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Lay Abstract 
Background 
This study will help increase our knowledge to understand better the needs of 16-40 year 
olds (“young adults”) when cure from cancer becomes unlikely.  The younger members of 
this group are on the borders of paediatric care and as cancer is relatively uncommon in this 
age group, patients are less often encountered in adult cancer and palliative care services.  
Overall cancer is relatively uncommon in people in early to mid-adulthood. Nevertheless, 
one quarter of deaths in 16-40 year olds are due to cancer. The impact of incurable cancer 
on patients and families is strongly influenced by age but for adults in early to mid-life, very 
little is known about their experiences as death approaches or how care is best delivered. 
Professionals consistently acknowledge many specific challenges of managing end of life 
care in this age group.  
 
From this study we aim to understand; 

a) The most important parts of care in the last year of life for people with cancer aged 
16-40 years. 

b) Whether differences exist between the experiences of people with cancer who are 
aged 16-24 and those aged 25-40 years. 

c) How young adults and their families can be supported in the last year of life to 
achieve their preferences for care. 

d) The challenges that exist for health and social care professionals providing care. 
 

Methods 
There are five distinct parts to our research. 

I. Analysing available information: we will look at all available literature and 
information about end of life care in young adults including the information that is now 
collected routinely in the NHS about preferences and place of death.  

II. Interviews with patients, families and professionals. We will work closely with 
health care professionals from four study sites (University College London Hospitals, 
Southampton University Hospitals, Leeds Teaching Hospitals, and St. Joseph’s 
Hospice) to identify patients for interview about their care when cure is no longer 
likely. Fifteen 16-24 year olds taking part in the BRIGHTLIGHT study (a study already 
underway in the UK) and thirty 16-40 year olds from the four study sites will be 
invited to participate. We will ask them to propose a family member or carer and their 
key worker to be interviewed as well.  

III. Workshops with patients and professionals. We will conduct nine workshops for 
interactive discussion and to increase our understanding of the range of 
perspectives, opinions and experience. Three workshops will be with family members 
and carers, three with professionals and three bringing together family members and 
carers and professionals. 

IV. Hold professional panels. We will present our findings and recommendations to a 
panel of professional experts for further refinement. 

V. Make recommendations for practice. We will have a good understanding of the 
core components and pathways of end of life care for young adults and make 
recommendations for practice and further evaluation to assist policy makers, 
commissioners and other stakeholders. 

 
How the results of this study will be used 
The findings will add evidence to inform national standards, pathways of care and core 
competencies for training staff.  We will identify areas for change or further exploration. We 
will make public our findings widely to both lay and professional audiences. 
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1. Purpose of the study 
 
This research will illuminate the core issues affecting end of life care1 in young adults with 
cancer (aged 16-40 years), gathering evidence from the perspectives of the young people 
themselves, their families and the multidisciplinary team.  
 
Using a national, multiple method realistic evaluation, we shall use an iterative approach 
guided by the MRC framework for evaluating complex interventions. [1,2] The aim is to define, 
describe and understand the core components for excellent practice in the delivery of end of 
life care for young people with cancer, to inform policy and practice and to set priorities for 
further evaluation studies.  
 
In the United Kingdom (UK), health policy on specialist cancer services has bracketed young 
adults up to 24 years with teenagers (teenagers and young adults, TYA). [3] In the United 
States, Canada and Australia, strategies for improving cancer outcomes have most often 
focussed on 15-40 year olds (‘adolescents and young adults’, ‘AYA’). [4] Notably, Douglas 
House, a unique hospice for young adults in Oxford serves an age range of 16-35 years. [5] 
This age group has attracted little attention in other European countries where there has been 
less consistency in the age range studied. We aim to explore comparisons between those 
aged 16-24 years and those aged 25-40 years to highlight key issues and differences that 
may be influenced by age.  
 
In devising this research study, our underlying theories are: 
 

1. That end of life care for young adults with cancer aged 16-40 years could be improved 
by increased understanding of (a) current care pathways for people with different types 
of cancer (b) the effects of age (above and below 25 years) (c) the need for accurate 
information (d) how active participation by young adults in decision making can impact 
on current and future care (e) the importance of respect for individual autonomy and 
family interactions.  

