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EXECUTIVE SUMMARY 
 
The Macmillan LWABC Programme for South Yorkshire, Bassetlaw and North Derbyshire evolved 
from two earlier phases of cancer service improvement.  In 2015, the Commissioners Working 
Together Programme across South Yorkshire, Bassetlaw and North Derbyshire agreed to extend 
the work into a third phase in partnership with Macmillan, building on existing projects and ensuring 
equitable provision of services for people living with and beyond cancer (LWABC) in all the CCG 
localities covered by the programme.   
 
The localities involved in the programme are: 
 
 Barnsley 
 Bassetlaw 
 Doncaster 
 North Derbyshire & Hardwick (combined) – referred to as Chesterfield throughout the report 
 Rotherham 
 Sheffield  
 Wakefield1 
 
The programme’s interventions began in mid-2017 after a period of scoping and planning, and takes 
a structured programme approach, intended to support the change being implemented in each of 
the localities, and enable the spread of good practice and learning across the localities.  Each of the 
localities aims to implement all elements of the Living With and Beyond Cancer (LWABC) model 
across Breast, Colorectal and Prostate tumour sites:  
 
 risk stratified pathways of care 
 the Recovery Package – access to Holistic Needs Assessment (HNA), Treatment Summary, 

Cancer Care Review, and patient education and support 
 supported self-management – including support to manage the consequences of treatment and 

support for healthy lifestyles  
 
Whilst the common goal across all localities is the implementation of the LWABC model, each locality 
is approaching this in different ways to take account of local context and assets.   
 

Methods and datapoints 

 
We recently completed the second interim stage of the programme evaluation, which seeks to: 
 
 understand the processes by which change is being achieved  
 articulate the difference the changes are making to people affected by cancer, professionals in 

health, care and the community and voluntary sector, and the whole system 
 draw out learning that can be shared and applied within the programme footprint and beyond 
   
  

 
1 The Wakefield locality project is being led by staff in Pinderfields Hospital which is part of Mid Yorkshire Hospitals NHS 
Trust.  Whilst all other localities and trusts involved are part of the South Yorkshire Cancer Alliance, Mid Yorkshire Hospitals 
NHS Trust is part of West Yorkshire and Harrogate Cancer Alliance. 
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This stage of the evaluation included: 
 
 semi-structured interviews with the programme manager and programme stakeholders (20) 
 site visits to each of the locality projects (total of 98 semi-structured interviews) 
 semi-structured interviews with patients (32) 
 analysis of HNA data (1953 HNAs) 
 analysis of Cancer Support Worker activity logs (7 CSWs completed a 2-week snapshot, from 

Chesterfield, Rotherham and Wakefield) 
 analysis of completed patient surveys (230 responses from Barnsley, Rotherham and 

Wakefield, 57% response rate) 
 

Patient experience and outcomes 

 
Most patients involved in the evaluation2 reported having the opportunity to talk with someone about 
their support needs, concerns and worries.  Most had their first conversation with a CNS, but those 
that reported having a second conversation had it with a range of different professionals and 
volunteers.  Not all of those conversations would have been recorded as an HNA, but patients 
reported them as being meaningful conversations.  This supports the programme’s hypothesis that 
meaningful conversations are a continuing process rather than a one-off event. 
 
Experience of care and support 

Survey respondents rated the conversations very highly in terms of: 
 
 being able to discuss the things concerning them 
 feeling supported as a result of the conversation 
 feeling the conversation helped address their needs or concerns 
 coming away with a plan of what to do next 
 
This was confirmed and expanded upon by interviewees, who described the conversation(s) as 
being helpful in giving space to raise issues of concern and ask the questions to which they needed 
answers. 
 
Respondents that had a meaningful conversation rated their care and support more highly. 
Interviewees confirmed this positive experience of care and support – not only in terms of receiving 
the right kind of advice and information, but in terms of the way it was delivered.   
 
  

 
2 78% of survey respondents and the majority of interviewees. 
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Figure i – Respondents that had a meaningful conversation rated their care and support more highly 

 
* Only 11 respondents for those without HNA in this case, and 98 for respondents with HNA. 
Respondents that didn’t know or remember about having and HNA are included in ‘all respondents’ only. 
 
The proportion of respondents stating that their care and support had a positive impact on their 
quality of life was much higher amongst those who had a meaningful conversation (85%) than those 
who didn’t (34%).  
 
Activation and confidence to self-manage 

In addition, respondents who had a meaningful conversation described higher levels of activation 
and confidence to self-manage. 
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Figure ii – respondents who had a meaningful conversation described higher levels of activation and 
confidence to self-manage 
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Outcomes for health professionals and the wider system 

 
The value of central hubs 

In localities with central hubs (such Macmillan Cancer Information and Support Services or local 
voluntary sector resources), CNS and CSW staff described these hubs as an efficient and effective 
way of ensuring patients’ non-clinical needs are fully met, and they felt confident in referring their 
patients for a quality support experience.   
 
The role and impact of the Support Worker role 

We reported at the first interim stage that the CSW role was leading to improvements in workload, 
stress and job satisfaction amongst CNSs, and releasing CNS time to concentrate on more complex 
tasks.  These have been consistent themes at this stage too, with more extensive data to support 
them, including workload data from the CSW Activity Tracker tool. 
 
We found that:  
 
 CSWs main roles are in care coordination, support and conducting HNAs 
 The role saves time, mostly for CNSs but also to a lesser extent for some other health 

professionals, such as AHPs 
• Average time saved per CSW in a two-week period ranged from 25 to 40 hours (3.4 to 5.4 

days), which equates to 74.8 to 118.8 days in a year 
 CSWs also carry out a range of additional activities that wouldn’t be taking place in their 

absence, such as developing supportive care pathways for patients with a non-curable 
diagnosis 

 the CNS capacity released by the CSWs not only enables the CNSs do more with their more 
complex patients; crucially, it frees up headspace and imagination for them to think about new 
ways of delivering services, such as group consultations – in other words, CSWs free up 
creativity as well as capacity  

 
Deeper insights into patient needs 

As we found at the first interim stage, the structured HNA framework reveals issues that may not 
otherwise be raised using more informal conversational methods; this has helped develop better 
understanding of each patient’s circumstances and needs. 
 

Meaningful conversations and the needs of people affected by cancer 

 
There are 11,423 new cancer diagnoses a year3 in the localities covered by the programme, of which 
4,212 are in the programme tumour sites.  The table below shows that 4,658 HNAs have been 
recorded by the localities within the programme, spanning different time periods. 
 
  

 
3 Incidence data from 2017, supplied by LWABC programme analyst. 
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Locality From To 
Total 
HNAs 

Programme 
tumour site 
HNAs 

% 
programme 
tumour site 

HNAs 

Barnsley Sep-19 Dec-19 80 75 94% 

Bassetlaw (Aurora) Apr-18 Nov-19 519 244 47% 

Doncaster (DRI) Oct-18 Sep-19 329 301 91% 

Doncaster (Macmillan 
CISS4) 

Jul-18 Mar-195 134 66 49% 

Chesterfield May-18 Dec-19 311 206 66% 

Rotherham Jan-19 Dec-19 481 455 95% 

Sheffield Jul-19 Dec-19 99 92 93% 

Wakefield6 Apr-17 Sept-19 2,705 
(not broken 

down by 
tumour site) 

N/A 

  
We analysed data from 1953 HNAs recorded by six of the seven localities7, and found the following: 
 
Integration into the pathway 

 in clinical (acute) settings, HNAs are most frequently performed at diagnosis (29%), end of 
treatment (39%) and in some cases, during treatment (13%) 
• Breast HNAs most commonly happen at the end of treatment 
• Urology HNAs most commonly happen at diagnosis or during treatment  
• Lower GI HNAs most commonly happen at diagnosis, during treatment and at follow-up 

 in non-clinical settings, the distribution of when HNAs are performed is more even across the 
pathway stages 

 
Insight into concerns raised 

 81% of HNAs identify at least one concern 
 HNAs with at least one concern identify an average of 5.7 concerns 
 generally, the later in the pathway, the more concerns are raised (eg average of 3 at diagnosis, 

compared to an average of 5.2 at end of treatment) 
 physical concerns (49% of all concerns) are most frequent, followed by emotional (27%) and 

then practical concerns (17%)  
 practical concerns are more frequent at prehabilitation, follow-up and in the transition to 

palliative care 
 the top five concerns are similar irrespective of tumour site:  

• tiredness, exhaustion or fatigue 
• worry fear or anxiety 
• money or finance 
• sleep problems 
• thinking about the future 

 within every tumour site’s top ten concerns, there are also one or two tumour-site-specific 
concerns  

 
 
 

 
4 Stands for Cancer Information and Support Service. 
5 eHNA data for the period beyond March 2019 was not received by the cut-off date for analysis, and is therefore not 
included in this report. 
6 Mid Yorkshire Trust (Wakefield) is still developing the system functionality to extract and report on HNA activity). 
7 Wakefield is excluded for the reason described above. 
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Severity 

 frequency does not necessarily predict the severity of a concern; average severity scores 
ranged from 4.2 to 6.8 out of 10 depending on type, with emotional and family concerns being 
most severe 

 
Insight into actions taken 

 there is wide local variation in the number of actions per HNA, and no obvious explanation for 
this 

 in most localities there are fewer actions than concerns on average, and again no obvious 
explanation for this  

 information provision and discussion account for half of actions taken although it varies locally 
 22% of actions are referrals 
 multiple action types are used to address most concerns, with the exception of: 

• weight concerns – advice only 
• eating, appetite or taste concerns – discussion or advice only 
• sleep problems – mainly information but sometimes discussion 

 severity of a concern does not influence the type of action taken 
 86% of HNAs lead to production of a care plan, which patients report is useful for them to refer 

back to 
 
The impact of setting8 on the conversation  

 two localities offer HNAs in a non-clinical setting, Bassetlaw in the Aurora Centre and Doncaster 
MCISS, either in the MCISS or at home 

 non-clinical settings provide HNAs to people at a broader range of pathway stages  
 non-clinical settings offer HNAs to people with any tumour site 
 the average number of concerns identified per HNA ranges from 4.2 to 8.2 across the different 

localities, with clinical settings accounting for both the highest and lowest  
 the proportions of different concern types identified in non-clinical settings differ from clinical 

settings; for example, physical concerns are more frequently identified in a clinical setting 
whereas emotional and practical concerns are more frequently identified in non-clinical settings 

 there is variation in the most commonly taken actions across some localities.  For example, 
across four localities (three with delivery in a clinical setting and one with non-clinical setting) 
discussion and referral are the two most common actions; in the other locality delivering in a 
non-clinical setting, information and referral are the most common action types 

 

Key programme level learning  

 
Strategic alignment 

The programme aligns very well with the NHS Long Term Plan’s focus on personalised care, and 
indeed has much insight to share with other parts of the regional system about the realities of 
embedding personalised care in daily practice. 
 
We have identified two risks that the programme needs to be consider: 
 
 the programme is seen by others as being a pioneer in personalised care, with the assumption 

that it is more embedded than it really is and therefore doesn’t need continued support 
 the strong emphasis on personalised care may lead to other interventions also being rebadged 

as personalised care in an attempt to secure resources; the programme may be overwhelmed 
in this competitive environment 

 

 
8 See Page 22 for a summary of the differences between clinical and non-clinical settings. 
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Patient engagement and involvement 

The quality, depth and continuity of patient involvement in the programme is, if not unique, then very 
unusual.  Stakeholders who work across multiple regions, systems or programmes describe it as an 
exemplar, and it is certainly on a different level to anything we have evaluated in our long experience 
across the UK and multiple conditions. 
 
The value of the programme approach 

The programme approach, and shared regional learning, continue to be critical enablers of the 
programme’s effectiveness.  We see a deepening of relationships and openness between locality 
partners, with rapid sharing of both positive and negative experiences, and increased peer support.  
This has expanded recently with the initiation of a regional Support Worker forum. 
 
Whilst the fieldwork for this interim report pre-dates the Covid-19 outbreak, we have remained in 
touch with the programme team during March and April. We note the rapid response from localities, 
with a commitment to preserve where possible the enhanced support offering to cancer patients 
during this challenging time.  Despite extensive operational pressures and significant changes to 
nursing roles and patient pathways during this time, project managers and Lead Cancer Nurses from 
the localities have continued to share their new plans and learning with the programme, to facilitate 
sharing amongst their peers.  We will explore these points in more detail once the localities shift into 
the recovery and renewal phase of their response to the outbreak, but for now consider that they are 
promising evidence of the strength of the regional programme approach, and the foundation it has 
built for prioritising personalised support. 
 
Implementation in a real-world context 

The programme team began phase 3 with a theory that implementation of each component of the 
Recovery Package would be sequential.  In reality, HNA has come first in the majority of localities, 
but thereafter the other components have been developed concurrently.  Much of the groundwork 
for the other components is now in place, and we expect them to go live concurrently.  
 

Key learning from the localities 

 
IT as a critical enabler 

IT development has acted as a significant barrier in several localities, with access to IT developer 
time acting as the limiting factor to implementation in some cases.  The project managers anticipated 
and attempted to mitigate this issue by scoping and planning at the earliest possible stage, but it has 
remained a problem as priorities within their Trusts have changed.  The project management time 
taken to liaise with developers and resolve these challenges has been substantial, as has the stress 
the issue has created. 
 
Integration of new roles 

New roles have been critical enablers of the programme’s effectiveness and improved experience 
for patients.  However, not all have had a smooth introduction into either their team or the wider 
pathway.  At the team level, we note that, in some localities, there has been a lack of clarity and 
planning about how the roles will be introduced, managed and integrated into teams.  We also note 
an absence of planning about how roles will be integrated into the wider support pathway in some 
localities, with the risk of role duplication and/or patient confusion. 
 
Role progression for Support Workers 

Several localities are considering how to provide role progression for CSWs in future, to support 
retention.  The current limitation to career progression is the main drawback of the role.     
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Ownership 

Successful implementation continues to depend on proactive project management and Lead Cancer 
Nurse leadership, with limited transfer of ownership across the wider workforce.  Consequently, we 
cannot yet describe the approach as being embedded as business as usual.   
 
Cancer Care Reviews and the role of primary care 

We have seen more progress on Cancer Care Reviews in this round of the evaluation, with evidence 
of progress from professionals delivering improvement work.  This is reflected in survey responses 
indicating that patients are feeling supported in primary care. 
 
Change readiness 

Where not all tumour site teams in a locality share the same appetite for change, we have observed 
project managers taking a pragmatic approach, working with the readiest and keenest first, to test 
and prove the concept before drawing in the other tumour sites.  Early adopters’ successes then 
influence others to come on board. 
 

Emerging conclusions 

 

Meaningful conversations support better care and support, confidence to self-manage and risk 
stratification 

The patient survey data shows that patients who have had a meaningful conversation (HNA or 
otherwise) rate their experience of care and support better, and crucially rate their confidence and  
activation to self-manage more highly than those who have not had a meaningful conversation.  They 
also report having better knowledge about where to go if they need support after discharge. 
 
These are crucial factors in supporting patient’s wellbeing beyond their active treatment, which in 
turn is essential for risk stratification to be successful. 
 
Meaningful conversations have a different focus in different settings9 

There are some differences in the results of meaningful conversations taking place in different 
settings.  Non-clinical settings provide HNA availability across all parts of the pathway and all tumour 
sites, which widens the reach of meaningful conversations.  Non-clinical settings also surface a 
different balance of concern types.  This may be the influence of the setting, of what’s been 
addressed in previous conversations in the clinical setting, or the expertise of the staff and volunteers 
within the non-clinical setting. 
 
Interestingly, different settings do not generate different numbers or severity of concerns. 
 
The Support Worker role is a catalyst and multiplier for service improvement 

The CSW role is a catalyst for change in three important ways: 
 
 releasing CNS capacity to focus on more complex patients and on implementing service 

developments they had identified but did not have time to do previously 
 delivering service developments and enhancements themselves, that there was no capacity to 

deliver before 
 creating the space and headroom for CNSs to think beyond the service developments they 

already had on their to-do lists; we have seen this headspace ignite ideas amongst teams to 
imagine new ways of delivering service improvements  

 

 
9 See Page 22 for a summary of the differences between clinical and non-clinical settings.  
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We believe this final point can act as a multiplier, leading to better quality ideas and service change.   
 
Traction in primary care needs dedicated primary care peer support 

We are beginning to see progress in primary care, and this is dependent on primary care experts 
and peers leading the work. Macmillan GPs, CCG cancer leads and primary care nurse leads all 
bring credibility and understanding of the realities of delivering in primary care; they can speak 
directly to practice teams’ experiences, and help them integrate better support for people with cancer 
into their existing work. 
 
Timely IT support is a critical enabler 

A number of programme activities are underpinned by IT, including Treatment Summaries, HNA 
recording and reporting, and remote monitoring for risk stratification.  Access to development 
resource has had an unexpectedly large impact on the rate at which some of the localities have been 
able to progress these activities.   
 
The importance of technology as an enabler of so many service improvements appears to be 
intensifying, and it has certainly become a critical blockage for a number the LWABC activities.  
 
Whilst it is essential to build IT scoping and planning into early project proposals in future, this cannot 
guarantee avoiding the problems described above.   

  



Macmillan LWABC Programme – 2nd Interim evaluation report  
 

11 

1 INTRODUCTION 
 
The Macmillan LWABC Programme for South Yorkshire, Bassetlaw and North Derbyshire evolved 
from two earlier phases of cancer service improvement.  These previous two phases worked to 
implement locally responsive aspects of care recommended in the National Cancer Survivorship 
Initiative, in four localities:  Barnsley, Doncaster, Rotherham and Sheffield.  In 2015, the 
Commissioners Working Together Programme across South Yorkshire, Bassetlaw and North 
Derbyshire agreed to extend the work into a third phase in partnership with Macmillan.  This was 
intended to build on existing projects and ensure equitable provision of services for people living with 
and beyond cancer (LWABC) in all the CCG localities covered by the Programme.  Whilst the 
Programme was approved in 2015 a period of conditioning the system, design and planning for 
Programme implementation was undertaken with the Programme’s interventions beginning in mid-
2017. 
 
The localities involved in the programme are 
 
 Barnsley 
 Bassetlaw 
 Doncaster 
 North Derbyshire & Hardwick (combined) – referred to as Chesterfield throughout the report 
 Rotherham 
 Sheffield  
 Wakefield10 
 
This third phase takes a structured programme approach, intended to support the change being 
implemented in each of the localities, and enable the spread of good practice and learning across 
the localities.  Each of the localities aims to implement all elements of the Living With and Beyond 
Cancer (LWABC) model across Breast, Colorectal and Prostate tumour sites.  The LWABC model 
is made up of the following components: 
 
 risk stratified pathways of care 
 the Recovery Package – access to Holistic Needs Assessment (HNA), Treatment Summary, 

Cancer Care Review, and patient education and support 
 supported self-management – including support to manage the consequences of treatment and 

support for healthy lifestyles  
 
Whilst the common goal across all localities is the implementation of the LWABC model, each locality 
is approaching this in different ways to take account of local context and assets.  A high-level 
summary of activity in each locality approach is provided at Annex 1. 
 

1.1 Purpose of the evaluation 

 
The overarching purpose of the evaluation is:  
 
 understand the processes by which change is being achieved  
 articulate the difference the changes are making to people affected by cancer, professionals in 

health, care and the community and voluntary sector, and the whole system 

 
10 The Wakefield locality project is being led by staff in Pinderfields Hospital which is part of Mid Yorkshire Hospitals NHS 
Trust.  Whilst all other localities and trusts involved are part of the South Yorkshire Cancer Alliance, Mid Yorkshire Hospitals 
NHS Trust is part of West Yorkshire and Harrogate Cancer Alliance. 
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 draw out learning that can be shared and applied within the programme footprint and beyond 
 
This report presents our findings at the second interim stage.  The evaluation was scheduled to 
continue until October 2020, with a draft of the final evaluation report produced by the end of August 
2020.  However, the Covid-19 outbreak has led to the evaluation being paused temporarily11. The 
timeline will be extended to reflect the pause. 
 

1.2 Evaluation methodology 

 
The key components of the evaluation methodology to inform this second interim report were:  
 
 semi-structured interviews with the programme manager and programme stakeholders 
 site visits to each of the locality projects 
 semi-structured interviews with patients 
 analysis of HNA data  
 analysis of Cancer Support Worker activity logs 
 analysis of completed patient surveys 
 
We discuss each aspect in the following sections. 
 

1.2.1 Programme level interviews 

Semi-structured interviews were conducted with the Programme Manager, and 19 programme level 
stakeholders.  The purpose of these interviews was to explore perceptions of progress at an overall 
programme level, the enablers and challenges that have influenced progress, and opportunities and 
risks for the programme going forward.   
 

1.2.2 Project site visits 

Site visits were conducted in each locality, which involved semi-structured interviews with the 
following stakeholder groups, as relevant to each locality’s delivery projects.  Total numbers across 
all localities are noted beside each stakeholder group: 
 
 Project Manager (6) 
 Lead Cancer Nurse (6) 
 Managers and delivery staff from community organisations involved in delivering and/or 

supporting locality projects (10) 
 Clinical Nurse Specialists (CNS) from the three tumour sites (23) 
 Cancer Support Workers (CSW) and other staff in similar roles either in Trusts or community 

organisations (16) 
 Volunteers from community organisations delivering locality projects (4) 
 Macmillan Cancer Information and Support Service staff (9) 
 Macmillan Benefits Advisors (1) 
 Clinical Commissioning Group (CCG) representatives (8) 
 Stakeholders in primary care supporting implementation across primary care (7) 
 Patients and carers (32) 
 Other stakeholders (eg Macmillan staff, service managers, Director of Nursing) (8) 
 
Stakeholders that were not available on the dates of the visit were followed up by telephone. 
 

 
11 Initial pause of three months, subject to review in the light of changing circumstances. 
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1.2.3 Analysis of holistic needs assessment (HNA) data 

HNA data has been made available to the programme from every locality except Wakefield.  
Localities are using different systems to record and report on HNA activity, with some opting to use 
the Macmillan eHNA system and others choosing to develop their own internal systems.  Those 
using the Macmillan eHNA system have reporting functionality built into the system, whereas those 
developing their own systems have had to introduce new functionality to record and report on HNA 
activity.  During the first phase of the evaluation all localities using their own systems developed the 
functionality to record data but not to extract and report on it.  We are now in a position where 
reporting functionality has been implemented in each of these localities except Wakefield. 
 
The localities using the Macmillan eHNA system are: 
 
 North Derbyshire and Hardwick (Chesterfield Royal Hospital) 
 Bassetlaw (Aurora) 
 Doncaster (Doncaster Royal Infirmary and Macmillan Cancer Information and Support Centre)  
 Sheffield  
 
The localities that have developed their own internal systems are: 
 
 Barnsley 
 Wakefield 
 Rotherham 
 
Implementation of HNA has differed across each of the localities, and therefore the data we have 
available cover different time periods.  Furthermore, there remains a degree of inconsistency in terms 
of completeness across some aspects of the data, and these are discussed further in the data 
limitations section. 
 
Furthermore, we have used diagnosis information relating to Lower GI (for Colorectal) and Urology 
(for Prostate) as this provides a more complete data set.  However, this does mean that it will include 
patients with other cancers within those specialties.  
 

1.2.4 Analysis of patient survey 

A programme patient survey was made available to all localities.  The survey is distributed by post 
and returned to the project team for input to our survey software.  The covering letter accompanying 
the survey also provides a weblink for patients that prefer to complete electronically.  The evaluation 
team accesses inputted survey results and conducts the analysis. 
 
The survey is sent out on a rolling monthly basis to all patients that had a Breast, Prostate or 
Colorectal cancer diagnosis six months prior to the month in which the survey is being sent.  For 
example, surveys sent during September 2019 will have been issued to patients that received a 
diagnosis of breast, colorectal or prostate cancer in March 2019.   
 
So far, Barnsley, Wakefield and Rotherham localities have administered the survey.  The following 
provides an overview of the responses received from each locality and the response rate: 
 
 Barnsley – 157 surveys sent, 74 responses received, response rate of 47% 
 Wakefield – 172 surveys sent, 108 responses received, response rate of 63% 
 Rotherham – 73 surveys sent, 48 responses received, response rate of 66% 
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This provided a total of 230 programme patient surveys for analysis, with an overall response rate 
of 57%.  
 
