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Programme Overview 

 

What this programme does 

The Living With and Beyond Cancer (LWBC) Intelligence Programme is designed to help 

NHS organisations, Cancer Alliances, charities and support services better understand the 

needs of people who have completed their initial cancer treatment and are now living with the 

long-term physical, emotional and practical consequences of cancer. Using the National 

Cancer Quality of Life Survey (CQOLS), together with NHS performance and demographic 

datasets, the programme identifies where patients may be experiencing the greatest burden of 

ongoing health problems, helping stakeholders target support, improve services and reduce 

avoidable deterioration in quality of life. 

Unlike traditional cancer intelligence programmes that focus primarily on diagnosis, 

treatment and survival, this programme focuses on what happens after treatment — on how 

people live with the consequences of cancer — and on where the greatest opportunities lie to 

make that experience better. 
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Executive Summary 

 

A Generation of Survivors 

Over recent decades, advances in cancer diagnosis, treatment and care have transformed 

outcomes across England. More people than ever before are surviving cancer, and many now 

live for years or decades after their diagnosis. This is one of the most significant 

achievements in modern healthcare, reflecting sustained investment in screening, early 

diagnosis, surgical technique, radiotherapy, systemic therapy and supportive care. It is an 

achievement that deserves recognition and continued commitment. 

Yet survival alone does not tell the full story. Behind the statistics lie the daily realities faced 

by hundreds of thousands of people living with the lasting consequences of cancer and its 

treatment: persistent fatigue, chronic pain, reduced mobility, anxiety, fear of recurrence, 

social isolation and difficulty returning to work. These consequences can be profound, 

enduring and, crucially, often unaddressed. They are also largely invisible within the 

intelligence systems that currently guide NHS planning and service delivery. 

The Gap in Our Understanding 

Traditional cancer intelligence has been built around three primary objectives: earlier 

diagnosis, effective treatment and improved survival. The datasets and metrics that underpin 

cancer performance frameworks reflect these priorities well. They tell us how many people 

are diagnosed, how quickly they receive treatment and how many survive. What they do not 

tell us — systematically, at scale, in a form that organisations can act on — is how people are 

actually living after treatment ends. 

This gap matters. Two organisations may achieve identical survival outcomes while their 

patients experience very different quality-of-life trajectories. Without intelligence that 

captures the patient experience after treatment, it is impossible to know where survivorship 

support is working well, where it is absent, or where it could be improved. The National 

Cancer Quality of Life Survey addresses this gap directly, providing patient-reported 

evidence about the lived experience of people with and beyond cancer. 

What This Framework Proposes 

This paper sets out how CQOLS and associated NHS datasets can be used to build a 

systematic, action-oriented intelligence framework for living with and beyond cancer. The 

framework is designed to operate at multiple levels of the system simultaneously — at NHS 

Trust level, where it can identify specific survivorship challenges within patient populations; 

at Cancer Alliance level, where it can reveal system-wide patterns and inform coordinated 

responses; and at Integrated Care Board level, where it can support population health 

planning and commissioning decisions. 
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The framework is not intended as a performance management tool or a basis for ranking 

organisations. Its purpose is constructive: to surface opportunities for improvement, to 

prompt the right clinical and organisational conversations, and to support the development of 

services and support that make a genuine difference to people living with and beyond cancer. 

The Opportunity 

The opportunity is substantial. Across England, large numbers of cancer survivors are 

experiencing difficulties that are neither systematically identified nor consistently addressed. 

Many of these difficulties are amenable to intervention. Better rehabilitation, more consistent 

holistic needs assessment, improved access to psychological support, stronger connections to 

welfare and practical assistance, and more coordinated community-based care can all make a 

material difference to quality of life. The CQOLS intelligence framework provides the 

evidence base to identify where these interventions are most needed and to prioritise 

resources accordingly. 

This paper is intended to stimulate discussion and gather stakeholder feedback. The questions 

it raises are intended to support local deliberation rather than prescribe national solutions. The 

ambition is to create the conditions in which organisations across the NHS can use patient-

reported evidence to improve the lives of people living with and beyond cancer in England. 
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Chapter 1 

Understanding the Challenge 

 

The Changing Cancer Landscape 

For much of the history of cancer medicine, the primary objective was straightforward: to 

save lives. Earlier diagnosis and more effective treatment were the central preoccupations of 

cancer services, and survival rates were the dominant measure of success. This focus was 

appropriate and necessary. It has delivered remarkable results. Across many cancer types, the 

proportion of people surviving five years and beyond has increased substantially over the past 

three decades. Cancer is no longer, for a great many people, a death sentence. It is an illness 

that can be treated, managed and survived. 