 
2. That outcomes would be improved by an approach to end of life care that is (a) more 

aware of individual patient need and autonomy (b) supports professionals to recognise 
and respond to patient need (c) takes account of family interactions and relationships 
with patient and staff (d) enables patients to receive active and palliative treatments in 
a place of their choice to achieve their preferences for end of life care. 

 
Thus, our objectives are to understand:  

a) The core components in the pathways of care in the last year of life for people with 
cancer aged 16-40 years. 

b) Any differences between the experiences of people with cancer from the age ranges 
16-24 and 25-40 years. 

c) How young adults and their families can be supported in the last year of life to achieve 
their preferences for care.  

d) The challenges that exist for health and social care professionals providing care.  
 
 
 
 
 

                                                 
1 End of life care is defined as ‘care that helps all those with advanced, progressive, incurable 

illness to live as well as possible until they die’. [6]  
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2. Background  
 

One quarter of deaths in 16-40 year olds are related to cancer.[7] Overall survival rates have 
improved less than those of younger children and older adults.[8] Despite descriptions of the 
specific needs of teenagers and young adults for specialist cancer care, there is a dearth of 
empirical research, policy and expert practice related to their End of Life care. This is also true 
for young adults up to 40 years. 
 
There are gaps in policy for this age group. Better care: Better Lives [9] makes no distinction 
between the needs of children and teenagers and young adults and deals exclusively with 
children’s palliative services. Similarly the End of Life Care Strategy, Promoting High Quality 
Care For All Adults At The End Of Life makes no specific reference to young adults.[10] 
 
Published literature about End of Life for teenagers and young adults has been confined to 
summaries of good practice or, where studies have been undertaken, data has been sourced 
from parents rather than young people themselves.[11-13] Others have undertaken 
retrospective analysis of medical notes [14] or produced comment and review papers.[15-18] 
Notably, just one study interviewed young people and explored their views on decision making 
as End of Life approached.[19] 
 
Equally, work on the older young adult cancer population is limited. The few studies that have 
collected data from adults of all ages, either through interviews or questionnaires (EORTC 
QLQ-C30) have identified differences between ages at end of life including varying 
preferences for active treatment and greater symptom burden or lower quality of life.[20-22] 
 
For those aged below 40 years, boundaries between curative and palliative treatment are 
often blurred; decisions may be influenced by cancer type, age and family circumstances. 
There is a lack of standardized models, approaches and communication aids for this age 
group; the management of symptoms and psychosocial concerns may be neglected if the 
challenges to communication are not overcome. Avoidance and delaying of discussions about 
End of Life decisions are common resulting in consequences for the quality of care.[15] 
 
The challenges in delivering care to young people are as relevant to the delivery of end of life 
care as to intensive curative chemotherapy.[23-24] National policy in England and Wales 
directs that TYA have access to specialist services to meet specific challenges faced by young 
people in accessing services responsive to needs associated with the physical, educational, 
psychological and social developmental stages that are disrupted by the diagnosis and 
treatment of cancer.[4] This policy is being evaluated in the BRIGHTLIGHT study, (NIHR RP-
PG-1209-10013; Appendix 3, study synopsis).   
 
BRIGHTLIGHT will provide: a cohort of participants of all those aged 13-24 diagnosed with 
cancer in England in one year; the contexts and pathways of cancer care for young adults in 
England; sources of contributors to workshops and expert panels; prospectively collected 
patient outcome data and extensive analysis of the national cancer and end of life data sets. 
This takes into account information already available in the national cancer data repository 
(NCDR) and from the National End of Life Care intelligence network (Nend of lifeCIN) for those 
aged 16-40 years. BRIGHTLIGHT and this proposal are closely linked to the remit of the 
National Cancer Research Institute Teenage and Young Adult Clinical Studies Group.[25] 
 
This study will provide the much-needed evidence to underpin quality of care and the enablers 
that will assist in addressing current barriers: 
 