Chesterfield have their own locally designed cancer patient survey.  They have shared their analysis 
of completed responses, and where there is alignment in questions across the two surveys, we have 
included the relevant data in our analysis and findings. 
 

1.2.5 Analysis of CSW activity logs 

CSWs recorded their activity over a two-week period, using an activity tracker adapted from the 
Macmillan South Tees Tool.  This provides a snapshot that gives further insight into the range of 
support that CSWs provide to patients and carers, as well as other activity they undertake.  It helps 
to build the evidence base relating to how the roles improve patient and carer experience, and 
release CNS and other healthcare professionals’ time to focus on other activity such as complex 
case management or service development. 
 
The activity log was provided to localities, with accompanying guidance on its use, in December 
2019.  So far, we have received completed activity logs from: 
 
 Chesterfield – Prostate 
 Rotherham – Prostate, Colorectal and Breast 
 Wakefield – Prostate, Colorectal and Breast 
 
These have been analysed and the findings are presented in this report. 
 

1.2.6 Data limitations 

HNA data 

The majority of localities are now able to provide HNA data, and this means that there is a more 
comprehensive dataset for analysis at this second phase.  However, there are still some variances 
in the data being provided and inconsistencies in completeness of data.  The following provides main 
points to consider: 
 
 there is variance in the total number of HNAs delivered across the localities (and the timeframes 

for delivery); those with higher volumes have a heavier influence on the programme level 
picture. 

 the majority of HNAs have been conducted for Breast patients which again influences the overall 
picture 

 job category of the person conducting the HNA has only been provided for four localities, and 
across these four localities data completeness ranges from 5% to 95%; whilst we provide 
analysis of HNA by job role the evidence base is not as robust as it could be 

 there were only 20 patients that we could identify as having had more than one HNA, therefore 
the evidence is not robust enough to provide any reliable findings in relation to how concerns 
may change over time 

 there is inconsistency in the number of concerns detailed across different reports in Sheffield, 
with the activity report recording more than the concerns report;  we have used the concerns 
report as it contains the most comprehensive concerns data  

 in an assessment, an action can be reported more than once depending on the amount of single 
concerns it addresses; Rotherham is the exception as it reports actions based on concerns 
grouped by concern type, which may mean that the total number of actions is being 
underreported 

 Sheffield did not provide any actions data 
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We also note there is very limited demographic data (only age, gender, tumour site) available to us 
as part of the eHNA data extract provided to us, making it difficult to explore whether different groups 
within the population have different experiences. 
   
Patient survey data 

Whilst a total of 230 completed surveys have been analysed, with a very positive response rate of 
over 50%, they were provided by patients from only three localities: Barnsley, Rotherham and 
Wakefield.  They are therefore only reflective of the views of patients from those localities rather than 
all involved in the programme.  We cannot therefore be certain that these experiences would be 
replicated in other localities.  
 
Healthcare professionals in primary care 

Whilst progress is beginning to be made in implementing the LWABC model, and specifically the 
cancer care review component, in primary care, we judged it too early to engage with healthcare 
professionals in a primary care setting (other than those primary care stakeholders supporting 
delivery of the project) at this phase of the evaluation.  Therefore, we have not been able to gather 
learning or evidence outcomes for primary care health professionals at this stage.  However, the 
feedback received from project stakeholders across the localities suggest that they are beginning to 
see progress in some early adopters, and an expectation that spread and adoption would continue.  
The final phase of fieldwork will be the opportunity to explore this area.  
 

1.3 Notes on terminology 

 
There are a number of terms used throughout this document, which are listed below with 
explanation of their meaning. 
 
CNS Clinical Nurse Specialist 

 
CSW Cancer Support Worker 

 
TAP 
 

Trainee Assistant Practitioner 

Hub/central hub A single point of access to information, advice and signposting or 
referral to support services 
 

Macmillan Information 
and Support Pod 

A Macmillan Information and Support Service which is based in a 
flexible environment, which is not a permanent physical structure 

 
When we use the term ‘average’ in our quantitative analysis, we are referring to the arithmetic mean. 
 
We refer to North Derbyshire and Hardwick locality as Chesterfield, as the locality project is led and 
hosted by Chesterfield Royal Hospital Trust.  
 
We refer to Mid Yorkshire as Wakefield, as the Mid Yorkshire NHS Trust hospital that leads the 
project is based in Wakefield. 
 

1.3.1 NHS Long Term Plan  

The NHS Long Term Plan was published in January 2019. Whilst there are a number of changes in 
language relevant to the work of the programme, there is in reality now a greater alignment with the 
programme’s work to date. The new language reflects a shift from ‘Living with and beyond cancer’ 
and the ‘Recovery Package’ to ‘Personalised care and support’. This more accurately reflects the 
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work being done through the programme. There is agreement, however, that at this stage of the 
programme there would be significant risks if the programme lost its known brand and stopped using 
the title of the ‘Macmillan Living With and Beyond Cancer programme’. Therefore, this language will 
continue to be used to describe the programme, without any impact on the programme’s approach. 
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2 PROGRAMME FINDINGS AND LEARNING 
 
In this chapter we highlight consistent themes that apply at a programme level, derived from a 
combination of stakeholder interviews, consistent observations across all or most of the localities 
and themes emerging from the quantitative data. 
 

2.1 Strategic stakeholder feedback 

 
We interviewed a range of strategic programme level stakeholders again as part of this round of 
fieldwork.  Most of their feedback remains consistent with the themes presented in the first interim 
report about the value of a regional and programme approach.  The headline themes and findings 
are summarised below: 
 
 Stakeholders highlighted the scale and complexity of the programme, and that the programme’s 

overall progress was very positive, especially given this challenging context 
 A number of enabling factors for progress were identified: 

• the additional capacity and expertise provided through dedicated project manager roles 
• a history of working together across the region, and the commitment to locally integrated 

working from a wide range of partners 
• the regional and structured programme approach has provided effective governance and 

has brought a critical mass and a sense of momentum to improvements.  The regional 
approach is also seen to have enabled the sharing of learning and greater collaboration as 
well as bringing a centralised data analysis and support resource   

• a programme manager with the ability to facilitate a collaborative, learning-led approach to 
programme delivery 

• funding which provides localities with the resource and capacity they need for 
implementation 

• close alignment with wider health and social care developments at regional and national 
level 

 Several barrier and challenges to progress were also identified: 
• stakeholders noted that in some instances progress had been hindered by organisations 

pursuing their own agendas, and individual healthcare professionals being reluctant to 
embrace change.  Other practical challenges also brought about difficulties in securing 
clinicians in the change process 

• the sometimes competitive rivalry between local charities was highlighted as a barrier in 
reaching a consensus around holistic services provision in the community 

• several factors were contributing to difficulties in engaging primary care.  This included an 
early focus being greater on the acute and community settings, and the very different 
culture and organisational infrastructure compared to those working in acute settings 
making engagement challenging 

 
Where new insights were offered, these are addressed below.   
 

2.1.1 Patient engagement and involvement 

Stakeholders consistently highlighted the quality and depth of patient involvement in the programme 
as being if not unique then very rare, with some stakeholders citing the approach as an exemplar.  
We would echo that from our observations of many programmes that seek to involve patients 
meaningfully.  We have struggled thus far to pinpoint all the critical success factors but intend to 
explore this further in the final round of the evaluation as it offers important learning for many in the 
NHS, Macmillan and other health charities.  So far, the key characteristics appear to be: 
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 a meaningful and well-defined role for patients which gives clarity on expectations and what 

they are committing to 
 the support to be able to play this role, whether that involved help to get to meetings or support 

to develop the skills to participate fully – whatever support was needed was provided 
 ensuring involvement is at the very heart of the programme, including a genuine authority to 

approve or reject project funding bids 
 continued involvement as the programme progresses, not just a couple of meetings at the start 
 a genuine belief amongst the programme team that the programme is better as a result, which 

translates into palpable respect for their patient colleagues and a sense of teamwork and 
partnership – we do not detect the power imbalance often inherent in patient involvement 
activities 

 
This is echoed by patients involved in this programme, when reflecting on previous involvement 
roles.  Patients spoke of a genuine sense of their experience, skills, input and the challenge that they 
bring being valued and used to inform the development and ongoing delivery of the programme. 
 

2.1.2 Strategic alignment  

The programme aligns very well with the NHS Long Term Plan’s focus on personalised care, and 
indeed has much insight to share with other parts of the regional system about what it really takes 
to offer personalised care.  Stakeholders highlighted two risks arising from the programme’s long 
track record in personalised care: 
 
 assumption that the programme activity is more embedded than it is – having been working on 

this agenda for a long time, there’s a risk that decision-makers will assume that the programme 
is fully embedded in business as usual and doesn’t need further support 

 competition – personalised care may not be new to the programme, but it’s the coming thing for 
many other parts of the system, and as such, everything will be repackaged as personalised 
care with a risk that the programme gets lost in the noise 

 
Our findings indicate that the programme’s objectives are not yet fully embedded into business as 
usual, and without continued support some aspects of the work will not sustain; some are not even 
fully off the ground yet.  Programme stakeholders accept that this kind of system change takes a 
long time, but expressed worries about how things continue beyond the current programme funding 
period. 
 

2.1.3 Sheffield  

Stakeholders expressed surprise and concern about Sheffield’s slow progress, especially given that 
it positions itself as a regional leader and innovator.   They acknowledged the challenging landscape 
in which the project team were trying to deliver the work, including: 
 
 Sheffield’s size and complexity of partnerships 
 a lack of buy-in from some senior stakeholders within the Trust, contributing to the slow adoption 

of new practices 
 challenges in achieving collaboration between community organisations 
 

2.1.4 Sequential delivery 

The Programme team asked whether we had found that localities took a sequential approach to 
delivery of the different aspects of the Recovery Package and risk stratification.  Theoretically, there 
are interdependencies and interaction between the different aspects of the Recovery Package and 
risk stratification, which could suggest an optimum sequencing of development and implementation.  
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However, the reality is that change rarely takes place in an optimal environment and is therefore 
rarely linear and seldom follows the theoretical plan.  What we have observed in the localities is more 
of a concurrent approach to development and implementation.  Whilst HNA has been the first 
element of the Recovery Package to be implemented in the majority of localities, largely supported 
by the introduction of new roles, the other aspects are progressing alongside each other.  There is, 
of course, flexibility in this approach, and focus shifts across each element as traction is gained or 
challenges are faced and resolved. 
 
As things stand at the moment, much of the groundwork required to ‘go live’ with the remaining 
aspects of the Recovery Package and risk stratification is in place.  We therefore expect to see the 
final elements fully implemented over the coming months in close conjunction with one another.   
 

2.1.5 The value of the programme approach 

The programme approach, and shared regional learning, continue to be critical enablers of the 
programme’s effectiveness.  We see a deepening of relationships and openness between locality 
partners, with rapid sharing of both positive and negative experiences, and increased peer support.  
This has expanded recently with the initiation of a regional Support Worker forum. 
 
Whilst the fieldwork for this interim report pre-dates the Covid-19 outbreak, we have remained in 
touch with the programme team during March and April. We note the rapid response from localities, 
with a commitment to preserve where possible the enhanced support offering to cancer patients 
during this challenging time.  Despite extensive operational pressures and significant changes to 
nursing roles and patient pathways during this time, project managers and Lead Cancer Nurses from 
the localities have continued to share their new plans and learning with the programme, to facilitate 
sharing amongst their peers.  We will explore these points in more detail once the localities shift into 
the recovery and renewal phase of their response to the outbreak, but for now consider that they are 
promising evidence of the strength of the regional programme approach, and the foundation it has 
built for prioritising personalised support. 
 
 

2.2 Consistent themes from localities 

 

2.2.1 Information technology  

IT development has acted as a significant barrier in several localities, across a number of different 
workstreams.  Project Managers have had to negotiate and compete with other Trust priorities to get 
the development time needed to build HNA reporting functionality, Treatment Summary clinical 
dictionaries and templates, and to build remote monitoring modules to support implementation of 
risk stratified pathways.  In several localities, access to IT developer time has been the limiting factor 
in implementation.  This is further compounded by the often-reactive approach to system 
development requirements.  Whilst sometimes this is necessary when responding to unanticipated 
development needs, the scope and nature of system development to support implementation could 
probably have been better defined and planned from the outset.  The ad-hoc nature of system 
development requests can be further affected when Trusts use a ‘batch’ approach to system 
development.  This essentially means that development work is done in phases, relying on a certain 
volume of development requests before proceeding rather than responding to individual requests. 
 
As well as the practical impact on implementation timelines for aspects of the Recovery Package 
and risk stratified pathways, the project management time taken to liaise with developers and resolve 
these challenges has been substantial, as has the stress this has created.  
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2.2.2 Integration of new roles 

New roles have been critical to the programme, but not all have had a smooth introduction either 
into their team or into the wider pathway.  In these instances, this bumpy landing has affected the 
speed with which the new staff have been able to settle into their roles and become productive. 
 
Integration into teams 

We have observed instances in two localities of CSWs or similar roles being recruited without the 
necessary planning and preparation in the team they are joining.  For example, a lack of clarity about 
who would be inducting and line managing the role, tumour site teams not having considered or 
planned how the role would work within their team, and no equipment or space available when the 
staff member started work.  This causes disruption for the team the person is joining, and also makes 
for a very difficult and unwelcoming start for someone who should become an integral part of the 
team. 
 
Pathways 

There are also examples of new roles being introduced without clear planning of how they will 
integrate with other roles within the pathway.  For example, the potential knock on effect of the TAPs’ 
role in Doncaster on the demand for HNAs by staff in the Macmillan Cancer Information and Support 
Service in Doncaster Royal Infirmary (DRI) and the Wellbeing Practitioners in Aurora.  It is not clear 
yet whether it might increase or decrease demand, or indeed have no impact at all, but there has 
been no forum to explore and agree how the roles might integrate. 
 

2.2.3 Ownership 

Ownership for project delivery still resides with the Project Managers and Lead Cancer Nurses in 
the localities.  For the most part, clinical teams have been willing participants in the change, but 
successful implementation continues to depend on proactive project management and Lead Cancer 
Nurse leadership.  This has become apparent recently in several localities, for example when a 
Project Manager or Lead Cancer Nurse has been off for an extended period, and discovered on their 
return that things had not continued in their absence, or when a team has told a Project Manager 
something was underway when in fact upon checking it wasn’t.   
 
This emphasises the risks highlighted in 2.1.2, about making the assumption that the programme’s 
work is embedded in business as usual.  All the time the ownership remains with one or two 
individuals in a Trust, it won’t embed. 
 

2.2.4 Cancer Care Reviews and the role of primary care 

We noted more progress being reported by locality teams in relation to Cancer Care Reviews in this 
round of the evaluation, with professional roles including Macmillan GP and Macmillan Primary Care 
Nurse encouraging changes in practice and approach, and supporting primary care colleagues to 
deal confidently with cancer patients and CCRs.  A number of CCGs are also providing contractual 
incentives or proactively monitoring activity in relation to the use of new CCR templates.  Whilst it’s 
early days, we also see promising messages in the patient survey, which point to patients having a 
positive CCR experience in primary care. 
 

2.2.5 Role progression for Support Workers 

A number of localities are considering how to provide role progression for CSWs in future, to support 
retention.  Project Managers and Lead Cancer Nurses are conscious that a number of their CSWs 
are planning a career in health and will be looking for progression over time.  We have also heard 
from some CSWs that the current limitation to career progression is the main drawback of the role.  
In some localities the roles will only be sustained at a higher banding, which also requires higher 
skills levels, which will require additional training and qualifications, such as a Foundation Degree.  
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In the shorter term, the discrepancy in banding across different localities (some CSWs are Band 3 
and some are Band 4) continues to be a concern, as a Band 3 experienced CSW may well be 
tempted by a Band 4 role elsewhere, with the Trust they leave having to start recruitment and training 
all over again. 
 

2.2.6 Change readiness 

The programme has targeted the three big tumour sites of Breast, Prostate and Colorectal, with a 
view to widening out to other cancers from this foundation.  Not all clinical teams within those three 
tumour sites share the same appetite and willingness to change their ways of working, and in some 
localities some of them have little control over certain aspects of the Recovery Package due to the 
local care pathway (eg treatment and discharge being managed from Weston Park hospital12).  
Where not all tumour site teams in a locality share the same degree of change readiness, we have 
observed Project Managers taking a pragmatic approach, working with the readiest and keenest 
first, to test and prove the concept before drawing in the other tumour sites.  We have also seen 
other tumour site teams express an appetite to get involved in the change process and, where one 
of the main tumour sites has not been able to progress, Project Managers have encouraged them to 
become part of the change work.  This harnesses a proven approach to change by contagion, where 
the early adopters’ successes influence others to get on board. 
 

  

 
12 Weston Park Hospital is a specialist cancer centre managed by Sheffield Teaching Hospitals Foundation Trust, the main 
tertiary centre in Sheffield.  Patients from other localities will go there for certain aspects of their treatment and care. 
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3 MEANINGFUL CONVERSATIONS AND THE 
NEEDS OF PEOPLE AFFECTED BY CANCER  

 
In this chapter, we explore the extent to which meaningful conversations are becoming embedded 
in the localities, and the themes emerging about the concerns and needs that people express during 
those conversations.  When we use the term meaningful conversation, we are reflecting the journey 
the programme has been on to embed personalised conversations about care and support, rather 
than focusing purely on a KPI of HNA completion.  Those meaningful conversations usually use the 
HNA as the underpinning framework.  Concerns captured in the HNA are split into five categories: 
physical, emotional, practical, family and spiritual concerns.  The table below provides examples of 
the types of concern that are included in each category. 
 

Physical Emotional Practical Family Spiritual 

Tired exhausted 
or fatigued 

Worry fear or 
anxiety 

Money or finance Partner Meaning or 
purpose of life 

Sleep problems Thinking about 
the future 

Transport or 
parking 

Children Faith or 
spirituality 

Eating appetite or 
taste 

Sadness or 
depression 

Taking care of 
others 

Other relatives or 
friends 

Feeling at odds 
with my culture 
beliefs or values 

 
The chapter also explores the actions that are taken to address those needs.  This is presented at a 
programme level using all the HNA data provided by each locality, with additional commentary on 
differences at tumour site and locality level. 
 
As well as understanding more about the range of expressed needs and concerns, their severity and 
the actions taken to address them, we have used the HNA data to explore how needs and concerns, 
severity and actions might be different in different contexts, including: 
 
 the organisational setting where the meaningful conversation takes place (clinical or non-clinical 

as described in the table below) 
 the point in the cancer pathway that the conversation takes place 
 the role of the person with whom the person has the conversation  
 
Each locality offers meaningful conversations in different settings, some of which are more clinical 
than others.  Within these settings, staff have different roles, for example CSWs and CNSs are part 
of the clinical team structure whilst Macmillan Cancer Information and Support Service staff are part 
of a non-clinical service.  The evaluation seeks to understand whether there are differences in the 
conversations and outcomes in different settings.  For reference, the table below summarises the 
features of the different locality approaches, with a shorthand either of clinical or non-clinical setting. 
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Locality Staff carrying out HNAs Where they are based 
Shorthand 

used 

Barnsley CNSs and CSWs Clinical teams Clinical  

Bassetlaw 
(Aurora) 

Wellbeing Practitioners 
and Care Navigator 

Community-based resource centre Non-clinical 

Doncaster (DRI) CNSs and TAPs Clinical teams Clinical  

Doncaster 
(Macmillan 
CISS13) 

Support Worker 

Macmillan Cancer Information and 
Support Service, based in hospital 
but not in clinical team structure; 

staff employed by Community NHS 
Trust  

Non-clinical 

Chesterfield CNSs and CSWs Clinical teams Clinical  

Rotherham CNSs and CSWs Clinical teams Clinical 

Sheffield CNSs and CSWs Clinical teams Clinical  

Wakefield CNSs and CSWs Clinical teams Clinical 

 
The locality chapters later in the report (Chapters 7 to 13) include a summary of each locality’s HNA 
data.  
 

3.1 In summary 

 
Overview 

 in clinical (acute) settings, HNAs are most frequently performed at diagnosis (29%), end of 
treatment (39%) and in some cases, during treatment (13%) 

 in non-clinical settings, the distribution of when HNAs are performed is more even 
 
Concern 

 81% of HNAs identify at least one concern 
 HNAs with at least one concern identify an average of 5.7 concerns 
 generally, the later in the pathway, the more concerns are raised (eg average of 3 at diagnosis, 

compared to an average of 5.2 at end of treatment) 
 physical concerns (49% of all concerns) are most frequent, followed by emotional (27%) and 

then practical concerns (17%)  
 practical concerns are more frequent at prehabilitation, follow-up and in the transition to 

palliative care 
 the top five concerns are similar irrespective of tumour site:  

• tiredness, exhaustion or fatigue 
• worry fear or anxiety 
• money or finance 
• sleep problems 
• thinking about the future 

 within every tumour site’s top ten concerns, there are one or two tumour-site-specific concerns 
too 

 
Severity 

 frequency does not necessarily predict the severity of a concern; severity scores ranged from 
4.2 to 6.8 out of 10 depending on type, with emotional and family concerns being most severe 

 
 
 

 
13 Stands for Cancer Information and Support Service. 
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Actions 

 there is wide local variation in the number of actions per HNA, and no obvious explanation for 
this 

 in most localities there are fewer actions than concerns on average, and again no obvious 
explanation for this  

 information provision and discussion account for half of actions taken although it varies locally 
 multiple action types are used to address most concerns, with the exception of: 

• weight concerns – advice only 
• eating, appetite or taste concerns – discussion or advice only 
• sleep problems – mainly information but sometimes discussion 

 severity of a concern does not influence the type of action taken 
 86% of HNAs lead to production of a care plan, which patients report is useful for them to refer 

back to 
 
Differences in setting 

 two localities offer HNAs in a non-clinical setting, Bassetlaw in the Aurora Centre and Doncaster 
MCISS  either in the CISS  or at home 

 non-clinical settings provide HNAs to people at a broader range of pathway stages  
 non-clinical settings offer HNAs to people with any tumour site 
 the average number of concerns identified per HNA ranges from 4.2 to 8.2 across the different 

localities, with clinical settings accounting for both the highest and lowest  
 the proportions of different concern types identified in non-clinical settings differ from clinical 

settings; for example, physical concerns are more frequently identified in a clinical setting 
whereas emotional and practical concerns are more frequently identified in non-clinical settings 

 there is variation in the most commonly taken actions across some localities.  For example, 
across four localities (three with delivery in a clinical setting and one with non-clinical setting) 
discussion and referral are the two most common actions; in the other locality delivering in a 
non-clinical setting, information and referral are the most common action types 

 

3.2 HNA activity 

 

3.2.1 Numbers and tumour sites 

There are 13,273 new cancer diagnoses a year14 in the localities covered by the programme, of 
which 4,985 are in the programme tumour sites, as shown in the table below. 
 

Locality 
Total 

incidence 

Prog 
tumour 

site 
incidence 

Breast 
Colo-
rectal 

Prostate 

Barnsley 1385 481 190 152 139 

Bassetlaw  749 318 123 88 107 

Doncaster  1841 693 268 190 235 

N Derbyshire & Hardwick (Chesterfield) 2543 1021 492 246 283 

Rotherham 1651 645 264 183 198 

Sheffield 3038 1075 453 318 304 

Wakefield 2066 752 279 222 251 

Total 13273 4985 2069 1177 1517 

 
14 Incidence data from 2017, supplied by LWABC programme analyst. 
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1,953 HNAs have been recorded, predominantly from the three programme tumour sites. All 
localities except Wakefield15 provided detailed HNA data.  
 
We have HNA data for different time periods for each locality, due to different HNA implementation 
dates.  The table below summarises HNA activity in each locality16. 
 

