limitations, future research and clinical implications, and conclusions. 
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Chapter 2: Methodology of the Ways Ahead project 

This chapter focuses on the qualitative phase of the Ways Ahead project2, which involved people with LGG, ICs, 

and HCPs who support people with brain tumours. This work provided the data included in PP2-PP6[48–52]. This 

work was descriptive in design, with a constructivist worldview[53], and sought to advance an area where little is 

known by recognising the diverse and subjective experiences of participants[54]. Ways Ahead was reviewed and 

approved by the Wales Research Ethics Committee (REC ref: 20/WA/0118); Health Research Authority ethical 

approval documentation can be found in Appendix C. 

I commenced the Ways Ahead project with an academic background in Health Psychology and experience in 

qualitative research on QoL in cancer survivorship, though limited knowledge on the clinical aspects of brain 

tumours; I reflect on the implications of my role and experience in chapter 7.2.3. Patient and public involvement 

(PPI) was consistently considered throughout Ways Ahead, engaging the Brain Tumour Charity research 

involvement network and Maggie’s centre brain tumour network (“Maggie’s Brains”) to ensure PPI opportunities 

were widely accessible. Details of the conducted PPI activities are presented in section 2.4. 

The chapter is organised as follows: participant eligibility; participant recruitment; data collection; PPI. 

Disclaimer: In the initial stages of the project, I worked alongside a Research Associate, Dr Lizzie Dutton. Their 

involvement included early PPI activities (specified in section 2.4) and conduct of some semi-structured interviews 

(n=19 of 72). For full details of how each member of the research team contributed to the Ways Ahead project, 

see Appendix A. 

2.1 Participant eligibility 

People with LGG could take part without their IC also taking part (or having any IC); likewise, ICs could take part 

without their care recipient having taken part. 

People with LGG: 

People with LGG were eligible if they: 

• Were aged 18 years or older at diagnosis. 

• Resided in the United Kingdom. 

• Had a grade 2 astrocytoma or grade 2 or 3 oligodendroglioma, based on histology or molecular 

features[29]. 

• Had completed primary treatment or were stable under observation. 

People with LGG were excluded if they: 

• Were non-English speaking to the extent that they were unable to take part in an interview, as an 

interpreter was not used. 

• Were judged by their clinical team to have severe psychological or social problems, which meant that an 

interview would risk causing further distress. 

 
2 PP1[47] was a systematic review of quantitative studies; full methods can be found at: 

https://www.crd.york.ac.uk/PROSPERO/view/CRD42021231368 

https://www.crd.york.ac.uk/PROSPERO/view/CRD42021231368
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• Were judged by their clinical team to have cognitive and communication impairments that were so 

significant, they would be unable to take part in an interview.3 

Informal caregivers: 

Informal caregivers were eligible if they: 

• Were aged 18 years or older. 

• Resided in the United Kingdom. 

• Were family-members or friends who currently, or had in the past five years, informally cared for 

someone with a LGG (specifically, a grade 2 astrocytoma or grade 2 or 3 oligodendroglioma[29]). 

o Individuals who were a caregiver in the past five years, but who were bereaved at the time of 

recruitment, were therefore eligible. 

Healthcare professionals:  

Healthcare professionals were eligible if they: 

• Practiced within the United Kingdom. 

• Were a member of a relevant multidisciplinary team, involved in the care and support of adults with brain 

tumours. 

o This included, but was not limited to, Consultant Clinical Oncologists, Clinical Nurse 

Specialists, and Allied Healthcare Professionals (e.g. Occupational Therapist, Speech and 

Language Therapist). 

• OR were involved in the support of adults with brain tumours outside of National Health Service (NHS) 

care pathways. 

o This included, but was not limited to, social workers, benefits advisors, and counsellors. 

2.2 Participant recruitment 

The Ways Ahead project was adopted on the National Institute for Health and Care Research (NIHR) Clinical 

Research Network portfolio (Central Portfolio Management System ID: 44917; Appendix C). Site set-up and 

collaboration was arranged with four NHS sites across the United Kingdom: Newcastle upon Tyne Hospitals NHS 

Foundation Trust; The Christie NHS Foundation Trust; South Tees Hospitals NHS Foundation Trust; and NHS 

Lothian. Each NHS site had an established multidisciplinary team to support people with brain tumours, and a 

relevant clinical site lead. Recruitment was facilitated through additional collaboration with the Brain Tumour 

Charity to recruit through their networks. 

For both recruitment pathways (i.e. NHS sites and the Brain Tumour Charity), an invitation letter and participant 

information sheet (PIS) was shared with potentially eligible individuals; this provided a brief introduction to the 

study and the researchers conducting the interviews, as well as contact details for the study team. There were 

different PIS for each participant group to portray differences in why the person was being asked to take part, what 

taking part involves, and benefits and risks to taking part. To register an interest in taking part, individuals were 

asked to call or email the study team; each person was subsequently called to confirm eligibility, afford the 

 
3 There were no people with LGG excluded based on severe psychological, social, cognitive or communication 

problems. 
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opportunity to ask questions, and if eligible and willing to proceed, arrange a convenient date and time for 

interview. Individuals could request a call back if they needed more time to process the information and decide 

whether to take part. Interview arrangements were confirmed in an email to support those with memory difficulties. 

Purposive sampling was used to ensure sample heterogeneity and elicit a broad range of views and experiences. 

Recruitment was conducted between August 2020 and May 2022; recruitment continued until the study team 

judged that sufficient data had been generated across each interview set to support and understand each research 

question[55]. 

Detailed below is how the purposive sampling strata and participant recruitment varied for each interview set; see 

Appendix D for examples of the invitation letters and PIS. 

People with LGG: 

The purposive sampling strata for people with LGG were age, sex, diagnosis, and time since diagnosis (1-5, 6-10, 

>10 years). This helped capture the views of people with different subtypes of LGG, diagnosed at different points 

in their working and family lives, and at different timepoints in the management of their condition. For recruitment 

through NHS sites, people with LGG were identified from their medical records and given a PIS by a healthcare 

professional. For recruitment through the Brain Tumour Charity, a study advertisement was disseminated through 

their research involvement networks with the PIS attached. 

Informal caregivers: 

The purposive sampling strata for ICs were age, sex, and relationship with care recipient (e.g. spouse, sibling, 

parent). This helped capture the experiences of ICs from a broad range of relationship dynamics. To be sensitive 

in the language used, individuals were approached using the terms ‘family-member or friend’ (rather than ‘carer’). 

For recruitment through NHS sites, known ICs of people with LGG were given a PIS by a healthcare professional. 

Recruitment through the Brain Tumour Charity was the same as for people with LGG. 

Healthcare professionals:  

Since people with LGG require multidisciplinary management, the purposive sampling strata for HCPs were 

healthcare profession and geographical location (clinical centre). This helped capture the perspectives of many 

relevant disciplines and understand how HCPs’ perspectives and healthcare services might vary across the United 

Kingdom. For recruitment through NHS sites, the principal investigator at each site gave the PIS to HCPs within 

their respective multidisciplinary teams. For recruitment through the Brain Tumour Charity, a study advertisement 

was disseminated through their HCP network with the PIS attached. 

2.3 Data collection 

One-to-one semi-structured interviews were conducted remotely via telephone or video call (e.g. Zoom or Teams), 

as per participant preference. Since data collection occurred during the COVID-19 pandemic, face-to-face 

interviews were not an option; the impact of COVID-19 on Ways Ahead is discussed in chapter 7.2.2. Immediately 

prior to each interview, audio-recorded consent was acquired. This confirmed that participants understood, for 

example, that the interview would be audio-recorded and anonymised quotes may be used in research and 

publications. Once consent was obtained, each participant completed an ‘About you’ form to collect key 

demographics; the demographic questions asked varied appropriately for each interview set. 
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Each interview set followed a topic guide, which were informed by the literature and expert knowledge, and 

modified following discussions with HCPs within the study team. The topic guides for people with LGG and ICs 

were modified further following review by a brain tumour PPI panel (which included people with brain tumours, 

n=3; and ICs n=3), ensuring comprehensive coverage of relevant topics across each topic guide (details below). 

Throughout data collection, each topic guide was used flexibly, with variation in the order of topics, depending on 

what the participant chose to speak about; probing questions were used, where necessary, to explore topics further. 

Participants were afforded opportunities to raise any additional issues of importance to them; any new issues raised 

were added to the relevant topic guide and explored in subsequent interviews. During each interview, field notes 

were taken for reference. 

Detailed below is how data collection procedures varied for each interview set; see Appendix D for an example of 

the consent form, demographics and medical record forms, and post-interview sheet, as well as each final topic 

guide. 

People with LGG: 

The demographics collected from people with LGG encompassed age, sex, employment and relationship status, 

years of education, and number of dependents, as well as clinical and tumour-related information of diagnosis 

(date), tumour location and laterality, treatment (dates), IDH1-mutation and 1p19q codeletion status. Participants 

recruited through the Brain Tumour Charity were asked for their main treatment hospital and consultant; with 

participant consent, the treating hospitals of all people with LGG were asked to confirm the clinical and tumour-

related information. 

To support participants who may have had cognitive impairments (e.g. memory and processing speed limitations), 

an interview topic overview was offered in advance. In the interview, ample time was allowed for the participant 

to consider and respond to each question. 

To begin the interview, participants were invited to broadly reflect on life following diagnosis. Then, their 

experiences of different areas of functioning that may have been affected by the tumour and its treatment (e.g. 

cognitive, physical, emotional) and the impact on aspects of day-to-day life (e.g. work, hobbies, relationships) 

were explored. For each area, participants were asked how they were impacted, how this was managed and any 

related challenges, and what and when support was needed or received. At the end, participants were asked for 

initial thoughts on desired support and design preferences for a self-management intervention. Finally, each 

participant was asked if they wanted to tell the interviewer anything else. After each interview, participants were 

offered a £20 voucher to thank them for their time, and a post-interview sheet with information about project next 

steps and details of relevant charities and helplines, should they require support. Interviews were a mean of 102 

minutes long (range 54-167 minutes). 

Informal caregivers: 

The demographics collected from ICs encompassed age, sex, employment and relationship status, years of 

education, number of dependents, and relationship to the care recipient. 

To begin the interview, participants were invited to broadly reflect on their experiences of supporting someone 

with a LGG. Then, their views on how the care recipient has been impacted by the tumour and its treatment, and 

their own impact and support needs across several areas (e.g. emotions, family, transport) were explored. For each 
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area, participants were asked about their caregiving responsibilities and any challenges faced, as well as what, and 

when, they or the care recipient needed or received (in)formal support. At the end, participants were asked for 

initial thoughts on desired support and design preferences for a self-management intervention. Finally, each 

participant was asked if they wanted to tell the interviewer anything else. After each interview, ICs were also 

offered a £20 voucher to thank them for their time, and a similar post-interview sheet, with wording adjustments 

to be appropriate to ICs. Interviews were a mean of 85 minutes long (range 54-110 minutes). 

Healthcare professionals:  

The demographics collected from HCPs encompassed healthcare profession, geographical region, and years 

working with people with brain tumours. 

To begin the interview, participants were invited to broadly reflect on their role in supporting people with brain 

tumours. Then, their views on the support needs of people with LGG, how these needs are identified, and what 

support is available following primary treatment, were explored. Participants were also asked about their 

perception of, and role in supporting, self-management, and whether they face any challenges in providing support. 

Self-management was defined in the interview for participants who were not familiar with the term. At the end, 

participants were asked for initial thoughts on design preferences for a self-management intervention. Finally, each 

participant was asked if they wanted to tell the interviewer anything else. After each interview, HCPs were thanked 

but not reimbursed for their time, and verbally informed about project next steps. Interviews were a mean of 72 

minutes long (range 48-93 minutes). 

2.4 Patient and public involvement 

PPI activities were carefully planned across design, analysis, and dissemination stages of the project, so that the 

research was being conducted with the public, not for them.  

Design: 

Dr Dutton received input from people with brain tumours and ICs on the acceptability of the protocol and 

importance of the research questions, appropriateness and sensitivity of the PIS. I followed this up by seeking 

input on the relevance and comprehensiveness of the topic guides, and accessibility of the project website. 

Following each PPI input, appropriate modifications were made and feedback outlining the changes was shared 

with the charity networks to keep people informed on how their suggestions have been actioned. 

Analysis: 

Upon completion of data collection, the interview findings were sense checked in two face-to-face and one online 

discussion group with people with brain tumours and ICs. In these groups, findings were presented, then people 

were invited to reflect on the findings and identify what they saw as key messages for dissemination. These 

discussions helped to co-create a lay summary of interview findings that has been disseminated across the Brain 

Tumour Charity and Maggie’s centre networks. 