 

 Barriers to excellent end 

of life care 

Enablers of excellent end 

of life care 



When cure is not likely 

Protocol version 2.0 19th December 2013 9 

 

We can influence 

 
Evidence base: Poor 
understanding of (a) 
disease trajectory; (b) 
unmet health and social 
care needs; (c) variations 
between cancers; (d) 
variations between age, 
groups, gender, ethnicity 
 
 
Service factors: Support 
needs of staff , patients and 
families in decision making  
 
Attitudes and barriers to 
care of young people:  
structural; cultural; financial. 
Individual factors: personal 
and disease specific, 
education 
 
Costs of care 
 

 
Data from BRIGHTLIGHT, 
NCDR and Nend of lifeIN 
 
 
 
 
 
 
 
 
Data from workshops and 
interviews 
 
 
 
Training and support health 
and social care 
professionals 
 
 
 
Understanding of the costs 
of components of end of life 
care components 
 

 
What will influence  
our project 

 
Recognition of last year of 
life and end stage disease 
Interaction between active 
and palliative treatments 
Family dynamics 
Attitudes of health care 
professionals 
 
National factors in 
healthcare environment; 
costs of care (perceived and 
actual), commissioning  
 
 
Regional variation in policy, 
service configuration and 
provision; cultural and 
economic factors 
 
 
 
 
Training and support needs 
of health and social care 
professionals 

 
Integrated care pathways 
 
 
 
 
 
 
 
Strategic documents;  DH 
and voluntary sector 
pressures; new service 
providers; public opinion; 
epidemiological trends 
 
Assessing transferability of 
intervention in regional sites 
 
Engagement of clinical 
champions; multi-
disciplinary team approach 
to care 
  
Training and support for 
health and social care 
professionals 
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3. Study Design and Methods 
 
Research will be undertaken in 5 discrete but inter-related phases.  

(i) Preparatory phase;  
(ii) Interviews with young adults, families and professionals;  
(iii) Scenario workshops with families and professionals; 
(iv) Analysis and interpretation of these data including synthesis with a literature review 

and quantitative data available through NCDR, Nend of lifeCIN and BRIGHTLIGHT 
then refinement through discussion with a panel of experts; 

(v) Development of recommendations for practice and further evaluation. 
 
See Appendix 1 for diagram of these phases.    
 

 
(i) Preparatory phase 

 
This will be undertaken at UCLH and includes a detailed synthesis of the literature relevant to 
end of life for young adults with particular emphasis on identification and understanding of the 
mechanisms potentially causing the desired outcomes. Additionally, patterns of care 
described by National Cancer Data Repository and National End of Life Care Intelligence 
Network will be used to give further characterisation by definition of tumour types responsible 
for deaths, place of death and variations within our age range. This phase will inform the semi-
structured realist interviews with young adults and scenario development.  
 

(ii) Interviews 
 
Several groups including patients, families and professionals will be interviewed as described 
below. Four sites will be involved in this part of the study. 
 
We will conduct interviews with 45 young adults aged 16-40 years of age, purposively sampled 
to reflect a range of diagnoses (relevant groupings include leukaemia, lymphoma and solid 
tumours including brain, testis, sarcoma, carcinomas). Recruitment will be from the two 
sources outlined below (Appendix 2 illustrates recruitment, consent and data collection 
processes). 
 
 
Sample 1 will be 15 teenagers and young adults aged 16-24 years participating in the 
BRIGHTLIGHT2 cohort who will ‘self-identify’ through responses to trigger questions in the 
BRIGHTLIGHT survey indicating that a) no more treatment is possible, b) they have been 
offered/received care from the symptom control team or palliative care team or c) giving a 
response to the question asking what they had been told about their cancer suggesting that 
they are aware that cure is no longer likely. The BRIGHTLIGHT Senior Research Manager 
(SRM) or Cohort Manager (CM) will confirm with the young person’s healthcare team that they 
are receiving end-of-life care (if this was not confirmed on the pre-survey check) and make 
sure that it is suitable to approach them to take part in the study. When this is assured they 
will call the young person, briefly describe the study and gain verbal consent to forward the 
information sheet. After approximately a week, the young person will be contacted via an 
appropriate means (e.g. ‘phone, text) by the same person (SRM or CM) to see if they have 
received the information sheet and asked if they would like to take part in the study. For those 
who agree they will be asked for verbal consent to pass their contact details onto the RA who 
will then contact the young person.  
 