This transformation in cancer outcomes has, however, created a new population that existing 

healthcare systems were not originally designed to serve: people who have completed their 

initial treatment and are now living — sometimes for many years — with the physical, 

emotional, functional and social consequences of having had cancer. This population is large, 

it is growing, and its needs are complex. 

When the Challenge Shifts 

For many cancer survivors, the principal challenge is no longer the cancer itself. Treatment 

ends, clinical follow-up reduces, and the immediate intensity of the healthcare relationship 

diminishes. Yet the consequences of cancer and its treatment do not simply disappear. 

Fatigue may persist for months or years. Pain may become chronic. Mobility may be 

permanently reduced. The emotional weight of a cancer diagnosis — the anxiety, the fear of 

recurrence, the changed sense of self — can linger long after the clinical episode has formally 

concluded. For some patients, the period after treatment is experienced as a sudden 

withdrawal of support at precisely the moment when they are trying to re-establish a normal 

life. 

Understanding these consequences, and developing services that address them effectively, 

requires a different kind of intelligence from that which underpins traditional cancer care. It 

requires intelligence that is centred on the patient’s experience rather than the system’s 

processes; intelligence that captures not what happened to a patient, but how they are living. 

The Breadth of Survivorship Need 

The consequences of cancer and its treatment span every dimension of human experience. 

Physically, survivors may contend with fatigue, pain, reduced mobility, impaired self-care 

capacity and the long-term side effects of surgery, radiotherapy or systemic therapies. These 

physical consequences can limit independence, affect the ability to perform daily tasks and 

require ongoing healthcare input that is not always systematically provided. 
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Emotionally, the cancer experience can leave lasting traces. Anxiety about recurrence is 

extremely common, and for many survivors it is a persistent and debilitating presence. 

Depression, reduced self-confidence and a changed relationship with one’s own body are 

frequently reported. These emotional consequences are real, clinically significant and, in 

many cases, amenable to intervention — yet they are not always identified or addressed 

within existing follow-up arrangements. 

Functionally, many survivors find that their ability to return to previous roles — in 

employment, in family life, in social activity — is significantly compromised. Difficulty 

returning to work is common and carries financial as well as psychological consequences. 

Reduced capacity for leisure activities, social withdrawal and loss of independent living skills 

can compound the overall impact on quality of life. The social dimension of survivorship — 

isolation, disrupted relationships, the financial pressures that often accompany a cancer 

diagnosis — adds further complexity to an already challenging picture. 

The Intelligence Gap 

Despite the scale and complexity of survivorship need, these consequences have historically 

remained largely invisible within NHS intelligence systems. The datasets and metrics that 

drive cancer service planning were built to measure diagnosis, treatment and survival. They 

do so effectively. But they do not, in their current form, tell us how patients are living after 

treatment; which patients are struggling most; where support needs are greatest; or how 

quality of life varies between cancer types, organisations or populations. Addressing this 

intelligence gap is the central purpose of the LWBC Intelligence Programme. 
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Chapter 2 

Why Existing Intelligence Is Not Enough 

 

What Traditional Systems Measure Well 

The cancer intelligence infrastructure that has developed in England over recent decades is, 

by any measure, impressive. Cancer registration data provides detailed and comprehensive 

information about incidence across tumour types, geographies and patient populations. 

Waiting times data tracks the speed of diagnosis and treatment pathways. Survival data, 

derived from linked records, provides robust and internationally comparable measures of 

cancer outcomes. Treatment activity datasets capture the volume and type of interventions 

delivered. Together, these sources give a detailed and largely reliable picture of how the 

cancer system is performing against its traditional objectives. 

These datasets matter and should continue to be developed and used. Earlier diagnosis saves 

lives. Timely treatment improves outcomes. Understanding variation in survival across 

organisations and populations is essential for driving improvement. None of this is in 

question. 

The Limits of What They Reveal 

What traditional cancer intelligence systems do not tell us is how patients are living after 

their treatment has ended. They measure the system’s processes and the system’s outputs. 