Dissemination: 

I have continued to maintain the project website (research.ncl.ac.uk/waysahead/) to provide a platform for people 

to learn more about the project and keep updated with progress and outputs. In addition to the summary of findings, 

I have collaborated with the Brain Tumour Charity to release three blogs and a podcast episode to disseminate the 
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project outputs for a lay audience (see ‘Outputs during PhD candidature’). The podcast episode included an 

interview-style conversation with a person living with a brain tumour, about the project aims, findings, and 

projected impact. 
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Chapter 3: The impact of life with a lower-grade glioma 

This chapter introduces the impact of living with a brain tumour, both on HRQoL and the implications on day-to-

day life, before considering when people may require support. This is important for developing an understanding 

of the challenges that people with LGG may need to learn to self-manage. The first publication (PP1[47]) presented 

in this chapter is a systematic review of quantitative studies, which aimed to examine HRQoL in adults with LGG. 

The second publication (PP2[48]) presents qualitative findings from interviews with people with LGG within Ways 

Ahead, which aimed to explore how people experience the impact of living with a LGG. 

The chapter is organised as follows: introduction to the impact of living with a brain tumour; PP1; PP1 

commentary; PP2; PP2 commentary; chapter summary. 

3.1 The impact of living with a brain tumour 

3.1.1 Health-related quality of life 

HRQoL is a multidimensional construct that reflects an individual’s level of control over their health, and ability 

to function in day-to-day life; this is more focused than QoL which concerns an individual’s overall well-being[56]. 

HRQoL has been defined in cancer as “the subjective perceptions of the positive and negative aspects of cancer 

patients’ symptoms, including physical, emotional, social, and cognitive functions and, importantly, disease 

symptoms and side effects of treatment”[57]. In people with limited survival expectations, minimising the potential 

adverse consequences of the cancer and its treatment on HRQoL is a crucial consideration[58]. 

As introduced in chapter 1.1.4, people with brain tumours can experience wide-ranging, often tumour-specific, 

symptoms and impairments. HRQoL can be measured with generic measures (i.e. applicable across multiple 

cancers or other populations, such as SF-36[59], EORTC QLQ-C30[60]) or those specifically developed for people 

with brain tumours (e.g. EORTC QLQ-BN20[61], FACT-Br[62]). In a consensus meeting held by a NCI neuro-

oncology working group of researchers in 2018, it was determined that the core patient-reported outcomes for 

people with brain tumours should be pain, difficulty communicating, perceived cognition, seizures, symptomatic 

adverse events, physical, role, and social functioning[63]. This consensus improves the quality and generalisability 

of research into HRQoL by standardising the priority constructs for patient care in people with brain tumours[64]. 

The perceived ability to function in day-to-day life for people with brain tumours has been significantly associated 

with these core outcomes (e.g. cognitive and motor impairment)[65]. In PP1[47], I present the rationale for developing 

a comprehensive, synthesised understanding of HRQoL in people with LGG. 

3.1.2 Implications for day-to-day life 

There are various means to highlight the impact of a brain tumour; while sustaining HRQoL is of high importance, 

it is not the only useful outcome for indicating levels of functioning and well-being in people with brain tumours. 

For a more comprehensive understanding of people’s QoL, it is valuable to also consider their abilities to engage 

in basic activities of daily living (e.g. dressing, bathing) and instrumental activities of daily living (IADL)[66]. 

IADLs pertain to the activities that allow an individual to live independently in a community, such as cooking, 

cleaning, transportation, managing finances[67]. Recently, the EORTC IADL-BN32[68] was developed to measure 

IADLs in people with brain tumours; this contains seven sub-scales across a wide range of IADLs (e.g. domestic 

life, technology literacy). An example question includes “Have you had difficulty managing your own 

medication?”; this provides useful context for a person’s ability to self-manage. The assessment of IADLs should 

be complementary to HRQoL assessments, as findings showed that people with cognitive impairments had 
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significantly more IADL problems compared to those without such impairment[68]. Hence, identifying problems 

or challenges with IADL that an individual experiences could help contextualise what QoL means to that 

individual.  

The international classification of functioning, disability, and health (ICF) is the international standard for 

describing health and disability[69]. Within this, the domains comprise ‘environmental factors’ (e.g. ‘relationships’, 

‘services’, ‘systems’) and 50 categories of ‘activities and participation’. Khan et al.[70] found that people with brain 

tumours report problems with 44 of these categories, most commonly, ‘handling stress’, ‘driving’, ‘doing 

housework’, and ‘remunerative employment’. These problems have been linked with HRQoL, particularly the 

presence of seizures, and have ramifications for people feeling able to live independently[71,72]. Beyond this, people 

with brain tumours often need to rebuild social connections following their diagnosis, due to loss of pre-illness 

networks (e.g. work colleagues)[73]. Thus, both functional impairments and changes in environment can have 

implications for maintaining social networks. Understanding the extent of the impact on social functioning is 

important because loss of social groups has been associated with higher levels of depression and anxiety in people 

with brain tumours[74]. In PP2[48], I present the rationale for why there is a need to understand how QoL is 

experienced, covering issues such as cognitive function and seizures, and what it means to the daily lives of people 

with LGG (e.g. work, relationships, social activities). 

3.1.3 When an impact becomes a support need 

A support need is when something needs to be managed and/or requires adjustment; for example, if an individual 

needs to take more breaks to manage their fatigue, then fatigue would become a support need. Still, these can be 

considered met or unmet needs. A met need is when the support required to manage the problem has been 

sufficiently fulfilled, or the problem is mild enough to be self-managed without ‘formal’ (external) support. 

Alternatively, an unmet need is when support is required but not yet fulfilled, and the individual feels unable to 

self-manage. Support needs can relate to medical or non-medical matters, spanning the physical, psychological, 

social, or economic consequences of living with a cancer diagnosis. The support required could pertain to a need 

for information about the condition, self-management strategies, or access to specialist professionals. There are 

different approaches to assessing the support needs of people with brain tumours; needs can be inferred through 

HRQoL measures[75,76], or explicitly indicated through completion of measures to assess unmet needs[77]. However, 

current approaches have limitations, particularly concerning their ability to contextualise the problem in relation 

to the implications on day-to-day life, as expanded in chapter 7.4.1. The areas and contexts in which people with 

LGG may require support are explored in PP1[47] and PP2[48]. 

3.2 PP1: Health-related quality of life in adults with low-grade gliomas: a systematic 

review 

Rimmer, B., Bolnykh, I., Dutton, L., Lewis, J., Burns, R., Gallagher, P., Williams, S., Araújo-Soares, V., Menger, 

F., & Sharp, L. (2023). Quality of Life Research, 32(3), 625–651. 
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Supplementary table 1: Search strategy 
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Supplementary table 2: Database searches 

MEDLINE search 
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Embase search 
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Supplementary table 3: Additional population characteristics  of included studies that 

assessed HRQoL in people with LGG 
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Supplementary table 4: HRQoL instruments and their scoring 
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Supplementary table 5: Quality appraisal 
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3.2.1 PP1 commentary 

This systematic review represents the first time quantitative studies of HRQoL in adults with LGG have been 

synthesised. This review was designed to examine the ‘real world’ HRQoL, outwith the context of clinical trials. 

The findings present several key messages: (1) people with LGG experience wide-ranging impairments which 

negatively impact HRQoL; (2) these problems are largely sustained over time, indicating a need for long-term 

management/support. While this publication was in press, Frances et al.[78] published a systematic review of the 

long-term consequences of adult grade 2/3 gliomas on HRQoL, which affirmed our finding that poor HRQoL is 

sustained over time; (3) numerous factors may influence HRQoL, meaning lived experiences could vary for each 

individual; and (4) in comparison with non-cancer controls, people with LGG have marked impairment in a range 

of areas (e.g. cognitive, emotional, social functioning).  

These findings signify what the consequences are and when HRQoL is affected in people with LGG but do little 

to help understand how these symptoms and impairments are experienced in day-to-day life and why they may be 

important to each individual. This inspired the need for a qualitative analysis to explore and understand how people 

experience the impact of living with a LGG. Specifically, to contextualise the implications of these HRQoL 

findings on people’s lived experiences. 

3.3 PP2: “It changes everything” Understanding how people experience the impact of 

living with a lower-grade glioma. 

Rimmer, B., Balla, M., Dutton, L., Williams, S., Lewis, J., Gallagher, P., Finch, T., Burns, R., Araújo-Soares, V., 

Menger, F., & Sharp, L. (2024). Neuro-Oncology Practice. 11(3), 255-265.  
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3.3.1 PP2 commentary 

This descriptive qualitative study builds on the findings of the systematic review (PP1[47]) to elicit how the 

symptoms and impairments can drive impacts on day-to-day life for people with LGG (e.g. seizures influence 

transport, which limits social opportunities). An inductive thematic analysis[79] was considered appropriate here, 

as it facilitated the development of patterns of meaning from the participants’ lived experiences. This work 

represents one of the first qualitative studies to provide context for what the impact means to people with LGG 

and identify where priorities for support may vary for each individual. For example, one person may wish for 

support with returning to work, while another may deem it more important to access support with physical exercise. 

This has future research implications for the development and tailored delivery of a self-management intervention, 

as discussed further in chapter 7.3.1. 

This paper stimulated the publication of an editorial by Darlix et al.[80], which suggested ways to guide neuro-

oncologists to advance the understanding and management of life with a LGG. This included reflections on the 

pitfalls of existing needs assessments and ways to afford people sufficient opportunity to report their support needs; 

this is discussed further in chapter 7.4.1. The authors also called for more qualitative studies to generate a 

comprehensive understanding of the experiences of, and challenges faced by, people with LGG, across different 

contexts (e.g. self-management, return to work). Overall, in accordance with a recent call for guiding patient-

centred care in neuro-oncology[81], these findings signify positive progress in the desire and attempts to understand 

the patient perspective. Specifically, this helps ensure that the quality of support is a central focus in the 

development of neuro-oncological interventions. 

3.4 Chapter summary 

The work presented in this chapter highlights the wide-ranging impact of life with a LGG and outlines the need 

and scope for interventions that seek to improve the QoL of this population. The lived experiences of day-to-day 

life presented in the qualitative findings provide important context for the substantial symptom burden identified 

in the reviewed quantitative studies. This emphasises the value of a mixed-methods approach to recognising the 

impact of living with a LGG. Quantitative findings more broadly indicate the types and timings of support required 

for this population, while qualitative findings help to capture and contextualise what is important to each 

individual. Overall, this has implications for the challenges that people with LGG may need to self-manage, while 

also indicating that symptoms and impairments might influence an individual’s ability to self-manage.  
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Chapter 4: Engagement in self-management for people with lower-

grade gliomas 

In chapter 3, one of the key findings was that the wide-ranging impacts experienced by people with LGG can 

persist for several years following treatment, indicating a need for effective, long-term self-management and more 

‘formal’ support. This chapter introduces how people living with and beyond cancer engage in self-management 

and considers what might influence someone’s ability to engage in self-management. The two publications 

included in this chapter focus on providing a complete insight into engagement in self-management for people 

with LGG. The first publication (PP3[49]) presents additional qualitative findings from the interviews with people 

with LGG and aimed to identify and understand how people with LGG engage in the self-management of their 

condition. The second publication (PP4[50]) presents further qualitative findings from the interviews with people 

with LGG and aimed to identify and understand the barriers and facilitators to self-management in people with 

LGG. 

The chapter is organised as follows: introduction to engagement in self-management for people living with and 

beyond cancer; PP3; PP3 commentary; PP4; PP4 commentary; chapter summary. 

4.1 Engagement in self-management for people living with and beyond cancer 

4.1.1 Approaches to self-management across different cancers 

The evidence base on self-management in cancer is largely focused on the effectiveness of self-management 

interventions (e.g.[20,24,27]), with a relative paucity of evidence available to understand people’s self-management 

attitudes or behaviours. Where such data has been reported, cancer survivors generally had a positive attitude 

towards self-management, conveying a motivation to maintain control over their health and well-being[82]. Yun et 

al.[83] developed a taxonomy of the strategies people living with cancer might use to self-manage; this has since 

been extended in studies with head and neck cancer survivors[84] and childhood cancer survivors[85] to now 

encompass 118 specific self-management strategies across 20 self-management strategy types. Having such a 

taxonomy allows studies to explore self-management in a more systematic way and understand what strategies 

people use. A self-management strategy concerns the specific behaviour used by the individual to manage their 

health and well-being, while a self-management strategy type concerns a group of similar self-management 

strategies to represent an approach to self-management. To exemplify this, the self-management strategy type of 

‘adopting a healthy lifestyle’ encompasses specific strategies such as ‘exercising’ or ‘adopting a healthy diet’. 