                                                 
2 See www.brightlightstudy.com for details of BRIGHTLIGHT and appendix 3 for a synopsis.   
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If a young person verbally consents to participate the RA will arrange a time and place to meet 
them for the interview. On the day before the interview the RA will call to confirm the young 
person would still like to participate; if they do then the RA will visit the young person as 
planned but before commencing the interview, s/he will confirm the young person understands 
what they are agreeing to and get written consent. For a detailed description of this recruitment 
process, refer to Appendix 4.  
 
After a first interview, this group will be invited to participate in a second interview between 2 
and 4 months later. At the time when the young person is recruited, they will be asked to 
nominate a key worker who will be in charge of providing support during the study. This key 
worker will be in contact with the researchers and will follow up with the young person after 
the interview to see if they need additional support. 
 
Sample 2 will be interviews to include thirty patients aged 16-40 years.  Recruitment will be 
facilitated by clinical staff at six study sites: University College London Hospitals, Southampton 
University Hospitals, Leeds Teaching Hospitals, St Gemma’s Hospice, Wheatfields Hospice 
and St. Joseph’s Hospice. These research sites were selected because they all have 
established palliative care teams and services, they actively participate in research, and the 
staff are skilled at recruiting patients in End of Life for research. 
 
A poster will be displayed in appropriate spaces with contact details of the site PI and potential 
participants asked to talk to their clinician if they are interested. Once members of the clinical 
team have identified potential participants, they will make sure their details can be shared with 
the researchers. If the participant agrees, the researchers will contact them with more 
information about the study.  Whenever possible, this will be done through a face to face 
conversation about the study, but if this is not possible, the information will be sent via post 
and questions will be answered over the telephone. The participants will then be given time to 
look at the information sheets and ask questions about the study. If the participant agrees to 
take part in the study, they will be asked to sign a consent form.  
 
The young people in sample 2 will be asked to identify a family member, and a professional 
directly involved in their care such as the key worker who can be approached to be interviewed 
in addition (total 90 interviews).  The young people will be asked to check with the family 
member to see if they agree that their details be passed to the researchers so that they can 
contact them with more information about the study. If the family member agrees, the 
researchers will contact them to talk about the study and provide them with the information 
sheet. The researchers will also approach the nominated healthcare professionals to provide 
them with more information about the study and to see if they are interested in taking part.  
 
This second sample will allow targeting of patients identified by their key workers as being 
directly aware that cure is no longer likely and currently in the end of life phase. Ten will be 
aged 16-24, and 20 between 25-40 years. The sample size and distribution has been selected 
to add additional interviews to complement sample 1, to reflect the clinical heterogeneity 
present across this age range and in anticipation of saturation of themes during analysis (refer 
to Appendix 5 for the sampling matrix).  
 
Using an investigator designed template (see Appendix 6), medical notes of interviewees will 
be reviewed to analyse written communication and documentation about discussions related 
to end of life in order to seek illustrations of best practice. Records of key discussions will be 
sought including communication between health professionals; record of advance care 
planning, do not resuscitate orders; communication about preferred place of death; insight of 
patient and family; information given and received; and evidence to show if limits of desired 
levels of information had been elicited. We will pilot the review of the notes at the beginning of 
the period of data collection and adjust the template to suit the content found in the medical 
notes.  
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All semi-structured realist interviews will be conducted by a researcher experienced in working 
with young adults and discussing sensitive issues. It is anticipated they will last for 
approximately one hour, will be digitally recorded, and transcribed verbatim prior to qualitative 
analysis of transcripts. Interviews will occur in the place of choice of participants, usually during 
clinic visits or in their own homes. 
 