They do not, as a rule, capture the patient’s experience. Two organisations may achieve 

identical survival rates while their patients experience very different quality-of-life outcomes. 

One may have strong rehabilitation provision, consistent holistic needs assessment and well-

developed community support; the other may have none of these things. Without patient-

reported intelligence, this difference is invisible. It cannot be identified, measured or 

addressed. 

Similarly, traditional intelligence systems offer limited insight into which patients are most at 

risk of deterioration after treatment; where the burden of ongoing symptoms is greatest; how 

emotional wellbeing, social functioning and independence vary across cancer types and 

populations; or what the relationship is between survivorship outcomes and subsequent 

healthcare utilisation. These are not peripheral questions. They are central to the task of 

improving cancer care for the growing population of people who survive it. 

The Need for a Different Kind of Intelligence 

Addressing the survivorship challenge requires intelligence that is patient-centred rather than 

system-centred; that captures lived experience rather than clinical events; and that speaks to 

the dimensions of life that matter most to people after cancer treatment ends. This is not a 

criticism of existing intelligence systems. It is a recognition that the objectives of cancer care 
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have expanded, and that the intelligence infrastructure needs to expand with them. The 

National Cancer Quality of Life Survey was developed precisely to provide this kind of 

intelligence, and the LWBC framework described in this paper is designed to make it 

systematically usable across the NHS. 
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Chapter 3 

Available Intelligence Sources 

 

The National Cancer Quality of Life Survey 

The principal dataset underpinning this intelligence framework is the National Cancer 

Quality of Life Survey (CQOLS). This survey captures patient-reported outcomes from 

people living with and beyond cancer across England. It is administered to cancer survivors 

at defined points following the completion of their initial treatment, and it collects 

information across a range of dimensions that are directly relevant to quality of life and 

survivorship. The CQOLS is the only national dataset that systematically captures how 

cancer patients are living after treatment, making it a uniquely valuable source of intelligence 

for organisations seeking to understand and improve survivorship outcomes. 

EQ-5D: Measuring Health-Related Quality of Life 

One of the core measurement tools within CQOLS is the EQ-5D, a standardised instrument 

for measuring health-related quality of life that is widely used in health economics and health 

services research. The EQ-5D captures five dimensions of health: mobility, self-care, usual 

activities, pain and discomfort, and anxiety and depression. For each dimension, respondents 

indicate the level of difficulty they are experiencing, providing a profile of health status that 

can be compared across populations and over time. A Visual Analogue Scale complements 

this, providing an overall self-reported assessment of health status on a scale from zero to one 

hundred. Together, these measures provide a robust and internationally validated picture of 

health-related quality of life that can be aggregated to the level of organisations, cancer types 

and patient groups. 

EORTC QLQ-C30: Cancer-Specific Quality of Life 

The EORTC QLQ-C30 is a cancer-specific quality of life questionnaire developed by the 

European Organisation for Research and Treatment of Cancer. It captures a broader range of 

dimensions than the EQ-5D, including physical functioning, emotional functioning, social 

functioning, cognitive functioning, fatigue, pain and a range of specific symptoms. The QLQ-

C30 is particularly valuable for understanding the cancer-specific consequences of treatment, 

and its use within CQOLS enriches the overall picture of survivorship need that the survey 

provides. When analysed together with the EQ-5D, these two instruments offer a 

comprehensive and nuanced account of how cancer survivors are experiencing their lives 

after treatment. 

Supporting Datasets 
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The CQOLS does not operate in isolation. Its value is significantly enhanced when it is 

considered alongside other NHS datasets that provide context, comparators and additional 

dimensions of understanding. Cancer registration data provides information about incidence 

and prevalence, helping to contextualise quality of life findings in relation to the size and 

composition of the survivorship population. Stage at diagnosis data allows quality of life 

outcomes to be examined in relation to the stage at which cancer was identified, supporting 

analysis of the relationship between early diagnosis and longer-term wellbeing. Cancer 

waiting times data provides insight into the speed of treatment pathways, which may in turn 

influence recovery and survivorship outcomes. GP Quality and Outcomes Framework data, 

severe frailty registers and falls registers can provide complementary perspectives on the 

physical and functional health of cancer survivors in the community. Taken together, these 

datasets create the conditions for a richer, more contextualised and more actionable 

intelligence picture than any single source could provide. 