The self-management strategy types presented in the taxonomy may be commonly used across different cancers; 

still, the changes made in each iteration of the taxonomy indicate the nuances in how different cancer populations 

engage in self-management. For example, in head and neck cancer survivors, Dunne et al.[84] stressed the 

importance of including a new ‘meaning making’ strategy type, due to a diminished sense of self from possible 

facial disfigurement and communication difficulties. In childhood cancer survivors, Brown et al. [85] reported the 

inclusion of specific strategies used to help survivors try to live ‘normal’ lives through adolescence (e.g. ‘balancing 

life with health needs’ and ‘recognising one’s own limits’). Jung et al.[86] suggests that engagement in self-

management could also vary by cancer stage; early-stage cancer patients favour goal and action setting strategies, 

compared to advanced cancer patients’ preference for more pro-active problem solving, in response to enhanced 

physical and mental difficulties. 
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The potential need for long-term management of an incurable condition, which can be accompanied by tumour-

specific symptoms and impairments (highlighted in chapter 3), suggests it is likely that self-management could 

look different still for people with LGG. In PP3[49], I present the need to understand how people with LGG engage 

in self-management, and the value of applying the latest iteration of the existing taxonomy of self-management 

strategies[85] to develop this understanding. 

4.1.2 Factors influencing engagement in self-management 

While section 4.1.1 outlines potential approaches to self-management across different cancers, it is crucial to 

recognise what helps and hinders people to effectively engage in self-management. Indeed, self-efficacy is a key 

factor influencing self-management in cancer survivors[87].  

In 2016, Schulman-Green et al.[88] published a framework of 18 factors (across five categories) influencing self-

management, developed in chronic (non-cancer) illness, for example, ‘motivation’, ‘symptoms/side effects’, 

‘psychosocial resources’. These factors are common across several patient populations; however, the experiences 

of these factors can be distinctive for each population, for example: (1) in chronic illness, the role of smoking in 

chronic obstructive pulmonary disease patients was reported to adversely impact motivation for self-care, due to 

feelings of guilt and self-blame[89]; (2) in neurological populations, the unpredictable presentation of wide-ranging 

symptoms (e.g. fatigue, speech problems) in people with multiple sclerosis, disrupted valued activities and daily 

routines[90]; and (3) in other cancers, lower levels of physical functioning, resigned acceptance and low mood, 

presented difficulties with physical exercise for advanced cancer patients[91]. Overall, this demonstrates the 

complexity of self-management and shows how influencing factors may interact and be nuanced by the challenges 

faced by the patient population. Hence, the impact of life with a LGG (highlighted in chapter 3), suggests that 

people with LGG’s ability to engage in self-management may be influenced by those experiences. In PP4[50], I 

present the rationale for improving understanding of factors influencing self-management in people with LGG, 

including the benefits of using the aforementioned framework[88] to organise and present the findings. 

4.2 PP3: Identifying and understanding how people living with a lower-grade glioma 

engage in self-management. 

Rimmer, B., Balla, M., Dutton, L., Lewis, J., Brown, M. C., Burns, R., Gallagher, P., Williams, S., Araújo-Soares, 

V., Finch, T., Menger, F., & Sharp, L. (2024). Journal of Cancer Survivorship, 18(1), 1837–1850.  
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4.2.1 PP3 commentary 

The findings presented here show support for the use of 123 different self-management strategies, categorised 

within 20 self-management strategy types among people with LGG. This qualitative study, therefore, represents 

the most comprehensive understanding of how people with LGG engage in the self-management of their condition 

in the literature. A directed content analysis[92] was considered appropriate here to examine the extent to which 

people with LGG engage in self-management across an extensive taxonomy of self-management strategies that 

has been iteratively developed across different cancers[83–85]. This helped to identify and compare how approaches 

to self-management differ across people with LGG and other cancer populations. It also provided some insight 

into how people engage with the most used strategies. 

The diverse range of self-management strategies used corroborates the wide-ranging impact of life with a LGG, 

outlined in chapter 3, from acceptance of their incurable condition, to using external aids to overcome cognitive 

difficulties. This presents possible target areas for a self-management intervention, which could look to facilitate 

the use of commonly used self-management strategies (e.g. increasing awareness of appropriate external aids); this 

future research implication is discussed further in chapter 7.3.1. Still, the number of self-management strategies 

reported by each participant ranged from 19 to 54, indicating substantial variation in the level of engagement in 

self-management. This identified a need to understand whether people with LGG face any challenges that present 

a barrier to engagement in self-management, inspiring the qualitative analysis presented below in PP4[50]. 

4.3 PP4: Barriers and facilitators to self-management in people living with a lower-grade 

glioma. 

Rimmer, B., Balla, M., Dutton, L., Williams, S., Araújo-Soares, V., Gallagher, P., Finch, T., Lewis, J., Burns, R., 

Menger, F., & Sharp, L. (2024). Journal of Cancer Survivorship. 
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4.3.1 PP4 commentary 

This qualitative study represents the most comprehensive understanding of the barriers and facilitators to self-

management in people with brain tumours in the literature to date; it is also the first to focus specifically on the 

experiences of people with LGG. Applying the framework method[93] was considered appropriate here, combining 

inductive and deductive coding approaches to examine how the lived experiences of people with LGG mapped to 

a comprehensive framework of 18 factors (across five categories) influencing self-management[88]. The findings 

showed that the tumour-specific symptoms and impairments outlined in chapter 3, particularly seizures and 

cognitive impairment, present distinctive challenges around self-management for people with LGG. 

The key message from PP4[50] is the clear demonstration that there are wide-ranging, often interacting, factors 

influencing self-management in people with LGG. This has crucial implications for whether people with LGG feel 

able to self-manage and the support they may need to effectively engage in self-management. Referring to the call 

to action for enhancing self-management in cancer care[18] (introduced in chapter 1.1.3), this speaks to priority 

action one, around preparing patients for active involvement in care. Improving HCPs’ understanding of the 

challenges around self-management may help give direction to where people with LGG require assistance with 

preparation for engagement in self-management. Acknowledging where and how these challenges may vary will 

aid the personalisation of support to meet the needs of each individual. For researchers, these findings provide 

valuable understanding of what might facilitate self-management for people with LGG, which is informative for 

the design of self-management interventions. 

4.4 Chapter summary 

Together, the two papers presented in this chapter provide a comprehensive understanding of how people with 

LGG engage in self-management. The directed content analysis (PP3[49]) identified that people with LGG use a 

substantial number of self-management strategies, indicating a possible willingness to engage in the self-

management of their health and well-being. It was crucial here to also understand how people with LGG experience 

(often distinct) challenges around self-management (PP4[50]). This identifies areas where support may be required 

to facilitate effective and independent engagement in self-management. For example, the impact of seizures and 

cognitive impairment on self-management may have influenced the infrequent reporting of ‘self-sustaining’ and 

‘independence’ related self-management strategies, and the more frequent reports of ‘using support’. Overall, this 

has future research and clinical implications for the development and implementation of self-management support, 

particularly concerning the encouragement of autonomy and independence; these implications are discussed 

further in chapters 7.3.1 and 7.4.2.  
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Chapter 5: The role of informal caregivers in supporting people with 

lower-grade gliomas 

In chapter 4, one of the key findings from PP3[49] was that ‘receiving support from family’ and ‘receiving support 

from friends’ were amongst the most used self-management strategies. Further, PP4[50] emphasised the value of 

‘psychosocial resources’ (e.g. strong informal support networks) for facilitating self-management in people with 

LGG. However, these findings also suggested that excessive or unsolicited support could limit the care recipient’s 

independence and opportunities to self-manage. Therefore, there is a need to improve understanding of how ICs 

perceive their role in supporting people with LGG; this is the focus of this chapter. 

The chapter presents a broad overview of what it means to be an IC and how ICs can have a role in providing self-

management support. The chapter starts with the types of support that have been evidenced in IC literature across 

different cancers, before considering the challenges that ICs may experience with providing support for the care 

recipient. The publication introduced in this chapter (PP5[51]) presents findings from Ways Ahead interviews with 

ICs of people with LGG and aimed to understand how ICs experience the role and responsibilities of supporting 

someone living with a LGG. The overarching aim of this chapter was to understand the potential for ICs to be 

involved in supporting the care recipient to self-manage. 

The chapter is organised as follows: introduction to the role of ICs in providing self-management support; PP5; 

PP5 commentary; chapter summary. 

5.1 The role of informal caregivers in providing self-management support 

5.1.1 Types of support provided by informal caregivers 

Family-members, partners, and close friends often assume the role of IC when an individual is diagnosed with 

cancer; this pertains to the unpaid provision of ongoing care and assistance. A systematic review of studies in other 

cancers suggests that ICs have an integral role in supporting the day-to-day self-management of the care 

recipient[94]. In ICs of people with chronic illness, Schulman-Green et al.[95] outlined three processes of care to 

emphasise the multidimensional nature of an IC’s role in supporting self-management: (1) ‘Focusing on the 

patient’s illness needs’, which concerns learning (e.g. about the health condition), activating healthcare resources 

(e.g. obtaining information and support), and supporting the patient (e.g. supporting physical and emotional health, 

performing everyday tasks); (2) ‘Activating resources to support oneself as the family caregiver’, which concerns 

identifying and benefitting from psychological and social resources (e.g. emotional support from other ICs) to 

sustain their role. In other published work from interviews with ICs in Ways Ahead (Appendix B.6) the analysis 

described how ICs of people with LGG sought and received multiple forms of support (e.g. opportunities to talk, 

opportunities for relief, information on available support) from their own informal networks to help protect their 

well-being[96]; and (3) ‘Supporting a patient living with a chronic, life-limiting illness’, which concerns managing 

their own physical and emotional health, adjusting to the diagnosis and potential prognosis, and meaning-making 

(e.g. accepting the caregiving situation, increasing empathy). Further published work from Ways Ahead interviews 

with ICs highlighted the wide-ranging emotional responses to and impacts of the illness, uncertain prognosis, care 

recipient changes, and the toll of caregiving reported by ICs of people with LGG[97] (Appendix B.5). This indicates 

the emotional health adjustments that ICs of people with LGG may need to manage. Overall, there is still a need 

to better understand the first process of care (i.e. support role and responsibilities) in ICs of people with LGG; this 

is the focus of the work presented in this chapter. 
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Across different cancers, ICs typically provide practical (e.g. medication management, transportation) and 

psychosocial support (e.g. alleviating stress, providing hope and motivation), with responsibilities increasing in 

line with the care recipient’s level of symptom distress[94]. Furthermore, focus groups with ICs of cancer survivors 

found that ICs fulfil House’s four dimensions of social support[98], including emotional (e.g. offering empathy), 

informational (e.g. giving advice), appraisal (e.g. aiding self-evaluation), and instrumental support (e.g. direct 

physical assistance)[99]. Frambes et al.[100] classified the care activities performed by ICs of cancer survivors into 

four categories: (1) ‘Managing cancer and comorbidities’, which encompasses the physical and emotional support; 

(2) ‘Communication’, for example, interactions with HCPs about the care recipient’s symptoms, or discussing the 

diagnosis with children; (3) ‘Decision making/problem solving’ around medical treatment decisions and symptom 

management; and (4) ‘Accessing community resources’, including access to web-based information and support 

about the condition and its treatment.  

The support provided by ICs may be influenced by the challenges faced by the care recipient because of the specific 

form of cancer and its treatment. For example, ICs of head and neck cancer survivors report responsibilities with 

managing nutritional issues and adapting to changed eating and mealtimes, due to impairments related to eating 

and swallowing[101]. Indeed, a mixed methods systematic review of 14 studies found that cognitive impairments 

and the uncertainty of disease progression influenced the perceived caregiving responsibilities of ICs of people 

with brain tumours, and their approach to providing support (e.g. desire to work from home to be there for the care 

recipient)[102]. However, existing evidence on the role of ICs of people with brain tumours is limited and largely 

concerns the support of people with HGG, who have higher dependency and a shorter prognosis than those 

diagnosed with a LGG[102,103]. In PP5[51], I develop the rationale for understanding the types of support provided 

by ICs of people with LGG (i.e. what the ‘role’ of an IC encompasses), and how these responsibilities are 

experienced. 

5.1.2 The challenges of informal caregiving 

To understand what might influence informal caregiving in cancer, Molassiotis et al.[104] presented five levels of 

factors, in accordance with a social-ecological model[105]: (1) ‘Intrapersonal’, such as age, occupation, income, and 

resilience; (2) ‘Interpersonal’, such as quality of relationship with, and functional status of, the care recipient; (3) 

‘Institutional’, such as timing of healthcare appointments and communication between ICs and HCPs; (4) 

‘Community’, such as transportation, informal support networks (e.g. family and friends), and support from non-

governmental organisations; and (5) ‘Policy/environmental’, such as financial compensation from the government. 