Locality From To 
Total 
HNAs 

Programme 
tumour site 
HNAs 

% 
programme 
tumour site 

HNAs 

Barnsley Sep-19 Dec-19 80 75 94% 

Bassetlaw (Aurora) Apr-18 Nov-19 519 244 47% 

Doncaster (DRI) Oct-18 Sep-19 329 301 91% 

Doncaster (Macmillan 
CISS17) 

Jul-18 Mar-1918 134 66 49% 

Chesterfield May-18 Dec-19 311 206 66% 

Rotherham Jan-19 Dec-19 481 455 95% 

Sheffield Jul-19 Dec-19 99 92 93% 

Wakefield Apr-17 Sept-19 2,705 
(not broken 

down by 
tumour site) 

N/A 

 
In Doncaster Macmillan Cancer Information Service and Bassetlaw more than half of HNAs were 
from non-programme tumour sites.  These two sites are the non-clinical settings within the 
programme and provide on-demand services to all people affected by cancer, which probably 
explains the broader spread of tumour sites. 
 
25 patients were recorded as declining the offer of an HNA.  Whilst the number of declines was small 
across all localities, Doncaster MCISS  accounts for more than half of them (14).  However a degree 
of caution is advised as we do not know for certain the extent to which all declines are being 
consistently recorded. 
 
At a programme level, Breast cancer patients account for more than half of programme tumour site 
HNAs, and 44% of those recorded overall, as shown in Figure 1.   
 
  

 
15 The Trust is still developing the system functionality to extract and report on HNA activity. 
16 The data presented in the first interim report was a combination of self-reported data on total HNAs from some localities 
and actual eHNA data extracts from some.  The self-reported data included HNAs completed but not recorded on the 
eHNA or local system, therefore the numbers presented in the first interim report were higher than the actual numbers now 
presented. 
17 Stands for Cancer Information and Support Service. 
18 eHNA data for the period beyond March 2019 was not received by the cut-off date for analysis, and is therefore not 
included in this report. 
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Figure 1 – Breast patients account for more than Urology and Lower GI patients combined 

 
N=1,898 

 
Rotherham and Doncaster both had a much higher proportion of HNAs from Breast patients, 
combined with high numbers of HNAs contributing to the dataset, which largely explains the 
dominance of Breast cancer patients in the sample.  These high proportions of Breast HNAs are due 
early adoption by the Breast team in Rotherham and team capacity before the TAPs were recruited 
in Doncaster.  
 
Other locality differences were as follows: 
 
 Barnsley – Urology noticeably higher than the programme level average at 35%  
 Bassetlaw and Doncaster MCISS  – much higher proportion of non-programme tumour sites, 

as already discussed, due to both being non-clinical services available to all people affected by 
cancer 

 Chesterfield – fairly even split across the three programme tumour sites and other tumour sites 
 Sheffield – Lower GI accounts for majority of HNAs (53%) and Urology accounts for a very small 

proportion (3%)   
 

3.2.2 Age 

The majority of people receiving an HNA are aged 55 or over.  Figure 2 below shows the distribution 
for all tumour sites. 
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Figure 2 – Over half of patients receiving an HNA are 65 or over 

 
N=1,952 

 
The age profile is similar across localities, but with higher proportions of older patients (65+) in 
Barnsley, Chesterfield and Doncaster MCIS. 
 
As shown in the figure below, the age distribution largely reflects the age profiles of the different 
tumour sites:  Breast and Lower GI have a wider distribution, with Breast having a lower age profile 
overall, whilst Urology is skewed towards the 65-84 age group.  
 
Figure 3 – The age profile reflects that of the different tumour site patient population 

 
 

3.2.3 Gender 

More women than men have received HNAs across the programme as a whole, with a 67%:33% 
split.  This is largely driven by the higher proportion of HNAs recorded for Breast patients. 
 
Two localities differ from this pattern: Chesterfield and Doncaster MCISS  both have a more even 
distribution of HNAs between men and women.  Both localities had a more even distribution of HNAs 
across tumour sites, which has led to this levelling up.   
 

3.2.4 Pathway stage 

The figure below presents the programme level analysis of when patients in the three programme 
tumour sites receive their HNA.   
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Figure 4 – Breakdown of pathway stage when HNA undertaken for the three programme tumour sites 

 
N=1,309 

 
There is local variation in the pathway stage at which patients are offered an HNA, and variation 
between different tumour sites in the same locality.  This is the result of patient engagement and 
team experimentation to determine the most appropriate time to offer the HNA.  We present and 
discuss these differences in the locality chapters (Chapters 7 to 13), but in summary the notable 
themes are:   
 
 non-clinical settings (Bassetlaw and Doncaster MCIS) deliver HNAs across a wider distribution 

of pathway stages, most likely reflecting the diversity of their services users’ tumour sites and 
pathway stages  

 HNAs delivered in an acute clinical setting tend to be at one or two stages in the pathway, 
although these stages will differ for each tumour site 

 Breast HNAs most commonly take place at the end of treatment 
 Urology HNAs most commonly take place at initial diagnosis or during treatment  
 Lower GI HNAs most commonly take place at initial diagnosis, during treatment and follow up  
 
It is important to note that some stakeholders have highlighted a degree of subjectivity in the coding 
of these pathway stages, as HNAs sometimes take place at transition points – for example between 
diagnosis and starting treatment (often a matter of days between the two), and ending one stage of 
treatment (surgery) and starting another (chemotherapy).  Therefore, the pathway stage at which 
the HNA takes place is open to some interpretation. 
 

3.2.5 Professional completing the HNA 

Four of the seven sites providing HNA data recorded the job role of the person conducting the HNA, 
and in those sites completion rates varied from 5% to 95%.  The data therefore does not reflect the 
whole HNA dataset, and accounts for only 19% of completed HNAs.  Based on the available data, 
the majority of HNAs were completed by Support Workers and, in the case of Bassetlaw, community-
based key workers. 
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Figure 5 – The majority of HNAs have been conducted by Cancer Support Workers 

 
N=375 

* All of these related to HNAs completed at Bassetlaw (Aurora).  The role at Aurora is called 

Wellbeing Practitioner, but the nearest option within the eHNA system is Community – key worker. 

 
There are some differences across the localities, mainly reflecting when CSWs were recruited and 
where there have been CSW absences.   
 

3.3 Concerns raised 

 

3.3.1 Numbers of concerns 

81% of all HNAs identified one or more concerns, though this figure varied between localities, as 
shown in the figure below. 
 
Figure 6 – The proportion of HNAs that identify at least one concern varies between localities 
HNAs in non-clinical settings almost always generated at least one concern 
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Amongst those HNAs with one or more concerns recorded, the average number of concerns was 
5.7.  Whilst the average varies between localities, there is no discernible pattern to the variation.  For 
example, acute clinical settings account for both the lowest and highest average number of concerns.   
 
When looking at the different points in the pathway at programme level, there appears to be a trend 
of the average number of concerns increasing as patients progress on their treatment journey, as 
shown in the figure below.  
 
Figure 7 – The average number of concerns per assessment appears to increase as patients progress 
along the pathway 

 
N=1309 
 
When looking at this for each of the three programme tumour sites there are some differences, as 
shown in Figure 8.  However, some of these differences are also associated with very small sample 
sizes so may not be reliable. 
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Figure 8 – Concern patterns in Urology look quite different to in Breast and Lower GI  
Lower GI patients have the most concerns when they reach follow-up 

 
N=1309 

 

3.3.2 Types of concern 

The pattern of types of concern reflects our findings from the first interim report, with Physical 
concerns being the most common, followed by Emotional and then Practical.  This pattern, shown 
in the figure below, is mirrored at tumour site level. 
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Figure 9 – Physical concerns are the most commonly identified, followed by emotional concerns 
 

 
 
 
When looking at concerns raised at different stages of the pathway, the pattern continues with the 
following exceptions: 
 
 Follow-up and Transition to Palliative Care – Physical concerns are the most common, however 

this is followed by Practical concerns, and then Emotional concerns 
 Prehabilitation – Practical concerns are the most frequent (45%) followed by Physical and 

Emotional (18% each), but note this is from a very small sample 
 
Acute clinical settings in different localities follow the same pattern.  However, the two non-clinical 
settings (Bassetlaw and Doncaster MCIS) show notable variations as shown below.  
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Figure 10 – Doncaster MCISS  and Bassetlaw have different concerns pattern compared to other 
localities  

 
 
We can see that emotional concerns are the most common concerns identified in Bassetlaw HNAs.  
The most common concerns identified in Doncaster MCISS  HNAs are physical, but the next most 
common concerns are practical.   There are a number of possible explanations for these differences: 
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 the background and experience of each organisation and their staff leads to greater 
identification of emotional or practical concerns 

 CNSs have already dealt with initial Physical concerns during an appointment with patients 
before referring or signposting to a non-clinical setting, therefore they come up less frequently 
in non-clinical HNAs 

 the non-clinical nature of the setting may simply encourage patients to think about other 
concerns rather than the physical; they may be more apt to think about physical concerns when 
in a clinical setting and surrounded by clinical staff, even if the member of staff doing the HNA 
is non-clinical 

 
We analysed the detailed concerns contained within the top-level concern categories, to identify the 
top 10 concerns being raised by patients.  Figure 11 presents the top 10 detailed concerns at a 
programme level and also for each of the three programme tumour sites.   
 
Figure 11 – The most common concerns in each tumour site are very similar 
 

Key: 

 Physical concerns Emotional Concerns Practical Concerns Family Concerns 

 
# Total Lower GI Urology Breast 

1 
Tired exhausted or 
fatigued 

Tired exhausted or 
fatigued 

Tired exhausted or 
fatigued 

Tired exhausted or 
fatigued 

2 Worry fear or anxiety Worry fear or anxiety Money or finance Worry fear or anxiety 

3 Money or finance Money or finance 
Moving around 
(walking) 

Sleep problems 

4 Sleep problems Pain or discomfort Worry fear or anxiety Money or finance 

5 
Thinking about the 
future 

Thinking about the 
future 

Uncertainty 
Thinking about the 
future 

6 Uncertainty 
Eating appetite or 
taste 

Thinking about the 
future 

Hot flushes or 
sweating* 

7 
Eating appetite or 
taste 

Constipation* Passing urine* Pain or discomfort 

8 Pain or discomfort 
Moving around 
(walking) 

Eating appetite or 
taste 

Uncertainty 

9 
Sadness or 
depression 

Diarrhoea* Partner My appearance* 

10 Partner Sleep problems Sleep problems 
Sadness or 
depression 

 
The top five concerns in each tumour site are broadly similar, with some difference in ordering.  
Amongst the remining five, we see one or two tumour site-specific concerns (marked with a *) for 
each tumour site.   
 
The concerns set out in Figure 11 illustrate the important point that physical concerns do not 
necessarily equate to clinical concerns.  Whilst they are physical in nature, most of those listed would 
not need a clinical intervention to resolve.  Furthermore, some of the concerns are categorised as 
physical but may also contain an emotional component.  
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3.3.3 Concern severity 

Patients rate the perceived severity of each concern from 1-10 (with 10 being the most severe).  
Figure 12 provides a breakdown of the average severity score against each of the top-level concerns, 
which shows that frequency is not necessarily a predictor of severity.  
 
Figure 12 – Whilst physical concerns are the most common, they are not the most severe 

 
 

We analysed the data in more detail to see whether severity scores were widely spread or clustered 
around the mean.  We found that severity scores ranged from 1 to 10 for all categories, but in the 
case of physical, emotional, practical and family concerns severity scores were relatively clustered, 
with the mean being a reliable indicator of severity score trends. Scores for spiritual concerns on the 
other hand were much more scattered through the scoring range.  
 
There are no notable differences in this pattern at different stages in the pathway. 
 
We do not have data to compare whether severity scores change with time, such as from first HNA 
to follow-up HNA.  It is not clear at this stage whether it will be possible to extract this data in future.  
 

3.3.4 Changes in concerns over time 

We were able to identify 20 patients as having had two HNAs at separate points on the pathway.  
Within that small sample, 11 patients had fewer concerns at their second HNA, 7 had more and 2 
had the same. 
 
Average severity scores increased from 4.3 at the first HNA to 6.3 at the second. 
 

3.4 Addressing concerns 

 
We have data about the actions taken to address concerns from all localities except Sheffield (and 
Wakefield, for reasons previously described).   
 

3.4.1 Numbers of concerns 

At a programme level the average number of actions per HNA, where at least one concern has been 
identified, is 3.8.  This is lower than the average number of concerns.  There are notable differences 
across the localities as Figure 13 demonstrates. 
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Figure 13 – The average number of actions per assessment with concern(s) varies between localities 

 
 
In all localities except Bassetlaw, the average number of actions is lower than the average number 
of concerns raised per HNA.  This suggests that a single action is being used to address multiple 
concerns, or that some concerns do not need actions, or that the person completing the HNA is 
unable to identify actions to address some concerns. 
 
There is no clear difference which we can attribute to the presence or absence of a central hub in a 
locality. 
 

3.4.2 Actions taken 

There are five categories of action in the HNA system, plus ‘other’.  Macmillan does not have a fixed 
definition for each of these, but the examples below illustrate the types of action in each category: 
 
 Information – provision of written or verbal information about an issue or service  
 Referral – making a referral to another service; this involves the practitioner providing 

information to the other service about the patient and asking them to make direct contact with 
the patient to follow-up 

 Discussion – discussion of an issue with a patient, that resolves the issue and doesn’t require 
other action 

 Signpost – informing a patient about a service to which they would self-refer, and encouraging 
them to do so  

 Advice – advising a patient to take a particular action to resolve their issue 
 
It should be noted that Macmillan is aware that these action types can be subject to interpretation by 
the practitioner completing the HNA.  This is something we have noted in other evaluations too. 
 
Figures 14 and 15 below show the distribution of the different action categories at programme and 
locality levels. 
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Figure 14 – Provision of information and discussion account for half of all actions taken 

 
N=6,024 
 
 
Whilst Information comes out on top as the most common action following an HNA, Referral and 
Discussion follow closely behind.  The pattern differs at a locality level, as shown in the figure below.  
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Figure 15 – There are some notable differences in the most common action across different localities. 

 
When comparing across the different localities, Discussion is by far the most the common action 
taken across most localities.  The exceptions are Bassetlaw, where Information is most common, 
and Rotherham, where Advice is the most common action.  It should be noted that Bassetlaw has a 
much higher volume of actions compared to other localities, and therefore influences Information 
being the most common action at a programme level.  
 
The findings suggest that setting (clinical or non-clinical) has an influence on most common types of 
action.   
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3.4.3 Top concerns and corresponding actions 

We were interested in exploring whether particular concerns led to particular types of action. We 
mapped the top ten concerns that generated each of the five action types, and found that most of 
the same concerns appeared in the top ten for each type of action.   
 
There were also a small number of concerns where only one or two types of action were used:  
 
 changes in weight were addressed using Advice only 
 eating, appetite or taste concerns were addressed with either Discussion or Advice  
 sleep problems were mostly addressed with Information, but Discussion was also sometimes 

used  
 
Where a concern has been addressed using multiple different actions, there is no pattern indicating 
that severity influences type of action used.   
 
We also explored whether there were any particular characteristics of patients that received a referral 
action as a result of their HNA.  The findings in terms of age, gender and tumour site reflected the 
overall programme patient profile. 
 

3.5 Care plans 

 
84% of all HNAs resulted in a care plan being produced (based on HNA records with a care plan 
date entered).  Figure 16 provides a breakdown across the localities. 
 
Figure 16 – Most HNAs result in a care plan  

 
 

All localities, with the exception of Bassetlaw, match or are above the programme average.  
However, we know from the first interim report that Bassetlaw were not consistently completing the 
care plan date field, which led to underreporting the actual position.  The team have since gone back 
as far as April 2019 to update records and cleanse the data.  Based on their HNA data from April 
2019 onwards, this would increase their proportion of HNAs with a care plan produced to 90%, which 
increases the programme level to 88%.   
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Similarly, we have not included Rotherham’s data in the above.  In examining their HNA data it 

appears that the ‘care plan date’ field has only started to be more consistently completed since 

November 2019.  Presenting this on the basis of the data provided would have suggested that only 

7% of HNAs resulted in a care plan being produced, however when considering data from November 

2019 onwards the proportion of HNAs with a care plan produced would be 43%. 
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4 PATIENT EXPERIENCE AND OUTCOMES 
 
This chapter is informed by the programme patient survey distributed by Barnsley, Mid Yorkshire 
and Rotherham localities, responses to a locally designed cancer patient experience survey 
distributed in Chesterfield, and interviews with 32 patients from 7 localities.  We have also drawn on 
the findings of our interviews with 26 patients at the first interim stage where appropriate. 
 

4.1 Survey responses 

 
We designed a patient survey for each locality to distribute locally to patients approximately six 
months after their diagnosis.  Currently Barnsley, Mid Yorkshire and Rotherham are using the survey, 
and their response rates are shown below. 

 
Figure 17 – Patient survey response rates 

Locality Surveys sent Responses received Response rate 

Barnsley 157 74 47% 

Mid Yorkshire 172 108 63% 

Rotherham 73 48 66% 

 
 
In addition, Chesterfield Royal Hospital Trust had recently approved a locally designed cancer 
patient experience survey for quarterly distribution.  As this survey was already in place, it was not 
appropriate to distribute the programme survey too.  Some of the questions in the Chesterfield survey 
are similar to questions in the programme survey, although not exactly the same – it was therefore 
not possible to merge the responses with programme survey responses.  However, they are similar 
enough to include a commentary on similarities and differences in Chesterfield responses alongside 
the programme level analysis below.  
 

4.2 Experience of meaningful conversations (HNA19) 

 
Most survey respondents (78%) and most interviewees reported having the opportunity to talk with 
someone about their support needs, concerns and worries. This varied across localities, with 84% 
of Mid Yorkshire patients having the opportunity of a conversation, whilst the proportion was 70% 
amongst Barnsley and Rotherham patients.  As HNA is still being rolled out, we would not expect 
100% of respondents to have had a meaningful conversation at this stage in the programme. 
 
In Chesterfield, respondents were asked whether they had been offered an HNA specifically.  On 
average 34% of respondents said yes, but the proportions were lower in the three programme tumour 
sites (Breast 29%, Colorectal 30% and Urology 27%) than in other tumour sites.  This probably 
reflects the challenges with CSW absence and turnover during 2019. 
 
Most respondents had their first conversation with their CNS, but those that reported having a second 
conversation had them with a broader spread of professionals and volunteers.  These patterns were 
consistent across tumour sites.  Rotherham had the highest proportion of patients (28%) having their 
first conversation with a CSW, also reflected in the lowest proportion having their first conversation 
with their CNS (61%).  Barnsley had the highest proportion of patients having their first (18%) and 

 
19 We use HNA as a shorthand for meaningful conversation, especially in the figure legends in this section, to aid 
readability. 
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second (20%) conversations with someone from the Macmillan Cancer Information and Support 
Service20.   
 
In all three localities, survey respondents rated the conversations highly across a number of different 
dimensions, as shown in the figure below.   
 
Figure 18 – Respondents found the conversations very supportive and helpful in addressing their 
needs 
(1 is completely disagree and 10 is completely agree) 

 
 
93% of those receiving an HNA in Chesterfield said they found it useful. 
 
We also analysed the responses based on the role of the person that had the meaningful 
conversation with the patient.  The findings from this suggests that there is very little difference 
across most roles with all statements being rated consistently high.  Those that reported having a 
meaningful conversation with someone in a ‘navigator role’ did rate the statements below that of the 
overall averages (scores mainly around 7 out of 10), though this was based on a sample of only two 
respondents 
 
Interviewees who had had an HNA conversation reported that it was very helpful in giving them 
space to raise and discuss the issues that were concerning them and ask questions they needed 
answers to.  Whilst a number reported that they already felt well-informed as a result of their post-
diagnosis conversations with their CNS, they found the structured conversation a valuable pause to 
reflect and raise things that were worrying them.  They made the point that, even though they 

 
20 Barnsley does not have a Macmillan Cancer and Information Support Service in the locality.  It may be that these 
respondents are referring to the (non-Macmillan) Cancer Information and Support Centre at Weston Park in Sheffield, 
which many patients attend for Oncology treatment. 
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received all the relevant information when they received their diagnosis, the circumstances and 
stress of that situation meant that they didn’t recall everything they had been told.   
 

“It’s all such a blur and so much to think about, you really 

don’t remember much detail – just the headlines”  “My overriding thoughts were about whether or not I was 

going to die.  I didn’t process much else until I knew I wasn’t, 

and it all started to sink in” 

 
Some patients also said they were very conscious of the limited time available in their clinical 
appointments and therefore tended to prioritise what they discussed.  The HNA conversation was 
an opportunity to raise issues and questions that may have already been covered and not 
remembered, or that they did not have time to talk about previously.  Furthermore, that this type of 
support that explored their needs more widely gave them great reassurance, and enhanced the 
experience of the care and support they had received. 
 

“She made me feel like there was all the time in the world, 

and that nothing was off limits; we even talked about things I 

hadn’t planned to raise” 

 
Whilst most programme survey respondents agreed strongly that they came away with a plan of 
what to do next, the survey responses suggest that this did not necessarily always take the form of 
a care plan as only 49% of respondents said they received a care plan.  In Chesterfield, care plans 
were more common, with 67% of survey respondents receiving a care plan.  Patients who had 
received a care plan commented in interviews about the value of having a written plan to re-refer to 
over time, others however, could not remember whether they had received one or not. 
 
55% said they were signposted or referred to other services as a result of their conversation, but this 
varied between locality, from 47% in Mid Yorkshire to 61% in Barnsley and 69% in Rotherham.  In 
Chesterfield respondents were asked if they were signposted to the Macmillan Cancer Information 
and Support Service, and 73% said yes. 
 
These signposting and referral rates are higher than noted in the HNA data in Chapter 3.  We are 
aware that, in Mid Yorkshire, patients are commonly referred or signposted to the Macmillan Cancer 
Information and Support Centre and that in Rotherham most patients receive an opt-out referral to 
the Macmillan Advocacy Service.  However, the Advocacy Service then contacts patients directly, 
which may influence whether the patient remembers the referral. 
 

4.3 Experience of care and support 

 
We asked survey respondents to rate a number of aspects of the care and support they had received 
in general (both from the hospital and from community organisations).  The average ratings were 
very positive, but interestingly they were notably higher amongst those who had had a meaningful 
conversation, as can be seen in the figure below. 
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Figure 19 – Respondents that had a meaningful conversation (HNA for shorthand in the figure) rated 
their care and support more highly 
(1 is completely disagree and 10 is completely agree) 

 
* Only 11 respondents for those without HNA in this case, and 98 for respondents with HNA. 
Respondents that didn’t know or remember about having and HNA are included in ‘all respondents’ only. 
 
The sample of respondents that did not have an HNA is much smaller than that of respondents that 
had an HNA.  However, they do account for 13% of all respondents.  We aim to increase the survey 
responses for the final report, which should generate larger sample sizes for both. 
 
The pattern shown in the figure is consistent across all three localities, although the differences are 
less pronounced in Mid Yorkshire than in Barnsley and Rotherham.  Results were consistent across 
the different job roles with whom respondents had their meaningful conversation. 
 
In Chesterfield, respondents were asked if they received adequate information on the emotional and 
financial support available.  77% responded yes to emotional support and 43% responded yes to 
financial support. 
 
Interviewees confirmed this positive experience of care and support – not only in terms of receiving 
the right kind of advice and information but in terms of the way it was delivered.  Patients consistently 
reported that they knew who they would contact for different queries and issues.  They consistently 
praised the compassionate care they received from CNSs and CSWs, and the level of commitment 
they showed to supporting patients. 
 

“She would help you with anything at all, and explain things 

in a way you could understand” 

 

“They were a lifeline.  You do feel like they’re friends as 

they are so compassionate and friendly” 
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Likewise, we heard positive experiences of the support provided and the support staff in non-clinical 
settings, such as in Macmillan Cancer Information and Support Services and community-based 
services (Aurora and Volunteer Advocacy Service). 
 

“They were absolutely brilliant, so friendly and supportive, 

I can’t sing their praises enough.” 

 

“It’s a place I like, it’s a totally different type of support but 

really good.” 

 

“It has been a one-stop shop for us; it’s made life so much 

easier.” 

 

“They are amazing – they know of so many services and 

things that can help you.” 

 

“The services and activities are great, but really it’s all down 

to the people running it – they listen and they care.”  