Bringing the Picture Together 

The LWBC Intelligence Framework is designed to bring these sources together in a way that 

is useful, accessible and actionable for organisations at every level of the system. Rather than 

presenting raw data, the framework provides analysed intelligence — identifying where 

patient-reported challenges are most acute, where they are above national comparators, and 

where the signals are strongest that targeted support could make a difference. This analytical 

layer is what transforms data into intelligence, and intelligence into the basis for service 

improvement. 
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Chapter 4 

The Unique Contribution of CQOLS 

 

A Fundamental Distinction 

The most important thing to understand about CQOLS is what it measures and, by 

implication, what it reveals that other datasets do not. Most healthcare datasets are records of 

clinical events: a diagnosis made, a treatment delivered, a test result returned, a waiting time 

met or missed. They describe what happened within the healthcare system. They do not, in 

general, tell us how the patient experienced what happened, or how they are living in the 

weeks, months and years that follow. CQOLS does the opposite. It starts not with the 

system’s records but with the patient’s voice. It asks people directly how they are living, and 

it captures their answers in a form that can be aggregated, analysed and compared across 

organisations and populations. 

This distinction — between intelligence about the system and intelligence from the patient — 

is fundamental. It is not a subtle methodological difference. It is a different way of looking at 

cancer care entirely, one that places the patient’s lived experience at the centre of what we are 

trying to understand and improve. 

What CQOLS Captures 

Through its combination of the EQ-5D, the EORTC QLQ-C30 and associated measures, 

CQOLS provides insight across the full range of survivorship dimensions. It tells us about 

mobility: whether patients can move around freely and independently, or whether their 

physical functioning is significantly impaired. It tells us about self-care: whether people can 

manage the basic activities of daily living, or whether they are dependent on others in ways 

they were not before their cancer diagnosis. It tells us about pain and discomfort: the extent to 

which ongoing physical symptoms are limiting patients’ quality of life. It tells us about 

fatigue, which is among the most commonly reported and most disruptive consequences of 

cancer treatment. It tells us about emotional wellbeing: the prevalence of anxiety, depression 

and fear of recurrence within survivorship populations. It tells us about social functioning: 

whether people are able to maintain their relationships, their community connections and 

their sense of social identity. And it tells us about cognitive functioning: whether difficulties 

with concentration and memory are affecting patients’ confidence and independence. 

Intelligence That Organisations Can Use 

The analytical framework built around CQOLS is designed to translate this patient-reported 

evidence into intelligence that organisations can discuss, validate and act upon. By comparing 

patient-reported outcomes for a specific NHS Trust, Cancer Alliance or ICB against national 

benchmarks, the framework identifies where the burden of survivorship need appears to be 
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greatest and where it is most unexpected. Where a Trust’s patients with a particular cancer 

type are reporting difficulties with independence and self-care at two, three or four times the 

national rate, this is a signal that warrants clinical attention. It does not necessarily mean that 

services are failing. But it does mean that there is a conversation to be had — a conversation 

that could lead to better support for the patients concerned. 

The framework is explicit that CQOLS signals are prompts for discussion and investigation 

rather than definitive conclusions. Local clinical knowledge, patient feedback and other 

sources of information are essential for interpreting and validating what the data appears to be 

saying. The objective is not to judge but to illuminate — to make visible what was previously 

invisible, and to create the conditions in which improvement can happen. 
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Chapter 5 

What the Intelligence May Be Telling Us 

 

Patterns of Variation 

Analysis of CQOLS data across NHS organisations consistently reveals substantial variation 

in the quality of life reported by cancer survivors. This variation is not random. It is 

structured: it differs by cancer type, by geography, by organisation and by patient group. 

Some cancer types are associated with significantly higher rates of reported difficulty in 

specific domains; some organisations show patient populations reporting challenges that are 

materially above the national comparator; some geographical areas appear to have higher 

concentrations of unmet survivorship need. These patterns are not noise. They are signals — 

signals that, when examined carefully and discussed with local clinical teams, can reveal 

important truths about where survivorship support is working well and where it is not. 

Cancer Type and Domain 

The relationship between cancer type and the domains in which survivors report greatest 

difficulty is an important dimension of CQOLS intelligence. Some cancer types are 

associated with particularly high rates of reported difficulties with independence and daily 

living, reflecting the physical consequences of surgery or systemic treatment on mobility and 

self-care capacity. Others generate elevated rates of difficulty with work and leisure 

participation, reflecting the impact of treatment on energy, cognition and the ability to sustain 

occupational and social roles. Some are associated with disproportionately high rates of pain 

and ongoing symptom burden; others with elevated anxiety and emotional distress. 

