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Title: Mesothelioma patient and carer experience research: A research prioritisation exercise  

Abstract: 230/250 

Objectives  

Incidence of mesothelioma worldwide is growing and the UK reports the highest global incidence. 

Mesothelioma is an incurable cancer with a high symptom burden. However, it is under researched 

when compared to other cancers. The aim of this exercise was to identify unanswered questions 

about the mesothelioma patient and carer experience in the UK and to prioritise research areas of 

most importance through consultation with patients, carers and professionals.   

Materials and methods 

A virtual Research Prioritisation Exercise was conducted. This involved a review of mesothelioma 

patient and carer experience literature to identify research gaps and a national online survey to 

identify and rank research gaps. Following this, a modified consensus method with mesothelioma 

experts (patients, carers and professionals from healthcare, legal, academic and volunteer 

organisations) was undertaken to reach a consensus regarding mesothelioma patient and carer 

experience research priorities.  

Results 

Survey responses were received from 150 patients, carers and professionals and 29 research 

priorities were identified. During consensus meetings, 16 experts refined these into a list of 11 key 

priorities. The five most urgent priorities were symptom management, receiving a mesothelioma 

diagnosis, palliative and end of life care, treatment experiences, barriers and facilitators to joined up 

service provision.  

Conclusion 

This novel priority setting exercise will shape the national research agenda, contribute knowledge to 

inform nursing and wider clinical practice and ultimately improve the experiences of mesothelioma 

patients and carers. 

Keywords: caregivers, clinical nurse specialist, clinical practice, consensus, grey literature, 

mesothelioma, nursing, patient experience, research prioritisation, United Kingdom  
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Introduction  

Malignant mesothelioma is a rare, life-limiting and aggressive cancer with a high symptom burden 

(Odgerel et al, 2017). It is predominantly a pleural disease, affecting the lining of the lungs (89%) but 

can occur in the peritoneum (3%) or testes and other unspecified sites (8%) (Cancer Research UK, 

2020). Mesothelioma is treatable but not curable and is associated with a range of debilitating 

symptoms including breathlessness, pain, cough, lethargy, weight loss and sweating (British Thoracic 

Society, 2007). This symptom burden creates challenges to nursing care. Often, patients enter into 

lengthy, complex clinical trials resulting in a range of side effects with no guarantee of benefit. With 

or without treatment, survival is usually measured in months with approximately 60% of patients 

not surviving beyond a year (Royal College of Physicians, 2020). While there are currently no curative 

treatments, recent innovations in surgery, radiotherapy and immunotherapy offer promise in terms 

of length of life and palliation of symptoms (Bibby et al, 2016). Integral to the experiences of 

mesothelioma patients and their families is the role of clinical nurse specialists (CNSs), providing 

invaluable support and care across the mesothelioma journey (Taylor et al, 2019; Gardiner et al, 

2022). A growing network of Mesothelioma CNSs, funded by the charity Mesothelioma UK are based 

in NHS hospitals throughout the UK.  

The only known cause of mesothelioma is exposure to asbestos (Mesothelioma UK, 2020). The 

latency period between exposure and disease presentation is usually between 15-45 years (MUK, 

2020b). The UK now reports around 2700 mesothelioma diagnoses annually, the highest global 

incidence of mesothelioma (CRUK, 2020). Incidence is higher in certain occupational groups, 

including asbestos mining and disposal and construction industries (Rake et al, 2009). There is an 

increasing awareness of mesothelioma in other occupational groups including health care 

professionals and teachers (Howie, 2018; Allmark et al, 2020; Alpert et al, 2020). There is rising 

concern about the, as yet unquantified, risk of mesothelioma from asbestos exposure in living, 

educational and working environments. A recent parliamentary review (House of Commons Work 

and Pensions Committee, 2022) highlighted these concerns and warned of the urgent need for 

investment in a robust and systematic approach to measure asbestos exposure and reduce the 

associated catastrophic risks.  