ICs are often thrust into a role that they are not prepared for[106] and have substantial information support needs 

around the condition and its treatment, knowing what to expect (e.g. symptoms and side-effects), and caregiving 

expectations (i.e. role and responsibilities)[107,108]. Qualitative evidence suggests this can be influenced by the 

quality of IC-HCP communication and available resources; where this is poor or lacking, it has been described as 

‘disempowering’[95] and leading to ICs of people with glioma feeling ‘left in the dark’[109]. Evidence suggests that 

ICs of people with glioma benefit from information and advice on managing daily challenges[110]. Thus, identifying 

and meeting information support needs may be important for ensuring an IC feels empowered to provide 

appropriate support to the care recipient. 

It is well documented in the cancer literature that ICs may also experience substantial personal consequences 

following the care recipient’s diagnosis, particularly related to fatigue and emotional issues[107,111]. A systematic 

review of quantitative studies found that caregiving burden (i.e. the stress of caregiving) and psychological 
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challenges have been shown to negatively affect QoL in ICs of people with brain tumours[108]. Using the caregiver 

needs screening tool, Pointon et al.[112] suggest that the most distress for ICs of people with brain tumours stems 

from care recipients’ changes in memory and fatigue, and the uncertainty of disease progression. Indeed, other 

published work from the Ways Ahead interviews with ICs has discussed the substantial emotional impact 

experienced by ICs of people with LGG[97] (Appendix B.5). While an IC’s physical and emotional health status 

may influence their ability to support the care recipient[95], for the context of this thesis, the focus is on 

understanding how ICs experience the provision of support. The intention here is to comprehend the feasibility of 

ICs’ role in supporting self-management. Hence, there is a separate need for future research to further explore the 

physical and emotional health of ICs of people with LGG. 

Across different cancers, ICs commonly report challenges with maintaining (full-time) employment[113]. This is 

due to balancing the need to work to overcome the financial strain, where the care recipient is unable to work[111], 

and adjusting to a relationship dynamic that requires the IC to be more active in caregiving, childcare, and domestic 

roles[114]. Systematic reviews of qualitative research have found that such challenges can be exacerbated by the 

IC’s general desire to put the needs of the care recipient before their own, to reduce the risk of distress for the care 

recipient[109,115]. This informs the rationale for a qualitative approach in PP5[51], to understand how ICs experience 

their role in supporting people with LGG, and identify any challenges faced. 

5.2 PP5: “It’s a delicate dance” How informal caregivers experience the role and 

responsibilities of supporting someone living with a lower-grade glioma 

Rimmer, B., Balla, M., Dutton, L., Burns, R., Araújo-Soares, V., Finch, T., Lewis, J., Gallagher, P., Williams, S., 

Menger, F., & Sharp, L. (2024) “It’s a delicate dance” How informal caregivers experience the role and 

responsibilities of supporting someone living with a lower-grade glioma. Neuro-Oncology Practice, 12(2), 340–

350.
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5.2.1 PP5 commentary 

This descriptive qualitative study represents the most comprehensive understanding to date of how ICs experience 

the role and responsibilities of supporting someone with a LGG. An inductive thematic analysis[79] was considered 

appropriate here to develop data-driven insights into how ICs support people with LGG in day-to-day life. It was 

valuable here to go beyond the care activities classified in existing frameworks (introduced in section 5.1.1)[100] to 

ensure that the findings in PP5[51] also encapsulated ICs’ general perceptions of caregiving and the key challenges 

they faced. The caregiving responsibilities reported by ICs mirror the areas identified in PP2[48] where people with 

LGG may require support (e.g. with cognitive impairment), and the support received from family and friends in 

PP3[49] (e.g. emotional, practical). Since people with LGG and IC participants were largely not ‘linked’ (see chapter 

2.1), this mirroring is not due to participants being dyads. The key message in PP5[51] is that ICs can be very 

influential in the care of people with LGG; the implication of this is that there could be areas where support may 

be deficient for people with LGG with ‘weaker’ support networks. Still, it must be stressed that there is a fine 

balance with ensuring that ICs support people with LGG without inhibiting their independence. This goes beyond 

recognising the types of support provided by ICs, to comprehend how the actions of the IC can both create, and 

help overcome, barriers to self-management. The implications of these concerns are summarised in section 5.3 

below. 

5.3 Chapter summary 

The work presented in this chapter recognises the wide-ranging supportive role and caregiving responsibilities that 

may be assumed by those closest to people with LGG. The findings from PP5[51] outline how ICs may be influential 

in realising the potential for supported self-management in people with LGG. Still, the support provided by ICs 

can only be supplemental to the formal healthcare support required by people with LGG. This is due to concerns 

around maintaining the care recipient’s independence, ICs’ access to support and information, and potential 

resistance to support from the care recipient. This has important clinical and future research implications for the 

development and implementation of supported self-management interventions. Specifically, these findings 

demonstrate a need to appropriately manage the integration of ICs, to ensure support remains person-centred and 

encourages independence; this is discussed further in chapters 7.3.1 and 7.4.2.  
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Chapter 6: The implementation potential of self-management support 

for people with lower-grade gliomas 

The previous chapters (3 and 4) recognise the importance of, and challenges impeding, engagement in self-

management for people with LGG. Chapter 5 adds an understanding of the support provided by ICs and how that 

can help and hinder self-management. Combined, this work identifies a need for self-management support from 

formal networks (e.g. HCPs, third sector organisations), to empower support recipients and their ICs with the tools 

and information they need to overcome the evidenced challenges. Therefore, this chapter presents a broad overview 

of the considerations required to implement self-management support in follow-up care for people living with and 

beyond cancer. This includes: (1) understanding the support role of HCPs and whether HCPs feel prepared to 

provide self-management support; (2) the implementation and potential shortcomings of existing self-management 

interventions for cancer survivors; and (3) the implications of the widely used NPT[116] on the implementation of 

complex interventions. The presented publication (PP6[52]) aimed to use the lens of NPT to identify and understand 

the implementation considerations for providing self-management support to people with LGG. This included the 

perspectives of the support providers (i.e. HCPs involved in the care of those with brain tumours) and potential 

support recipients (i.e. people with LGG). 

The chapter is organised as follows: introduction to the key considerations for self-management support from 

healthcare settings; PP6; PP6 commentary; chapter summary. 

6.1 Key considerations for self-management support from healthcare settings 

6.1.1 Healthcare professional views on supporting self-management 

In cancer care, HCPs have a key role in enabling and empowering their patients to feel able to engage in self-

management[14]. Evidence from palliative cancer care HCPs suggest that they typically view self-management to 

be desirable and achievable[117], though acknowledge that the support required by each individual can be diverse 

and dynamic, requiring the HCP to adopt different supportive roles. A qualitative study of HCPs’ views of self-

management for advanced cancer patients suggest these roles may include being instructive (i.e. HCP leads in 

directing patient self-management), collaborative (i.e. integration of patient- and professional-directed strategies, 

with clear delineation of tasks) and advisory (i.e. HCP follows patient-directed strategies, with a holistic 

approach)[118]. However, the authors of this study also found that determining the appropriate supportive role to 

adopt for each patient is challenging and can be influenced by the HCP’s own preferences and expectations (e.g. 

perceived urgency of required support)[118].  

HCPs’ knowledge and self-efficacy have been identified as important characteristics that influence their 

preparedness to support self-management in ambulatory cancer care (i.e. medical care provided on an outpatient 

basis)[119]. There is evidence to support the effectiveness of a self-management support training programme for 

oncology nurses and cancer coaches with improving confidence in 15 support skills (e.g. goal setting, tailoring 

strategies, developing action plans)[120]. While such training may be a beneficial consideration, studies have 

reported that HCPs may experience challenges with patient attitudes and behaviours (e.g. resistance to 

support/advice) and finding a balance with providing support while promoting autonomy[117]. A literature review 

of self-management in cancer noted the importance of developing strong patient-provider relationships to co-create 

an action plan for supported self-management[14]. This could help HCPs have a clear understanding of what their 
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support role and responsibilities are and determine in which circumstances the care recipient should take 

responsibility for their own self-management. 

Barriers to providing self-management support in cancer care also exist at the organisation level, with varying 

levels of organisation readiness (e.g. staffing levels, workflow, budget), and variations in staff and leadership 

cultures that influence whether self-management support can be systematised in routine practice[119]. In a realist 

review of self-management support in survivors with a variety of different cancers, Kantilal et al.[121] summarised 

that HCPs will engage in supported self-management if they have: (1) appropriate knowledge and consultation 

skills; (2) a clear understanding of their role and responsibilities; and (3) the priorities and configuration of their 

organisation facilitates ease of delivery. Overall, HCPs may be willing to support self-management, but several 

factors could influence their perceived ability to deliver this support. For people with brain tumours, there is no 

evidence of the factors that need to be understood and overcome at the individual, HCP, or organisation level, to 

facilitate self-management support. Addressing this gap is critical for underpinning the implementation of self-

management support for people with LGG. 

6.1.2 Current implementation of self-management interventions for cancer survivors 

There is a growing evidence base to support the effectiveness of self-management interventions for improving 

outcomes in cancer survivors[19–21], and increasing demand for supported self-management to become part of 

routine practice[18]. Despite this, there is little evidence of successful implementation of self-management 

interventions in cancer care. For example, under a third of eligible hospitals agreed to implement ‘Oncokompas’ 

(a web-based self-management application for cancer survivors), when researchers conducted a national 

implementation pilot study in the Netherlands[122]. A commentary from Ways Ahead (Appendix B.2) on the 

implementation of self-management interventions for cancer survivors[123], questions “Why are we not there yet?”. 

This presented five key areas as essential prerequisites for translation of self-management interventions from 

research into practice: (1) ensuring interventions are adaptable to different patient populations; (2) ensuring 

interventions are acceptable and feasible to support providers and recipients; (3) ensuring transparency in the 

description of intervention components and characteristics; (4) conducting process evaluations to understand what 

did or did not work; and (5) examining cost-effectiveness to help policy-makers determine the cost-benefit of 

implementation. 

Online self-management resources have been found to be acceptable and useful for cancer survivors[124], indicating 

that their incorporation in routine care could be beneficial. However, there are few online resources to provide 

self-management advice that is applicable to people with brain tumours[125]. Chapter 3 highlighted the distinctive 

lived experiences of people with LGG, emphasising the need for adaptability of self-management resources to 

different cancer populations. This includes ensuring that resources are accessible to all, so that health inequalities 

are not exacerbated, for example, because of digital exclusion (e.g. lack of appropriate devices or data) or in those 

with technology literacy or cognitive difficulties[126,127]. 

In a systematic review of self-management interventions for cancer survivors, Cuthbert et al.[24] found substantial 

heterogeneity in the design and components of interventions, with variability of effects across outcomes. As 

introduced in chapter 1.1.3, this makes it difficult to understand what makes an intervention effective, hindering 

translation into clinical practice. To address these issues with systematic description of interventions, a systematic 

review from Ways Ahead[27] (Appendix B.4) identified 32 interventions for cancer survivors that were explicitly 

described as being about self-management and measured QoL as an outcome. To improve transparency and 



129 

 

advance understanding of what works, we mapped intervention characteristics (e.g. provider, location) and 

components (e.g. training for psychological strategies) to the Template for Intervention Description and 

Replication (TIDieR) checklist[128] and PRISMS taxonomy[16], respectively. We then examined associations of 

each characteristic and component with QoL, finding that improvements were most consistently associated with 

combined individual and group delivery (characteristic), information about condition and its management, and 

training for practical strategies (components). Understanding what is worth adapting from existing interventions 

may increase the likelihood of effectiveness in subsequent intervention development for people with cancer. This 

could also help organisations recognise where to target training efforts with developing self-management support 

skills. Overall, developing evidence for approaches to supporting self-management that are widely acceptable (by 

support providers and recipients), replicable and adaptable, as appropriate, is crucial for stimulating the necessary 

culture shifts at the HCP and organisation levels[119,129]. 

6.1.3 Normalisation process theory and its implications 

With the identified need to improve the translation of self-management interventions from research into routine 

care, more needs to be done to understand implementation processes and required changes to care pathways[123]. 

Following an identified gap in the theoretical space, NPT was developed to offer a consistent, and generalisable 

framework of generative mechanisms of social action for the implementation of complex interventions in everyday 

practice[116]. This theory encompasses four core constructs: (1) ‘Coherence’, which concerns individual and 

collective sense making of the importance, aims, responsibilities, and benefits of a set of practices; (2) ‘Cognitive 

participation’, which concerns the relational work needed to initiate, drive forward, and sustain involvement in a 

new set of practices; (3) ‘Collective action’, which concerns the operational work, including the interaction, skills, 

and resources required to enact and maintain confidence in a set of practices; and (4) ‘Reflexive monitoring’, 

which concerns the appraisal of a new set of practices to assess and understand its worth and effectiveness at an 

individual and communal level. 