Understanding these patterns enables organisations to anticipate the survivorship needs of 

their patient populations and to develop services that are appropriately configured to address 

them. 

Organisational Signals 

At the level of individual NHS Trusts, CQOLS intelligence can reveal where patient-reported 

outcomes diverge from what would be expected on the basis of national data. Where a Trust’s 

patients are reporting difficulties at rates significantly above the national comparator across 

multiple cancer types and domains, this creates a strong signal that survivorship support 

arrangements deserve review. The findings should always be considered alongside local 

clinical knowledge — there may be population-level factors, case mix differences or service 

access issues that help to explain the pattern. But the conversation needs to happen, and 

CQOLS provides the evidence base to prompt it. 

Opportunities for Intervention 
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The significance of these patterns lies not in what they reveal about the past, but in what they 

suggest about the future. Where patient-reported outcomes identify a concentration of unmet 

need — where, for example, colon cancer survivors are reporting self-care difficulties at a 

rate three or four times the national average, or gynaecological cancer patients are reporting 

work and leisure participation difficulties that far exceed what would be expected — there is 

an opportunity. An opportunity to investigate why this is happening, to engage clinical teams 

in discussion, to review service pathways and, ultimately, to implement changes that reduce 

that burden for future patients. The purpose of the intelligence is not to document need but to 

catalyse action. 
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Chapter 6 

Service Improvement Opportunities 

 

Rehabilitation Services 

One of the most consistently identified areas for potential improvement in cancer 

survivorship is access to rehabilitation. Physical rehabilitation — including physiotherapy, 

occupational therapy and structured exercise programmes — can play a significant role in 

helping cancer survivors recover function, maintain independence and manage the physical 

consequences of treatment. Yet access to rehabilitation after cancer treatment remains 

variable across England, and many patients do not receive the support they need. Where 

CQOLS data indicates elevated rates of difficulty with mobility, self-care and physical 

functioning, a structured review of rehabilitation pathway availability and accessibility is 

often an appropriate first response. This may involve examining whether rehabilitation 

services are consistently offered to cancer survivors, whether referral pathways are clear and 

timely, and whether the capacity of existing services is sufficient to meet identified need. 

Personalised Care and Holistic Needs Assessment 

The principle of personalised care — that support should be tailored to the individual needs, 

preferences and circumstances of each patient — is central to the NHS Long Term Plan’s 

approach to cancer survivorship. Holistic needs assessment (HNA) is a key tool for delivering 

this principle in practice, providing a structured opportunity to identify and respond to the full 

range of a patient’s physical, emotional, practical and social needs. Where CQOLS data 

identifies elevated rates of unmet need across multiple domains, this may indicate that HNA 

is not being consistently delivered, that its findings are not being consistently acted upon, or 

that the services to which patients might be referred are not sufficiently available. Reviewing 

the consistency and quality of HNA delivery is therefore a practical and evidence-based 

response to quality of life signals. 

Psychological Support 

Anxiety, depression and fear of recurrence are among the most commonly reported 

consequences of cancer across CQOLS respondents, and yet access to psychological support 

for cancer survivors remains inconsistent. Where CQOLS data identifies elevated rates of 

emotional difficulty within a Trust’s patient population, this creates a clear case for reviewing 

the availability, accessibility and appropriateness of psychological support services. This may 

include community mental health services, specialist cancer psychology provision, guided 

self-help programmes, or peer support arrangements that provide emotional connection and 

shared understanding. Ensuring that patients who need psychological support can access it in 
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a timely and appropriate way is one of the most impactful investments that organisations can 

make in survivorship outcomes. 

Welfare and Practical Support 

The financial and practical consequences of cancer are frequently underestimated in formal 

service planning. Many cancer survivors face significant financial pressure as a result of 

reduced ability to work, additional costs associated with treatment and recovery, and 

navigating complex benefit and entitlement systems at a time when they are least equipped to 

do so. Where CQOLS data highlights elevated rates of difficulty with work and leisure 

participation, this should prompt organisations to examine not only clinical and rehabilitative 

responses but also the availability of welfare advice, benefits guidance and practical support. 