 

(iii) Workshops 
 
Scenario development: end of life trajectories for young adults with cancer will be derived from 
an initial scenario development workshop attended by palliative care consultants, palliative 
care and cancer clinical nurse specialists, allied health professionals, oncologists and 
haematologists. Findings from the literature review, analysis of National Cancer Data 
Repository and National End of Life Care Intelligence Network data and emerging findings 
from the interview data will be presented. Scenarios will be co-constructed to precipitate 
discussion around key influencing variants such as diagnosis, different ages within the range 
being studied, symptom constellations and patterns of information disclosure and 
communication (for examples refer to Appendix 7).  
 
Nine scenario workshops: A series of three workshops will be held in the study sites used in 
(ii) above using the scenarios to encourage interactive discussions and generate new thinking 
and potential solutions to problems raised. The use of different sites will support comparisons 
across contexts and address issues of generalisability and transferability of findings across 
different UK settings. Workshops at each site will be held with: 
 

1. Families and carers of young adults with cancer; patient representatives and regional 
stakeholder organisation representatives (workshop maximum size 15) 

2. All members of the multiprofessional team involved in delivery of treatment for cancer 
and end of life care (workshop maximum size 15) 

3. Mixed participants representing groups (1) and (2) (workshop maximum size 20) 
 
The family members and healthcare professionals will be recruited using two routes. First, 
from the participants who were interviewed as part of sample 2. The consent forms for the 
interviews explained in (ii) will include a section where the family members and healthcare 
professionals can indicate if they would like to be contacted to participate in the workshops. 
Second, additional family members and healthcare professionals will be recruited in the study 
sites by the researchers and members of the clinical team. Close contact with the clinical team 
will facilitate recruitment.  
 
Consensus will not be sought, rather perspectives, opinions and experiences elicited allowing 
scenario ‘mapping’. This will be done in small groups using mapping aids to identify key ideas 
and hypotheses arising on how end of life care could be improved.  
 
All workshops will be moderated by members of the research team who have experience of 
these methods as well as end of life/cancer care. Workshop teams will be developed to ensure 
consistency across this aspect of data collection. 
 
 

(iv) Expert panel review 
 
A panel of experts will be convened to include palliative care professionals, general 
practitioners, oncologists, haematologists, allied health professionals, policy makers, ethicists, 
charities and commissioners. Participants will not have been involved in previous workshops 
or interviews. Professionals will be identified by previous participants and members of the 
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research team. Professional organisations such as the NCRI Palliative and Supportive Care 
Clinical Studies Group will be consulted. These will be purposively selected based on their 
experience working with young people who are receiving end of life care, knowledge of policy 
issues and agree to participate. 
 
A distillation of knowledge and understanding gained from realist interviews and workshops 
combined with quantitative data, will be presented to the expert panel describing ideal 
pathways with an explanatory account of key components of care. The panel will be asked to 
comment on areas of agreement and disagreement, provide alternative or additive 
explanations and to test and retest experientially the fit of mechanisms to potentially 
achievable outcomes as described in the pathways. 
 

(v) Development of recommendations 
 
The analysis and interpretation by an expert panel will lead to the writing and refining of an 
overarching explanatory account for end of life care for young adults with cancer. We shall 
present data to inform our objectives stated in section 1.  
 
Emerging national standards, pathways of care and core competencies are anticipated and 
will be considered within the document. We shall circulate our draft to participants in the realist 
interviews and workshops, policy makers, commissioners and other stakeholders and take 
account of their comments in producing a final version. Identification of areas for potential 
intervention will be included and recommendations for future empirical evaluation and testing 
of the effect on outcomes will be suggested. Such empirical work would be the subject of the 
next phase in testing the feasibility and acceptability of the core components of delivering 
improved end of life care in a pilot observational study or exploratory randomised trial in the 
future. This would include consideration of the economic aspects of these approaches to care. 
 