The value of NPT has been demonstrated across a wide range of healthcare settings, for example: in a complex 

intervention aimed at reducing risk in primary care prescribing[130]; the implementation of a new group therapy for 

people with mental health problems[131]; or normalising provider-initiated testing and counselling for HIV[132]. In 

a systematic review of 108 studies of complex healthcare interventions and related implementation processes, May 

et al.[133] found that NPT was a useful aid for intervention development and implementation planning, offering a 

framework to evaluate and understand the required implementation processes. NPT may, therefore, be useful in 

the implementation process of self-management interventions for cancer survivors generally and people with LGG 

specifically. For example, understanding the ‘collective action’ of supporting self-management could provide 

clarity on the delineation of responsibilities between support providers and recipients. Indeed, section 6.1.1 

indicated that clarity on individual responsibilities was influential for whether HCPs would engage cancer 

survivors in discussions about self-management[121]. 

The future implementation of an intervention should be considered from the outset of intervention development. 

It may be valuable to consider NPT in formative research to shape and improve implementation processes in the 

design and evaluation of an intervention, before implementation. This could help inform the development of 

healthcare interventions that are feasible and compatible with clinical practice[134]. In turn, this may increase the 

likelihood that policy makers and support providers will feel willing and able to support and embed self-

management interventions in routine practice. This informed the decision to look at implementation considerations 
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through the lens of NPT in PP6[52], to offer an understanding of how to operationalise, sustain and appraise self-

management support for people with LGG. 

6.2 PP6: Understanding supported self-management for people living with a lower-

grade glioma: implementation considerations through the lens of normalisation process 

theory 

Rimmer, B., Finch, T., Balla, M., Dutton, L., Williams, S., Lewis, J., Gallagher, P., Burns, R., Araújo-Soares, V., 

Menger, F., & Sharp, L. (2024). Health Expectations, 27(3), e14073.  
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6.2.1 PP6 commentary 

This qualitative study presents novel and comprehensive understanding of the implementation considerations for 

supported self-management in people with brain tumours. Applying the framework method[93] for data analysis 

was considered appropriate here, combining inductive and deductive coding approaches to understand how, and 

the extent to which, data-driven implementation considerations mapped to the NPT constructs. The use of NPT[116] 

helped recognise the generative mechanisms of social action that may promote or inhibit the implementation of 

self-management support for people with LGG. This analysis benefitted from the expert input of Professor Tracy 

Finch, who was one of the co-authors involved in the development of NPT[116]; Professor Finch’s guidance helped 

to ensure that the findings were appropriately mapped and captured the essence of the different NPT constructs. 

Integrating the perspectives of HCPs and people with LGG in the analysis highlighted where, how, and why the 

experience of these two groups do not align. A prominent example pertains to the variation in barriers to identifying 

support needs, with HCPs putting more onus on help-seeking, while people with LGG felt the opportunities to 

report support needs were insufficient. This reinforces a need to improve the identification of support needs, as 

introduced in chapter 3.3.1 and discussed further in chapter 7.4.1. This particularly resonates with Howell et al.[18]’s 

recommended action two (introduced in chapter 1.1.3), which calls for a shift in care culture to support patients as 

partners in co-creating approaches to self-management support. The key contribution to knowledge of PP6[52] is 

the progress these findings offer towards establishing what is acceptable and feasible to the support provider and 

recipient. While this publication was in press, a study presenting a survey of HCPs’ perspectives on inequalities 

in access to neuro-oncology supportive care was published[135]. This included participants from 23 countries 

(including 19 European nations). The findings corroborated some of the challenges outlined by HCPs in PP6[52] 

(e.g. lack of suitable referral options, shortage of HCPs). This reinforced the finding that challenges around 

supporting self-management for people with LGG and, likely, more generally, are prominent beyond the individual 

level, with considerable healthcare service barriers to also overcome. 

6.3 Chapter summary 

The work presented in this chapter recognises the (lack of) alignment in the experiences and perspectives of people 

with LGG and HCPs regarding the implementation of self-management support. Understanding where and how 

these perspectives are conflicting is crucial towards identifying where action is required to facilitate the provision 

of, and equitable access to, self-management support for people with LGG. Overall, this chapter provides 

comprehensive understanding of the collective nature of supported self-management and offers several 

considerations to help ensure the feasibility and acceptability of implementing such support. This has crucial future 

research and clinical implications, as discussed further in chapters 7.3.1 and 7.4.2. 
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Chapter 7: Discussion 

The overall aim of this thesis was to understand the lived experiences of people with LGG and the potential for 

supported self-management, from multiple perspectives. This work included a systematic review of quantitative 

studies and multiple approaches to the qualitative analysis of three interview sets, across six core publications 

(PP1-PP6[47–52]). 

The chapter is organised as follows: summary of main findings; overall strengths and limitations; future research 

implications; clinical implications; conclusion. 

7.1 Summary of main findings 

Here, the main findings of each of the core publications are related to the research objectives outlined in chapter 

1.2.2, followed by an overview of how the findings are interconnected and develop further across each core 

publication. 

Objective 1: Identify and understand the impact of life with a LGG 

People with LGG can experience extensive, often co-occurring, symptoms and impairments, with wide-ranging 

implications on day-to-day life, as presented in chapter 3. The systematic review of quantitative studies assessing 

HRQoL in adults with LGG (PP1[47]) indicated that people with LGG have poor HRQoL, particularly concerning 

cognitive and emotional functioning, and fatigue. Though HRQoL was comparatively better than in people with 

HGG, it was worse than in non-cancer controls and over time, remained poor, but stable. Seizure burden was most 

consistently associated with worse HRQoL. The inductive thematic analysis of data from interviews with people 

with LGG in PP2[48] developed this understanding further by highlighting how the consequences of the condition 

and its treatment are experienced in day-to-day life. This pertained to the ways that symptoms and impairments 

(e.g. seizures, cognitive impairment), and the emotional consequences of living with an incurable condition, may 

drive impacts on day-to-day life (including on work, relationships, social activities, and transport).  

Key conclusions:  

• PP1[47] findings inform understanding of the types and timings of support that may be needed by people 

with LGG. 

• PP2[48] recognises what QoL means to people with LGG to inform understanding of how the support 

context might be personalised to meet individual needs (e.g. addressing the impact of seizures on work). 

Objective 2: Identify and understand how people with LGG currently engage in self -

management 

People with LGG demonstrate varied levels of engagement in self-management, as presented in chapter 4. The 

directed content analysis of data from interviews with people with LGG in PP3[49] provided understanding of how 

people may use numerous and diverse self-management strategies to manage their health and well-being. This 

analysis identified 123 specific self-management strategies across 20 self-management strategy types. The most 

frequently reported strategy types were Using support (e.g. receiving support from family and friends), Creating 

a healthy environment (e.g. acquiring knowledge about the tumour and available support), Meaning making (e.g. 

appreciation of life), and Self-monitoring (e.g. monitoring emotions). 
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Chapter 4 also presents findings which indicate that people with LGG experience multiple, often co-occurring, 

challenges across 18 factors (within five categories) influencing self-management (PP4[50]). These primarily 

concerned knowledge and acceptance of their incurable condition, the impact of seizures and cognitive 

impairment, transport difficulties, and access to (in)formal support. Several factors could present as either a barrier 

or facilitator to self-management, depending where an individual fell on a continuum. For example, experiencing 

more seizures was a barrier, whereas absence of seizures was a facilitator to self-management. 

Key conclusions: 

• PP3[49] raises the possibility that people with LGG may be open to interventions that support them to self-

manage and provides an initial understanding of their capacity to engage in self-management. 

• PP4[50] improves awareness of the challenges that may be experienced by people with LGG around self-

management. This informs the expertise across different disciplines (e.g. Neuropsychologist) that may be 

needed within a self-management intervention. 

Objective 3: Identify and understand the current and potential roles of ICs and HCPs in 

supporting self-management for people with LGG 

Self-management constitutes a collective activity; the important supportive roles for ICs and HCPs are presented 

in chapters 5 and 6. The inductive thematic analysis of IC interview data (PP5[51]) highlighted that partners and 

family-members often identified as a ‘carer’. ICs reported varying levels of providing cognitive, emotional, and 

practical support, as well as being a healthcare advocate, for people with LGG. The qualitative analysis of HCP 

interview data (PP6[52]) found that HCPs recognised the importance of self-management. They perceived 

themselves to have a key role in empowering people with LGG and their family, by providing appropriate tools 

and information, and developing personalised goals (e.g. returning to work). HCPs also acknowledged the 

influence of an individual’s support network, recognising that ICs often provide support to help people with LGG 

to self-manage in day-to-day life. However, they noted that inclusion of ICs in formal support provision needs to 

be carefully considered to make sure that support aligns with patient wishes, and support is not compromised for 

people with weaker informal support networks. 

Key conclusions: 

• PP5[51] demonstrates a need to acknowledge how the self-management support needs of people with LGG 

may be influenced by the strength of their informal support networks. 

• PP6[52] provides comprehensive insight into the collective nature of, and individual roles within, 

supported self-management. 

Objective 4: Identify and understand the challenges faced by ICs and HCPs in 

supporting self-management for people with LGG 

There are wide-ranging challenges faced by ICs and HCPs in fulfilling the collective action of supported self-

management in the context of the healthcare system. The inductive thematic analysis of IC interview data (PP5[51]) 

presented in chapter 5 highlighted that ICs often felt ‘abandoned’ by healthcare services to provide required care. 

ICs also reported managing conflicts with work and childcare, and being mindful to balance support provision 

without inhibiting the care recipient’s independence. The qualitative analysis of HCP and people with LGG 

interview data using NPT (PP6[52]) in chapter 6, identified challenges with identifying support needs (influenced 
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by people with LGG’s engagement in help-seeking), resistance to support (e.g. technology literacy/accessibility), 

training for HCPs, and HCP collaboration (i.e. HCP communication and cooperation to provide combined 

support). To operationalise, sustain, and appraise the implementation of self-management support for people with 

LGG, key considerations included: ensuring awareness of, and access to, support; building strong HCP-support 

recipient relationships; and careful inclusion of ICs. 

Key conclusions: 

• PP5[51] highlights the importance of implementing self-management strategies that are acceptable to, and 

support the autonomy and independence of, people with LGG. 

• PP6[52] outlines the implementation challenges to overcome at the HCP, support recipient, and healthcare 

system levels. This provides a crucial first step towards creating a shift in care culture to embed co-created 

self-management support. 

Overview of how this work is interconnected 

The intention of this section is to explicitly indicate how the findings of each paper inspired the need for the 

subsequent paper. Overall, the six core publications (PP1-PP6[47–52]) presented in this thesis combine to 

demonstrate the need and potential for, supported self-management for people with LGG; the future research and 

clinical implications of this are discussed in sections 7.3 and 7.4. 

1. PP1[47] identified the symptoms and impairments that people with LGG might experience, including how 

these might be influenced, change over time, and compare to other patient populations. 

2. PP2[48] built on this to emphasise how people with LGG might experience these impacts in day-to-day 

life, to further understanding of the contexts where support may be required. 

3. PP3[49] identified the strategies currently used by people with LGG to self-manage this impact; ‘Using 

support’ (e.g. receiving support from family/friends) was the most reported self-management strategy 

type. 

4. PP4[50] identified the factors that may influence people with LGG’s ability to self-manage; for example, 

‘Psychosocial resources’ (e.g. informal support networks) can be a barrier or facilitator to self-

management, depending on the level of support provided by ICs.  

5. PP5[51] provided an understanding of the wide-ranging responsibilities perceived by ICs in supporting 

someone with a LGG, and identified the challenges faced by ICs, particularly with maintaining the care 

recipient’s independence. This indicated the importance of support from ‘formal’ networks for people 

with LGG.  

6. PP6[52] examined the alignment in perspectives of HCPs and people with LGG for the challenges of 

implementing self-management support to empower the autonomy and independence of the support 

recipient. The careful inclusion of ICs in support was acknowledged as one of the key considerations.  

7.2 Overall strengths and limitations 

Each of the core publications presented in this thesis include a section that considers the strengths and limitations 

of that work. The strengths and limitations presented here include some reiteration but with focus on how the 

strength or limitation is applicable across the body of work. 
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7.2.1 Novelty and value of this work 

The primary strength of this work is the highly novel contributions to the evidence base on the lived experiences 

of, and potential for supported self-management in, people with LGG. Much of this work had not previously been 

explored for this underserved population. The findings of this thesis provide valuable insights for research funders, 

service commissioners, and HCPs, including: (1) understanding and improving ways to identify and meet the 

support needs of people with LGG (see sections 7.3.1 and 7.4.1); (2) understanding the actions required to 

implement self-management support for people with LGG (see section 7.4.2); and (3) improving representation 

across people with LGG in future research (see section 7.3.2). 