Social prescribing, third-sector partnerships and specialist welfare services all have a role to 

play in addressing this dimension of survivorship need. 

Community-Based Services and Social Prescribing 

Many of the consequences of cancer that CQOLS identifies — social isolation, reduced 

leisure participation, loss of community connection — are not amenable to clinical solutions 

alone. They require community-based responses: social prescribing, peer support groups, 

community cancer support organisations, befriending services and local voluntary sector 

provision. Where CQOLS data indicates elevated rates of social participation difficulty, 

organisations should consider how effectively they are connecting their cancer survivors to 

the community resources that exist, and whether those resources are adequate to meet 

identified need. Building stronger links between cancer services and community support 

infrastructure is an important component of a comprehensive survivorship response. 

Peer Support 

There is growing evidence that peer support — the opportunity to share experience with 

others who have been through similar challenges — can make a meaningful contribution to 

cancer survivors’ wellbeing, self-efficacy and quality of life. Peer support can take many 

forms: structured group programmes, one-to-one befriending, online communities and 

patient-led networks. Its potential value is particularly high for patients who feel isolated or 

who struggle to communicate the nature of their experience to those around them. Where 

survivorship intelligence identifies populations with elevated rates of emotional or social 

difficulty, developing or strengthening peer support provision is a relatively low-cost 

intervention that can deliver significant benefits. 
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Chapter 7 

Health Economics Considerations 

 

The Current Burden 

The consequences of unmet survivorship need extend well beyond quality of life. When 

cancer survivors experience persistent pain, fatigue, emotional distress and functional 

limitation that are not adequately identified or supported, the effects become visible across 

the health and care system over time. Patients who struggle after treatment are more likely to 

seek support from primary care, to present at emergency departments, to require mental 

health services and to draw on social care provision. These demands are real, they are 

growing with the size of the survivorship population, and they are, to a significant degree, 

avoidable. Understanding the current burden of survivorship-related healthcare utilisation is 

therefore not only a matter of clinical interest; it is a health economics priority. 

The Cost of Inaction 

The costs associated with unmet survivorship need are less visible than the direct costs of 

new services, but they are not less real. When physical rehabilitation needs go unaddressed, 

patients may experience progressive functional decline that eventually requires more 

intensive and costly care. When emotional needs go unrecognised, the pathway to mental 

health crisis can be long and its consequences severe. When patients cannot return to work 

because they lack appropriate support, the economic consequences — for the individual, for 

employers and for the wider economy — can be substantial and long-lasting. The argument 

for investing in survivorship support is not simply humanitarian, though it is certainly that. It 

is also economic: early, targeted, evidence-based intervention is likely to reduce the 

cumulative burden on the health and care system over time. 

The Potential Return on Investment 

While the evidence base for the economic returns of survivorship investment is still 

developing, the direction of the available evidence is consistent. Structured rehabilitation 

programmes can reduce falls, hospital admissions and social care dependency. Psychological 

support can reduce emergency mental health presentations. Holistic needs assessment, when 

consistently delivered and acted upon, can identify needs early enough to address them before 

they escalate. Welfare and practical support can help survivors maintain financial stability 

and workforce participation. The specific return on investment for different interventions will 

vary by context, cancer type and patient group, and there is an important opportunity for 

future evaluation to build the evidence base more rigorously. But the case for action does not 

require certainty about every economic parameter. It requires recognition that inaction has 

costs, and that those costs are avoidable. 
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Future Evaluation Opportunities 

One of the important contributions that a sustained LWBC intelligence framework can make 

over time is to support the evaluation of survivorship interventions. By tracking patient-

reported outcomes before and after service changes, and by linking CQOLS data with 

healthcare utilisation datasets, it becomes possible to examine whether improvements in 

quality of life are associated with reductions in downstream service demand. This kind of 

evaluation is valuable not only for building the economic evidence base but for learning what 

works, for whom, and in what context — enabling the ongoing refinement of survivorship 

services as the evidence develops. 
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Chapter 8 

Strategic Questions for Stakeholders 

 

The Purpose of These Questions 

This paper is designed to stimulate discussion rather than prescribe conclusions. The LWBC 

Intelligence Framework will be most effective when the intelligence it provides is 

interrogated, validated and interpreted in the context of local knowledge, clinical expertise 

and organisational priorities. The questions that follow are offered as a starting point for that 

discussion. They are not exhaustive, and they are not intended to be answered in a single 

conversation. They are designed to open up the kind of reflective, evidence-informed 

dialogue from which genuine service improvement emerges. 

