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EXECUTIVE SUMMARY 
 
The Macmillan Living With and Beyond Cancer (LWABC) Programme for South Yorkshire, 
Bassetlaw and North Derbyshire aimed to ensure equitable provision of services for people living 
with and beyond cancer in seven localities:  
 
 Barnsley 
 Bassetlaw 
 Doncaster 
 North Derbyshire & Hardwick (referred to 

as Chesterfield throughout)  

 Rotherham 
 Sheffield  
 Wakefield 

 
It took a structured programme approach, and supported locally tailored implementation of several 
components of personalised care and support in each of the localities, across Breast, Colorectal and 
Prostate tumour sites. These were: 
 
 Meaningful conversations, using the holistic needs assessment (HNA) as a framework 
 New support worker roles, to increase capacity to deliver other components of the programme 

and to design new care models and support services 
 Health and wellbeing activities to support patients to self-manage after active treatment 
 Treatment Summary documents to clearly communicate patients’ diagnosis, treatment and 

likely longer term needs, to enable more confident management in the community 
 Cancer Care Review conversations between a patient and their primary care professional (GP 

or nurse), to support condition management in the community 
 Risk stratification and remote monitoring systems to enable patients with less risk of recurrence 

to receive appropriate support and care, whilst minimising unnecessary clinical appointments  
 
The programme was approved in 2015, began implementation in mid-2017 and ended in March 
2021.  This report summarises the programme evaluation, which took place from October 2018 to 
December 2020. 
 

Methods and datapoints 

 
The purpose of the evaluation was to:  
 
 understand the processes by which change was achieved  
 articulate the difference the changes made to people affected by cancer, professionals in health, 

care and the community and voluntary sector, and the whole system 
 draw out learning that could be shared and applied within the programme footprint and beyond 
 
The evaluation included: 
 
 semi-structured interviews with the programme manager and programme stakeholders (20)  
 multiple site visits to each of the locality projects, including interviews with professionals and 

volunteers (119 individuals, some multiple times) 
 semi-structured interviews with patients (61) 
 analysis of HNA data (7057 HNAs) 
 analysis of Cancer Support Worker activity logs (from 14 Cancer Support Workers and Trainee 

Assistant Practitioners) 
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 analysis of completed patient surveys (589) 
 

Programme and project achievements 

 
Implementation progressed at different rates in each locality.  The chart below illustrates each 
locality’s progress at December 2020. 
 

 HNA CSW 
roles 

 

Treatment 
Summary 

Cancer 
Care 

Review 

Health & 
Well-
being 

 

Risk 
Stratifi-
cation 

Remote 
Monitor-

ing 

Barnsley ✓✓ ✓✓ ✓ ✓ ✓✓ ✓ ✓ 

Bassetlaw ✓✓ - - - ✓✓ - - 
Doncaster ✓✓ ✓✓ ✓ ✓ ✓ ✓ ✓ 

North Derbyshire ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

Rotherham ✓✓ ✓✓ ✓ ✓ ✓✓ ✓✓ ✓ 

Sheffield ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

Wakefield ✓✓ ✓✓ ✓ ✓ - ✓ ✓ 

 
Key:        x - Not started     ✓ - partially implemented        ✓✓ - fully implemented       - not applicable 

 
Before the Covid-19 pandemic, the programme was on track to achieve full implementation in all 
localities, but the pandemic changed the context for implementation, and delayed progress in the 
programme’s final year.  However, those components that had already been implemented 
before the pandemic began were sustained throughout, despite the intense pressures on 
hospitals and community providers.  This showed that they were embedded in business as 
usual. 
 
Meaningful conversations, based on an HNA, had been embedded in the programme tumour 
site pathways, and some teams were building additional HNAs into care pathways to support 
patients at key stages in their journey.  In some localities, adoption had begun to spread to other 
tumour sites.  Numbers of HNA conversations increased over the programme period, and continued 
to grow during the height of the Covid-19 pandemic, despite new patient numbers decreasing.  
 
Cancer Support Worker roles had created additional capacity in clinical teams.  The CSW 
Activity Tracker demonstrated that they saved time for CNSs and also added capacity to deliver 
additional support and services for patients.  Together, CNSs and CSWs developed new pathways 
and support models to meet previously unmet patient needs.  Some Trusts had approved business 
cases to retain the roles permanently, and some had approved business cases for CSWs for other 
tumour sites based on the experience of the programme-funded roles. 
 