4.4 Impact on quality of life 

 
78% of respondents said the care and support received had made a positive impact on their quality 
of life.  This was broadly consistent across the three localities, with average responses ranging from 
73% to 82%. 
 
Again, a much higher proportion respondents who had a meaningful conversation answered this 
positively than those who didn’t.  However, again we must note the much smaller sample of 
respondents who did not. 
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Figure 20 – respondents who had a meaningful conversation were more likely to experience a positive 
impact on their quality of life from the care and support received  

 
 

4.5 Care coordination 

 

At the first interim stage we noted some improvements in care coordination across secondary care, 
as well as some continued difficulties with it, especially when patients are receiving treatment across 
different Trusts or different departments.  Our most recent findings indicate further improvement in 
care coordination and that this is becoming a more consistent theme – presumably because of the 
increase in CSW roles across the programme.  From chasing results and appointments, to ensuring 
appointments are coordinated and aligned to minimise visits to the hospital, we heard that CSWs 
are demonstrating a commitment to smoothing patients’ journeys.  One case that illustrates this 
involved a CSW walking a hard copy referral letter round to another department after several 
previous referrals had gone astray.  The referral in question was for a procedure that was crucial to 
the patient’s physical and psychological recovery, and the delay was causing the patient significant 
distress.  The CSW used their judgement and took practical action to ensure the referral wasn’t lost 
again. 
 
A small number of interviewees were experiencing a recurrence or were receiving long term 
treatment, and therefore could recall the coordination of care and support before the CSWs were in 
post.  They reported ‘hit and miss’ experiences of leaving answerphone messages in the past, 
contrasted with rapid response now the CSWs were in post, and feeling now that someone was ‘on 
the case’ ensuring that referrals and test results were chased, whereas in the past they may have 
got lost or delayed in the system. 
 

4.6 Self-management and activation 

 
One of the core purposes of the Recovery Package is to enable people affected by cancer to 
confidently manage their condition.  Survey respondents indicated strong agreement with statements 
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relating to self-management and activation, and again those who had had a meaningful conversation 
about their needs showed higher scores, as illustrated in the figure below. 
 
Figure 21 – Respondents that had a meaningful conversation (HNA for shorthand in the figure) showed 
higher levels of activation and confidence to self-manage 
(1 is completely disagree and 10 is completely agree) 

 

 
 
This pattern is consistent across all three localities, although some of the differences are less 
pronounced in Rotherham than in Barnsley and Mid Yorkshire.  There was also a high degree of 
consistency in ratings when comparing the different job roles of those conducting the meaningful 
conversation with the patient. 
 
Interviewees that had accessed community support as a result of signposting and/or referrals 
following their HNA reported feeling more confident that they would be able to cope going forward. 
Opportunities for peer support have also been useful, in enabling people to share both practical and 
emotional issues with people in the same situation and motivating each other to move forward.   
 
A peer support group member said: 
 

“Being able to support others, especially newly diagnosed, 

is important. Helping them realise life will be different, but you 

can still live.” 
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However, our feedback from patients suggests that even without signposting or referring to additional 
support, the same benefits can be realised.  For many patients, just the chance to discuss how they 
are feeling and what matters to them, or receiving advice and additional information can play a key 
role in supporting patients to self-manage, understand their own needs and how to address them.  It 
is important that these forms of action are not undervalued in terms of the difference it can make for 
patients.  Importantly, even where signposting or referral activity does not take place, patients report 
still being made aware of different services and support available to them, and how to access them 
should they need to in the future. 
 
On average, most respondents (81%) hadn’t attended any health and wellbeing activities, despite 
two thirds having completed their treatment.  However, there were notable differences in this trend 
between localities, as shown in the figure below, with 30% of Barnsley respondents attending a 
health and wellbeing activity.  There were also notable differences in attendance rates between 
respondents who had had an HNA and those who hadn’t.  The figure below shows both locality and 
HNA differences.  
 
Figure 22 – A higher proportion of Barnsley respondents attended a health and wellbeing activity than 
in other localities 
In Barnsley and Mid Yorkshire, more respondents who had an HNA attended a health and wellbeing 
activity  

 
 
 
 
The most common activities amongst those that had attended were Health and Wellbeing Event, 
Moving Forward course and Physical Activity course. 
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4.7 Support in primary care 

 
48% of respondents had seen their GP or Practice Nurse in the preceding ten weeks, and 39% 
reported having an appointment in primary care to discuss their cancer treatment and ongoing 
needs.  We cannot be absolutely certain those appointments to discuss treatment and ongoing 
needs were Cancer Care Reviews, but the answers to the questions in the surveys do suggest that 
they were.   
 
Those that had seen their GP or Practice Nurse rated the support they received highly, as shown in 
the figure below.   
 
Figure 23 – Respondents rated support from their GP practice positively 
(1 is completely disagree and 10 is completely agree) 

 
n=80-85 

 
The scores are slightly lower (though still positive) in relation to consequences of treatment and 
longer-term side effects – two of the aspects that are known gaps in primary care which the 
Treatment Summary seeks to address. 
 
Interviews revealed a mixed experience of primary care, but most negative experiences related to 
delayed or missed diagnoses, rather than post-diagnosis support.  In the latest round of interviews, 
around half of interviewees reported being contacted proactively (by letter or telephone call) and 
promptly by their GP after their diagnosis, to offer support and invited them for an appointment.  In 
these instances, patients described having a meaningful discussion about their circumstances, 
needs and how their GP practice could support them.  In a few instances, patients also reported 
having made an appointment with their GP for an unrelated matter, but during the appointment their 
GP instigated a discussion about their cancer and explored their concerns and needs.  There were 
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a small number of reports of clumsily handled CCR appointments, where GPs didn’t explain the 
purpose well, but overall our findings were positive. 
 

4.8 Other sources of support 

 
We asked respondents where else they might have gone for support if they hadn’t had the 
opportunity for a meaningful conversation with their team.  Most would have sought support from 
their partner and/or their GP. 
  
Figure 24 – Most respondents might have relied on their partner or gone to the GP if they hadn’t been 
able to talk about these things with the team. 

 
N=173 
 
The trend is similar across the three localities, except in Rotherham where only 49% would have 
looked to their partner.   
 

4.9 Survey respondent demographics 

 
 99% of respondents said their ethnicity was white 
 100% identified as heterosexual  
 97% had been diagnosed in the last 12 months, which reflects the criteria for selecting patients 

for the survey. 
 29% were mid-treatment, and 49% had completed their treatment but were still having follow-

up appointments 
 76% lived with their partner or spouse 
 37% had a long-term condition or disability in addition to their cancer 
 30% were in employment (full or part time) 

 
 
Different localities had different proportions of male and female respondents, as shown in the 
figure below.  
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Figure 15 – Gender balance varied by locality 
The higher proportion of female patients in Rotherham is consistent with a majority of respondents 
having Breast cancer  

 
 
 
Most respondents had Prostate or Breast cancer.  The pattern is shown in the figure below.  
Rotherham had a higher proportion of Breast cancer respondents at 60%. 
  
Figure 26 – Most respondents had Prostate or Breast cancer 

 
N=223 
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5 OUTCOMES FOR HEALTHCARE 
PROFESSIONALS AND THE WIDER SYSTEM 

 
The following sections are informed through one-to-one consultations with healthcare professionals 
in secondary care, primary care stakeholders and also staff/volunteers in central hubs (eg Macmillan 
Information and Support Services). 
  

5.1 Healthcare professionals in secondary care 

 
At this second interim phase, the outcomes for health professionals need to be considered in the 
context of the progress made since the last round of fieldwork and what was presented in the first 
interim report.  Progress has largely related to the groundwork to support the implementation and 
embedding of the remaining strands of the Recovery Package and risk stratified pathways.  There 
are also localities that now have CSWs in place that didn’t before, and those that did are reporting 
that the role is now more integrated and embedded in the clinical teams. 
 
Whilst our fieldwork didn’t reveal new or different themes, it did reinforce our previous findings and 
provided more in-depth information about how these outcomes are playing out in clinical teams.  We 
discuss this below after summarising the outcomes we identified previously:  
 
The outcomes for health professionals in secondary care mainly relate to CNSs and include:   
 
 localities with central hubs reported that these took pressure off CNS staff, and provided an 

efficient way of ensuring patients’ non clinical support needs were met 
 structured HNAs revealed issues that hadn’t been raised using more informal methods, which 

helped develop a better understanding of each patient’s circumstances; care plans have also 
contributed to this 

 improvements in workload, stress and pressure, and job satisfaction by having CSWs in post 
 CNS time released from less complex tasks to concentrate on work that adds most value   
 
As other elements of the Recovery Package and risk stratified pathways are implemented, we will 
revisit outcomes with health professionals during the final phase of fieldwork.   
 

5.1.1 CSWs releasing and adding to team capacity  

As part of the economic assessment to be completed in the final round of the evaluation, we have 
been working with Macmillan to refine their CSW activity tracking tool, originally designed as part of 
an evaluation of CSWs in South Tees Hospitals Trust.  This tool enables CSWs to capture their 
activities over a fixed time period and identify the time saved for other professionals.  This is done in 
discussion with their CNS to ensure reasonable assumptions about which activities are indeed time-
saving.  The Activity Tracker captures all activities, not only those that save time for another 
professional, but from an economic perspective the time savings are the important data. 
 
We trialled the Activity Tracker with Rotherham, Wakefield and Chesterfield, and will be rolling its 
use out to all localities that have CSWs in post.  CSWs complete the tracker for a two week period 
at agreed intervals.  The three test sites completed their first tracker period in the middle two weeks 
of January 2020. 
 
Across the three localities, seven CSWs completed the tracker, but one of them was very new in 
post so recorded relatively few activities. 
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Activities and amounts of time saved varied, which reflects the local differences in CSW roles and 
also the role differences between CSWs in different tumour sites.  The locally responsive nature of 
the programme means these differences are inevitable. 
 
In all three localities, the CSWs saved time mainly for CNSs (between 75% and 100% of the 
activities), but some time was also saved for other professionals including AHPs and diagnostics.  
The balance of activities varied between tumour sites and localities but, the most common time-
saving activities were: 
 
 care coordination 
 support 
 HNA 
 
In Chesterfield, administration was also a dominant aspect of the time-saving activities, unlike in 
Rotherham and Wakefield. 
 
The average time saved per CSW in a two week period ranged from 25 to 40 hours (3.4 to 5.4 days), 
which equates to 74.8 to 118.8 days in a year21.   
 
These preliminary findings from the Activity Tracker reflect the findings of our fieldwork, that CSWs 
are releasing CNSs capacity by taking on some activities they would otherwise have had to do, and 
that they are also carrying out a range of additional activities that wouldn’t be taking place in their 
absence.  Examples of this captured through our fieldwork interviews include: 
 
 providing health and wellbeing assessments for patients when they end treatment 
 establishing and running support groups 
 developing supportive care pathways for patients with non-curable diagnosis 
 taking forward required changes to patient record systems 
 consulting with patients to test appetite and preferences for support group formats and topics 
 synthesising patient survey results to identify service development opportunities 

 
Furthermore, we observe the CNS capacity released by the CSWs enables the CNSs not only to do 
more of the same but for more complex patients; it frees up headspace and imagination for them to 
think about new ways of delivering services.  For example introducing group consultations, enabling 
a team to allocate a dedicated CNS for secondary Breast cancer patients. 
 

5.2 Healthcare professionals in primary care 

 
Whilst at this stage of the evaluation we have not gathered direct evidence of outcomes for health 
professionals in primary care, project stakeholders in primary care were able to provide anecdotal 
evidence.  In most cases, these stakeholders have been working more closely with, or are aware of, 
practices that have been early adopters of the new approach to CCR, as a result of combined efforts 
across the programme team to raise awareness and provide education and support. 
 
We will be working with project teams to engage these practices during the final phase of fieldwork, 
but also expect by that point there will also be wider spread and adoption.  Primary care stakeholders 
that are supporting delivery were able to provide insight into some of the enablers and barriers as 
well as what they anticipate the outcomes to be for health professionals.  These include: 

 
21 Assuming 44 working weeks in the year. 
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 increase in feeling equipped to conduct CCRs 
 increase in confidence in conducting CCRs and meeting patient needs 
 confidence in discussing side effects and consequences of cancer and treatment 
 better understanding of patient needs and primary care’s role in supporting needs 
 
Stakeholder feedback also suggests that there are examples where practices are already exploring 
or beginning to implement new approaches to CCR, which include revising appointment length and 
alternative deliverers in the practice other than GPs. 
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6 EMERGING CONCLUSIONS 
 

6.1 Meaningful conversations support better care and support, confidence to self-manage 
and risk stratification 

 
The patient survey data shows that patients who have had a meaningful conversation (HNA or 
otherwise) rate their experience of care and support better, and crucially rate their confidence and  
activation to self-manage more highly than those who have not had a meaningful conversation.  They 
also report having better knowledge about where to go if they need support after discharge. 
 
These are crucial factors in supporting patient’s wellbeing beyond their active treatment, which in 
turn is essential for risk stratification to be successful. 
 

6.2 Meaningful conversations have a different focus in different settings22 

 
There are some differences in the results of meaningful conversations taking place in different 
settings.  Non-clinical settings provide HNA availability across all parts of the pathway and all tumour 
sites, which widens the reach of meaningful conversations.  Non-clinical settings also surface a 
different balance of concern types.  This may be the influence of the setting, of what’s been 
addressed in previous conversations in the clinical setting or the expertise of the staff and volunteers 
within the non-clinical setting. 
 
Interestingly, different settings do not generate different numbers or severity of concerns. 
 

6.3 The Support Worker role is a catalyst and multiplier for service improvement 

 
The CSW role is a catalyst for change in three important ways: 
 
 Releasing CNS capacity to focus on more complex patients and on implementing service 

developments they had identified but did not have time to do previously 
 Delivering service developments and enhancements themselves, that there was no capacity to 

deliver before 
 Creating the space and headroom for CNSs to think beyond the service developments they 

already had on their to-do lists; we have seen this headspace ignite ideas amongst teams to 
imagine new ways of delivering service improvements  

 
We believe this final point can act as a multiplier, leading to better quality ideas and service change.  
As CNSs have the capacity to lift their heads, ideas come much more easily, and they also have the 
capacity and a multi-skilled team to transform those ideas into reality.   
 

6.4 Traction in primary care needs dedicated primary care peer support 

 
We are beginning to see progress in primary care, and this is dependent on primary care experts 
and peers leading the work. Macmillan GPs, CCG cancer leads and primary care nurse leads all 
bring credibility and understanding of the realities of delivering in primary care; they can speak 
directly to practice teams’ experiences, and help them integrate better support for people with cancer 
into their existing work. 

 
22 See Page 22 for a summary of the differences between clinical and non-clinical settings.  
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The patient survey points to some positive patient experiences of CCRs, but a little less positive 
experiences of how side effects and long-term consequences of treatment are addressed.  The 
Treatment Summary should help improve GPs understanding of these areas and contribute to more 
effective CCRs. 
 

6.5 Timely IT support is a critical enabler 

 
A number of programme activities are underpinned by IT, including Treatment Summaries, HNA 
recording and reporting, and remote monitoring for risk stratification.  Access to development 
resource has had an unexpectedly large impact on the rate at which some of the localities have been 
able to progress these activities.  Specialist in-house development staff are in demand within their 
Trusts, and LWABC activities have had to wait their turn in a long queue. In some cases, external 
support has been bought-in, but even that isn’t necessarily instant. 
 
The importance of technology as an enabler of so many service improvements appears to be 
intensifying, and it has certainly become a critical blockage for a number the LWABC activities. We 
know that some localities scoped and planned extensively in the early stages of their project 
proposals: scoping out the support needed, the availability of that support, and where possible pre-
booking development time in advance.  Despite this, they still ended up facing these issues.   
 
It is essential to build IT scoping and planning into early project proposals in future, but also to 
recognise that it cannot guarantee avoiding the problems described above.   
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LEARNING AND PROGRESS FROM  

IMPLEMENTATION IN EACH LOCALITY  
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7 BARNSLEY 
 

7.1 Progress to date  

 

7.1.1 Meaningful conversations and HNA 

The Cancer Support Worker roles have now been introduced, coming into role during August and 
September 2019.  However, due to a series of challenges, which we discuss in the learning section, 
their introduction was not as smooth as it could have been.  These challenges have meant that it 
has taken longer for the roles to be embedded into the clinical teams and for the HNA pathway to be 
developed.  The extent to which this has been achieved varies across the three tumour sites. 
 
Breast 

The Breast team have made the quickest progress in terms of embedding the role in the team and 
defining the HNA process and pathway.   
 
Patients receiving their diagnosis are generally booked in for surgery/treatment at around four weeks 
following the diagnosis.  The patient attends a pre-op clinic with their CNS to discuss 
surgery/treatment and explore any clinical needs and concerns.  Following the clinic, the patient then 
sees the CSW for a meaningful discussion that explores the patient’s wider holistic needs.  Concerns 
and actions identified are recorded in a joint care plan, which reflects the discussion with the CNS 
and the CSW.  Some patients are booked in for their operation within seven days of their diagnosis, 
and this is proving challenging for the team in terms of ensuring each patient receives an HNA. 
 
As well as an HNA at diagnosis, the Breast team have worked to introduce another HNA post 
treatment.  When the patient attends for their first post treatment/surgery follow-up appointment, they 
have two appointments: firstly with the CSW to have an HNA, and then their follow-up appointment 
with the CNS to discuss clinical aspects, such as signs of recurrence and potential longer term 
effects/implications.  
 
Urology 

Like Breast, the Urology team have also introduced HNA at the point of diagnosis and post treatment, 
though through a different process.  During the clinic that the patient receives their cancer diagnosis 
the CNS introduces the purpose of the HNA and that they can expect the CSW to contact them about 
it.  After the clinic a form is prepared and sent to the GP, copied to the CSW so they know which 
patients to contact for HNA.  The CSW then contacts the patient to schedule the HNA, which can 
take place face-to-face or by phone.   
 
The post treatment HNA pathway is not as embedded or defined as the point of diagnosis.  One of 
the challenges is that some patients will receive treatment at Barnsley whilst others attend Sheffield.  
The CNS team have acknowledged that more work is needed to ensure that those attending 
Sheffield for their treatment also receive a post treatment HNA.  However, those treated at Barnsley 
are more consistently being offered an HNA post treatment.  This follows a similar process to that 
used at the point of diagnosis, whereby the CSW is notified of patients that have completed treatment 
and can then contact them to schedule an HNA. 
 
It quickly became clear that focussing only on Prostate patients would not generate enough patients 
for the CSW to work at full capacity.  This led to the lead CNS gaining approval for the CSW to 
expand their remit and conduct HNA with all Urology cancer patients.   
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Colorectal 

The Colorectal CNS team felt that an HNA at diagnosis or pre-treatment is not optimum for the 
patient, when they need to focus on treatment/surgery readiness.  Instead they have focussed their 
efforts on implementing HNA post treatment.   
 
When a patient attends their six-week post treatment follow-up clinic appointment with their CNS, 
the CNS promotes the HNA discussion and encourages the patient to have the discussion with the 
CSW.  Following this they are given the option to see the CSW in a separate HNA clinic immediately 
after their appointment with the CNS.   
 
In advance of seeing the patient in the HNA clinic, the CSW always tries to visit the patient on the 
ward following surgery or, if the patient is receiving radiotherapy or chemotherapy, the CSW will first 
meet them following one of their clinic appointments.  This gives the CSW an opportunity to discuss 
the HNA and when the patient can expect one, and to build familiarity and rapport with the patient in 
advance of the HNA discussion.  The team sees this as an important factor in the majority of patients 
accepting the offer of HNA when the time comes.  
 
Addressing concerns and support needs 

Unlike other localities in this programme, Barnsley does not have a central hub to which staff can 
refer patients for navigation to additional support and services.  This means that CSWs have a 
navigation role as part of the HNA process, and are responsible for understanding what community-
based provision is available to their patients.  
 
Feedback from CSWs and the project team suggest that Barnsley is well served in terms of 
community provision, with CSWs not reporting any instances where they have not been able to meet 
patient needs due to lack of service availability.   
 
Developing knowledge and awareness of available services has been critical to carrying out the role 
effectively.  During their initial months in post, the CSWs spent time in the community meeting with 
different organisations and services, developing relationships as well as their understanding of how 
different services work, and the related signposting/referral requirements.  They have developed 
their own directory, as well as having access to Live Well Barnsley which provides a directory of 
services and is kept up to date by the local authority and partners. The CSWs’ induction also included 
shadowing opportunities, following a patient through the various stages of diagnosis and treatment. 
CSWs prepared for HNAs by shadowing CNS staff and role-playing assessments with other CSWs.  
 
The CSWs routinely spend time at The Well, a community-based service run by Barnsley Hospital 
Charity, providing a wide range of services and support for cancer patients and their loved ones.  
This is an informal arrangement that offers the CSWs another opportunity to meet with and support 
patients. 
 
Upon completion of the HNA, a care plan is produced which is shared with the patient, their GP (with 
consent), and with the CNS team through it being recorded on the patient record system. 
  

7.1.2 Treatment Summary 

The main focus for the clinical teams over the past 6-months has been supporting the introduction 
of the CSW roles.  However, the work required to tailor the Treatment Summary template to meet 
the specific needs of each of the clinical teams has been completed.  So far, the Breast team have 
started to use the new Treatment Summary template, though currently they need to print them when 
completed, and send a hard copy to the GP practice.  Further IT developments are required before 
electronic transfer of the Treatment Summaries can be done.  The Prostate and Colorectal teams 
are yet to start using the new Treatment Summary template, though the project team have meetings 
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in place to advance discussions and agree implementation.  The Prostate team did report that 
implementation of risk stratified pathways will present an ideal opportunity to embed the Treatment 
Summary in their practice, whilst the Colorectal team report having used the Treatment Summary 
though not in a consistent manner.  
 

7.1.3 Cancer Care Review 

A new Cancer Care Review template, produced in consultation with GPs, has now been finalised 
and is available to all GP practices.  There is also an accompanying guidance document to support 
use of the new template and encourage a quality approach to the CCR.  
 
The new template is supplemented by a service directory, based on information held in Barnsley 
Council’s Live Well Barnsley directory.  
 
The Macmillan GP is leading activity to raise awareness, encourage adoption and use of the new 
template, and any changes in practice required to ensure Cancer Care Reviews are carried out in a 
comprehensive manner.  This has involved the Macmillan GP meeting the cancer lead in each of 
the practices, attending education events and other GP forums. Engagement efforts encouraged 
and promoted a wider range of staff undertaking CCRs, such as practice nurses, and there has been 
success among some GP practices in doing so. 
 
The Macmillan GP has also offered ongoing support should any of the practices require it, and the 
engagement formed the basis of monthly cancer education events for primary care staff. It is, 
however, the cancer lead in each GP practice that is expected to take ownership of the CCR and 
ensure its implementation throughout the practice.   
 
The CCR is part of the GP quality contract for 2019/2020, with the CCG introducing a quality measure 
based on usage and completeness of the new CCR template.  This is expected to be a key driver in 
spread, adoption and use of the new CCR template.  Given the time constraints that GPs consistently 
experience, it is anticipated that this will also lead to a wider range of clinicians in primary care 
conducting Cancer Care Reviews. 
  

7.1.4 Health and Wellbeing activities 

In terms of a standard health and wellbeing offer, Breast cancer patients have access to Moving 
Forward, whilst the HOPE programme is available to patients from all tumour sites.  Attendance at 
Moving Forward is heavily promoted and encouraged by Breast CNSs, and is presented to patients 
as part of their care pathway.  Whilst the HOPE programme is available to all patients, the extent to 
which it is currently offered varies; it is not a consistent offer. 
 
The HOPE programme has been running in Barnsley for the past three years, with a number of 
CNSs and other healthcare professionals trained to deliver it.  There are plans to deliver the 
programme in a variety of different community venues in future, with steering group members 
providing venues free of charge.   
 
There was a recent pilot of anxiety management programme, which has recently finished.  The 
findings will be presented at the next steering group meeting, but at this point it is unclear whether it 
will continue. 
 