The growing incidence of mesothelioma cases in the UK and the historical and ubiquitous use of 

asbestos mean that it is increasingly important to recognise mesothelioma as a national priority. In 

2013, the National Institute for Health Research (NIHR) funded a James Lind Alliance Priority Setting 

Partnership to agree mesothelioma research priorities, specifically identifying those unanswered 

questions that involved an intervention. This made a significant contribution to understanding 
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research priorities and improving care for mesothelioma patients (Stephens, Whiting and Cowan, 

2015). However, the focus was on interventional research. This meant that all research priorities 

regarding mesothelioma patient and carer experience, and any other aspects of treatment or care 

not involving an intervention, were deemed out of scope and excluded.  

Without research which focuses explicitly on patient and carer experience and delivery and 

organisation of services, there is a risk that new interventions, treatments and innovations in service 

delivery will not meet the needs of the people receiving them. Although the last decade has 

witnessed an increase in mesothelioma research, including some experience-based studies, many 

unanswered questions remain. If answered, these have the  potential to inform clinical practice, 

address challenges of nursing care provision in rare cancers (Charalambous and Biagioli, 2022) and 

improve the mesothelioma patient and carer experience.  

Furthermore, the recent Covid-19 pandemic has had a profound and devastating impact on people 

with mesothelioma and their families (Taylor et al, 2021; Gardiner et al, 2022). The legacy of the 

Covid-19 pandemic persists as evidence shows sustained delays in cancer diagnoses and treatments 

(Morris et al, 2021), generating a dangerous backlog of cancer patients (Macmillan, 2020) and 

adding further strategic pressure on the UK health care system. Mesothelioma patient and carer 

experience research will help to understand the long term implications of the pandemic, for example 

how to maximise the benefits of remote communication to ensure efficient and effective care 

delivery by nurses and other clinicians.   

Aim and objectives  

The aim of this Research Prioritisation Exercise (RPE) was to identify unanswered questions about 

the mesothelioma patient and carer experience and then to prioritise these research topics through 

consultation with patients, carers and professionals. This RPE focused on mesothelioma patient and 

carer experience research across the care pathway, from diagnosis to end of life care and 

bereavement. This included experiences of the disease and its management as well as care received, 

services provided and support given.  

Objectives: 

● Review existing literature to identify research gaps  

● Seek the views of patients, carers and professionals as to how the experiences of people 

living with mesothelioma could be improved  

● Consult with patients, carers and professionals to agree a prioritised list of research areas. 
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Ethical approval was obtained from the University of Sheffield Research Ethics Committee (reference 

number 038688).  

Material and methods  

The design for this study was an adapted consensus method, informed by pre-existing 

recommendations for consensus research (Jones and Hunter, 1995; Waggoner, Carline and Durning, 

2016). Due to the social distancing restrictions imposed because of the Covid-19 pandemic, we 

adopted novel online and virtual methods of undertaking the RPE. The principles of good practice in 

priority setting, as laid out by Viergever et al. (2010) were followed throughout, demanding an 

inclusive, transparent and thoughtful approach. Careful consideration of the exercise focus, who to 

involve, plans for implementation and evaluation was important. 

This section will describe each of the key stages of this RPE: establishing the steering group, evidence 

synthesis, a national online survey and a series of online meetings and ranking exercises.  

Establishing the steering group 

A diverse steering group (SG) was established at study outset. This comprised 16 people with 

expertise in mesothelioma, including patients (n=4), carers (n=2), clinical professionals (n=6), legal 

professionals (n=2) and professionals who provide advice and lead support groups (n=2).  

Evidence synthesis  

This RPE was informed by a synthesis of existing evidence to identify gaps in knowledge. This 

comprised three parts: rapid review of peer-reviewed published literature (Ejegi-Memeh et al. 

2022), a review of grey literature and the James Lind Alliance Priority Setting Partnership for 

mesothelioma (JLA PSP) (James Lind Alliance, 2014). 