Defining Success 

Perhaps the most fundamental question for organisations engaging with survivorship 

intelligence is: how do we define success in this domain? Traditional cancer metrics define 

success in terms of survival. But for people living with and beyond cancer, survival is a 

beginning rather than an end. The question is what follows. Organisations should consider 

whether their current performance frameworks adequately capture what happens after 

treatment; whether quality of life is treated as an outcome that matters as much as survival; 

and whether the conversations that happen within clinical teams and boardrooms reflect this 

broader understanding of what cancer services are trying to achieve. 

Identifying Those Most in Need 

CQOLS intelligence can identify where patient-reported challenges are greatest in aggregate, 

but translating that intelligence into support for individual patients requires the right systems 

and processes to be in place. Organisations should consider whether their holistic needs 

assessment arrangements are identifying patients who are struggling after treatment; whether 

the findings of needs assessments are being acted upon consistently; whether there are patient 

groups or cancer types whose needs are not currently being well served; and whether the data 

they have access to is sufficient to answer these questions with confidence. 

Service Configuration and Capacity 

Understanding where need is greatest is valuable only if it can be translated into service 

decisions. Organisations should examine whether the services currently available to cancer 

survivors are well matched to the pattern of need that the intelligence reveals; whether there 

are gaps in provision that the data makes visible for the first time; whether existing services 

could be better targeted to the tumour groups or patient populations showing the clearest 
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signals of unmet need; and what barriers — of capacity, geography, awareness or referral 

process — may be preventing patients from accessing the support that exists. 

Using Intelligence More Effectively 

Finally, organisations should reflect on how intelligence is currently being used within their 

systems, and how it could be used better. CQOLS data should be a regular agenda item in 

discussions between clinical teams, survivorship leads and commissioners — not a one-off 

exercise. It should be considered alongside other sources of patient feedback, clinical audit 

data and local knowledge. And it should feed into planning cycles in a way that enables 

organisations to set priorities, track progress and learn over time. Building the organisational 

capability and culture to use survivorship intelligence effectively is itself a strategic priority, 

and one that will determine whether the potential of the LWBC framework is fully realised. 
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Chapter 9 

Conclusions 

 

The Scale of the Opportunity 

Cancer services across England have become significantly more effective at helping people 

survive cancer. Survival rates continue to improve, and many people now live for years or 

decades after their diagnosis and initial treatment. This represents a profound achievement for 

healthcare systems, research communities and clinical teams. However, it also creates a 

population of growing scale whose needs have not always been adequately understood or 

served by existing healthcare intelligence systems. Today, hundreds of thousands of people in 

England are living with the long-term physical, emotional, functional and social 

consequences of cancer and its treatment. For many, these consequences remain significant 

for years after their active treatment has concluded. This population represents both one of 

the greatest challenges and one of the greatest opportunities in modern cancer care. 

What CQOLS Reveals 

The National Cancer Quality of Life Survey provides a window into survivorship that no 

other dataset currently offers. Where traditional cancer intelligence systems tell us what 

happened to patients during diagnosis and treatment, CQOLS tells us how patients are 

actually living. It captures, directly from patients themselves, the extent to which they 

experience difficulties with mobility, self-care, daily activities, pain, fatigue, anxiety, 

emotional wellbeing, social participation, cognitive functioning and their ability to engage in 

work and leisure. These are the dimensions of life that matter most to patients, yet they have 

historically been among the least visible within healthcare intelligence frameworks. CQOLS 

changes that. For the first time, organisations across the NHS have access to patient-reported 

intelligence that speaks directly to the lived experience of people with and beyond cancer. 

Intelligence at Every Level of the System 

One of the most significant features of the CQOLS-based intelligence available through this 

programme is that it operates at multiple levels of the healthcare system simultaneously. At 

NHS Trust level, the intelligence identifies where patients treated by a specific organisation 

are reporting quality of life challenges that are materially above the national comparator. 

These signals are specific enough to guide clinical teams — highlighting which cancer types 

are generating the greatest unmet need, and which domains of quality of life are most 

affected. At Cancer Alliance level, the intelligence reveals patterns across groups of 

organisations, identifying where there may be shared challenges or opportunities for system-

wide service development. At Integrated Care Board level, the intelligence supports 
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population health planning by identifying where survivorship needs are greatest across 

geographies and informing commissioning decisions. 