As well as these programmes, the project team have identified The Well as a key partner in helping 
to meet patients’ health and wellbeing needs following treatment.  They offer a wide range of support 
and services and through the cancer support workers, the project is trying to ensure that every patient 
is offered a referral to The Well. 
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7.1.5 Risk stratified pathways 

Limited progress has been made in implementing risk stratified pathways since the last reporting 
period.  At that point the Breast team were the only team to have begun partial implementation of 
risk stratification, and that remains the case.   
 
Urology and Colorectal experienced a period of change in clinical lead, and they now have new 
clinical leads in place.  The risk stratification criteria and pathways for Urology and Colorectal have 
been agreed, and the next step is implementing and embedding in practice.  Urology are not too far 
behind the Breast team, and they expect implementation of the new pathways to take place in spring 
2020.  To encourage and support the Colorectal team, the project managers have arranged for the 
Colorectal team in Rotherham to come in and speak to the team in Barnsley about how they have 
tackled things.  They hope this will motivate the team to move forward and embrace the LWABC 
project and initiatives.  
 

7.2 Implementation learning 

 
7.2.1 Enablers 
The CSW role  

The most significant progress made has been in relation to HNAs, and CSWs have been critical 
enablers of this.  The introduction of CSWs has brought a greater consistency and robustness to 
HNA delivery, which simply couldn’t have happened without this additional resource.  As the roles 
become more embedded in each of the clinical teams, the consistency and robustness will continue 
to develop and improve. 
 
CSWs’ determination 

As we discuss in more detail in section 7.2.2, the CSWs had a challenging start in their roles. 
However, the project team credit the CSWs with a real strength of character and willingness to push 
on, and either work around or resolve challenges so that they could play their part in supporting 
patients.  While CSWs are still working in challenging circumstances, they do so with positivity and 
determination to make a difference for patients. 
 
CSWs spending time in the community 

During the first few months in post, the CSWs spent time in the community, getting to know what 
services and support were available and developing relationships with community-based 
organisations.  Whilst they have access to service directories, the chance to spend time in the 
community has been important in getting a deeper understanding about the different services, and 
therefore means CSWs are better positioned to discuss different services with patients. 
 
The CSWs have developed a close relationship with The Well, and now spend time on their premises 
providing further support to patients. 
 
CSW peer support 

The CSWs have regular meetings together, which are a valuable opportunity to support each other, 
share information (eg about available services) and share practice.  As a group, they bring a wealth 
of varied experience, with one CSW having previously carried out the role at a different Trust, one 
bringing 30 years of clinical experience, and another that has a lived experience of cancer as well 
as experience of the Trust’s user involvement group.  The CSWs have all found benefit in being able 
to share and draw on each other’s experience.  
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Primary care resource 

Having dedicated resource in primary care through the Barnsley Macmillan GP has been 
instrumental in progressing the work to support the implementation of the new CCR template, and 
encouraging its adoption.  That they can speak to GPs as a peer and offer ongoing support where 
needed is expected to enhance uptake beyond the levels which could be achieved by the project 
managers alone. 
 
Furthermore, the continued support of the CCG, and the GP lead for cancer, is perceived to be 
raising the profile of the CCR and is helping to highlight its importance. There have also been 
synergies with the project management team, who have both worked within the community, helping  
to maintain engagement across the locality.   
 
Growing support for the project amongst clinical teams 

The project management team has experienced some resistance from the clinical teams whilst 
working with them to implement the different components of the LWABC project.  However, they 
report that this has improved over time, and clinical teams are becoming more receptive and showing 
a greater willingness to participate in meetings and conversations about moving things forward.  
Whilst there is still a way to go, the signs are more positive and, if momentum can be sustained, it 
bodes well for the remainder of the project. 
 
Programme approach 

The project management team are appreciative of the benefits of the programme approach.  For 
them it has stopped them from feeling isolated and of ‘doing it on their own’, whilst providing them 
with a forum to get support from peers and discuss shared challenges.  They also highlighted the 
opportunities it creates, such as being able to draw on the Rotherham team and bring their Colorectal 
clinical team in to meet their counterparts in Barnsley. 
 

7.2.2 Challenges and barriers 

Introduction of the CSW role 

The logistics of introducing the CSW role was affected by factors outside the project team’s control, 
which led to initial challenges with working space, equipment and induction.  Whilst the CNS teams 
had been involved in planning for the CSW roles, there was a three month delay between the 
planning process and gaining approval for the roles, then further time to recruit to the roles.  The 
project manager was to be the CSWs’ line manager, but at the time when the CSWs started their 
posts, the project manager was on sick leave, which had unfortunately been extended beyond 
original expectations.  The job share project manager was also just coming into post at the same 
time.  It seems that the practical arrangements for the CSWs starting fell through the cracks, and the 
clinical teams had not made arrangements either as they had expected that the project management 
team were dealing with this.  This led to frustration amongst the CNS teams and the new CSWs and 
was reported to be embarrassing and look unprofessional.   
 
These early challenges have impacted on the length of time taken for the clinical teams to embed 
the new roles in their team, which is still variable across the three tumour sites, and also to define 
the HNA process and pathway.   
 
Whilst there has been progress made in implementing the HNA processes and pathways for each 
of the tumour sites, CSWs are still working in less than optimal conditions.  Two are not based in the 
same offices as the rest of the clinical team, are having to share a borrowed laptop and have no 
dedicated phone line. 
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IT development 

Development of IT interface systems to support aspects of the LWABC project, such as HNA 
reporting, changes to Treatment Summary templates, electronic sharing of Treatment Summaries 
and risk stratified pathways, has delayed progress.  Developments are carried out in batches and if 
a request misses the deadline to be included in the next batch of developments then it has to wait.  
Likewise, the LWABC team are not the only team requesting system developments, so there are 
competing priorities when it comes to carrying out development work.  Most notably, Barnsley is 
currently introducing a new patient record system that is requiring a significant level of IT 
development support. 
 
Project management 

The full-time project manager for the LWABC project in Barnsley was successful in securing the role 
of Lead Cancer Nurse.  This meant that they would be splitting their time between the two roles, so 
another project manager was recruited to share the role.  However, during the recruitment process 
for the job share, the project manager was covering the full-time project manager role as well as their 
new Lead Cancer Nurse role.  
 
The existing project manager needed to take planned time off for medical reasons, which was 
unexpectedly extended to overlap with the start of the new job share project manager.  The original 
intention was for each of the roles to have distinct responsibilities in relation to the different 
components of the LWABC project, with one project manager focussing on secondary care and the 
other focussing on primary care and the community. However, due these unforeseen circumstances, 
the new project manager had to just get on and support the different aspects of work as they 
progressed and as her involvement was required.  Hospital management made steps to support both 
the new project manager and the introduction of the new CSW roles, but service pressures 
unfortunately affected the extent to which this was possible. 
 
Since the project manager returned from leave, it has taken time to define roles and find effective 
ways of working together and, due to working different days on the project, implement effective and 
consistent handover. The demands of the lead nurse role alongside developing effective project 
management within the LWABC programme have been problematic, particularly for inducting the 
CSW roles effectively into the Trust. Whilst this is not yet working perfectly, it is steadily improving.  
 
Ownership of LWABC in the clinical teams 

Whilst there has been a growing receptiveness amongst the clinical teams there remains a lack of 
ownership of the new practices and processes being implemented through the LWABC project. Staff 
illness and splitting of project management roles have meant that the process of engaging clinical 
teams in the project has been disjointed. This is seen as the biggest risk to the project; sustained 
change and embedding new ways of working will only happen when the teams take ownership. 
 
The project team are exploring ways of bringing a greater priority and focus to the LWABC project 
amongst the clinical teams.  At this stage the team are trying to introduce LWABC progress against 
implementation for inclusion in the performance reports produced by the clinical teams.  
 
Culture change 

Culture change was cited as a significant challenge, both in promoting Cancer Care Reviews and in 
implementing CSW posts in acute care. Engagement with the CCR workstream varies from practice 
to practice despite the same level of input and support, while in acute care stakeholders reported 
the traditional ‘medical model’ of care was still pervasive – although they noted that the programme 
was having a positive influence over time. 
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7.3 Next steps 

 
Ensuring that the CSWs have the support they need to carry out their role effectively is a priority.  
Whilst physical space is presenting a challenge, particularly in relation to CSWs feeling that they are 
part of a team rather than a standalone service, truly embedding the role within the clinical teams is 
still a work in progress and an area that the project management team are working to address. 
 
The groundwork for Treatment Summaries and risk stratification has largely been completed.  Over 
the coming weeks and months, the project team will continue to work with each of the clinical teams 
to implement and embed the changes in practice and process required, with the ultimate aim of 
seeing the teams take ownership of the initiatives. 
 
The Macmillan GP in Barnsley is continuing their work to promote, encourage and support practices 
to use the new CCR template and ensure it is a quality interaction with patients. 
 
The project team is also in discussion with Macmillan, to explore options regarding how an 
information resource can be provided for patients. 
 

7.4 Highlights from HNA data 

 
80 HNAs were recorded as being completed between September and December 2019, of which 75 
were for the three programme tumour sites (five did not have the tumour site recorded but are 
probably also from the programme tumour sites).  Over half of HNAs recorded are for Breast patients, 
just over a third were Urology and 10% from Colorectal.   
 
A further 35 HNAs did not have a completion date entered. 
 
Just under 70% of HNAs were conducted with patients over the age of 65.  61% of HNAs were with 
female patients, though this will be skewed due to the fact that over half of HNAs were conducted 
by the Breast team. 
 
Overall, the majority of HNA conversations took place either at initial diagnosis or end of treatment. 
 
Figure 27 – Most HNAs took place at diagnosis or end of treatment 
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N=80 
 

89% of HNAs recorded at least one concern, and amongst those the average number of concerns 
was 6.6.  The average number of concerns tend to increase when the HNA conversation took place 
later in the pathway, with the exception of ‘start of treatment’ which was lower than diagnosis. 
 
Figure 28 – the number of concerns patients had tended to increase later in the pathway  
 

 
Physical concerns accounted for just under half of all the concerns raised, followed by emotional 
concerns which accounted for just over a quarter. 
 
Figure 29 – just under half of the concerns identified were of a physical nature 
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7.4.1 Addressing concerns 

HNA conversations led to an average of four actions per assessment.  This is lower than the average 
number of concerns identified through HNAs, which suggests that a single action is addressing more 
than one concern.  Figure 30 below provides a breakdown of the different actions taken to address 
identified concerns. 

 
Figure 30 – Proportion of different actions taken 

 
N=307 
 
Discussion accounts for over half of all actions taken to address concerns, whilst signposting and 
referral combine to account for a further 28%.  Figure 31 below provides insight into the concerns 
raised and the actions most commonly used to address them  
 
Figure 31 – The same concerns can be addressed using different actions  
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There are very few concerns where a particular action has been used exclusively to meet a patient’s 
needs.  For most concerns we can see instances where different actions have been used to address 
the same concern.  This is likely to reflect how different patients need different things to address their 
needs. 
 

7.4.2 Care plans 

All HNAs conducted are recorded as having a care plan produced. 
 

7.5 Patient survey 

 
Since September 2019, the project team at Barnsley have been inviting patients that received a 
diagnosis of Breast, Prostate or Colorectal cancer six months ago, to complete a survey exploring 
their experience of the care and support they received.  The survey is issued on a rolling monthly 
basis.  To date, 74 completed surveys have been received.  
 

7.5.1 Respondent demographics 

54% of respondents were male, 46% were female.  The majority of respondents were either Prostate 
(45%) or Breast (41%). 
 
69% are not in employment with the remainder being in either full or part time work, and 39% had 
other long-term illnesses or disabilities. 
 
74% of respondents live with a spouse/partner, and 14% reported having children under the age of 
18.  22% of respondents live alone 
 

7.5.2 Meaningful conversation 

51 (70%) respondents reported that they had the opportunity to discuss their support needs, 
concerns and worries with someone following their cancer diagnosis.  Of those, 88% reported that 
they had the opportunity to also have a second meaningful discussion. 
 
The majority of respondents reported that they had this discussion (first and second) with their CNS.  
Around a fifth reported that they had the conversation with a Macmillan Cancer Information and 
Support Service worker, and a similar proportion reported is was with a Cancer Support Worker.   
 
Cancer Support Workers have only been in post since September, and needed to completed 
induction and training before being able to deliver HNAs.  Therefore, it is not surprising that they 
account for a lower proportion; and we expect this to increase over time.  The high proportion of 
respondents having a meaningful discussion with their CNS reflects the feedback we received from 
CNSs.  Prior to the CSW role being introduced, CNSs reported that they had meaningful discussions 
with patients that discussed their wider support needs and concerned, though it was not being carried 
out as a formal HNA using the concerns checklist. 
 
We did not expect such a high proportion of respondents to report having the discussion with a 
Macmillan Cancer Information and Support Service worker, as there is not a Macmillan Information 
and Support Service in Barnsley.  There is, however, a non-Macmillan Cancer Information and 
Support Service at Weston Park, and some patients do go there for aspects of their treatment and 
could have accessed their service.  Furthermore, many Barnsley patients use The Well as an 
Information and Support Service, so may be thinking of this as a Macmillan Information and Support 
Service, given its connections to Barnsley’s cancer services.   
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10% also reported that they had a discussion with another member of staff or volunteer in a 
community organisation.  This is also not surprising as Barnsley does have a range of community 
organisations where patients could be supported in this way.   
 

7.5.3 Experience of the meaningful conversation 

Patients were asked to rate the extent to which they agreed with a range of statements relating to 
the conversation they had about their needs and concerns on a scale of 1 to 10 (where 1 was 
completely disagree and 10 was completely agree).  Figure 32 below provides the average rating 
against each of the statements. 
 
Figure 32 – Respondents rated both conversations very positively 

 
 
 
All statements achieved an average rating of over nine, which suggests the discussions have been 
effective and provided a good overall experience for patients. 
 
61% of those that experienced a meaningful conversation reported that they had been referred or 
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opportunity to speak about their concerns.  65% reported they would have spoken to their 
partner/spouse, however 43% also reported that they would have sought support from their GP.  The 
full breakdown is provided in Figure 33. 
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Figure 33 – Most respondents would have sought support from their partner/spouse and their GP 

 
 
Respondents were asked to rate the extent to which they agreed with a range of statements relating 
to the care and support they had received on a scale of 1 to 10 (where 1 was completely disagree 
and 10 was completely agree).  Figure 34 below provides the average rating against each of the 
statements for those that had experienced a meaningful conversation and those that had not. 
 
Figure 34 – Ratings from those that had experienced a meaningful conversation were consistently 
higher than those that hadn’t 
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7.5.4 Self-management and activation health and wellbeing 

The majority (70%) reported that they hadn’t attended any events or services to help them manage 
their health and wellbeing since their cancer diagnosis.  Of those that had (n=19), the following were 
cited: 
 

 Health and Wellbeing event (10, 16%) 
 Moving Forward course (7, 11%) 
 Physical activity course (2, 3%) 

 
Others (8%) provided examples of organisations they had accessed, such as The Well, and exercise 
classes they had started attending. 
 
Respondents rated a range of statements related to self-management and activation on a scale of 1 
to 10 (where 1 was completely disagree and 10 was completely agree).  Figure 35 below provides 
the average rating against each of the statements, and the differences in rating between those that 
experienced a meaningful conversation and those that hadn’t. 
 
Figure 35 - Respondents that didn’t have an HNA rated the care and support they received much lower, 
specially about where to go to address concerns. 
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7.5.5 Support from GPs 

48% of respondents had at least one appointment with their GP since their cancer diagnosis.  38% 
reported that they had an appointment with someone in their GP surgery to discuss their cancer 
treatment and ongoing needs (33% with a GP, 4% with a practice nurse). 
 

Respondents rated a range of statements related to the support they had received from their GP 
practice on a scale of 1 to 10 (where 1 was completely disagree and 10 was completely agree).  
Figure 36 below provides the average rating against each of the statements. 
 
Figure 36 – Responses suggest an overall positive experience of the support received from their GP 
practice 

 
The three areas that rated least positively all relate to treatment and side effects.  These are all areas 
that should improve with the introduction of the Treatment Summary.  
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8 BASSETLAW 
 
In the first interim report we reported on Doncaster and Bassetlaw localities together as they shared 
a locality group and project manager, as well as falling under a single NHS Trust.  However, what 
we found then and to a greater extent during this round of fieldwork, is that most of the programme 
activity in Bassetlaw is focussed in the community and being driven by Aurora Wellbeing, almost 
autonomously and independently of Doncaster.  
 
In addition, it was highlighted that much of the good practice and success of Aurora was ‘hidden’ 
amongst the other locality reports. We have been able to get a much more in depth look at Bassetlaw 
this time around, with increased access to stakeholders as well as additional HNA data.  We have 
therefore chosen to not only provide a locality update but also expand on the Aurora Model in this 
second interim report. 
 
Interventions within the Trust that impact on Bassetlaw Hospital and Aurora are still reported within 
this section. 
 

8.1 The Aurora Model 

 
In 2019 Aurora received 574 referrals for people with a cancer diagnosis.   
 
Figure 37 – Just over half the referrals received were from CNSs and MCISS 

 

 LWABC tumour 
sites 

Other tumour sites Total 

CNSs DRI and BDH 160 (28%) 76 (13%) 236 (41%) 

MCISS 24 (4%) 47 (8%) 71 (12%) 

Self-referral 59 (10%) 160 (28%) 219 (38%) 

GP 3 (0.5%) 10 (2%) 13 (2%) 

Other 13 (2%) 22 (4%) 35 (6%) 

Total 259 315 574 

 
Of the 184 patients with cancer in the target tumour sites that were referred by CNSs or MCISS staff 
48% were Breast patients, 33% were prostate and 19% colorectal.  
 

8.1.1 Meaningful conversations and HNA 

The majority of HNAs take place at the Wellbeing Centre and are carried out by one of the three 
Wellbeing Practitioners (WBPs).  It should be noted that the role of WBP was in place prior to LWABC 
and the Centre was already providing a similar type of service. The Macmillan funding has allowed 
Aurora to increase WBP capacity and introduced the Care Navigator role which has been key to 
service development and networking.  
 
Following referral by a CNS, or other healthcare professional, service users are contacted and invited 
in for a meeting with a WBP.  There are also people that come into the Centre and self-refer. Those 
that self-refer in this way may be seen at the time if there is capacity or invited back. 
 
WBPs spend up to an hour with service users exploring their concerns and identifying needs. They 
are using the eHNA system, however, though they were provided with mobile devices, they have 
chosen not to use them directly with the service user.  As well as some connectivity issues, the team 
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feel the IT acts as a barrier to the conversation.  WBPs therefore take notes during the discussion 
and enter the information after the conversation has taken place.   
 
The team feel they are able to offer conversation in a more relaxed environment, that allows the 
client to open up and bring out underlying concerns that may not be related to their cancer. 
 

8.1.2 Outreach into primary care 

The WBPs also conduct HNAs at three GP surgeries, one in each PCN within the locality. The 
groundwork for these outreach clinics has been done by the Care Navigator who has spent 
considerable time and effort attending meetings to promote Aurora and encourage GPs and other 
practitioners to signpost and refer patients into the service. The success of these interventions is 
variable in terms of frequency and numbers of appointments. 
 
These ‘clinics’ enable those not able to travel to the Centre an opportunity to have their needs 
assessed.  It also enables the Centre to maintain and develop relationships with local primary care 
practitioners.  The downside is not all patients with identified needs are then able to access the 
services provided by Aurora as distance remains a barrier.  In addition, WBPs believe it doesn’t feel 
the same, and people don’t get what they describe as the Aurora experience. The team believe that 
being able to offer so much support under one roof is a unique feature that plays an important role 
in retaining service users. 
 

8.1.3 Meeting the needs 

Aurora have access to a range of support, both in-house and through local partners and agencies to 
meet the needs and concerns of people affected by cancer.  This enables them to offer a variety of 
options to meet the needs of service users, appropriate to the specific requirements and severity of 
need. For example, the WBPs have had some training in benefits provision so can provide 
information and advice but for more complex cases, and DS1500s23 they would refer to the Citizens 
Advice Bureau (CAB).  Similarly, whilst WBPs are able to provide a listening ear and support that 
will ease anxiety and worry in some service users, where proper counselling is required they will 
refer to their in-house counsellors or IAPTs providers. 
 

8.1.4 Tailoring support to need 

Aurora offer a range of support that has been developed since the centre opened.  However, where 
resources are always under pressure it is important to develop support services that meet the needs 
of their service users. The Macmillan funding for WBPs, whose primary role is to carry out HNAs has 
enabled the development of new services. WBPs are involved in both the development and delivery 
of new services, an example of which is support developed for men with Prostate cancer.  
 
Using data collected from service users with Prostate cancer, Aurora identified a need, for support 
and education, which was not being met anywhere else locally. Based on this data they designed a 
four-week course which included information and advice on nutrition, exercise, relationships and 
symptom management.  Developed with and facilitated by a psychosexual therapist the course was 
first delivered in June 2018.  From that first course, a support group facilitated by the same 
psychosexual therapist was started, to offer ongoing support. Again, this was in response to a need 
identified by the course participants. 
 
Other courses were delivered but numbers attending were variable, so in response to feedback they 
altered the format, delivering the same content but in standalone workshops. Rather than having to 

 
23 DS1500 refers to the form that is completed to enable a person to claim benefits under special rules when that person 
has a terminal illness and is expected to die within 6 months. 
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commit to a four-week course people can attend what they want.  In addition, the workshops are 
open to partners as well and in response to other feedback a support group for partners has also 
been established. This meets quarterly. 
 
Both groups are very much valued by their members as it gives them space to speak openly and 
honestly with people that are sharing a similar experience.  They are able to offer practical advice 
and emotional support to each other.  One member said  
 

 “I would find it difficult if it was not here” 
 
Another: 
 

 “It’s part of my life now, long may it continue” 
 
The evolution of this support demonstrates an agility to respond to service users needs, based on 
what they are hearing, almost in real time.   
 

8.1.5 Other health and wellbeing activities 

Aurora provide many different types of support some delivered by professionals others by volunteers, 
some informal others more structured.  Professionals are brought in to discuss support and be part 
of the planning process.  This ensures the service is meeting a recognised need, and that the team 
referring into the service fully understand it, so can refer appropriately.  This seems to work fairly 
well for the most part. 
 
Workshops and courses have been developed to help with common cancer symptoms such as 
fatigue, difficulty sleeping, problems with eating.  Counselling and peer support are also available for 
cancer patients. This includes Time to Grow for women that have had Breast cancer.  
Complementary therapies and a gym are also available. 
 
Service users can also use the centre for meeting friends, finding out information, related to cancer 
or other conditions.  The Centre hosts a Macmillan information hub. 
 
Being under one roof means that the challenge of getting over the threshold to access new support 
is reduced, as the service users are already familiar with their surroundings.  Being a community 
centre that supports cancer patients rather than being a cancer support service offers the potential 
to reach those that maybe don’t want to seek cancer specific support.  It shouldn’t diminish its 
standing as part of the cancer patient pathway. 
 

8.1.6 Working in partnership 

Aurora recognise their areas of expertise and those of others.  They seek not to duplicate but create 
partnerships and draw in expertise to help deliver their services.  They work with other cancer 
charities such as Breast Cancer Now (formerly Breast Cancer Care) and Prostate Cancer UK.  They 
also work with other national charities such as the Citizens Advice Bureau and local organisations 
for example Bassetlaw Active Transport, which helps service users get to the Centre. 
 

8.1.7 Increasing community assets 

Aurora encourages service users to give back, by providing opportunities and inspiring involvement. 
The Time to Grow course started a WhatsApp group so the women could continue to support each 
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other.  This group is facilitated by a former service user, turned volunteer now employee.  Likewise, 
one of the WBPs was a service user, then volunteered before taking a paid role.   
 
This goes to the core of LWABC, getting people back to a new normal, having confidence and being 
positive.  This ability to develop community assets will be at the heart of planned buddying scheme 
for people affected by Prostate cancer.   
 

8.1.8 Making a difference 

The Aurora team believe that their approach or wraparound care is a model that can make a 
significant difference to people living with and beyond cancer.  Once someone is through the door 
they can be offered a wider range of support in familiar surroundings, including courses, workshops, 
counselling and drop-ins. It’s also a place they can just come for a coffee and meet up with friends.  
They are therefore able to meet a wide range of needs and provide opportunities for people to share 
their worries and concerns with professionals and peers. 
 