Part 1: The Mesothelioma UK Research Centre conducted a rapid review of patient and carer 

experience research. The review asked the question ‘What do we know about the experience of 

living with mesothelioma, from the perspective of patients and their family carers?’ The process of 

reviewing existing literature enabled the identification of research gaps and these provided an 

evidence-based foundation for this RPE. The review methods and findings are reported separately 

(Ejegi-Memeh et al. 2022).  

Part 2: A review of grey literature identified documents that had not been published in peer 

reviewed journals but still provided insights into the experiences of mesothelioma patients and 

carers and therefore potential gaps in knowledge. The incorporation of grey literature sources is 

essential to providing a comprehensive and nuanced overview of evidence. This is particularly 



 

5 

 

important when making decisions in areas of health policy and practice lacking in peer-reviewed 

published evidence (Benzies et al, 2006), such as mesothelioma patient and carer experience. Ethos 

(an e-theses online service) and Open Grey (a grey literature database) were searched using the 

search terms derived for the rapid review. Following this, the research team and SG members 

identified further items of grey literature relevant to the mesothelioma patient and carer 

experience. For a list of included documents please see supplementary file A.  

Part three: The JLA PSP for mesothelioma, completed in 2013, was restricted to interventional 

questions (e.g. could be written as a PICO format). Many of the ‘out of scope’ topics identified (JLA, 

2014) can be considered under the umbrella of ‘mesothelioma patient experience’ research and 

were therefore incorporated into this evidence synthesis.  

The results from the rapid review were used as a framework when reviewing grey literature and the 

findings from both reviews were cross referenced with the JLA out of scope issues. This evidence 

synthesis identified 29 research gaps (see supplementary file B).   

National online survey 

An online survey was designed using Google Forms (the survey can be viewed in supplementary file 

C). The aim of the survey was to learn from the experience of those living and working with 

mesothelioma and to provide patients and family carers with the opportunity to inform the direction 

of future research. 

The survey asked participants to score 29 identified research gaps on a scale of 1-10 (1 = not at all 

important, 10 = extremely important). In order to increase accessibility and communicate complex 

topics we summarised the 29 topics under 8 thematic groupings. Eight short video recordings were 

embedded in the survey, each one summarising research gaps identified from the evidence 

synthesis. Participants were also asked to provide free-text responses, detailing additional research 

priorities not already identified.  

Sampling and recruitment  

To achieve input across a range of relevant fields of mesothelioma expertise, eligible participants 

included anyone with lived experience of mesothelioma or who worked/ volunteered to support, 

treat or care for mesothelioma patients or carers. A variety of sampling strategies were employed. 

Firstly, SG members extended invitations within their networks, purposively sampling organisations 

and individuals with relevant experience (e.g. mesothelioma/cancer charities, asbestos support 

groups, law firms etc.). The Mesothelioma UK Research Centre team drafted invitations and worked 

with the SG to gather survey responses via the identified organisations. Secondly, identified 
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organisations/individuals were asked to share invitations within their own networks, both formal 

and informal, thus extending sampling via snowball sampling. Thirdly, a convenience sampling 

strategy was employed, inviting participants to complete the survey via adverts in newsletters and 

social media posts shared on behalf of Mesothelioma UK and the Mesothelioma UK Research Centre 

team. The survey was open for eight weeks (26th April to 25th June 2021).  

Analysis  

Closed question responses were analysed using descriptive statistics in Excel. Scores were combined 

and an average score for each of the 29 identified research gaps was calculated. A list of research 

topics was then generated in order of average scores and further analysis was undertaken, 

comparing results within and across sub-groups of the sample (for example patients, carers, 

professionals, those with experience of peritoneal or pleural mesothelioma). Responses to the open 

free-text questions were then analysed thematically using Quirkos data analysis software, grouped 

into categories and cross-referenced with existing identified research gaps.  