While this thesis focused on people with LGG, it has been highlighted throughout that the evidence base on self-

management in people with brain tumours is limited. Therefore, there is scope for the relevance of these findings 

to extend beyond people with LGG, since there are commonalities in the support needs of people with different 

types of brain tumours[43]. For example, this work could inform the foundation of supported self-management for 

people with brain tumours that have general (e.g. fatigue, mobility) and tumour-specific (e.g. seizures, cognitive 

impairment) symptoms and impairments, regardless of prospective prognosis. Consequently, this work provides a 

platform for future research to further develop understanding in this area and consider whether engagement in self-

management is nuanced for people with different types of brain tumours (e.g. HGG, grade 1). 

The value of this work could also apply to other patient populations, including other cancers and acquired or 

progressive neurological conditions (e.g. stroke, Parkinson’s disease). Specifically, findings on the self-

management of emotional issues around living with uncertainty may have relevance to people with advanced 

cancers that are treatable but incurable[136]. Further, quantitative evidence suggests that engagement in self-

management is low in stroke survivors[137], which may be influenced by the barrier that cognitive functioning (e.g. 

impaired decision making, communication) can present to self-management[138]. The understanding in this work 

of the skills required by HCPs, and challenges to overcome, to provide self-management support for people with 

cognitive impairment (emphasised in section 7.4.2), could be valuable for improving engagement in self-

management for people with progressive neurological conditions. 

The work added to the self-management strategies taxonomy in PP3[49] provides a wider contribution to cancer 

survivorship research beyond understanding self-management engagement in people with LGG. This is because 

the revised iteration of the taxonomy can be used to aid the exploration of self-management engagement in other 

cancers. PP6[52] demonstrates how different perspectives can be brought together within NPT to shed more light 

on implementation considerations than relying on the HCP perspective alone. This presents a way to ensure that 

the patient perspective is heard in the implementation phase of intervention development that can be adopted in 

wider cancer survivorship research. 

7.2.2 Methodological critique 

Patient and public involvement was considered throughout the conceptualisation, data collection, interpretation, 

and dissemination of the Ways Ahead project, as outlined in chapter 2.4. This was in line with key objectives of 

the ongoing NIHR PPI strategy[139] and strategies for meaningful PPI in neuro-oncological research[140]. 

Specifically, the research design was inclusive and informed by widely accessible PPI activities, with assurance 

that the research questions mattered to the brain tumour community. Further, lay dissemination of project findings 

(e.g. through blog posts) and presentations at (inter)national conferences (see ‘Outputs during PhD candidature’), 

ensured that results were shared with multiple stakeholders. 
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This work benefitted from the participation of multiple stakeholders across the three interview sets with people 

with LGG, ICs, and HCPs. Further, the use of semi-structured interviews and inclusion of a wide range of topics 

within each topic guide, provided the freedom to explore different contexts and recognise what was important for 

each individual. Combined, this was valuable in capturing how and why people experience different roles and 

challenges in (supporting) self-management. Understanding the lived experiences of people with LGG is pivotal 

for achieving patient-centred quality care[141]. Further, including the perspectives of support providers and 

recipients provided wider insights into the acceptability and feasibility of supported self-management for people 

with LGG. This was particularly exemplified in PP6[52], which explored the (lack of) alignment in the perspectives 

of HCPs and people with LGG. Nonetheless, there are still potentially valuable perspectives missing from this 

body of work. The availability of specialist support and variation in ‘models’ of patient follow-up in some 

geographic locations means there may be some reliance on community support for people with LGG. Therefore, 

speaking to general practitioners or community support professionals (e.g. Speech and Language Therapists in the 

community) to understand whether they face specific challenges to providing support could add value to the 

insights presented in this work; the importance of this is expanded in section 7.4.2. Further, acquiring direct 

accounts from service commissioners may illuminate additional factors that influence the decision making process 

when determining whether a support service is both necessary and feasible for implementation. 

COVID-19 had a substantial impact on the conduct of Ways Ahead. Since recruitment looked to commence at the 

onset of the pandemic, there were considerable delays with NHS site set-up. Consequently, there was more reliance 

on charity recruitment pathways at the study outset, than originally planned. While the Brain Tumour Charity were 

instrumental in facilitating sufficient recruitment, the possibility cannot be discounted that some participants were 

self-selected. For example, recruiting people with LGG with more time, interest, and capacity to take part, or ICs 

who were more ‘active’ in their caregiving role, might have influenced the breadth of experiences represented in 

these samples. Nonetheless, NHS recruitment does not eliminate the risk of selection bias, as the recruiting HCP 

could be selective in determining who they feel are appropriate to approach. 

In accordance with the purposive sampling strata used in participant recruitment (outlined in chapter 2.2), the 

desired diversity was achieved across each sample (e.g. range of time since diagnosis for people with LGG, 

inclusion of male ICs, and a range of healthcare professions). This helped elicit an extensive range of views and 

experiences. However, despite a wide range of time since diagnosis, the cross-sectional nature of the interviews 

means it is unclear how people’s lived experiences may change over time. Consequently, future research may 

benefit from collecting longitudinal data, for example, to explore whether engagement in self-management 

changes as time elapses and the individual has had more time to adapt to their condition. 

It is important to note that ethnicity was not a collected demographic characteristic, nor a sampling stratum, though 

participants were mostly White British. Ethnicity has been evidenced to influence the self-care behaviours of 

cancer survivors, due to the greater prevalence of fatalistic thinking in some cultures[142]. Thus, achieving greater 

ethnic diversity may have helped to understand the emotional challenges, particularly with acceptance of the 

incurable condition, reported by people with LGG in PP4[50]. Recently there is much more awareness and focus on 

ethnicity to improve the inclusion of underserved groups in healthcare research[143]; therefore, future research 

should seek to focus on minoritised populations in their samples. 

Again, due to COVID-19, the planned approach to data collection changed from face-to-face to all interviews 

being conducted remotely. A strength of this was that it facilitated data collection across the United Kingdom[144], 
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as travel did not need to be considered. This meant, for example, that data from interviews with HCPs encapsulated 

diverse experiences with implementation challenges from different ‘models’ of patient follow-up and support, and 

levels of organisation readiness to support self-management. Further, participants may have felt more comfortable 

discussing sensitive issues, with greater perceived anonymity[145]. However, with remote interviews, there are 

potential challenges with technology literacy and accessibility, and it is more difficult to notice non-verbal cues, 

such as fatigue. This has implications for the participation of people with memory and processing speed limitations, 

which could exacerbate the demands of an interview or limit the richness of data. In-person interviews may have 

made it easier to gauge the impairment of the participant and respond accordingly (e.g. acknowledge when the 

participant needs a break). Hence, although attempts were made to support the participation of people who may 

have had cognitive impairment (e.g. with advanced provision of a topic overview, outlined in chapter 2.3), more 

needs to be done to facilitate inclusion across people with LGG. This is discussed further in section 7.3.2. 

Reasonable data sufficiency was judged to have been achieved across all three interview sets, as there was 

extensive data to support and understand each of the research questions, supported by multiple quotes within each 

paper[55]. This work also benefitted from the use of different approaches to qualitative analysis, each carefully 

selected to appropriately address the relevant research question. To summarise, the flexibility of the inductive 

thematic analysis[79] used in PP2[48] and PP5[51] helped develop patterns of meaning, driven by the content, to 

examine the impact of life with a LGG and support role of ICs, respectively. The directed content analysis[92] used 

in PP3[49] highlighted the potential for self-management in people with LGG, in accordance with an existing 

taxonomy of wide-ranging self-management strategies[85]. Finally, the combination of inductive open coding, 

followed by deductive mapping to the framework of factors influencing self-management[88] in PP4[50] and NPT 

constructs[116] in PP6[52], identified the specific challenges to (implementing support in the healthcare system for) 

self-management in people with LGG. 

7.2.3 Reflexivity 

Throughout Ways Ahead, I have been critical in evaluating how reflexivity has helped to develop rigour, 

particularly in the qualitative data collection and analysis processes[146]. This includes personal, interpersonal, 

methodological, and contextual reflexivity. I approached this research as someone with a background in Health 

Psychology with experience of conducting qualitative research on QoL in cancer survivorship (as introduced in 

chapter 2). To exemplify ‘personal reflexivity’, it is possible that my background influenced my expectations of 

the topics that would be covered in interviews and the probing questions that I asked to explore topics further. 

Hence, my personal experience may have guided the direction and content of the interviews. I sought training with 

navigating sensitive issues in qualitative research. This helped me respond appropriately to the intense emotions 

that were often triggered for participants when discussing their experiences (e.g. with fear of tumour progression). 

Through engagement with different stakeholder groups, I developed an understanding of how to be sensitive and 

accurate in the language used to ‘define’ the target population. This development is evident from ‘low- and 

intermediate-grade glioma survivors’ in the protocol[46] to ‘people with lower-grade gliomas’ in later 

publications[48]. Hence, I am now mindful to avoid terms like ‘patient’ and ‘survivor’ in write-up and interactions, 

as people with LGG may live long-term with an incurable condition.  

‘Interpersonal reflexivity’ between me and the participants is exemplified by allowing the topic guides to evolve 

as interviews progressed and more information was shared. Further, as I do not have a clinical background, HCPs 

may have spoken more in-depth about organisational challenges, as they would be unlikely to assume that I have 
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prior knowledge. Similarly, people with LGG may have been more incentivised to discuss their healthcare support 

experiences with me, knowing that I do not have any clinical involvement. ‘Interpersonal reflexivity’ is also 

evident between me and the research team, for example, drawing on the different expertise within the team when 

developing my understanding of the research area and the generated data. To exemplify ‘methodological 

reflexivity’, I reacted to the generated data to make informed decisions about the most appropriate qualitative 

analysis approach for each research question. Finally, ‘contextual reflexivity’ is evident from the evaluation of, 

and reaction to, the impact of COVID-19 on recruitment and data collection procedures. 

7.3 Future research implications 

The findings from this thesis inform two key directions for future research: (1) the development of a supported 

self-management intervention for people with LGG; and (2) improving the representation of people with cognitive 

and communication impairments in brain tumour research. 

7.3.1 Development of a supported self-management intervention for people with lower-grade 

gliomas 

The work presented in this thesis represents the groundwork required to inform the design and development of a 

supported self-management intervention for people with LGG. The systematic review from Ways Ahead[27] 

(Appendix B.4) found that there were no existing self-management interventions for people with brain tumours, so 

this will be a novel development for this population. This is important because the content of existing self-

management interventions for cancer survivors is unlikely to be fully transferable to the tumour-specific problems 

(e.g. seizures, cognitive impairment) experienced by people with LGG, that were highlighted in PP1[47] and PP2[48]. 

Ways Ahead has followed the early steps in INDEX[147] and Medical Research Council[148] guidance to the 

development of complex healthcare interventions: 

1. A multi-disciplinary research team was established with expertise in the development, evaluation and 

implementation of behaviour change interventions; clinical, psychosocial, and cognitive function of 

people with brain tumours; and QoL in cancer survivorship. This expertise was drawn upon in the conduct 

and write-up of the publications presented in this thesis (see Appendix A). It is worth noting that there 

were specialisms (e.g. Physiotherapist, Occupational Therapist) absent from the project team that may 

have provided valuable expertise regarding physical and role function of people with brain tumours. 

2.  Published research evidence was reviewed in PP1[47] and the systematic review of self-management 

interventions[27] (Appendix B.4). This identified the wide-ranging HRQoL consequences in people with 

LGG, and the potential for self-management interventions to improve QoL, respectively. The absence of 

self-management interventions for people with brain tumours highlighted such development as a priority 

area. 

3. Primary data collection through means of qualitative research was undertaken to establish and understand 

context. This comprised the engagement of multiple stakeholders across three interview sets with people 

with LGG, ICs, and HCPs. Patient and public involvement activities (outlined in chapter 2.4) were 

carefully incorporated throughout to ensure the research was being conducted with the end-user, not for 

them. 

a. Programme theory was developed in PP2[48] and PP3[49] by understanding the lived experiences 

of people with LGG, in the context of how QoL is impacted in day-to-day life and how they 
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currently engage in self-management, respectively. This elicited key insights into the needs and 

behaviours of this group, to inform the areas where support may be required in an intervention. 

b. Key uncertainties were identified in PP4[50], PP5[51], and PP6[52] at the individual, IC, HCP, and 

healthcare system level, recognising the future implementation challenges to be overcome. This 

provided understanding of individual perceptions of their roles within (supporting) self-

management, the barriers faced, and the actions required to facilitate these roles. Overall, these 

insights are valuable for comprehending the feasibility and acceptability of supported self-

management for people with LGG, from the perspectives of support providers and recipients; 

this is expanded in section 7.4.2. 

c. Existing theories were drawn upon throughout Ways Ahead. Firstly, the focus on self-

management in the work was underpinned by social cognition theory[12]. The data analysis 

strategies of PP3[49] and PP4[50] were informed by a taxonomy of self-management strategies in 

cancer survivors[84,85] and framework of factors influencing self-management in chronic 

illness[88], respectively. This helped identify commonalities with other conditions and understand 

how existing frameworks are extended in the context of people with LGG. Finally, the 

application of NPT in PP6[52] provided understanding of how the findings align with the 

mechanisms of social action that underpin the implementation processes of a novel practice into 

routine care. 