One service user that had come across Aurora by chance after being unable to find support 
elsewhere described them as brilliant.  She had been signposted to other services including the CAB 
for financial advice; had support with making decisions about returning to work; attended the Look 
Good, Feel Better course where she had found sharing the experience with others in a similar 
position helpful.  She concluded: 
 

“I’m very grateful for beginning of my journey at Worksop 

[Aurora] had it started elsewhere it would have been a 

different story.” 
  
Other users said: 
 

“Telling me about Aurora has made a big difference.  If I 

hadn’t gone there I don’t know what I would have done.” 
 

“Aurora – brilliant – can’t praise it enough.” 
 

8.2 Progress in secondary care 

 
We have had limited contact with Bassetlaw Hospital, but we understand there are Urology and 
Breast clinics here.  In Breast we understand that eHNAs are not in common use yet, though will be 
shortly, currently care plans are written and retained by the CNSs.  There is some support from the 
recently appointed Trainee Advanced Practitioners (TAPs) but this is for specific clinics rather than 
as part of the full time team. The TAPs have been recruited by the Doncaster and Bassetlaw NHS 
Trust to support clinical teams across a range of tumour sites.  The TAP role is a Trust role used in 
various disciplines and not unique to cancer services. They are being placed in cancer teams to 
support the CNSs and it is anticipated that part of their role will be supporting completion of HNAs.  
(See Doncaster section for further details). 
 
Most Breast patients are offered a referral to Aurora and even if they decline in the first instance will 
likely be offered again, later in the pathway.  Aurora also attend one of the regular clinics to raise 
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awareness of the services they provide and book an appointment if they want for an HNA at the 
Centre. 
 
Aurora get patients referred from Doncaster Hospital.  Aurora believe referrals are below the 
numbers diagnosed and have been unable to establish why this is the case.  The introduction of 
TAPs seems not to have improved the situation but rather muddy the waters, or more accurately, 
confused the referral pathways.  It is unclear if TAPs are, or will, conduct HNAs and if so, how that 
then impacts on HNAs being conducted at Aurora, so as it avoids repetition. 
 

8.3 Progress in primary care 

 
PCNs are undergoing a period of change which includes the introduction of link workers and social 
prescribing. Where CCRs fit in all this is uncertain, the PCN Clinical Director we spoke to was unsure 
how CCRs would work under the newly released plan for their PCN. It’s unclear at this stage to what 
extent CCRs are being completed and how changes might impact of the provision of support Aurora 
are offering. At present, however, the role of Aurora is seen as part of the overall support mechanism 
for people affected by cancer and other long term conditions. 
 
 

8.4 Successes 

 
Aurora was already successfully delivering service to their local community.  Here we attempt to 
isolate specifically the successes which have resulted from the additional capacity and support 
provided via the Macmillan LWABC programme. 
 

8.4.1 Recognised locally as worth having at the table 

For a small organisation Aurora have earned their place at the table within their locality.  This has 
not resulted solely from the Macmillan LWABC programme, they were already on the radar but the 
funding for the Care Navigator has increased their capacity to get to meetings and promote their 
services and the contribution they can make. Having Macmillan as a funder also brings additional 
credibility to the organisation. Such is the profile of the Centre and the staff, that the General Manager 
of the Centre is now chairing the Bassetlaw ICP Cancer workstream.  
 

8.4.2 Developing a relationship with primary care 

Supporting people living with cancer through primary care is a goal within the LWABC programme 
and, whilst formally this is the CCR, any opportunity to improve cancer support through GPs 
practices, either directly or by keeping it on GPs radars is important.  Aurora have worked persistently 
to develop relationships with GPs in the area and are now actively working in all three PCNs in the 
locality. 
 

8.4.3 Developing sustainable support services 

Aurora work with sustainability in mind from the outset.  The Prostate support group is an example 
of this. Though established and initially facilitated by a professional this would be cost prohibitive in 
the long term. Aurora’s response to this is to develop the WBPs to take a more active role, reducing 
the need for professional support.  The two support groups are now facilitated by WBPs as opposed 
to the psychosexual therapist making them more cost effective.  The WBPs have had the benefit of 
training alongside a professional until able to step into their shoes.  The next step is to move towards 
a volunteer led group. 
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8.4.4 Delivering effective peer support 

Setting up peer support groups can be challenging.  Aurora have managed to build and sustain 
effective peer support for service users.  By listening to their needs, providing good quality peer 
support and facilitation this service provides relatively low cost, ongoing support for men and their 
partners. Other more informal peer support such as the WhatsApp group for women also flourish 
because they are user driven.  There are further plans for peer support in the pipeline. 
 

8.5 Challenges 

 

8.5.1 Referral pathway 

The referral pathway remains inconsistent and Aurora are convinced there are patients that are not 
being referred that could/should be. It does not appear to be a particular team or certain individuals 
that are not referring leading them to believe that CNSs may be making judgements about who 
needs to be referred and who doesn’t when in fact, they consider all patients should be offered a 
referral.  Whilst some may be signposting, as at least one WBP thinks is the case, this does not 
provide the same impetus nor give the Centre the opportunity to be proactive.  Referral formalises a 
step and gives the organisation a chance to make initial contact. 
 
A piece of work planned to understand the inconsistencies does not appear to have happened and 
despite quite direct questioning of CNSs no answers are forthcoming.  This is a frustration for Aurora. 
 
The recruitment of the TAPs is also a cause for concern for Aurora.  Firstly, it is their impression that 
the TAPs have been introduced with no apparent vision of how they will work and what impact that 
might have on the patient pathway and referral process.  If HNAs are to be completed more 
frequently in secondary care how will that impact on the conversation Aurora will have with people 
referred to them. 
 
Secondly, there are concerns that the introduction of TAPs could over stretch resources.  Eight TAPs 
have been appointed, and Aurora are concerned that if all TAPs start to refer to them, rather than 
only those from the three targeted tumour sites in scope for the programme, they may not have 
capacity to deliver.    
 

8.5.2 Relationship with CAB 

There have been some challenges in the relationship between Aurora and the CAB particularly 
around understanding what clients the CAB service was able to support. At one point the CAB 
Macmillan Advisory service was co-located with Aurora one day per week but due to ongoing 
challenges with client referral criteria they now work out of the CAB offices full time.   
 

8.5.3 Lack of support from the Trust project manager  

Aurora feel that, while they have been delivering operational aspects of the LWABC as part of the 
Macmillan funded programme, support to do this has not been forthcoming from the Trust project 
manager.  Aurora report that they have been largely left to get on with it and, when they requested 
support from the project manager for challenges and issues that cropped up, this was been 
forthcoming.  Issues such as inconsistent referrals have not been addressed, supervision for WBP 
has not been provided, and IT support has been seen as less than that provided to others within the 
pathway. 
 

8.5.4 Lack of recognition  

There is also feeling from the Aurora team that, whilst their success is held up as a model of good 
practice by Macmillan, this is not translating into being heard and their issues considered.  For 
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example, they point to the role of the TAPs as an example of decisions being made without 
discussion, about the impact on the pathway and how they can work together as service providers 
to ensure a seamless pathway for patients.   
 

8.6 Barriers 

 

8.6.1 Making the case for commissioning 

Stakeholders value what Aurora provide in the qualitative sense, it seems the right thing to do and 
of benefit to people with a cancer diagnosis.  However, in terms of those that make decisions, ie the 
commissioners, it is less clear cut. There have been several changes in the commissioning lead 
during the programme period which has made it more difficult to engage and keep Aurora on the 
radar. The last commissioner was of the view that commissioning Aurora to deliver support to people 
with cancer was a ‘no brainer’ and quality of patient experience was enough to evidence such a 
funding decision, current commissioners are less certain.  Evidence of outcomes, and an economic 
case are seen as essential before any funding decisions will be made for support post September. 
 

8.7 Enablers 

 

8.7.1 Macmillan funding and reputation 

Though Aurora was already working in this space and had a solid foundation on which to build they 
recognise that the funding for the WBP and Care Navigator roles has enabled much of the progress 
described. It has provided the capacity and impetus to develop services. It has enabled them to 
invest time in building their profile and getting their voice heard within the primary sector particularly.  
Working with Macmillan has been good for their profile both with service users and health care 
professionals. 
 

8.7.2 Teamwork 

As reported in the previous interim report, having a good team has been essential in driving forward 
change.  The WBPs and Care Navigator have worked hard to develop and deliver services that are 
valued by users and professionals.  The Manager of the Centre has extensive experience of the 
NHS so knows how to operate in that environment, probably giving them more profile than a similar 
sized organisation without such insider knowledge. 
 
The team are committed and have continued to develop their skills. They are encouraged to stretch 
into new areas and are supported in their learning.  They are supportive of each other, and are 
supported by their supervisor which has helped developed their resilience. 
 

8.7.3 The role of the Care Navigator 

The Care Navigator role was established to help join everything up; to ensure referral pathways were 
established and to make sure the services that Aurora were able to provide were understood by 
others working in the sector. This role has been pivotal in developing relationships and increasing 
communication between Aurora and both primary and secondary care.  They have forged good 
working relationships with some of the local GPs and have through persistence maintained a place 
at the table when agencies are collectively planning support for cancer patients. 
 

8.7.4 Using professionals as part of the team 

The Centre uses professionals to help develop and deliver services.  An example of this is the 
Prostate cancer workshops and support groups developed and delivered with a well-known and 
respected psychosexual therapist.  Though this support is now largely delivered by the team, Aurora 
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have retained the professional to provide support to the team and offer one-to-one counselling to 
service users that need a more intense intervention.  
 
A range of other support services have been developed with a yoga teacher. Working with different 
groups they have brought their expertise to help meet the needs of service users. They work 
alongside the Aurora team to ensure the services are understood by them and so they can refer 
appropriately. 
 
Drawing professionals in as part of the team enables the Aurora staff to learn alongside and move 
services to in-house provision where appropriate. They maintain good working relationships with 
professionals that enables them to be redeployed to offer other support as need changes.  
Maintaining good relationships and offering different opportunities keeps these relationships 
productive while managing long term costs. 
 

8.7.5 Agility 

As a small organisation they are able to adapt and respond to need quickly.  If something doesn’t 
work they will change it. Being reactive in this way requires constant attention to feedback and data.  
 

8.7.6 Working from a solid foundation 

Aurora are not new to this and they already had a firm foothold in the community.  They have 
continued to work on their profile and promote their services widely to reduce the ‘we’ve not heard 
about you’ responses.  It seems to be working but doesn’t happen overnight. 
 

8.8 Next steps 

 
Without further funding post September the WBP and Care Navigator posts are at risk and along 
with them the services they deliver.  The organisation is already, searching for further funding as 
commissioning looks unlikely at this stage.  In the absence of some hard data evidencing positive 
outcomes for the health care system as well as people affected by cancer, and in a competitive 
commissioning environment where cost saving outcomes are king continuation funding is doubtful.   
 
How Aurora’s services fit into the changes within the patient pathways in both secondary and primary 
care with the introduction of support roles (TAPs) and link workers is unclear.  Whether there will be 
a need for HNAs to be carried out by Aurora or whether their role will be more about service provision 
and navigation remains to be seen.  They will no doubt adapt whatever the outcome, but there is a 
lot to learn from what has been achieved and it would be a shame if that experience is pushed to 
one side only to be replicated from scratch in some other guise. 
 

8.9 Highlights from the HNA data 

 
From April 2018 to November 2019 Aurora Wellbeing Practitioners conducted 519 HNAs, 244 of 
which were for the three targeted tumour sites.  The numbers completed per month has grown 
steadily over the period. 
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Figure 38 – There are more assessments from Breast than Urology and Lower GI combined 

 

 
N= 519 
 
 
A small proportion, 5%, were conducted for people with ‘No diagnosis’ and we understand that these 
are most likely to have been completed for carers or family members of people living with cancer. 
 
Around two thirds of the HNAs completed are for people aged over 55.  The age profile for those 
with Prostate cancer is slightly older than Breast and Colorectal. Most HNAs have been completed 
for female service users (70%). This at least in part likely reflects the higher proportion of 
assessments having been done for people with Breast cancer (29%).  However, given that a 
reasonable proportion of service users self-refer we believe the centre generally attracts more 
females than men overall. 
 
People are getting referred in a timely manner as the figure below illustrates. 
 
Figure 39 – Most assessment for the three programme tumour sites take place between initial 
diagnosis and by the end of treatment  
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99% of HNAs recorded one or more concern, and amongst those the average number of concerns 
raised is 4.6. It varies very little with pathway stage.  Physical and emotional concerns account for 
about a third each of all concerns raised, ie they are the most frequently raised concerns.  Physical 
concerns are more frequently raised during treatment but at other stages of the pathway physical 
and emotional concerns are comparable. 
 
However, when taking into account severity scores, family concerns and practical concerns feature 
more prominently. 
 
Figure 40 – Family concerns though mentioned less frequently cause a greater level of concern 

 

 
 
Though spiritual concerns also have a high severity score this is based on a very small sample. 
 
In more detail, concerns are fairly consistent across the three tumour sites.  Money or finance 
appears in the top three for all three tumour sites.  Worry and anxiety features highly across all the 
tumour sites. Appearance is a main concern for people with Breast cancer. 
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Figure 41 – Top ten concerns are similar across all three tumour sites 

 

 
 
73% of HNAs result in a care plan being produced and this is shared with the service user, if they 
want it, and their GP if agreed. On average assessments result in 6.3 actions. 
 
Information is the most frequently recorded action but over a quarter of concerns raised result in a 
referral and a further 15% are signposted to other support. 
 
Figure 42 – Over a quarter of the actions are a referral 

 

 
 
N=3,271 

  

# Total Lower GI Urology Breast 

1 Worry fear or anxiety Money or finance Money or finance Worry fear or anxiety 

2 Money or finance Worry fear or anxiety Uncertainty My appearance 

3 Partner 
Thinking about the 
future 

Eating appetite or taste Money or finance 

4 Eating appetite or taste Partner 
Tired exhausted or 
fatigued 

Thinking about the 
future 

5 
Thinking about the 
future 

Eating appetite or taste 
Moving around 
(walking) 

Sleep problems 

6 Sleep problems 
Tired exhausted or 
fatigued 

Worry fear or anxiety 
Tired exhausted or 
fatigued 

7 Uncertainty 
Moving around 
(walking) 

Partner Children 

8 
Tired exhausted or 
fatigued 

Uncertainty 
Thinking about the 
future 

Eating appetite or taste 

9 Sadness or depression Children Sleep problems Uncertainty 

10 Anger or frustration Sleep problems Pain or discomfort Sadness or depression 
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9 DONCASTER 
 
As mentioned elsewhere in this section, progress in Bassetlaw has been considered as a separate 
locality in this report.  
 

9.1 Progress to date 

 

9.1.1 Support worker 

The most significant development in Doncaster since the last interim report has been the arrival in 
post of Trainee Assistant Practitioners (TAPs). Eight new posts have been filled in various tumour 
sites across the Trust including in Breast, Urology and Colorectal. Funding has come from 
Macmillan, the CCG the Trust and the Cancer Alliance. The roles include one day a week on a 
Foundation Degree programme at Sheffield College.  
 
The TAP roles focus primarily on HNA delivery, which has already been reported on above.  Each 
TAP has also been given a project/workstream to focus on.  For example, analysing the eHNA data 
and developing wellbeing events.  It is early days for this work as the TAPs are all still bedding into 
their teams, but this will hopefully encourage cross team working and sharing of learning. 
 

9.1.2 Meaningful conversations and eHNA 

 
eHNA adoption 

An increase in HNA delivery across the three tumour sites was predicated on the arrival of the new 
TAP support workers (see below). The TAPs arrived in post during September 2019 and received 
HNA training from the Project Manager in December. They have also shadowed nurses who were 
conducting HNAs. Although still quite new to the role, TAPs are now supporting the delivery of, and 
directly delivering, HNAs in various ways and at different points in the pathway. 
 
In Colorectal, CNSs tend to carry out HNAs at diagnosis on a case-by-case basis (for example, 
depending on complexity). The TAP is introduced as the patient’s main point of contact for HNAs 
thereafter. The TAP usually conducts HNAs when patients attend for treatment, thereby avoiding a 
second visit to the hospital. Feedback from patients suggests that this this a good point for them to 
open up about their concerns once they are over the immediate shock of diagnosis. HNAs are 
conducted in a separate room or occasionally, if the circumstances demand it, at the bedside. The 
TAP mixes use of the tablet with paper HNAs based on a judgement about the patient: some patients 
appear more sceptical of the tablet approach. Patients have been offered the chance to complete 
the HNA at home, but so far none have been returned. The TAP also supports nurses to complete 
the HNA process on their return from home visits. The TAP is responsible for HNA referrals, which 
at present all go to the Macmillan Cancer Information and Support Service (formerly known as Living 
Well) for Doncaster patients or Aurora for those living in Bassetlaw. The majority of concerns relate 
to financial and benefits advice, plus emotional support for carers. 
 
In Urology, CNSs and the TAP are conducting HNAs with patients. There is now a dedicated HNA 
clinic on a Monday, which the TAP runs. Patients tend to be given an HNA at pre-treatment. Patients 
tend to prefer paper to the tablet, which staff have put down to the age of the majority of patients. 
The response from patients has been reported as having been very positive. As with Colorectal 
patients, the vast majority of concerns are referred to the Cancer Information Service or Aurora and 
relate to financial and emotional issues.  
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In Breast, the TAP is involved at the start and end of the HNA process.  Speaking initially with the 
patient to identify needs, the information is then passed on to the CNS who develops the care plan.  
The TAP then picks up the referrals, most of which are to the Cancer Information Service or Aurora.  
At this early stage the TAP has limited knowledge of other community services.  The TAP also 
undertakes various administrative roles to support the CNS team.   
 
Anecdotally, evidence from the TAPs suggests that their work, particularly around HNA completion, 
referral and follow-up, is already helping to free up time for nurses to focus on other clinical activities. 
There also appears to have been an increase in the appreciation of the value of HNAs among nurses 
as a result of the good feedback now flowing through from an increasing number of patients who 
have been supported through the process. 
 
Macmillan Cancer Information and Support Service 

The Macmillan Cancer Information and Support Service (MCISS, formerly known as Macmillan 
Living Well) continues to provide information and support services from its location within DRI 
Outpatients. The Service is delivering HNAs to patients, taking referrals from the tumour teams at 
the hospital, and picking up some patients and carers directly as they pass through Outpatients. At 
the time of the fieldwork (December 2019), the service was experiencing a reduction in the volume 
of HNA referrals from the tumour teams, having dropped from 140-170 referrals per month to around 
90 in November, but the reasons for this were not clear. It did coincide with the arrival of the TAPs 
but, at that stage, TAPs were not undertaking HNAs.  The New Year brought an upturn in referrals 
with a 57% increase in January.  
 
There is concern about how the introduction of the TAP role will impact on the patient pathway and 
when HNAs will be done.  If TAPs are completing HNAs with patients during clinics and referring 
them to the Cancer Information Centre they shouldn’t need another HNA, but the MCISS staff seem 
unsighted on what’s taking place in clinics and how they should complement this rather than risk 
duplication.  If HNAs are being done by TAPs what then is the role for the MCISS team?  In early 
2020 the referral process did not seem to be working as effectively as previously and there was 
some concern that this was because of the introduction of the TAPs ahead of redesigning the patient 
pathways for HNAs. 
 
Referrals from HNAs to the service from tumour teams tend to be for worries related to finances and 
welfare benefits (this was confirmed in interviews with TAPs). The service is concerned that the 
breadth of their offer is not sufficiently well-understood by the tumour teams, and that there is 
capacity for the service to offer information and support beyond these particular issues. The 
challenges of information sharing (see below) may exacerbate this issue.  
 
Practical challenges remain for the service. Staff members cannot park on site, meaning that they 
have to use the park and ride which extends the amount of time it takes for them to make home 
visits. Electronic systems for nurses and the service are different, and the service cannot share 
eHNAs and care plans with nurses electronically as a result (copies are emailed or passed on in 
paper form). Workspace is very cramped for the team and difficult to make work when trying to have 
confidential/sensitive conversations with patients. Some of these issues appear to be due to the 
service being part of the Rotherham Doncaster and South Humber NHS Foundation Trust (RDaSH) 
rather than the Doncaster and Bassetlaw Teaching Hospitals NHS Foundation Trust and it is clear 
that this causes some frustrations.  
 
Towards the end of the year the MCISS lost three of their team through resignation.  This did place 
pressure on those left behind.  They have managed to continue to meet demand though this has 
required additional working.  Recruitment has started and one person has already started on a 12- 
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month contract.  Support has been provided from the wider team, including staff working on the Be 
Cancer Safe project. 
 

9.1.3 Treatment Summary 

There has been limited progress since the last report. A Treatment Summary module has been 
created for the Infoflex system which went live in late 2019. This provides nurses with the ability to 
auto-populate a number of fields in a Treatment Summary. The project manager has also provided 
CNSs with training on how to complete Treatment Summaries. At the time of writing, however, no 
Treatment Summaries had been completed. We understand that this is due to ongoing technology 
issues. 
 

9.1.4 Cancer Care Review 

There has been no significant progress with Cancer Care Reviews in Doncaster since the last report 
and further progress is unlikely given the imminent departure of the project manager. Cancer Care 
Reviews are now being discussed locally in the form of a forthcoming Right By You bid, which will 
be more focused on delivery in primary care.  
 

9.1.5 Health and Wellbeing activities 

There has been no significant progress on Health and Wellbeing events since the last report. These 
activities were always predicated on the arrival of TAPs into post. TAPs have now been in post for 
around five months, but their focus to date has been on learning to deliver HNAs rather than Health 
and Wellbeing activities. The only activity to date has been a pilot of patient journals being run by 
two TAPs (urology and gynae).  
 
The team at the Cancer Information Centre are keen to support the development of these events 
alongside the TAPs.  
 

9.1.6 Risk stratified pathways 

Risk Stratification was in place pre-programme for Breast and Prostate teams, both of which have 
been running nurse-led clinics for some time. We have been unable to establish fully the risk 
stratification situation for Colorectal cancer patients but we understand new pathways are being 
established for cancers of the colon over a two-year period and rectal cancers over a longer three- 
year period, to reflect the differing risks in these cancer types. We understand the new Infoflex 
remote monitoring module has not yet been implemented for any tumour site due to technology 
issues. 
 

9.2 Implementation learning 

 

9.2.1 Enablers 

 
Effective TAP recruitment  

The project appears to have recruited well to the TAP roles, with experienced and well-motivated 
individuals keen to make the roles a success despite the initial teething problems (see below).  
 
Patient involvement 

Patients have continued to be involved and have contributed to the development of the patient 
journal. The MCISS manager has offered to take on the patient group supporting the LWABC after 
the project manager departs to keep them involved and feel valued. 
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Macmillan Cancer Information and Support Service 

The team remain committed to LWABC despite challenges with capacity and some frustration 
around their position both in the Trust and within the programme.  They have supported the induction 
of the TAPs and continue to adapt to the changing pathway as needed to ensure patient needs are 
being met. 
  

9.2.2 Challenges 

 
Introducing new roles 

The arrival of the new TAPs in September was not a smooth one, although the situation has improved 
considerably since then. Tumour teams appear to have been unprepared for their arrival, and TAPs 
were initially uncertain about their new roles and responsibilities. The absence of the Lead Cancer 
Nurse at the time of their arrival was probably a contributory factor to the confusion.  
 
By early 2020, the situation was clearer. TAPs received HNA training in December and those we 
spoke to in February were more settled and developing their roles, especially in terms of HNA 
delivery. TAPs reported that they were receiving good support from their respective tumour teams 
and the project manager. Shadowing nurses and observation of other elements of team activity (eg 
clinics, surgery) have helped with confidence and made them feel part of a team. Nurses have 
become more familiar with the TAP role, and the difference between it and healthcare assistants.  
 