Priority setting  

In order to reach a consensus regarding how the identified research gaps should be prioritised, SG 

members completed an online ranking exercise and attended two online meetings during which a 

series of activities and discussions aided deliberation.  

A nominal group technique was adopted for this stage of the RPE. This combined consensus-based 

(group discussion) and metrics-based approach (pooling individual rankings of research topics), a 

common combination when undertaking priority setting exercises (Viergever et al, 2010). Two virtual 

meetings were hosted to discuss all identified research priorities, and an online ranking exercise was 

completed by steering group members in between these two virtual meetings.  

Priority setting meeting one 

In meeting one, the research team presented the quantitative findings from the survey responses, 

and the ranking of each identified research gap. The SG discussed whether they broadly agreed with 

the findings, helped to refine general ideas into specific research topics and identify overarching 

themes.  

Ranking Exercise  

Informed by the discussion in meeting one, the research team re-categorised and merged the 

research topics. In doing so, a list of 11 research areas was generated. An online ranking activity was 

then circulated by email, inviting SG members to anonymously and individually rank these 11 topics 
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in order of importance and provide additional comments. SG members were asked to complete the 

exercise within two weeks of meeting one. The results were synthesised and guided the discussion 

and activities that took place in meeting two.  

Priority setting meeting two 

During meeting two, the research team presented the results of the ranking exercise and the 

findings from the qualitative analysis of open text survey responses.  A facilitated discussion, and a 

series of live interactive polls were used to move the group towards a consensus regarding the final 

list of research priorities.  

A number of issues were raised and discussed by the steering group. Examples include: 

● Should peritoneal mesothelioma be recognised as a separate research priority? 

● Should the research priorities be distinct or overlapping?  

● Is there any added value to ranking the research priorities in order of importance? 

Following constructive and respectful discussion, there was a high level of agreement on all issues 

raised. A draft research priority statement was then prepared. This was an iterative process, drawing 

on discussion with the SG, quantitative and qualitative survey responses and existing literature. The 

draft research priority statement was then shared with the SG for final comments.  

Results 

Demographic information 

We received survey responses from 150 participants. Sample demographics are described in table 1.  

 
Participant characteristic 

Number/ percentage of 

150 respondents (to 1d.p) 

Type of 

expertise/ 

experience (150 

responses) 

Person with a diagnosis of 

mesothelioma  
56/ 37.3% 

Family member/ close friend of 

someone with a mesothelioma diagnosis  
17/ 11.3% 

Bereaved family member or close friend  19/ 12.7% 

Health care of allied health care 

professional  
25/ 16.7% 

Asbestos support group professional  5/ 3.3% 

Legal professional  15/ 10% 

Other professionals 13/ 8.7% 

Participant age 

(150 responses)  

<30 years 7/4.7% 

31-40 years 27/ 18% 

41-50 years 25/ 16.5% 
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51-60 years  31/ 20.7% 

61-70 years 26/ 17.3% 

71-80 years 26/ 17.3% 

>80 years 7/ 4.7% 

Preferred not to say  1/0.7% 

Gender (150 

responses) 

Female  104/ 69.3% 

Male  45/ 30% 

Preferred not to say  1/ 0.7% 

Ethnicity (150 

responses) 

White  146/ 97.3% 

Asian 1/ 0.7% 

Caribbean or Black  1/ 0.7% 

Coptic  1/ 0.7% 

Preferred not to say  1/ 0.7% 

Location (143 

responses) 

England 120/ 83.9% 

Scotland  11/ 7.7% 

Wales  9 (6.3%) 

Northern Ireland 3 (2.1%) 

Table 1: A table describing survey sample demographic 

Of the 92 patients and carers who participated, 80 responded to the question asking about type of 

mesothelioma. Of these, 37.5% (n=30) had lived experience of peritoneal mesothelioma and 57.5% 

(n=46) had lived experience of pleural mesothelioma while the remaining 5% (n=4) did not know. 