4. Data analysis 
 
Methodological approach 
We will use realistic evaluation, derived from critical realism. Its strengths are an emphasis on 
understanding the causal mechanisms which generate outcomes, consideration of context 
and a desire to improve practice and service delivery.[26] It supports a mixed method, iterative 
approach to capture multidimensional aspects of the evaluation of end of life care, which can 
be viewed as a complex, multi-component intervention. Realist research explores the links 
between context, mechanism and potential outcome. It increases our understanding of ‘what 
works, for whom, in what circumstances, in what respects and why?’ It seeks to penetrate 
beneath the observable inputs and outputs of an intervention. We shall initially untangle the 
influence of context in the care of young adults in age groups 16-24 and 25-40 years, with a 
range of cancer diagnoses, experiences and expectations of care. We shall use workshops to 
generate hypotheses on mechanisms by which care in the last year of life for people aged 16-
40 years might be improved. Using qualitative data and quantitative data we shall assess 
which components of an intervention or approach to end of life care might lead to 
improvements in patient and family centred outcomes. 
 
Analysis of interviews 
Sample 1: Transcripts of the interviews will be analysed using a grounded theory approach. 
This provides a systematic and inductive approach for the collection of data, sampling and the 
building of theoretical frameworks.[27] Analysis will occur simultaneously with data collection. 
After reading and re-reading the transcripts, memoing and selective focused coding, constant 
comparison between codes will take place leading to development of categories. Software 
such as Atlas.Ti will support this. The second interviews facilitated by theoretical sampling will 
ensure completion of any conceptual gaps in the emerging theoretical framework with an 
understanding of individual experiences over time. 
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Sample 2: Grounded theory methods of analysis will also be used. The development of codes 
and constant comparison of codes in the development of categories will occur across the 
sources of data for each young adult. For example data will be triangulated using the interview 
data from the young person, their family member, nominated health professional and analysis 
of the medical notes. When a conceptual understanding has been developed for each case, 
analysis will occur across the sources of data as a whole.  
 
Analysis of workshops 
Detailed field notes will be taken, memos and post-it notes collected and workshop 
discussions will be audio-taped and transcribed verbatim as discussion around scenarios is 
as crucial as the ‘mapping’.[28] Data will be entered into Atlas. ti. The research team will create 
a preliminary analysis from initial observations of the scenario maps developed and the 
transcripts of discussions from workshops (1) and (2) to generate a series of hypotheses of 
how end of life care can be improved. This initial analysis will be used to inform discussions 
in workshop (3). 
 
After the data from the workshops is analysed, a short report will be distributed among the 
participants in order to share the findings as near to the time as data collection as possible.  
 
Analysis for expert panel review  
Analysis of data collected in an iterative process, a key aspect of realist methods, will be the 
focus.  Preliminary thematic summaries of findings from the interviews and workshops will be 
combined with emerging quantitative data. Hypotheses on mechanisms of how end of life care 
could be improved will be carefully defined and prioritised. These will be refined further through 
discussion within the research team and with a panel of experts. This phase will allow a 
reconsideration of understanding of the interrelationships between the context and 
mechanisms generated by the experience of end of life care derived from all aspects of data 
collection, testing assumptions and exploring further remaining uncertainties. 
 
5. Ethical considerations 
We recognise that this is a sensitive area of research and we will be working with vulnerable 
participants. We anticipate the fact that the questions included in our interview could pose 
potential emotional and psychological burden for those involved. We are sensitive to this fact. 
The clinical members of our research team have significant experience in this area that we 
can draw upon. In addition we will make use of the now growing body of evidence of published 
studies on this topic.[29,30] 
 
Therefore, we have taken the following measures in order to minimise the risks and burden 
for the research participants. The researchers to be appointed will have extensive experience 
of gaining consent and interviewing vulnerable participants. The researchers will ensure the 
protection and well­being of the participants throughout the entire duration of the study. The 
participants will be informed that they can ask questions or express their concerns about the 
study throughout its entire duration and can withdraw at any point. The researchers will also 
search for signs of discomfort or distress among the participants and will address them 
individually by talking to the participants and letting them know their options for withdrawal. 
During the discussion, the participants will be informed that they can refuse to answer 
questions. The information sheets contain the contact information of all of the members of the 
research team. The participants will be informed that they are free to contact the researchers 
with questions and concerns even after the study has ended. 
 