Nevertheless, challenges remain for the TAP roles. TAPs report difficulties in managing differing 
expectations of their roles placed on them from the Trust, Macmillan and the college (see below for 
specific challenges with the college element of the role). This is reflected in the language used by 
others to describe their roles, which varies from TAP to cancer support worker, to cancer care 
coordinator. We understand that TAPs have not all yet received employment contracts, six months 
into their new roles, which contributes to an element of ongoing uncertainty.  
 
Education and the TAP role 

One key element of the TAP role is the inclusion of ongoing learning. TAPs in the LWABC project in 
Doncaster (and others recruited at the same time) are all studying for a Foundation Degree at 
Sheffield College. While the TAPs have been broadly positive about the education element of the 
role, they do face some ongoing issues. 
 
TAPs feel that there has been something of a mismatch between the focus of the degree course and 
their role. While the course has, in this first year, been primarily about clinical practice, the TAP roles 
are expected to be focused much more on HNAs and the quality of the patient experience. This has 
led to some questions about the relevance of the course to the TAP role. However, the second year 
of the course is expected to focus much more on psychological issues, which will be more relevant 
to the TAPs. 
 
The college course requires attendance on a Thursday, a day when some tumour teams hold their 
diagnosis clinics, which TAPs would ideally wish to attend as part of their role. 
 
Some TAPs have not felt particularly well-supported in terms of the college course – some have 
been away from education for some time and have found the step into academic learning to be a 
real challenge. We understand that efforts to facilitate support through the Trust’s education team 
are ongoing. 
 
Departure of the Project Manager 

The Project Manager is due to leave post at the end of February and we understand that a direct 
replacement is not being recruited. The impact of this loss was already becoming evident in early 
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2020, with progress slowing on project elements such as the Cancer Care Review which is now 
being considered in the context of a future Right By You bid. Other elements of the project are likely 
to be less affected, for example the TAPs are increasingly well-established and capable of delivering 
HNAs.  
 
Information Service capacity  

The Macmillan Cancer Information Service has struggled to maintain its staffing levels. It has had to 
manage some long-term sickness, and uncertainty about the future funding of existing roles beyond 
2020. We understand that consideration is being made to situate TAPs with the service in outpatients 
in future on a rota basis to help with HNA delivery capacity. How this works in practice remains to 
be seen.  
 
Re-establishing the referral pathways  

The introduction of the TAP role has/will increase the number of HNAs being done in a clinical setting.  
It has yet to be established what the role of the MCISS and Aurora will then have in offering 
meaningful conversations.  Where previously patients were being referred to these organisations 
they were able to provide holistic support, even if the referrer did not fully appreciate the services 
these organisations were providing.   
 
There is a concern being raised that now the HNA is being done in clinic patients may only be 
referred for specific reasons, primarily financial advice, and if that is not required only signposted for 
more general support. The organisations currently offering ‘community’ HNAs may therefore not 
have the opportunity to offer the wider services they are able to provide themselves or refer onto.  
There is also some concern that the nature of the HNA in a clinical setting is different from one 
offered in the MCISS or Aurora and that needs may be missed as a more medical approach is taken 
by clinicians.  This is unsubstantiated but the uncertainty is causing some discomfort amongst 
existing HNA providers. 
 

9.2.3 Barriers  

 
Developing technology solutions 

Many of the delays in progressing elements of the Recovery Package still appear to be hindered by 
technological problems, such as the delayed development of modules for Infoflex, and different 
teams using different systems which reduces the sense of an integrated system. The inability to 
share information effectively risks the patient having to repeat themselves, which is a common 
complaint from people living with cancer. 
 
Lack of shared vision 

It was reported that there seemed to be a lack of buy-in and understanding within the locality group 
of where LWABC was taking the DRI. Governance meetings were not always well attended by key 
stakeholders and it was felt that the conversations around the table were not as open and honest as 
they could have been.  Speaking with CNS teams indicates the LWABC has quite low visibility 
amongst the wider MDT and there are concerns about where LWABC goes now, especially without 
a project manager to drive change. 
 

9.3 Next steps 

 
The absence of a project manager may hinder the development of some aspects of the project 
between now and the end of the programme, especially the Cancer Care Review. There is a hope 
and expectation that the TAPs will continue to develop their roles and increase both the quality and 
volume of HNAs. It is also anticipated that they will have responsibilities for further development of 
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Treatment Summaries and Health and Wellbeing events in due course. We have slight concerns 
that a lot is being asked of these individuals within a year of their arrival, especially if they do not 
have a project manager to support them.  
 

9.4 Highlights from HNA data 

 
We report the analysis for clinical and non-clinical (MCISS) HNAs separately, both for comparison 
and because the data covers different date ranges. Data has only been made available to September 
2019 for DRI and March 2019 for MCISS.   
 

9.4.1 Clinical HNAs 

The eHNA data for the year between October 2018 and September 2019 shows 439 eHNAs in total. 
329 HNAs were completed, of which 301 (91%) were from the three programme tumour sites. A 
further 108 HNAs on the system had no completion date (25% of the total), and two were marked as 
declined. 
 
A large majority (65%) of HNAs were for Breast patients, reflecting the size of the patient cohort 
relative to other tumour sites. The large number of Breast patients was also reflected in the gender 
split of HNA patients: 73% were female. Most HNAs were completed for patients over the age of 55.  
Those with Prostate and Colorectal cancer had a slightly older age profile, with Prostate HNAs 
peaking between 65 and 74 years, and the highest proportion of Colorectal HNAs being done for 
patients over 75.   
 
Overall most (60%) of HNAs are completed at the end of treatment this is highly influenced by the 
proportion of Breast patients receiving HNAs compared to the other tumour sites. As in fact the timing 
of HNAs shows marked differences across the three programme tumour sites, as Figure 43 
demonstrates. Breast HNAs are predominantly an end of treatment exercise, while Colorectal HNAs 
primarily occur at initial diagnosis. In Urology, HNAs tend to be completed at the start of, or during 
treatment.  
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Figure 43 – There are significant differences in the pathway stage HNAs are carried out between tumour 
sites 

 
 

 
 

Almost all (94%) of the HNA assessments were undertaken by a health care support worker. This 

aligns with our findings that CNSs were not undertaking many HNAs themselves during this period. 

 

81% of HNAs recorded at least one concern, and amongst those the average number of concerns 
per assessment was 4.8. The average number of concerns appear to be greatest during the 
treatment period (Figure 44). The lower number at initial diagnosis may reflect the point raised by 
some stakeholders, that patients often have a lot to take in at this early stage and may not be able 
to fully reflect and communicate their concerns at this time. However, as noted previously, the stage 
at which an HNA assessment was undertaken varied significantly according to tumour site. 
 
 
 
  

0%
0%
0%
0%
0%
0%

14%
7%

0%
79%

0%
0%
0%
2%

13%
0%

50%
29%

0%
6%

0%
0%
0%
0%
0%

87%
3%

0%
0%

10%

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Lo
w

e
r 

G
I (

n
=2

9
)

.
U

ro
lo

gy
 (

n
=6

2
)

.
B

re
as

t 
(n

=2
1

0
)

Proportion of assessments



Macmillan LWABC Programme – 2nd Interim evaluation report  
 

91 

Figure 44 – The average number of concerns per assessment across the pathway peaked during and 
at the end of treatment 

 

 
More than half (59%) of concerns related to a physical issue (Figure 45). These proportions were 

broadly the same irrespective of the pathway stage at which the assessment was made.  

 
Figure 45 – The majority of the concerns raised were of a physical nature 

 
N=1,555 
 
 
While the majority of concerns were physical, on average they scored the lowest (5.8) in terms of 
severity. All other categories severity scores averaged between 6.2 and 6.8. 
 
On average, there were 0.9 actions per HNA assessment, which includes 47% for which no further 
action was reported. Of the 89% of assessments recorded as having a care plan date, more than 
half didn’t have actions associated to them (n=392). The most common action was discussion (65%) 
followed by referral or signposting (13% and 9% respectively, n=303). 
 
 
 

0.0

3.6

5.4

5.3

4.3

2.0

Other (n=0)

In palliative care (n=0)

Transition to palliative (n=0)

Diagnosis of recurrence (n=1)

Follow up (n=11)

End of treatment (n=194)

During treatment (n=46)

Start of treatment (n=22)

Prehabilitation (n=0)

Initial diagnosis (n=51)

Average number of concerns

P
at

h
w

ay
 s

ta
ge

0%

4%

13%

23%

59%

Spiritual

Family

Practical

Emotional

Physical

Proportion of concerns

C
o

n
ce

rn
 t

yp
e



Macmillan LWABC Programme – 2nd Interim evaluation report  
 

92 

9.4.2 Macmillan Cancer Information and Support Service HNAs  

Between July 2018 and March 2019, 279 HNAs were logged, of which 134 (53%) were marked as 
completed. Of those 134 completions, 66 (49%) were for the three programme tumour sites.  
 
The gender split for programme-related tumour sites was reasonably even: 54% female and 46% 
male, reflecting the predominance and even balance of numbers between Urology (primarily 
Prostate) and Breast. Most HNAs were completed for people aged over 55 years. Urology patients 
tended to be older and Breast and Colorectal patients slightly younger.  
 
Most Breast cancer patients have their HNAs at the initial stages of the pathway, while most Urology 
cancer patients have their assessment after their treatment started.  HNAs for Colorectal patients 
are spread more evenly through the patient pathway. 
 
Figure 46 – The timing of HNAs on the patient pathway is more mixed than for Doncaster’s clinical 
HNAs 
 

 
 

The MCISS conducted around half of HNAs at the hospital, and half at patients’ homes. 100% of 

HNAs recorded one or more concerns, and the average number of concerns per assessment was 

0%
0%

27%
0%

20%
7%
7%

20%
0%

20%

0%
0%

32%
0%

20%
0%

24%
12%

4%
8%

4%
0%
0%

8%
8%

0%
31%

23%
19%

8%

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Other
In palliative care

Transition to palliative
Diagnosis of recurrence

Follow up
End of treatment
During treatment

Start of treatment
Prehabilitation

Initial diagnosis

Lo
w

e
r 

G
I (

n
=1

5
)

.
U

ro
lo

gy
 (

n
=2

5
)

.
B

re
as

t 
(n

=2
6

)

Proportion of assessments



Macmillan LWABC Programme – 2nd Interim evaluation report  
 

93 

5.2 (a little lower than for clinical HNAs at 5.9). Sample sizes are very small when analysing the 

average number of concerns by pathway stage, so we have not used this analysis.  

 

Two-fifths (40%) of concerns related to practical issues, followed by physical (36%).  

 
Figure 47 – The proportion of practical concerns is significantly higher than for clinical HNAs delivered 
at the hospital 

 
N=334 
 

While the largest proportion of concerns were practical, on average they scored the lowest on 
average in terms of severity: 4.4 compared to other categories which scored between 5.8 and 6.5. 
 
On average, there were 3.6 actions per HNA assessment – much higher than for clinical HNAs (0.9). 
A care plan was produced for almost every HNA (99%). As with clinical HNAs, the most common 
action was discussion (47%) followed by referral (26%). 
 

9.4.3 Differences in concerns raised 

Figures 45 and 47 show differences at top level between the types of concerns being raised by 
patients during HNAs being conducted by CNSs and those being completed by MCISS staff.  
Looking at physical concerns in more detail reveals being tired, exhausted or fatigued features 
strongly in HNAs conducted by both CNSs and MCISS staff across all tumour sites (top 4).  However, 
pain and discomfort, sleep problems and hot flushes or sweating, are high on the list of concerns for 
HNAs completed by CNSs but feature far less in those completed by MCISS staff (colorectal being 
the exception).   Other physical concerns raised with CNSs commonly such as passing urine and 
diarrhoea do not feature at all with MCISS staff.  Moving around (walking) is comparable. 
 
Money and finance appears at the top of the concerns list in all tumour sites for HNAs conducted by 
MCISS staff but is far less prominent in HNAs conducted by CNSs.  Similarly, looking at concerns 
raised by HNAs done at Aurora, money and finance, worry and anxiety are high on the list.  Being 
tired, exhausted or fatigued still features in the top ten but more emotional concerns are emerging.  
 
The differences in concerns raised may be related to where the patient is on the patient pathway, 
those being conducted by CNSs generally during or at the very near end of treatment.  It could also 
reflect patients’ expectations about what each person/organisation is there to help them with, or it 
could be influenced by an unconscious or conscious bias of the person conducting the HNA.  
However, what is clear is that there are changes in concerns and therefore the need to revisit, or 
complete multiple HNAs at different times seems fully justifiable. 
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10 NORTH DERBYSHIRE AND HARDWICK 
(CHESTERFIELD) 

 

10.1 Progress to date 

 

10.1.1 Meaningful conversations and eHNA 

As discussed in the first interim report, after a positive start with recruiting three CSWs to support 
adoption of consistent and recorded HNAs, turnover and maternity leave led to a period with no 
CSWs.  This meant that early progress on eHNA adoption stalled.  However, the situation is 
resolving, as follows: 
 
 Prostate CSW replacement recruited in May 2019, completed induction and now embedded in 

the team 
 Colorectal CSW returned from maternity leave in January 2020 to resume her role 
 Breast CSW replacement recruitment completed in January 2020  
 
We would therefore expect HNA processes to be back up and running in all three programme tumour 
sites by the time of our final evaluation fieldwork. 
 
The Prostate CSW reported poor patient uptake of the HNA offer.  Whilst the CSW’s investigations 
with a sample of patients indicated that they felt well-supported by the Prostate team, the low uptake 
is in contrast to what we see in other places, even when patients feel well-supported by their key 
worker team.  Upon further exploration, it appears that the process being used may be negatively 
affecting uptake.  We understand that the Lead Cancer Nurse was undertaking additional learning 
and development with the team to address the process issues, and that the CSW was planning to 
visit other localities to learn from their HNA processes. 
 

10.1.2 Treatment Summary 

Treatment Summaries were not implemented by November 2019 as the project had anticipated at 
the time of our last report. The aim now is for Treatment Summaries to be flowing to primary care by 
April 2020.  
 
Work has been carried out to introduce the concept of Treatment Summaries to the project’s three 
tumour sites. However, there has been some push-back from clinicians regarding the timing of 
Treatment Summaries. Because many patients are on a shared pathway between Chesterfield and 
Sheffield (the tertiary cancer centre), there has been a debate about whether or not Treatment 
Summaries should be completed in Sheffield rather than Chesterfield. This has not yet been 
resolved. 
 
The project continues to develop a Treatment Summary template for Infoflex with the Haematology 
team, which they hope they can subsequently roll out to other tumour sites in due course.  At the 
time of our fieldwork, the template was in the last stages of design. Example Treatment Summaries 
will be tested with a patient user group, led by the GP cancer lead. 
 

10.1.3 Cancer Care Review 

Since 1 June 2019, the CCG has offered an 18-month enhanced service contract to interested GP 
practices funded by Macmillan.  This involves a payment of £8.15 per CCR, completed by any health 
professional in the practice team, using the Macmillan CCR template on their IT system.  
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The CCG was also funded to recruit a Band 7 Primary Care Quality Lead Nurse for 22 hours per 
week, to equip practices to support people living with cancer.  Since coming into post on 3 June 
2019, she has developed a Practice Nurse training package which includes:   
 
 Symptom management 
 Long term consequences of treatment 
 Needs when Living With and Beyond Cancer  
 Communication skills 
 Handling emotional concerns 
 How to talk with palliative care patients 
 
Delivery began in January with four webinars, followed by two days of face-to-face training for 
Practice Nurses during QUEST days (either four half days or two full days).  All training should be 
complete by July 2020, and the Lead Nurse will evaluate six months after completion (results 
available January 2021). 
 

10.1.4 Health and Wellbeing activities 

The NGS24 Macmillan Cancer Information and Support Service at Chesterfield Royal Hospital 
continues to offer Health and Wellbeing courses which patients self-refer to: 
 
 Breast:  Breast Cancer Care Moving Forward course 
 Other cancers: Moving On, a locally designed course based on similar principles to Moving 

Forward  
 
The courses are delivered by the NGS Macmillan Cancer Information and Support Service staff with 
input from other clinicians.  Moving On has not been particularly well-attended (around ten patients 
per session), although feedback has been very positive. Low attendance may be linked to the 
absence of CSWs. Now all the CSWs are back in post, the intention would be to refer appropriate 
patients to the courses routinely after treatment, as part of their post-HNA care plan.  
 
Ashgate Hospice continues to offer a Living Well programme for patients with metastatic cancers 
and those in the palliative care and end of life stages of their cancer.  Again, patients can self-refer 
to this programme. 
 

10.1.5 Risk stratified pathways 

All three tumour sites have now agreed clinical criteria and guidelines for risk stratification.  
 
Colorectal and Prostate tumour teams will use the Infoflex system with a Remote Monitoring module 
and have agreed patient criteria and guidelines. Implementation is ongoing and, at the time of our 
fieldwork, the process was expected to go live in February 2020. Timescales are broadly on track 
with the project’s expectations. The Cancer Alliance has provided funding for a Remote Monitoring 
Coordinator to oversee the process, with an expectation that the Trust will pick up the role thereafter.  
 
In Breast, limitations with existing IT systems mean that Remote Monitoring is progressing more 
slowly. Implementation will require an administrative resource to oversee appointment organisation, 
and the Trust has applied for funding from the East Midlands Cancer Alliance. We understand that 
there are no precise timescales for when Remote Monitoring might be in place for Breast patients.   
 

 
24 The National Garden Scheme (NGS).  
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10.2 Implementation learning 

 

10.2.1 Enablers 

Macmillan Cancer Information and Support Service 

As well as the Health and Wellbeing activities described previously, the NGS Macmillan Cancer 
Information and Support Service provides a range of services from information and listening to 
complementary therapies and a walking group.  CNSs report that they routinely signpost patients to 
the Service, and that the service is highly valued.  The Service has been a vital source of support in 
the absence of CSWs and consistent structured HNAs and will be the central hub to which CSWs 
signpost patients after an HNA for navigating to non-clinical services.  The Lead Cancer Nurse did 
explore the possibility of the Service conducting HNAs to alleviate the pressures caused by the 
absence of CSWs, but staff turnover in the Service made that unfeasible.  
 

10.2.2 Challenges 

Capacity (but improving) 

As previously described in the first interim report, the CNS workforce is significantly under capacity.  
This affected their ability to undertake HNAs in the absence of their CSWs, and may impact on the 
production of Treatment Summaries once these are implemented.  Things are looking more 
optimistic in some tumour sites.  The Cancer Alliance has agreed funding for two additional Breast 
CNSs, one at Band 6 and one at Band 7, and a Band 7 CNS each in Colorectal and Urology.  In 
addition, the Breast team will be getting an administrative role to support failsafe activities and to 
cover the phones.   
 
Despite the capacity challenges, we continue to observe high levels of goodwill towards the LWABC 
project and team. 
 

10.2.3 Barriers 

Valuing HNA 

There continue to be mixed views amongst the CNS workforce about the value of a structured and 
consistent HNA, with some believing that patients receive all the support they need already.  The 
low uptake in Prostate potentially reinforces this belief, despite evidence from the local HNA data in 
section 10.4, other localities and from areas beyond the programme contradicting this: even when 
patients feel well-supported by their key worker team, patients generally derive substantial benefit 
from a structured meaningful conversation about their wider support needs and 71% of HNAs 
completed in Chesterfield generated at least one concern (and an average of 8.2). Further work is 
needed to demonstrate the value of HNA, so that all CNSs embrace and support the process.  We 
hope that having all three programme CSWs in place and pushing HNA forward together will 
generate evidence of patient benefit to persuade the more sceptical. 
 

10.3 Next steps 

 
Alongside integrating the new Breast CSW into the team, and reintegrating the Colorectal CSW 
following her maternity leave, the main focus will be on progressing remote monitoring and 
Treatment Summaries, for go-live in April. 
 

10.4 Highlights from HNA data 

 
311 HNAs were recorded between May 2018 and December 2019, of which 206 were for the three 
programme tumour sites.  As shown in the figure below, most of the HNAs were recorded between 
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May and November 2018, with a significant drop thereafter.  This reflects the absence of some or all 
of the CSWs during a large part of 2019.   
 
Figure 48 – the number of assessments per month was much lower in most of 2019 than in 2018 

 
 

 
The majority of HNAs recorded are for Urology patients (29%), probably reflecting the replacement 
of the CSW more quickly in that tumour site, and ‘other’ tumour sites (29% collectively) mainly across 
Gynaecology, Haematology and Upper GI.   Breast and Lower GI accounted for 22% and 20% 
respectively. 
 
Gender distribution was broadly equal (52% female, 48% male) and 63% of HNAs were with patients 
aged over 65.   
 
Overall, the majority of HNA conversations took place either at initial diagnosis or during treatment 
but analysing by tumour site reveals notable differences.   
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Figure 49 – Proportion of HNAs by pathway stage differs across programme tumour sites 

 
 

 

71% of HNAs recorded at least one concern, and amongst those the average number of concerns 
was 8.2.  The average number of concerns differed at different stages, with initial diagnosis 
generating the highest average and follow-up the lowest.  
 
Physical concerns were the most commonly reported, as shown in Figure 50. 
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Figure 50 – Almost half of the concerns were of a physical nature 

 
N=1,802 
 
As is often the case, frequency does not always indicate severity.  Emotional and family concerns 
had the two highest average severity scores (5.8 and 5.4 respectively).  Physical concerns averaged 
4.8 severity which, whilst lower than the top two, would not be considered a low or insignificant score.  
 
HNA conversations led to an average of 1.2 actions per assessment (1.7 for HNAs with one or more 
concerns), with discussion (45%) and referral (25%) accounting for most of the actions.   
 

10.5 Patient survey responses 

 
Chesterfield Royal Hospital Trust had recently approved a locally-designed cancer patient 
experience survey for regular use. It was therefore not appropriate to attempt to administer the 
programme’s patient survey too, as it would cause duplication and governance challenges.  The 
Trust agreed to share aggregated findings with the evaluation team, for the relevant questions and 
the three programme tumour sites, to integrate into our programme level analysis of patient 
experience.  The questions are different to those in the programme patient survey but explore similar 
issues.  The results are summarised below. 
 
192 patients responded to the survey, including 20 from Colorectal, 55 from Urology and 38 from 
Breast.  The figure below shows that less than a third from each of those tumour sites had been 
offered an HNA at any time. 
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Figure 51 – Less than a third of programme tumour site respondents were offered an HNA 
This probably reflects the challenges with CSW absence and turnover in 2019 

 
 
As we’ve already described, the three programme tumour site teams have experienced challenges 
with CSW absence and turnover in the last year, which we know affected HNA delivery in those 
teams, hence the low numbers. 
 
Almost all who received an HNA said it was useful. 
 
Amongst those who had an HNA, most received a care plan, as can be seen in the figure below. 
 
Figure 52 – Most respondents in the three programme tumour sites said their assessment resulted in 
a personalised care plan, and more than those from other tumour sites 
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Most said the care plan was useful (89% in Colorectal, 95% in Urology and 100% in Breast). Around 
70% said they were signposted to the Macmillan Cancer Information and Support Service. 
 
When looking at information provided on emotional and financial support available, over 70% said 
the information received about emotional support was adequate, but less than 40% said the 
information about financial support was adequate.  This points to an opportunity to enhance the 
information provided within the Macmillan Cancer Information and Support Service in future. 
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11 ROTHERHAM 
 

11.1 Progress to date 

 

11.1.1 Meaningful conversations and eHNA 

eHNA adoption 

HNA conversations were already embedded across all three tumour sites at the first interim stage, 
using the eHNA template as a framework.  However, the technology to support data extraction and 
reporting was still under development.  This was due to Rotherham using Meditech rather than the 
more commonly used Macmillan eHNA or Infoflex systems.  The development work is now complete, 
and the system is fully live.   
 
Data gathered by the programme shows that since January 2019, the number of HNAs conducted 
across the three tumour sites totals 455 as at end of December 2019.  This represents 95% of all 
HNAs recorded during that period. 
 
Support worker 

All three programme tumour groups have CSWs in post at Band 3.  Whilst the Urology post was 
created two years ago, the first post-holder left after 18 months to take up a higher banded CSW 
role in Barnsley.  Consequently, all the current CSWs are relatively recently appointed (Breast May 
2019, Colorectal August 2019, Urology November 2019).  The effectiveness of the programme-
funded roles has also informed successful business cases for CSWs in Head & Neck and Lung 
teams.  The Gynaecology team is also exploring the potential of the role and engaging patients about 
how the role might work. 
 