When asked about time since receiving their own or their loved one’s mesothelioma diagnosis, 

18.8% (n=15) had been diagnosed within the last 6 months, 20% (n=16) 7-11 months ago, 31.2% 

(n=25) 1-2 years ago and 30% (n=24) more than two years ago. The majority of professionals or 

volunteers (78.2%, n=43) reported that most of their patients had pleural mesothelioma, some said 

‘it varies’ (10.9%, n=6), one person said peritoneal mesothelioma (1.8%) and those remaining did not 

know (9.1%, n=5).  

Statement of research Priorities  

We now present the research priorities for mesothelioma patient and carer experience research. 

The research priority statement can be downloaded from the following link 

https://www.sheffield.ac.uk/media/29388/download?attachment. Box 1 summarises the 11 

research priority topics. Each research priority is now described and illustrated with an open text 

response from the survey to illustrate the underpinning experiences and opinions.  

 

The first five research priorities relating to mesothelioma patient and carer experience were 

identified as the most urgent:  

• Symptom management for mesothelioma and support for patients and carers to manage the 

complex range of symptoms in mesothelioma. This includes management of physical 

https://www.sheffield.ac.uk/media/29388/download?attachment
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symptoms e.g. cough, breathlessness and management of psychological symptoms e.g. 

stress, depression, anxiety.  

 

“When diagnosed I had a number of questions relating to self-help and self-management - 

these range from questions re complementary medicine to practical everyday things like 

diet.” (person with a diagnosis of mesothelioma) 
 

• Receiving a mesothelioma diagnosis. This includes the way in which the diagnosis was given 

and the support provided immediately afterwards as well as barriers and facilitators to early 

diagnosis and also the role of occupational history taking.  

 

“Reflecting across all the topics mentioned here I think the one that most impacts me is the 

immediate post diagnosis period and the support offered at this point - what works/what is 

unhelpful.” (health care/ allied health professional) 

• Palliative and end of life care. This includes supporting quality of life across the patient 

pathway, from diagnosis to the end of life and bereavement.  

 

“I think more exploration of the palliative care needs of patients and carers is required in 
order to increase our understanding of how they interact with services (i.e., their willingness 

to engage with services) and how this can be improved.” (other professional or volunteer) 

• Experience of receiving treatments, the physical impact of treatments and their side effects 

as well as factors that influence treatment decision making.  

 

“The reasons why some patients choose best supportive care and not active treatment for 
their Mesothelioma.” (legal professional) 

• Barriers and facilitators to joined-up service provision. This includes access to services and 

how different health, care and other services can be brought together to meet the needs, 

choices and aspirations of the individual. The impact of geographical variation across the UK 

on patient and carer experience may be considered.  

 

“I think the geographical variation in the services patients receive is huge and there would be 
a lot of value in understanding the difference between the experiences of patients living in 

urban environments treated in large teaching hospitals often with a CNS on site vs patients 

who live in rural areas” (other professional or volunteer) 

 

Another six research priorities relating to mesothelioma patient and carer experience were also 

identified as important, through the research prioritisation exercise (in no particular order):  

 

• Care delivery. This recognises the role of different professionals in supporting patients and 

their families, for example in maintaining hope. Preferences for the delivery of information 

about mesothelioma and the role of support groups are included.  
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“I think the role of specialist support groups in providing practical advice, benefits 
information and holistic support is under-researched. The patients I know who have accessed 

support via a group are generally then more well informed about benefits, support services in 

their local community and in touch with peer support systems which greatly assist in the 

management of their condition.” (legal professional) 

• Living with peritoneal mesothelioma is a severely under-researched area therefore all 

aspects of the peritoneal mesothelioma experience need further research. The experiences 

of peritoneal mesothelioma patients and carers may be integrated into the other research 

priorities.  

 

“Sufferers of peritoneal feel themselves at the end of the queue for advice and action on 
trials and treatment” (person with a diagnosis of mesothelioma) 

• Mental health and well-being (positive and negative) across the mesothelioma journey. This 

includes the link between physical and psychological well-being. 