Inbuilt support will be embedded in liaison with key members of the clinical team for 
recruitment, consent and support mechanisms for the participants if the interviews give rise to 
issues that need to be followed up (see Appendix 2). The researchers and the members of 
the clinical team will have ongoing communication about recruitment and data collection. The 



When cure is not likely 

Protocol version 2.0 19th December 2013 15 

members of the clinical team will play an instrumental role during the screening and selection 
process with the purpose of identifying potential participants and guaranteeing their protection. 
The key worker will be in charge of following up with the participant after the interview to see 
if any issues need to be discussed and provide appropriate guidance and assistance. This is 
important as the research may lead specific patients to face and discuss issues that had 
previously not been raised. 
 
Considerable researcher burden is also possible. Having two researchers will ensure mutual 
support. There will also be extensive support from the research team, where expertise in 
methods and cancer care will be closely matched with researcher need and support. Monthly 
clinical supervision has been costed into our study. 
 
6. User involvement 
This aspect presents specific challenges and has been approached as follows: young adults 
and their families will be involved in data collection, feedback and analysis as an intrinsic 
aspect of our study; the NCRN Consumer Liaison Group has been approached to determine 
specific interest amongst members; the proposal will be read and commented on by family 
members of two young adults who died of cancer; input into patient information sheets and 
other patient information will be sought from the Young Peoples Reference Group associated 
with BRIGHTLIGHT (approximately 20 members - young people diagnosed with cancer 
between the ages of 14 and 25 (current age 18-29), some of whom have worked with us for 
over three years on various studies); additional input into patient and subject information 
sheets will be sought from an additional PPI group, the Cancer Partnership Research Group 
of the Surrey, Sussex and West Hampshire Clinical Research Network; presentations will be 
made from January 2013 to ‘Kayleigh’s workshop – terminally talkative’ at the annual young 
people’s conference, Find Your Sense of Tumour. This was first held in 2011 for those 
receiving end of life. Facilitated by two psychologists, it is now a regular event at the 
conference. The attendees from 2011 have also set up their own site on ‘Facebook’, 
moderated by psychologists, and which we can access if more immediate consultation on the 
study is needed. Through contact with the NCRN Consumer Liaison Group we have identified 
patients and patient representatives who will comment on the evolving study and contribute to 
workshops and panels. 
 
We expect there will be very hard to reach participants consequent on limited awareness of 
End of Life, high levels of family and professional protection or exaggerated denial. Close 
relationships between researchers and key workers will be developed to improve chances of 
access. This will be enhanced by the clinical credibility and national profile of the research 
team. 
 
7. Data sharing plan 
BRIGHTLIGHT is approved by the National Information Governance Board reference ECC 8-
05(d)/2011. Electronic data from the study will be stored on an NHS server supported by 
University College London Hospitals NHS Foundation Trust (UCLH). Paper documents will be 
stored in a locked filing cabinet in the cancer trials research facility at UCLH. Access will be 
limited to research associates and chief investigator. All digital recordings will be deleted once 
a written transcript has been produced. The interview and workshop transcripts will be 
anonymised and password protected. These will be archived, and available for further analysis 
after publication of the findings of BRIGHTLIGHT on End of Life.  
 
8. Management of the study 
The study is sponsored by UCL. 
The core project team led by the CI work in close proximity and will meet regularly. 
An advisory group will be established to regularly review and advise on study progress. 
 
Timescales – total period 24 months 
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Month 1-4  Researchers start employment 
Detailed review of the literature and analysis of National Cancer Data 
Repository and National End of Life Care Intelligence Network Detailed 
protocol development 

Month 5-17 Workshops and interviews 
Month 18-21 Analysis 
Month 21 Expert Panel 
Month 22-24 Circulation of account to participants, policy makers, commissioners and other 

stakeholders. Completion of final account, dissemination through local 
meetings and writing of peer reviewed publications.  
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