Development of a supported self-management intervention for people with LGG need not start de novo. As 

mentioned in chapter 6.1.2, the systematic review of self-management interventions (Appendix B.4) outlined the 

intervention components and characteristics shown to be effective in improving QoL in cancer survivors[27]. In 

accordance with the PRISMS taxonomy[16] of components that can be used to support self-management 

(introduced in chapter 1.1.2), the components that were consistently associated with improving QoL comprised: 

‘Information about condition and its management’; ‘Training for practical self-management activities’; ‘Training 

for psychological strategies’; and ‘Social support’. The work presented in this thesis lends itself to understanding 

why these components are favourable for adoption in a self-management intervention for people with LGG. Firstly, 

these components are appropriate for addressing the possible support needs outlined in PP1[47] and PP2[48]; 

specifically, the emotional consequences of living with an incurable condition, and the impact of fatigue, seizures, 

and cognitive impairment on day-to-day life (e.g. work, social activities). Further, these components align with 

the self-management strategy types most reported in PP3[49], namely: ‘Using support’; ‘Creating a healthy 

environment’; and ‘Meaning making’. Finally, these components could help overcome the barriers to self-

management identified in PP4[50], which primarily concerned knowledge and acceptance of the incurable 

condition, the impact of seizures and cognitive impairment, and access to (in)formal support. These findings are 

upheld by the National Institute for Health and Care Excellence (NICE) guidelines for supporting people living 

with a brain tumour; specifically an evidence synthesis of qualitative studies identified emotional (e.g. hope, 

reassurance), healthcare (e.g. strong relationship with care provider), and information (e.g. about condition and its 

treatment) support, as the most common support needs[149]. 

When translating these findings into content for an intervention, this can be split into adjustment- (e.g. 

reinterpreting negative consequences) and problem-focused elements (e.g. using external aids to overcome 

cognitive difficulties). A qualitative study with people with glioma and their relatives found that reassurance and 

support, through information about the condition, were essential for alleviating distress and adjusting to the 
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illness[150]. Still, care needs to be taken to manage expectations with information that is appropriate for the 

individual. This is because a further qualitative study of people with brain tumours reported anger and 

dissatisfaction with HCPs when expectations and symptom experiences did not align (e.g. unexpected levels of 

fatigue)[151]. Therefore, intervention components could include core adjustment-focused elements that apply across 

cancers, supplemented with problem-focused elements for needs specific to people with LGG.  

Section 7.4.2 highlights the importance of considering what is feasible for people with LGG; here the emphasis is 

on how to optimise the type of self-management support provided. A literature review of supported self-

management suggests that inclusion of support providers and recipients in the co-creation of self-management 

strategies increases the likelihood of positive effects (e.g. improved self-efficacy)[23]. The importance of tailoring 

support is emphasised in PP2[48] as people’s lived experiences can vary depending on what context they consider 

to be important to their QoL. For example, for someone who wishes to return to work, the strategies and support 

expertise required to overcome cognitive difficulties in the workplace likely look different to what is necessary to 

aid cognitive function at home (e.g. when cooking). This links to the need to improve the assessment of support 

needs to aid the personalisation of support for people with LGG, as outlined in section 7.4.1.  

To supplement the work presented in this thesis, participants in each interview set were also asked about desired 

support and intervention design preferences at the end of the interview. Key findings from this data included the 

desire for an ‘information toolkit’ of advice and support (e.g. knowing what to expect, HCP contact details, self-

management strategies, links to available support) and access to group support (online or face-to-face) for sharing 

experiences. In accordance with the TIDieR checklist[128] of intervention characteristics (introduced in chapter 

6.1.2), these initial findings indicate a preference for combined individual and group delivery, so that people with 

LGG can decide what is appropriate for them. This characteristic was most consistently associated with 

improvements in QoL in existing self-management interventions for cancer survivors[27] (Appendix B.4). 

Further, people with LGG requested that ICs also have timely access to intervention content, where appropriate, 

so they know what to expect and how they can help. This aligns with findings from a qualitative systematic review 

on the experiences of supportive care for people with brain cancer and their ICs[152]. Still, section 7.4.2 stresses the 

need for careful integration of ICs in support, so that the design of an intervention does not disadvantage those 

without access to informal support. Beyond this, qualitative evidence of cancer survivors’ views towards the design 

and delivery of self-management interventions found heterogeneity in people’s preferences for intervention 

provider, mode of delivery, and location[153,154]. Moreover, in PP6[52], HCPs appraised the scope for self-

management support, acknowledging the variation in desired support and need to manage expectations. Hence, 

further research was necessary to build upon the desired support and design preferences identified in the Ways 

Ahead interviews. 

The next stages in the development of a supported self-management intervention for people with LGG are ongoing. 

Four co-design workshops and a survey have been conducted. This included engaging multiple stakeholders 

(people with brain tumours, ICs, and HCPs) in discussions around the acceptability and feasibility of possible 

intervention components and characteristics, for the iterative design of a prototype intervention. A brief report of 

the findings from these co-design activities is being finalised for journal submission. Future funding will be sought 

to further develop, test, and evaluate the prototype intervention, with constant attention to ensuring it has potential 

for real world implementation. 
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7.3.2 Representation and inclusion of people with cognitive and communication impairments 

in brain tumour research 

Critical appraisal of existing evidence in PP1[47] identified a need for greater representation and inclusion of people 

with cognitive and communication impairments in brain tumour research. This implication is introduced in the 

discussion of PP1[47], recognising that explicit exclusion of people with cognitive and communication impairments 

is common in quantitative studies of people with LGG. It was unclear how these impairments were determined, 

and there were a lack of reported attempts to facilitate their inclusion. Inclusion of people with cognitive and 

communication impairments is a challenge that extends to qualitative research. It should be noted here that Ways 

Ahead did not recruit anyone with any substantial speech, language, and communication impairment. Despite the 

attempts to facilitate participation outlined in chapter 2.3, section 7.2.2 indicates that the demands of taking part 

in a remote interview may present barriers to inclusion. Further, Åke et al.[155] reported that in people with LGG, 

communication requires time and effort, with the need for multiple self-management strategies. Consequently, it 

is possible that cognitive and communication impairments are not yet fully understood for people with LGG.  

PP1[47] presents future research suggestions for researchers to facilitate greater inclusivity of people with cognitive 

and communication impairments. This includes engagement in supportive conversation training, ensuring 

accessible formatting of study documentation, or involving/consulting Speech and Language Therapists. Prompted 

by discussions around Ways Ahead and this thesis work, Menger et al.[156] take this a step further in a commentary 

on “Speaking up for the lost voices”, offering three areas of solutions to improve representation and inclusion of 

people with cognitive and communication impairment in brain tumour research: (1) Improve the accuracy of 

reporting of impairment, to improve clarity on whether the person is experiencing speech, language, or 

communication impairments, either individually or in combination. This is important for recognising what 

difficulties (e.g. understanding of speech, writing, and non-verbal communication; difficulty staying on topic; 

word-finding) each participant may need support with to facilitate participation. (2) Be innovative with data 

collection methods, allowing participants to convey messages by different means (e.g. drawing or gesture). 

Researchers can complete conversation partner training[157] to improve their confidence with supporting 

participation in these ways. However, it should be noted there are currently no training programmes aimed at those 

working with the brain tumour population, so existing training may not be the best fit. (3) Consult Speech and 

Language Therapists, as they can facilitate the development of accessible study documentation (e.g. video that 

presents audio version of PIS), advise on appropriate communication methods, and support mental capacity 

assessments. 

To work towards realising these solutions, I am a co-applicant on a recently awarded NIHR grant (see ‘Outputs 

during PhD candidature’) to improve speech and language therapy support for adults living with brain tumours. 

This project proposes to: (1) describe the impact of speech, language, and communication difficulties for people 

with gliomas and their communication partners, to identify support needs; and (2) explore HCPs perspectives and 

experiences on current support for these difficulties. Should this project achieve its outcomes, it will produce 

recommendations for how support could be improved for people with speech, language, and communication 

difficulties, due to glioma. This will help guide multi-disciplinary teams with how to work with people with 

gliomas and inform the development of meaningful partnerships with research teams. 

Overall, all ongoing and future planned studies involving people with brain tumours should consider what can be 

done to facilitate inclusion of people with cognitive and communication impairments, to improve their 
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representation in research. This should be carefully considered with thoughtful PPI engagement at multiple 

timepoints to identify the appropriate solutions for the study design (e.g. supportive conversation training for 

qualitative studies; use of validated accessible scales for quantitative studies). Seeking participant feedback to 

evaluate the perceived helpfulness of the implemented solutions will allow the approach to be adapted 

appropriately[158]. This could help improve researchers’ confidence with including people with cognitive and 

communication impairments, and provide a more accurate understanding of such impairments for people with 

LGG. Achieving this will be influential for expanding understanding of the lived experiences of people with LGG 

and further inform problem-focused elements of supported self-management interventions for this population. 

7.4 Clinical implications 

The findings from this thesis have highlighted two key clinical implications: (1) practical implications for 

identifying the support needs of people with LGG; and (2) the implementation of self-management support for 

people with LGG in policy and practice. 

7.4.1 Practical implications for identifying the support needs of people with lower-grade 

gliomas 

The work presented in this thesis identified a need to improve the identification of the problems faced by, and the 

unmet support needs of, people with LGG. This implication was introduced in the discussion of PP2[48], 

acknowledging the value of comprehensiveness regarding the measured symptoms and concerns, and 

contextualising the problems to appreciate what is important to each individual. This is expanded here to recognise 

how support needs are, or can be, currently assessed, and identify areas for improvement. With the desire for 

improved routine measurement of patient-reported outcomes in cancer care (introduced in chapter 1.1.1)[8], it is 

critical that the selected measure is appropriate for the intended outcome and population. 

A systematic review of patient-reported outcome measures in brain tumour studies[76] found that the EORTC QLQ-

BN20[61] and FACT-Br[62] are the most frequently used brain tumour-specific measures of HRQoL. While EORTC 

and FACT measures follow a development process, the review authors called for greater clarity on whether these 

measures exhibit good content validity (the extent to which the measure is comprehensive and relevant for the 

construct being measured). This is important because in a separate systematic review of HRQoL measures used in 

people with LGG, Fountain et al.[75] reported that none of the measures used across included studies (including 

EORTC QLQ-BN20 and FACT-Br) have been validated in people with LGG. This raises concerns over how 

appropriate existing measures are for identifying the problems faced by people with LGG, as introduced in chapter 

3.1.3. To exemplify this, PP1[47] and PP2[48] indicated that seizures can have a substantial impact on the lives of 

people with LGG. Although EORTC QLQ-BN20 and FACT-Br both include items concerning the presence of 

seizures, both measures fail to contextualise the impact of seizures on the individual. Further Ways Ahead findings 

from interviews with people with LGG (Appendix B.7) suggest seizure activity might worsen due to work-related 

stress or present a barrier to employment[159]. Since returning to work may be a priority for people with LGG[41], 

this exemplifies that symptoms should not be identified in isolation of their context. Consequently, as others have 

acknowledged for people with gliomas[160], existing static measures with fixed item sets may be insufficient for 

identifying the problems faced by people with LGG. Important context may be obtained by supplementing HRQoL 

measures with measures of IADLs, such as EORTC IADL-BN32 (introduced in chapter 3.1.2), as this will allow 

identified problems to be cross-referenced with a range of IADLs. 
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While measures of HRQoL may infer support needs, needs assessment tools are designed to identify the level of 

need for support with each concern. However, a systematic review of needs assessment tools in advanced cancer, 

conducted as part of Ways Ahead (Appendix B.3), found that people with brain tumours were not represented in 

the development or validation of any of the existing measures[77]. Still, such measures have potential value as they 

often ask about needs for support around the fear of disease progression, rather than recurrence, which aligns with 

the incurable nature of a LGG. Identifying support needs could help HCPs understand whether self-management 

strategies are achievable or need to be adapted, acknowledging the potential barriers to engagement highlighted in 

PP4[50]. For example, medication management may be hindered by an identified issue with cognitive impairment 

(e.g. attention deficits); thus, the support required might concern providing equipment (e.g. dosette box) or 

strategies (e.g. setting reminders/alarms) to overcome these challenges. Still, cognitive impairment can be multi-

faceted and require comprehensive assessment to identify individual strengths and needs; thus, for cognitive 

functioning, the discussed measures should only serve to identify a need for further exploration, which can then 

be followed up by a Neuropsychologist or Speech and Language Therapist, for example. 