Despite the challenges of lockdown, Health and Wellbeing Activities bounced back, especially 
those that were well-established beforehand.  Some patients preferred to wait until face-to-face 
support was possible again, but some support groups saw better attendance for online sessions. 
 
The Covid-19 pandemic delayed implementation of components that were still in development,  
which tended to be those involving system changes and needing the input of the wider 
multidisciplinary team, such as Cancer Care Reviews, Treatment Summaries and remote monitoring.   
 
Across the programme footprint, services, staff and volunteers adapted quickly to the challenges of 
the pandemic and lockdown restrictions.  Support for people living with cancer continued, 
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almost without skipping a beat, albeit in very different formats to how they’d previously been 
delivered: 
 
 support and services switched to telephone and online delivery 
 staff and volunteers worked from a variety of locations to keep services running 
 on top of continuing offering HNA conversations, CSWs began making regular support calls to 

patients who were feeling isolated and anxious 
 teams developed new ways of sharing information and preparing patients for transitions in care, 

including videos to explain risk-stratified follow-up and remote monitoring  
 
The programme played an important role in supporting, connecting and encouraging locality 
teams during the pandemic, convening regular virtual space where Project Managers and Lead 
Cancer Nurses could share and reflect.  It would have been very easy to cancel these meetings at 
such a pressurised time for everyone, but people kept showing up, which speaks to the value they 
derived. 

 

Delivering personalised care and support all starts with a conversation 

 

Before the programme started, CNSs always sought to discuss patients’ holistic support needs 
during an appointment, but these were not necessarily as wide-ranging or consistent as when using 
the HNA framework.  Capacity challenges meant that CNSs also often lacked the time to having 
meaningful conversations with every patient.  The programme facilitated improvements in the 
quality, availability and value of meaningful conversations, using the HNA as a structured 
framework for guiding, recording and collating the results of these conversations.  The programme 
enabled these conversations to be embedded in business as usual.  
 
The conversation is a powerful support tool, which improves the quality of the patient 
experience, and equips patients with the skills, knowledge and confidence for self-
management in future, which is a critical enabler for the success of risk stratified pathways 
and remote monitoring. 
 
From the patient survey, we found that people who had one or more conversation:  
 
 described a significantly better experience of care and support than those who hadn’t 
 were much more likely to say their care and support had a positive impact on their quality 

of life 
 felt more supported to adapt to changes that cancer had led to in their lives  
 knew where to go for support in future, for both clinical and non-clinical concerns 
 felt more confident to self-manage and look after their health and wellbeing 
 
The conversation was a valuable support tool by itself, and for some patients a conversation was 
enough to meet their needs.  However, those that needed other support discovered new services 
and information, as a result of their conversations, that they did not know existed before.  Without 
a meaningful conversation about their needs, 60% of respondents would have sought 
support from a health professional and 54% would have sought more support from their 
partner. 

 

Whilst the HNA framework underpinned the conversations, patients reported feeling like the 
conversation was personalised and relaxed.  It felt like a conversation and not a checklist.  This 
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demonstrates the skill with which professionals were using the HNA framework, keeping the person 
and the conversation in the foreground and the tool in the background. 
 
As well as ensuring a consistent and genuinely holistic conversation, the HNA framework and 
recording functionality offered other benefits for: 
 
 patients – access to a care plan which could be shared with others involved in their care if they 

wished 
 local clinical teams – a record of each conversation to refer back to during future conversations, 

and the opportunity to identify common unmet needs from the aggregate HNA data 
 the wider patient population – new and enhanced services and models of care, informed by the 

insights generated from aggregate HNA data, locally and nationally  
 
The Covid-19 pandemic showed that it was possible to have meaningful conversations 
without being face-to-face, although there are a number of factors to be aware of: 
 
 practicalities of space and privacy both for professionals and staff 
 IT infrastructure and space/privacy issues mean that phone is more feasible than video in 

current circumstances 
 phone conversations suit some patients very well, but not all – personalised care and support 

will need to reflect communication preferences  
 rich, nuanced conversations are possible by telephone, but need advanced listening skills; 

some staff will need additional training to develop those skills 
 there is a risk that conversation quality and depth reduces when conducted remotely – average 

numbers of concerns and actions both reduced when the conversation took place over the 
phone 

 
Community and voluntary sector organisations have played a valuable role in the 
personalised care and support ecosystem. They have complemented the care and support 
offered by healthcare professionals, and strengthened the extent to which support available in the 
community is genuinely holistic in scope. 
 