 

“the psychological impact of uncertainty about how symptoms are likely to progress and life 
expectancy” (person with a diagnosis of mesothelioma) 

• Experience of clinical trials, including factors influencing clinical trial participation as well as 

the costs and benefits of taking part in a clinical trial.  

 

“Research to inform the development of better participant information and consent 
processes in mesothelioma clinical trials.” (other professional or volunteer) 

• Experience of caregivers from diagnosis to bereavement and how best to support and 

communicate with caregivers during this time. It is important to research the impact of 

mesothelioma on family and intimate relationships and to explore positive and negative 

impacts of informal caregiving.  

 

“The patient should always be at the heart of treatment, but guidance for carers on how they 
can engage with the NHS and get the information they need is important.” (bereaved family 

member/ close friend of someone with a diagnosis of mesothelioma) 

• The experience of seeking compensation, including barriers and facilitators.  

 

“From a legal point of view, we want patients to understand why the compensation process 

is important - and can include access to better treatment options and care packages”. (legal 
professional) 

These research priorities, rather than research questions, provide direction but also space, 

encouragement and opportunity for a vast range of research exploring the experiences of 

mesothelioma patients and carers.  
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Out of scope issues  

Nearly all of the free text responses embellished the topics already identified, providing further 

understanding and insight regarding why research on each topic is important and has the potential 

to improve the patient and carer experience. This was particularly helpful when including sub-

themes within each topic. Nevertheless, a small number of responses to the open-ended survey 

questions were later identified as out of scope by the SG. These out of scope responses were 

grouped into two topics; 1) clinical interventional research 2) awareness of asbestos exposure and 

mesothelioma risk. 

1. Clinical interventional research  

Clinical research is essential to enable the delivery of cutting edge diagnosis techniques, medicines 

and treatments in a safe and effective way and is therefore invaluable. However, this RPE 

maintained a focus on the experiences of mesothelioma patients and carers. For this reason, 

research topics that focused on interventional or clinical aspects of the disease were considered out 

of scope. 

2. Awareness of asbestos exposure and mesothelioma risk  

Improving awareness of asbestos exposure and risk of developing mesothelioma was an issue that 

was repeatedly raised. This related to patients and carers’ shock on receiving the diagnosis, concern 

for others and a sense of injustice that they or others were not aware of the risks of asbestos 

exposure. While this undoubtedly shapes the experiences of patients and carers, the SG considered 

this a wider political and societal issue that was out of scope of this RPE. The SG did however hope 

that conducting research focusing on the experiences of patients and carers, would contribute to 

this broader issue by improving knowledge and awareness of mesothelioma.  

Discussion  

The long latency period and continued use of asbestos worldwide, (Frank and Joshi, 2014), means 

mesothelioma will continue to be a disease of concern throughout the 21st century (Robinson, 2012). 

Fortunately, there is growing understanding of the disease and of how best to treat it (Fear, Cook 

and Fisher, 2019). Therefore, it is essential that we gather evidence to inform how new 

developments in treatments and interventions can be most effectively applied to clinical practice, 

shape service delivery and nursing care and therefore improve the experiences of patients and 

carers. There is some evidence documenting the challenges of nursing patients living with a rare 

cancer, such as mesothelioma (Charalambous and Biagioli, 2022). This mesothelioma patient and 

carer experience RPE provides a platform that will support and encourage the national research 
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community in the UK to fulfil the vital need for more evidence on the impact of living with 

mesothelioma. It is essential that these research priorities reach the nursing workforce to enable 

nurses to keep abreast of the future research agenda, seek opportunities to contribute to the 

evidence base and continue to provide high quality nursing care to mesothelioma patients and their 

families.  