The Six Domains of Survivorship 

Analysis of CQOLS data at organisation, alliance and system level consistently reveals that 

the greatest quality of life challenges cluster across six broad domains. Independence and 

Daily Living captures difficulties with mobility, self-care and physical functioning that limit 

patients’ ability to manage everyday tasks independently. Work, Leisure and Participation 

reflects the extent to which people can engage in employment and meaningful activity 

outside the home. Pain and Symptoms captures the ongoing physical burden of cancer and its 

treatment effects, including fatigue and persistent discomfort. Emotional Wellbeing covers 

anxiety, depression and fear of recurrence. Social Participation reflects the degree of 

isolation, relationship disruption and social role loss experienced following cancer. Cognitive 

and Functional Confidence encompasses difficulties with concentration, memory and the 

confidence to self-manage. These domains vary significantly by cancer type, age, gender, 

geography and treatment pathway — and this variation is precisely what makes the 

intelligence valuable, enabling targeted rather than generalised survivorship support. 

From Signal to Action 

The practical value of this intelligence lies in its ability to direct attention and resource 

towards where they can make the greatest difference. When an organisation is shown that its 

patients with a specific cancer type are reporting significantly elevated rates of difficulty, this 

creates a clear and evidence-based starting point for clinical discussion. Such signals are not 

intended as definitive conclusions, nor as a basis for judging performance. They are designed 

to prompt the right conversations — between clinical nurse specialists, survivorship leads, 

personalised care teams and tumour groups — that can lead to practical decisions about 

service pathways, needs assessment, referral arrangements and community support. The 

intelligence serves as a bridge between data and action. 

The Health Economics Argument 

The consequences of unmet survivorship need are not confined to patient quality of life. 

When physical, emotional and practical needs go unidentified or unsupported, the 

downstream effects become visible across the health and care system. Patients who struggle 

after treatment are more likely to attend primary care, to present at emergency departments 

and to require support from mental health and social care services. Targeted, evidence-based 

survivorship support offers an opportunity not only to improve quality of life but to reduce 

avoidable demand on the wider health and care system. Earlier, better-targeted support 

reduces the risk of avoidable deterioration, sustains independence for longer and reduces the 

cumulative burden on statutory services. 

Translating Intelligence into Improved Lives 

The ultimate purpose of this intelligence programme is to improve the lives of people living 

with and beyond cancer. The CQOLS provides the foundation, but the impact depends on 
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what organisations do with the intelligence it generates. Where NHS Trusts use their signals 

to initiate genuine clinical discussion and implement tangible service changes, patients will 

receive better and more personalised support. Where Cancer Alliances use system-level 

patterns to commission coordinated responses, the benefits will extend more equitably across 

populations. Where ICBs incorporate survivorship intelligence into population health 

planning, the commissioning decisions that follow will better reflect the actual needs of 

people living beyond cancer. The ambition is a self-reinforcing cycle: intelligence informs 

discussion, discussion leads to action, action improves outcomes, and improved outcomes are 

captured in future intelligence cycles. 

Looking Forward 

The National Cancer Quality of Life Survey continues to mature as a dataset, and the 

analytical infrastructure described in this framework will develop further over time. Future 

opportunities include linking CQOLS data with healthcare utilisation datasets to understand 

the relationship between quality of life and service demand; incorporating demographic and 

deprivation data to understand variation in survivorship outcomes across populations; and 

evaluating the impact of specific survivorship interventions. This programme is not a one-

time assessment of survivorship need. It is a sustained intelligence infrastructure, designed to 

support continuous improvement in the lives of people living with and beyond cancer in 

England. 

Conclusion 

Cancer services have become increasingly successful at helping people survive cancer. The 

next challenge — and the next opportunity — is helping people live well after cancer. That 

challenge cannot be addressed without understanding where the greatest unmet needs lie, 

which patients are struggling most, and what types of support make the greatest difference. 

The National Cancer Quality of Life Survey, used systematically and purposefully at Trust, 

Cancer Alliance and ICB level, provides the intelligence to answer those questions. The 

opportunity now is for organisations across the NHS to use that intelligence: to look at what 

their own patients are telling them, to have the conversations that the data makes possible, 

and to take the actions that will make a meaningful and lasting difference to people living 

with and beyond cancer. 