Although most HCPs declare that they routinely screen and refer brain tumour patients for physical, cognitive, and 

emotional issues[135], PP6[52] highlights that people with LGG feel the opportunities to report their support needs 

are insufficient. Darlix et al.[80] recommend the use of clinical interviews to holistically explore subjective 

complaints and patient experiences, and present sufficient opportunity for the expression of HRQoL concerns. 

HCPs could use these interviews to complement and contextualise the findings of HRQoL measures or needs 

assessments, to then work with the support recipient on how best to meet identified needs. The development of 

follow-up care plans should have a focus on how self-management can be supported to facilitate autonomy and 

independence. 

Overall, addressing this implication in practice could help ensure that identified problems and support needs are 

tailored to the experience of having a LGG, while capturing important context to aid the personalisation of support 

to the individual[161]. 

7.4.2 Implementation of self-management support for people with lower-grade gliomas in 

policy and practice  

At the outset of Ways Ahead, a commentary (Appendix B.2) was published with five recommendations (outlined 

in chapter 6.1.2) for improving the implementation of self-management interventions for cancer survivors[123]. The 

work presented in this thesis provides valuable insights into understanding the ‘adaptability’ and ‘acceptability’ of 

such interventions. This draws on the perspectives of multiple stakeholders to comprehend the actions required to 

facilitate effective engagement in (supporting) self-management for people with LGG. 

Adaptability relates to the extent to which a self-management intervention is flexible across people, cancers, and 

time. To achieve this, the use of effective core components across self-management interventions is encouraged. 

Section 7.3.1 expands on the components worth adopting from existing interventions for cancer survivors (e.g. 

‘Information about condition and its management’)[27] (Appendix B.4), including why such components may be 

favourable in the development of a self-management intervention for people with LGG. Here, the emphasis is on 

flexibility across people and time. The timings of support and identifying those in need of support have been 

identified as ‘pressing questions’ requiring investigation to inform policy and practice for supported self-

management in cancer care[26] (as introduced in chapter 1.1.3). Thus, implementation of self-management support 

must consider the diversity of need within the target population. 
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Regarding flexibility across time, PP1[47] suggests that HRQoL remains poor over time, indicating a sustained need 

for self-management in people with LGG. PP3[49] extends this to imply that different approaches to self-

management may be needed at different timepoints since diagnosis. For example, people may have an initial need 

to self-manage (the risk of) seizures, that in the long-term are stabilised with the appropriate dosage of antiepileptic 

medication. Further, self-management of emotional distress is variable as people may need time to accept their 

incurable condition[162]. Finally, returning to, and managing, occupational roles may be longer-term issues as 

people attempt to return to ‘normality’, find a ‘new normal’ or work towards specific and achievable goals via 

rehabilitation.  

Regarding flexibility across people, self-management interventions may attract those who are well-educated and 

already self-manage well[129], so it is important that those with greater support needs receive the required attention. 

However, PP6[52] raised concerns from the HCP perspective around identifying and keeping track of people with 

support needs, citing partial reliance on the support recipient seeking help. PP4[50] suggests that help seeking can 

be influenced by knowledge of their condition, including what symptoms and impairments they might experience. 

To address the presented issues with adaptability across people and time, HCPs in PP6[52] suggested the possibility 

of reiterating available information and support at regular intervals over time, though also stressed the need to 

avoid ‘information overload’. Thus, self-management interventions could be packaged with repeat needs 

assessments to ensure that the support provided aligns with the needs of the individual at different timepoints since 

diagnosis. This emphasises the importance of using appropriate measures to identify the support needs of people 

with LGG, as outlined in section 7.4.1. 

Acceptability involves ensuring that (supporting) self-management is perceived as positive, necessary, and most 

importantly, feasible to all stakeholders, as the implementation of a self-management intervention requires a 

whole-system approach[17]. As detailed in section 7.1, PP3[49] and PP6[52] indicate that self-management is well 

perceived by people with LGG and HCPs. The challenges with acceptability stem from the feasibility of supported 

self-management for people with LGG; the insights provided by PP6[52] around current acceptability are 

summarised in chapter 6.2.1. Exploring acceptability through the lens of NPT helped to clarify the actions required 

to facilitate implementation (e.g. HCP collaboration, careful integration of ICs). In this section, the emphasis is on 

the importance of these actions and possible next steps. 

The work presented in this thesis aligns with actions one (preparing people for active involvement in care) and 

two (embed self-management support into care pathways) of Howell et al.’s call to action for self-management in 

cancer care[18] (introduced in chapter 1.1.3). These insights are described in chapter 4.3.1 and 6.2.1; to expand on 

this here, action one also calls for the preparation of ICs for active involvement in care. Although receiving support 

from informal networks was a commonly reported self-management strategy type in PP3[49] and facilitator to self-

management in PP4[50], care needs to be taken to ensure an intervention is widely accessible to people with LGG, 

irrespective of the strength of their informal support networks. Furthermore, PP5[51] highlights the ‘delicate dance’ 

that ICs experience in their attempts to provide support without inhibiting the care recipient’s independence. 

Therefore, the integration of ICs in the delivery of a self-management intervention needs to be appropriately 

managed and should align with the desires and priorities of the care recipient, on a case-by-case basis. This will 

help to ensure that support remains person-centred and encourages independence. 

While self-management support aims to improve self-efficacy and independence in the support recipient, it is 

important to consider whether this is fully achievable for people with LGG. Findings from PP2[48] and PP4[50] 



165 

 

improve awareness of the potential challenges (e.g. with cognitive impairment and acceptance of their incurable 

condition) faced by people with LGG around self-management. This raises concerns over their potential to be 

supported to self-manage, as cognitive challenges, such as memory or attention deficits may hinder their ability to 

implement a self-management strategy (e.g. using calendar prompts to remember health appointments). HCPs in 

PP6[52] also note that people with LGG who are experiencing difficulties with insight (i.e. awareness of a problem) 

or acceptance, are likely to resist support, and have low motivation to engage in self-management. Consequently, 

for people with LGG there is a need to consider whether an individual first recognises a need to self-manage, then 

whether they have both the ability and the motivation or can be supported to self-manage as a rehabilitation goal. 

This links back to the question raised in chapter 1.1.4 about whether existing self-management interventions are 

accessible for people with substantial impairments. 

PP2[48] emphasised the benefits of considering what QoL means to people with LGG, to tailor the support context 

to the individual. Here, the implication for implementing self-management support is on finding the appropriate 

expertise to approach different issues. For example, cognitive impairment may require support from a 

Neuropsychologist, yet if the impairment is affecting an individual’s capacity to work, they could also require 

support from an Occupational Therapist. This thesis acknowledges the role of diverse multidisciplinary skills and 

highlights the need for collaboration between HCPs to provide combined support. Still, PP6[52] outlined the 

organisational challenges that need to be overcome, including limited access to specialist professionals, staffing 

and resource issues, and deficits in communication (e.g. referral pathways) between support services. These 

barriers to self-management support provision are corroborated in surveys of HCPs’ views on the barriers to 

rehabilitation for people with brain tumours[43] and inequalities in access to neuro-oncology supportive care 

(introduced in chapter 6.2.1)[135]. 

Another important aspect of collective action outlined in PP6[52] is the need for strong HCP-support recipient 

relationships. This was mentioned in chapter 6.1, noted as a key consideration for guiding patient-centred care in 

neuro-oncology[81], and acknowledged in section 7.3.1 as one of the most common healthcare support needs in 

NICE guidelines for supporting people living with a brain tumour[149]. While HCPs may be the enablers of a self-

management intervention, developing strong relationships with the support recipient can facilitate the co-creation 

of an action plan[14], which clearly delineates the role and responsibilities of the support provider and recipient. 

This includes building trust through communication and reassurance, and helps the HCP to determine whether an 

instructive, collaborative, or advisory supportive role will be appropriate for supporting that individual (as 

introduced in chapter 6.1.1)[118]. 

HCPs in PP6[52] suggested that quality of care would improve with enhanced HCP collaboration and strong 

relationships with support recipients. However, they also noted that certain areas of support (e.g. psychological) 

could be unavailable if there is no access to the appropriate expertise in their service. Therefore, the feasibility of 

implementation strategies, such as HCP collaboration may be hindered by resource-constrained environments, 

particularly where staffing levels and access to specialist professionals may be limited[119]. Further, section 7.2.2 

introduced the potential reliance on people accessing support in community settings. A survey of HCPs’ views on 

the rehabilitation needs of people with brain tumours expressed concerns that community support professionals 

may lack the skills and capacity to provide specialist support; this is because they often do not have sufficient 

experience in providing support for people with brain tumours[43]. This concern may extend to general practitioners 

in primary care, or HCPs who are newly qualified. Overall, this identifies a pertinent need to consider training for 

HCPs to ensure they have the skills required to support self-management for people with brain tumours. Indeed, 
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education for HCPs on neuro-oncological supportive care was the service improvement suggestion with the most 

endorsement in a 2023 survey of HCPs’ views of inequalities in access to neuro-oncological supportive care[135]. 

Chapter 6.1.1 introduced the effectiveness of a self-management support training programme for oncology nurses 

and cancer coaches[120], finding improved confidence with 15 support skills, such as establishing rapport, tailoring 

strategies, and developing action plans. These support skills align with the discussed implementation strategies, 

indicating the potential for such training to be applicable to HCPs involved in supporting people with brain 

tumours. The findings presented in this thesis go beyond this to acknowledge the unique challenges of cognitive 

and communication impairments in people with LGG, as many HCPs might not be explicitly trained in how to 

make adaptations for these types of needs. This includes, for example, consideration of how the HCP 

communicates with, or provides written information for, the support recipient, emphasising the importance of the 

recommendations outlined in section 7.3.2. Overall, these training suggestions align with action three (prepare the 

workforce in the knowledge and skills necessary to facilitate effective self-management) of Howell et al.’s call to 

action for self-management in cancer care[18]. 

The implications presented in this section provide valuable insight into the key factors underpinning HCPs’ 

engagement in supporting self-management (introduced in chapter 6.1.1)[121]. Specifically, the training 

recommendations could help ensure that HCPs have the appropriate knowledge and consultation skills. Further, 

suggestions for strengthening HCP-support recipient relationships may help provide clear delineation of roles and 

responsibilities in (supporting) self-management. Overall, the outlined changes required at the organisation level 

could assist in the re-configuration of healthcare systems to facilitate ease of support delivery.  

Improving readiness to implement self-management support for people with LGG at the HCP and organisation 

level has potentially wide-ranging benefits. For example, if successful, as introduced in chapter 1.1.3, self-

management interventions can reduce healthcare utilisation (e.g. hospitalisation rates), without compromising 

health outcomes[22]. This is important because, thinking beyond the work presented in this thesis, evidence on cost-

effectiveness is also critical for policy makers and service providers when making implementation decisions[123] 

(Appendix B.2). However, the Ways Ahead systematic review of self-management interventions (Appendix B.4) 

found limited and inconclusive evidence for the cost-effectiveness of existing interventions[27]. To address this, in 

Ways Ahead, Dr Richéal Burns is leading an ongoing economic evaluation, to estimate the cost-effectiveness of 

supporting self-management for people with brain tumours. Early insights suggest that a self-management 

intervention could alleviate the impact on ICs, offsetting the costs related to easing the burden of caregiving 

experienced by ICs of people with LGG (Appendix B.5 and B.6)[96,97].  

Overall, this thesis represents critical groundwork for the implementation of self-management support for people 

with LGG in policy and practice. As introduced in section 7.2.1, the value of these findings and implications extend 

to research funders and service commissioners. Specifically, this supports the research required to advance 

understanding of supported self-management for people with brain tumours, and the actions required to prepare 

for, and facilitate implementation. Further progress in this area will help ensure that the call to action 

recommendations for self-management in cancer care[18] continue to be met; fostering performance accountability 

(action four) and understanding the effectiveness (action five) and reach (action six) of self-management support 

for people with brain tumours is still required. 
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7.5 Conclusion 

The overarching aim of this thesis was to understand the lived experiences of people with LGG and the potential 

for supported self-management. The findings presented across the core publications (PP1-PP6[47–52]) provide 

comprehensive and novel insights on this topic, from the perspectives of multiple stakeholders. These findings 

combine to present a cohesive understanding of current lived experiences, and the actions required to facilitate 

engagement in self-management for people with LGG. Overall, this work has valuable implications for the 

development and implementation of person-centred self-management support, that: (1) is acceptable and feasible 

across multiple stakeholders, with representation of people with cognitive and communication impairments; (2) 

recognises individual needs and the influence of informal support networks; and (3) facilitates the autonomy and 

independence of people with LGG. This evidence has scope for potential applicability to other brain tumours, 

advanced cancers, and progressive neurological conditions, beyond people with LGG. This thesis represents the 

foundations needed to inform future research and clinical efforts, to improve the QoL of this underserved 

population.  
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findings can inform development and implementation of self-management interventions in cancer. 
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