Valuable patient and carer experience research has recently been conducted outside of the UK (see 

Prusak et al, 2021; Bonafede et al, 2020; Girgis et al, 2019; Guglielmucci, Franzoi et al, 2018; 

Guglielmucci, Bonafede et al, 2018; Kasai and Hino 2018; Nagamatsu et al, 2018; Nagamatsu et al, 

2019; Padilha et al, 2019; Walker et al, 2019; Warby et al, 2019; Williams et al, 2018) and 

demonstrates the growing impetus regarding mesothelioma patient and carer experience research. 

Although this RPE focused on the experiences of people living with mesothelioma in the UK and 

current UK healthcare and support provision, some insights are transferable to worldwide contexts. 

Lessons learned from the RPE can contribute to the development of similar exercises in other 

countries across the world to strengthen the international body of research dedicated to improving 

clinical practice and the experiences of mesothelioma patients and carers. 

 
Due to the Covid-19 pandemic, it was crucial that this exercise was undertaken virtually to protect 

the health of SG members and participants, all of whom were patients, carers or worked in close 

contact with vulnerable individuals. This did bring some advantages, including no travel and reduced 

time demands on SG members and increased accessibility for people across the UK to contribute to 

the RPE. Further, the online setting contributes to methodological debate and innovations that are 

required to continue effective research during the COVID-19 pandemic (Howlett, 2022). 

Nevertheless, it is not possible to know whether or how the research priorities would have differed if 

the exercise was completed in a face-to-face environment. Mesothelioma is a rare cancer and 

therefore the survey sampling strategy aimed to reach as many people as possible. While the survey 

received responses from people with a wide range of expertise and experience from across the four 

UK nations, the sample was not representative of all those living with mesothelioma and we 

acknowledge that those without access to the internet were unable to respond. The SG was diverse 

in terms of experience, expertise, gender and sector and this enabled diverse and rich opinions and 

contributions which helped to ensure that the resulting priorities correspond to the needs of those 

who will implement and/or benefit from these. However, the SG only included representation from 

two of the four UK nations: England, and Wales. Furthermore, patients who participated in the SG 

were not representative of the typical patient population, having all survived the disease for a longer 

period of time than the average patient.  
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This RPE successfully achieved its aim to generate a list of research priorities for mesothelioma 

patient and carer experience research. This list encompasses a diverse portfolio of research topics 

that have potential to improve the experiences of people living with mesothelioma. This exercise 

authentically captured the voices of patients and carers living with mesothelioma and professionals 

working to support, treat and care for these people so that future research undertaken in this field 

reflects the gaps and issues most important to them and to ensure that research investments are 

maximised. In doing so, this exercise demonstrates and supports research activity that values civic 

involvement and deliberative approaches, increasingly recognised as essential components of 

research that aims to shape health care policy and service delivery (Street et al. 2014; South et al. 

2011). As a research centre, we aim to update this research prioritisation exercise in five years’ time. 

Conclusions 

This RPE is the first of its kind to focus on mesothelioma patient and carer experience research. 

Although the body of evidence in this field is growing, many gaps remain. This exercise enabled 

patients, carers, nurses and other health professionals to shape the future research agenda. These 

research priorities provide direction for researchers and research funders to ensure that future 

research aligns with the voices of mesothelioma patients and their families to develop an evidence 

base required to improve their experiences. This novel priority setting exercise will shape the 

national research agenda, contribute knowledge to shape future priority setting exercises 

worldwide, shape the national research agenda and therefore evidence based practice and 

ultimately improve the experiences of mesothelioma patients and carers. 
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Box 1: Summary of research priorities for mesothelioma patient and carer experience research 

 

 

 

 

 

 

 

 

 

 

Five most urgent research priorities (in no particular order): 

Symptom management  
Receiving a mesothelioma diagnosis  
Palliative and end of life care  
Experience of treatments  
Barriers and facilitators to joined up service 

provision  
Other research priorities (in no particular order): 

Care delivery  
Living with peritoneal mesothelioma  
Experience of clinical trials  
Experience of caregivers  
Experience of seeking compensation

http://doi.org/10.1097/ncc.0000000000000770