Learning from implementation 

 
Embedding new ways of working took time, capacity and persistence.  The programme enabled 
these through providing financial resources for new roles, which in turn released capacity and space 
to think and do things differently.  A number of other factors also supported the change leadership 
process: 
 
 persistence and repetition  
 gathering and analysing quantitative evidence, such as CSW Activity Trackers and HNA data 
 demonstrating qualitative benefits for patients and staff 
 
Organisational context was also a factor in how different localities progressed: 
 
 history of similar changes made for smoother implementation  
 change was more complex and challenging in larger, more complex organisations  
 if a Trust was struggling to meet standards, it was harder to prioritise LWABC over resolving 

more fundamental issues 
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Enablers of progress 
 

Barriers/challenges to progress 
 

 Project management and professional 
leadership in equal measure 

 Agility (in smaller organisations and teams) 
 Additional capacity: this was critical  
 The programme: created critical mass and 

momentum, and accelerated progress 
through shared learning  

 Covid-19, somewhat surprisingly, forced 
some pathway changes that had been 
difficult to implement previously  

 IT development capacity 
 Lack of capacity preventing some teams 

from fully engaging  
 Varied buy-in, for a number of reasons 

• Change resistance 
• Personal agendas 
• Lack of Project Manager credibility 

with clinical staff 
• Fatigue and low morale 
• Imposing rather than involving  
• Perceptions of inequity 

 Turnover in key roles 
 The three programme tumour sites not 

always being those with the appetite for 
change and improvement 

 

Economic assessment 

 
The CSW role generated an average of £23,320 in annual resource savings, and saved around 
two hours a day of other roles’ time, mainly CNSs.  We would expect savings to increase in the 
future as the roles mature. 
 
One Trust, which was an early implementer of the LWABC interventions, achieved a 
statistically significant reduction in net outpatient appointments.  The data available from 
later implementers was insufficient to make a judgement, largely because all data from March 
2020 onwards was unusable due to the effects of the Covid-19 pandemic.  More time would be 
required, during a period of delivery unaffected by the pandemic, to assess these Trusts’ results.  
However, the operating context has now changed substantially as a result of the pandemic, 
accelerating the introduction of non face-to-face appointments, and a shift from payment by results 
to block funding arrangements. 
 

Conclusions 

 
If the Covid-19 pandemic had not happened, the programme was on track for achieving full 
implementation of the LWABC model in all seven localities.  Those elements that were in place 
before the pandemic have been embedded into business as usual, and services, staff and volunteers 
adapted at speed.  This should be celebrated.  When the world felt like it was on fire, personalised 
care and support for people with cancer was still delivered. 
 
The programme increased capacity in the localities to deliver more and higher quality support 
services for patients, and during the programme period CNSs, CSWs and community-based staff 
had at least 7057 meaningful conversations with people to explore their non-clinical support 
needs.   
 
These conversations supported better experiences of care and support, which also improved 
patients’ quality of life.  Furthermore, they equipped patients with the skills, knowledge and 
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support to confidently self-manage in future, which is a critical success factor for effective risk 
stratified pathways and remote monitoring. 
 
The programme approach facilitated a region-wide but locally tailored approach to implementing 
LWABC, ensuring that people living with and beyond cancer had equitable access to personalised 
care and support across the region.  The programme approach also gave scale, momentum and 
structure to the work, and brought essential resources to create the practical capacity for change.  
Without the roles funded by the programme, implementation could not have got the necessary 
traction. 
 
As the programme comes to an end, personalised care and support remains a cornerstone of health 
policy – even more so than when the programme began.  There remains work to be done, to 
complete implementation of the outstanding system change, spread adoption to other tumour sites, 
and further develop the spread into primary care. The Cancer Alliance remains committed to 
personalised care and support, so this will not slip off the agenda.  We cannot ignore the challenging 
circumstances that cancer services face in the future, as a result of the pandemic: treatment 
backlogs, late diagnoses and a much-diminished funding landscape.  Our findings indicate that the 
system changes already embedded into business as usual are likely to sustain; the localities proved 
that during 2020.  However, further spread will need to be done against this backdrop. 