Whilst the core purpose of the role is the same across all tumour sites, each team has flexibility to 
shape the CSW role to meet their patients’ specific needs. The examples below illustrate the 
differences and how these reflect patient needs. 
 
Breast  

The team reviewed early patient survey findings to identify areas for improving services and making 
best use of the team’s capacity.  This led to a new post-diagnosis pathway for newly diagnosed 
patients as follows: 
 
At diagnosis, all patients meet the CNS during the consultation.  The CSW arranges a one-to-one 
follow-up appointment a few days later for support and HNA conversation.  
 
Patients with a first diagnosis are then invited to a group consultation with the CNS and CSW: 10-
15 patients, all newly diagnosed, receive the same information together about what their next steps 
and care pathway will look like.  CSW follows up thereafter by phone. 
 
Patients with secondary diagnosis are allocated to dedicated CNS for ongoing support and care. 
 
When patients finish their treatment, the CSW phones them to check in, offer support and assess 
their health and wellbeing needs.  Where health and wellbeing needs are identified, she signposts 
or refers accordingly.  The CNS sees them for End of Treatment Review appointment a few months 
thereafter 
 
This new pathway and the adoption of the group consultation has enabled the team to deliver the 
Secondary Breast Cancer Pledge for all their patients with secondary cancer.  Early evaluation of 
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the group consultation model indicated that all attendees were very satisfied with the approach and, 
given the option, would not have preferred a one-to-one appointment. 
 
Colorectal 

The team offers HNA with the CSW to all newly diagnosed patients on the day of receiving their 
diagnosis.  She then visits surgical patients on the ward after their surgery, to check in and ensure 
their support needs are met.  Patients are then offered an HNA with the CSW again at follow-up 
clinic.   
 
The extra capacity has enabled the team to develop a supportive care pathway for patients with a 
non-curative diagnosis.  The CSW phones them periodically to check in on the patient’s needs and 
offer support accordingly. 
 
The team had not run site-specific Health and Wellbeing activities before, due to lack of capacity. 
Having the CSW in place enabled them to explore patient preferences through a patient engagement 
event, which revealed that patients wanted a marketplace rather than an educational event or 
course.  The team organised this for October 2019 and 80 people attended.  This will be an annual 
event in future, led by the CSW. 
 
Urology 

At the time of our last visit the new CSW had only been in post a week.  However, the introduction 
of the CSW role had been transformative as the CNS was single-handed and having a CSW released 
significant capacity to support patients with HNAs, care coordination, and meeting their Health and 
Wellbeing needs.   
 
The CSW and Project Manager reviewed the role after the departure of the original postholder, to 
ensure any learning informed recruitment of her replacement.  They decided to amend the pathway 
so that the CSW no longer meets newly diagnosed patients in their diagnosis clinic appointment.  
Instead, the CSW will phone a couple of days after clinic to introduce herself to offer an HNA.  This 
will maintain momentum to the feeling of support after the initial shock of their diagnosis, and ensure 
the patient knows there’s a team around them.   
 
The CNS and previous CSW had engaged with Prostate patients to explore their preferences for 
Health and Wellbeing Activities, which revealed that their priority was a regular support group.  The 
previous CSW put this in place and it is now running regularly.  The new CSW will take over its 
leadership and will also work with the group and the CNS to develop a complementary Health and 
Wellbeing Event, now that the initial need for a support group has been met.  
 
Advocacy service 

All patients from the three programme tumour groups are automatically offered a referral to the 
Macmillan Advocacy Service on an opt-out basis.  The service is run by Citizens Advice Rotherham, 
with trained volunteer Advocates supporting patients in navigating services to meet their non-clinical 
needs.  The Advocacy Service went live in November 2018, and by the end of December 2019 it 
had received 423 referrals from CNS teams and self-referrals.  Figure 53 shows the breakdown of 
referral sources. 
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Figure 53 – Colorectal and Breast CNS teams are the most frequent referrers to the Advocacy Service 

 

  
N=423 
 
The Advocacy Service begins the intake process with an exploratory conversation about the patient’s 
needs.  Whilst they do not have access to the patient’s HNA, the patient may share their care plan 
as part of that intake conversation if they wish.  The Service uses a locally developed template to 
ensure they explore all avenues during their conversation; this is not as detailed as the HNA 
concerns checklist but covers similar concern categories.  The most common support needs were: 
 
 Emotional support and listening (42%) 
 Practical support including transport to Weston Park (41%) 
 Financial worries (37%) 
 
The volunteer workforce has been relatively stable during the first year of operation, with limited 
turnover despite the significant commitment required and the sometimes-heavy emotional burden 
involved.  The manager and officer provide informal and frequent supervision and support in both 
group and one-to-one settings as required and ensure that a member of staff is available at most 
times while volunteers are meeting with clients.  
 
There have been some challenges with accommodation for the team and their patient conversations, 
with the team being moved twice and their current accommodation lacking privacy to the extent that 
they have concerns about confidentiality: 
 
 the consultation room has full length windows facing onto a public thoroughfare at street level, 

so patients can be seen whilst in there (the windows have some small posters advertising the 
Macmillan service, therefore passers-by could reasonably infer that the person in the room is 
there about cancer) 

 both rooms are affected by noise from the public thoroughfare (including skateboarding), people 
smoking and standing outside the window, sitting on the window ledge (of the consultation room) 

 both the consultation room and team office are poorly soundproofed so conversations could be 
heard in the adjoining waiting rooms; likewise, conversations in the waiting rooms encroach on 
conversation within the consultation room 
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The team also report concerns about cleanliness of the consultation room, and clean and disinfect 
it at the start of each day, to minimise risk to patients with compromised immune system. The size 
and availability of resources such as phone lines and meeting rooms have adversely affected the 
efficiency of dealing with patients’ needs and concerns. The team is limited to only three phone lines, 
and the meeting space for team meetings that support training, learning and development, and 
debriefing/decompression, has not been accessible over the last three months.  
 
Due to the potential severity of the concerns expressed, our team visited the service to observe the 
accommodation.  We conclude that the Advocacy team’s concerns are valid, and that the issues 
raised need corrective action.  We were not able to speak with the contract holder from Citizen’s 
Advice Rotherham. 
 

11.1.2 Treatment Summary 

Technology challenges meant that Rotherham’s Treatment Summary templates took longer to 
develop than in other localities.  However, the clinical dictionaries and algorithms are now set up and 
the Breast team acted as a testbed for development.  The Breast team were in the process of 
finalising their Treatment Summary at our last visit, and it is now in use.  Colorectal already use a 
Treatment Summary and have done for several years; the next step is to move to an electronic 
format. The timing for this will be reliant on software development scheduling, to set up the templates 
in Meditech.  
 

11.1.3 Cancer Care Review 

Local CCR completion rates are high but audit revealed variable content and quality. The Macmillan 
GP for Rotherham was appointed and started in post in August 2019, to lead on CCR quality 
improvement.  As well as being a practising GP two days per week and the Macmillan GP role for 
one day a week, he holds a CCG role as Cancer Lead, Children Lead and sits on the governing 
body.  He is beginning his work to improve CCR quality through visits to individual practices.  During 
these visits he meets with the Lead Cancer GP, Lead Nurse and Practice Manager (as a minimum) 
to explore how he can support use of the CCR template.  During the meetings he also discusses 
early diagnosis, two-week wait conversion and promotes Macmillan services and resources. 
 
At the time of the second interim evaluation visit, he had visited three practices who all seemed keen 
to adopt the template. Rotherham has had a Long-Term Conditions Review process in place for 
several years, which is quite similar in nature to the CCR, with Practice Nurses doing a lot of the 
reviews.  It should therefore be a relatively easy transition to adopt the CCR process once it is better 
understood.  
 

11.1.4 Health and Wellbeing activities 

All Breast cancer patients on a curative pathway are offered access to a Breast Cancer Care Moving 
Forward course. In addition, as discussed previously, the CSW is now undertaking Health and 
Wellbeing conversations with Breast patients at the end of treatment, to provide advice and 
signposting to relevant services such as smoking cessation, weight loss or physical activity 
programmes. 
 
The first Colorectal health and wellbeing marketplace attracted 80 attendees, as discussed in the 
Support Worker section. The team plan to repeat annually. 
 
The Prostate Support Group was the first priority for Prostate patients.  Now this is up and running 
the team is now considering the development of Health and Wellbeing events to complement the 
regular support provided in the group.  
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11.1.5 Risk stratified pathways 

All three programme tumour sites have risk stratified pathways agreed and are progressing as 
follows:  
 
 Breast audit underway to identify patients for stratified follow-up and remote monitoring; the 

team have modelled the estimated impact on outpatient appointment as a result of introducing 
the new pathway   

 Colorectal electronic remote monitoring should be in place by end of March 2020 
 Prostate PSA tracker trial is still in progress 
 

11.1.6 Learning and development 

A further 85 people have attended low level cancer awareness training since the first interim report.  
They came from a variety of organisations and roles including: IAPT25, voluntary sector 
organisations, the Macmillan Cancer Information and Support Service, Physiotherapy, hospital ward 
staff, Practice Nurses and Practice Managers. 
 

11.2 Implementation learning 

 

11.2.1 Enablers 

Nurse leadership and strategic positioning 

In the first interim report we highlighted the absence of a Lead Cancer Nurse as a challenge for 
implementation, as it created a strategic leadership gap in supporting the LWABC work.  The Project 
Manager influenced strategically where she could, but that was inevitably harder work without the 
positional authority of the Lead Cancer Nurse role.  The Trust appointed the Project Manager as 
Lead Cancer Nurse in November 2019, whilst also retaining her part-time Project Manager role.  This 
gives the Project Manager the strategic authority and mandate she needs to continue driving the 
work forward and will ensure the work continues to be visible at the highest levels.  The fact that the 
Trust leadership wanted the Project Manager to retain that role indicates the importance the Trust 
places on the work. 
 
Support workers 

During our interviews with CNSs we detected more enthusiasm and momentum for progressing the 
LWABC work than at our previous visit.  They talked about seeing tangible benefits from the CSW 
role, which was releasing both the time and headspace to engage patients, develop services and 
deliver aspects of care that they had been unable to do before.  Examples include:  
 
The Breast team being able to provide a dedicated CNS to all patients with secondary Breast cancer 
– a service that had been held back by capacity issues previously, and one that the whole team felt 
strongly was essential to providing a quality, equitable service.  
 
The Colorectal team introducing a supportive care pathway for patients with non-curative diagnoses 
to have meaningful conversations about their support needs.  This is an area of support that emerged 
as a need regionally, in the regional research conducted into the needs of people living long-term 
with advanced cancer.  
 
All teams are better able to pursue remote monitoring and development of Health and Wellbeing 
activities as a result of the additional capacity released by having a CSW. 
 

 
25 Increasing Access to Psychological Therapies. 
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The CSW role also impacted upon wider support services, with one service reporting that clients 
were presenting with a greater focus on solving the specific problem at hand, and less time was 
needed to understand and unpick a situation in order to solve a specific problem. Fewer unnecessary 
referrals were reported in addition. This has reportedly helped in managing demand for services.  
 

11.2.2 Challenges 

Referrals to the Advocacy Service 

As highlighted in the first interim report, there remain concerns from some that automatic referral of 
all patients to the Advocacy Service might not be appropriate in some cases, and that more complex 
emotional and psychological needs might be better supported by a direct referral to the Macmillan 
Information and Support Service, rather than having to go via an intermediary.   
 
We also continued to detect some confusion amongst some stakeholders about the referral pathway, 
with some stating that complex patients are directly referred to the Macmillan Cancer Information 
and Support Service whilst only those with more straightforward needs are referred to the Advocacy 
Services.  This is not the process as we understand it; we understand it to be an automatic referral 
of all patients unless they opt out.   
 
Management support for the Advocacy Service 

We detected challenges with how the Advocacy Service was being managed by Citizen’s Advice 
Rotherham, which caused difficulties for staff and advocates alike.  For example, changing the 
service’s office base without discussion, and not acting on the concerns voiced by staff about privacy 
and confidentiality.  Since December, a new project manager within Citizen’s Advice Rotherham has 
been responsible for supporting the Advocacy Service, and the Advocacy Service Manager reports 
that this has improved how the Service is supported.  However, there had been no change to the 
accommodation situation at the time of writing. 
  

11.2.3 Barriers  

Regional pay differences 

We highlighted in the first interim report that Different Trusts within the programme have different 
pay policies for some roles.  For example, Barnsley was currently recruiting CSWs at Band 4, where 
Rotherham only pays at Band 3 for the same role title.  This raised the possibility of retention issues 
in the lower paying Trusts such as Rotherham, which shortly thereafter materialised with the Urology 
CSW moving to one of the Barnsley roles.   
 
The Project Manager is currently exploring options for learning, development and career progression 
for the CSWs, to help mitigate this risk in future. 
 

11.3 Next steps 

 
The focus in Rotherham is now shifting to primary care integration.  The Project Manager is currently 
developing a bid for Macmillan Right By You funding, informed by a patient engagement campaign 
and survey of CNSs to develop themes for primary care support for people living with and beyond 
cancer. 
 

11.4 Highlights from HNA data 

 
481 HNAs were recorded between January and December 2019, of which 455 were for the three 
programme tumour sites.  The majority of HNAs recorded are for Breast patients.  This reflects the 
fact that the Breast team tends to be the pilot site for any new initiative, and that included HNA 
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recording.  This inevitably leads to a skewed gender and age distribution, with 73% of all HNAs being 
for females and 42% of HNAs being with patients aged under 65.  We would expect a levelling out 
across the three programme tumour sites by the final report, which will undoubtedly also affect 
gender and age breakdowns. 
 
Overall, the majority of HNA conversations took place either at initial diagnosis or end of treatment 
but analysing by tumour site reveals notable differences.   
 
Figure 54 – Proportion of HNAs by pathway stage differs across programme tumour sites 

 
 

 
59% of HNAs recorded at least one concern, and amongst those the average number of concerns 
was 4.2.  The average number of concerns increased when the HNA conversation took place later 
in the pathway, as shown in the figure below. 
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Figure 55 – Number of concerns increases later in the pathway  
 

 
Whilst it is important to be cautious about the small sample sizes for some of the pathway stages, 
an average of 1.8 concerns at initial diagnosis does appear to be low.   
 

Physical concerns accounted for more than half of the concerns raised, as shown in Figure 56.   This 
is in contrast to the conversations with the Advocacy Service, where 42% of service users raised 
emotional concerns and 41% raised practical concerns. 
 
Figure 56 – Over half of the concerns were of a physical nature 

 
N=1,195 
 
As is often the case, frequency does not necessarily also indicate severity.  Family and emotional 
had the two highest average severity scores, whilst physical concerns averaged the second lowest 
severity score. 
 
HNA conversations led to an average of 2.6 actions per assessment, with discussion (29%) and 
signposting (22%) accounting for more than half of the actions.  Only 10% of actions were recorded 
as a referral.  We assume that staff are not recording a referral to the Advocacy Service as a referral, 
give the agreed automatic referral process. 
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11.5 Patient survey responses 

 
Since September 2019, the project team at Rotherham have been inviting patients that received a 
diagnosis of Breast, Prostate or Colorectal cancer six months ago, to complete a survey exploring 
their experience of the care and support they received.  The survey is issued on a rolling monthly 
basis.  To date, 46 completed surveys have been received.  
 

11.5.1 Respondent demographics 

67% of respondents were female, 33% were male.  60% of respondents were Breast cancer patients, 
20% had Prostate cancer and 20% Colorectal. 
 
65% were not in employment with the remainder being in either full or part time work. 
 
81% of respondents live with a spouse/partner, and 9% reported having children under the age of 
18.  19% of respondents live alone. 
 

11.5.2 Meaningful conversation 

32 (70%) respondents reported that they had the opportunity to discuss their support needs, 
concerns and worries with someone following their cancer diagnosis.  59% reported that they had 
the opportunity to also have a second meaningful discussion. 
 
The majority of respondents (61%) reported that they had their first discussion with their CNS, and 
28% had it with their CSW.  9% had their first discussion with a Volunteer Advocate and 4% had 
their second discussion with a Volunteer Advocate.  4% had their first discussion with the Macmillan 
Cancer Information and Support Service, and 9% had their second with the Service. 
 

11.5.3 Experience of the meaningful conversation 

Patients were asked to rate the extent to which they agreed with a range of statements relating to 
the conversation they had about their needs and concerns on a scale of 1 to 10 (where 1 was 
completely disagree and 10 was completely agree).  Figure 57 below provides the average rating 
against each of the statements. 
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Figure 57 – Responses suggest that patients had a very positive experience of their meaningful 
conversations 

 
 

 
69% of those that experienced a meaningful conversation reported that they had been referred or 
signposted to other support and services as a result, and 49% recalled receiving a care plan. 
 
Respondents were asked where they may have sought support had they not had the opportunity to 
speak about their concerns.  49% said they would have spoken to their partner/spouse, and 51% 
also reported that they would have sought support from their GP.  The full breakdown in provided in 
Figure 58. 
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Figure 58 – Most respondents would have sought support from their partner/spouse and their GP 

 
N=37 
 
 
Respondents were asked to rate the extent to which they agreed with a range of statements relating 
to the care and support they had received on a scale of 1 to 10 (where 1 was completely disagree 
and 10 was completely agree).  Figure 59 below provides the average rating against each of the 
statements. 
 
Figure 59 – Ratings from those that had experienced a meaningful conversation were consistently 
higher than those that hadn’t 

 
* for this statement there are 24 respondents in total, 17 with HNA, only five without HNA. 
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Interestingly those that had experienced a meaningful conversation rated each of the statements 
higher than those that hadn’t.  The most notable differences related to knowing where to go if they 
had concerns or worries of a non-medical nature and feeling supported having finished treatment – 
this bodes well for self-management and coping well with being in a risk-stratified pathway. 
 
Overall, 82% stated the support they have received had a positive impact on their quality of life. 
 

11.6 Self-management and activation 

 
The vast majority (83%) reported that they hadn’t attended any events or services to help them 
manage their health and wellbeing since their cancer diagnosis.  Of the small number that had, 
Moving Forward and physical activity course were cited as examples.  We understand from the 
Breast team that a number of Breast patients are currently booked in and waiting for the next Moving 
Forward course.  This is not captured in the survey responses. 
 
Respondents rated a range of statements related to self-management and activation on a scale of 1 
to 10 (where 1 was completely disagree and 10 was completely agree).  Figure 60 below provides 
the average rating against each of the statements, and the differences in rating between those that 
experienced a meaningful conversation and those that hadn’t. 
 
Figure 60 – Respondents that had an HNA had higher activation levels  

 
Whilst some self-management statements didn’t show much difference between HNA and non-HNA, 
some did and the activation statements did show a difference. 
 

11.7 Support from GPs 

 
34% of respondents had at least one appointment with their GP since their cancer diagnosis.  33% 
reported that they had an appointment with someone in their GP surgery to discuss their cancer 
treatment and ongoing needs (28% with a GP, 8% with a practice nurse)26. 
 

 
26 Two patients went to both. 
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Respondents rated a range of statements related to the support they had received from their GP 
practice on a scale of 1 to 10 (where 1 was completely disagree and 10 was completely agree).  
Figure 61 below provides the average rating against each of the statements. 
 
Figure 61 – Responses suggest a very positive experience of the support received from their GP 
practice 

 
Overall, the ratings for each statement are high.  The two areas that rated below seven both relate 
to treatment and side effects.  Whilst they score highly, it is not unreasonable to assume that the 
introduction of Treatment Summaries will lead to improvement in these two elements. 
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12  SHEFFIELD 
 

12.1 Progress to date  

 
The first interim report acknowledged that Sheffield had not made as much progress as the other 
localities and explained that, given Sheffield’s size and complexity, part of this delay in progress was 
due to time spent scoping and planning ahead of putting interventions in place. However, it was also 
apparent that there was a lack of buy-in from senior stakeholders within the Trust that was 
contributing to the slow adoption of new practices. In the community, protectionist behaviour was 
making collaboration difficult.  
 
Changes to the project’s key stakeholders among community partners has injected a new impetus 
to making these elements of the programme work. The Joining the Dots model has been resurrected 
and community partners have entered a new period of cooperation.  
 
Within the Trust, a new Cancer Executive had recently been established and, at the time of our most 
recent fieldwork, was in the process of finding its feet.  This is bringing a renewed focus to the 
LWABC programme.  
 

12.1.1 Meaningful conversations and HNA 

 
Electronic Holistic Needs Assessments (eHNA) are now being offered by tumour teams via the 
LWABC programme, following some delays in devices being procured for the project. Tablets are 
now available for use, and two of the three tumour programme sites (Breast and Colorectal) have 
started to implement eHNAs for patients.  
 
Training has been made available to teams implementing eHNA, with the project manager offering 
ongoing implementation support. Take up has not been high but whether this accounts for the 
incomplete HNAs is unclear. 
 
There remain some challenges and complexities with implementation particularly for the Prostate 
team where resource constraints have delayed take-up. New Cancer Support Workers (CSWs) will 
support these resource issues, however, delays in recruitment (see 12.1.2 below) has impacted on 
this. These roles are important for roll-out for sites where there are no scheduled HNA clinics, as 
CSWs will release time or directly facilitate eHNAs with patients within existing clinical structures. 
The assessment tool for eHNA will be completed, in most cases, independently by patients.  
 
There have been no reported issues with the eHNA system, with the only issues related to WiFi 
coverage within the hospital. Ongoing work with staff using eHNA is needed to ensure that all the 
relevant and pertinent data is collected. A dashboard for the eHNA has been developed for the 
project, a demonstration to staff has been offered but not yet arranged.  
 
The implementation of eHNA continues to be frustrated by being a low priority for IT services within 
Sheffield Teaching Hospitals (STH), with plans for full interoperability of the eHNA system into 
existing systems having been delayed. Wider teams have expressed interest in the eHNA, and so 
there is appetite for others to roll out the approach once established in the programme tumour sites.  
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12.1.2 Support Workers 

The Project Definition Document (PDD) for CSWs was submitted to the Panel for approval in May 
2019, the posts were approved but funding was not signed off until August 2019 while a business 
case was submitted, and an agreement drafted. For hospital-based Cancer Support Workers (CSW), 
a recruitment process was undertaken in Autumn 2019. Over 70 applications were received, and 20 
candidates were interviewed. Unfortunately, this process did not yield any suitable candidates, and 
the Trust and Macmillan decided not to recruit to any of the three posts and to re-advertise the roles. 
It was felt that the advert had attracted the wrong type of candidate; care workers without the clinical 
experience required for the role.  Second time around, posts were advertised with an explicit link to 
a tumour team. This led to successful recruitment for Breast and Colorectal CSWs. The Prostate 
role is being advertised for a third time. 
 
The PDD also included provision of three Community Cancer Care Coordinators (CCCCs) based at 
Age UK. The posts aim to provide proactive support for people with lower activation levels, especially 
those in deprived areas and/or hard to reach. Two of these posts started in October 2019 with the 
option to take up a third should there be sufficient demand. 
 
Referrals from secondary care to the CCCCs have been very low.  Age UK have exploited their 
connections within primary care to boost referrals and, after a slow start, are receiving around 15 
referrals per month.  This is below potential capacity, but Age UK are optimistic once the referral 
pathway is established that there will be sufficient demand to justify the posts. 
 
The pathway should become clearer once the Single Point of Contact role/team is established at 
Weston Park Cancer Charity.  The charity, based at Weston Park Hospital, provides services, 
advice, therapies and support for people living with and beyond cancer and now encompasses the 
Cancer Support Centre where the Single Point of Contact will be located. Funding for this function 
has been agreed and will go live in April 2020.  This is a return to the original Joining the Dots model 
with the Single Point of Contact acting as a triage to other services and support, both within Weston 
Park, to other partners and beyond to other community-based services.  An implementation group, 
formed with representatives from each of the partner organisations, has been established to embed 
the new pathway.  It should be noted that existing referral routes will still be honoured to ensure 
patients don’t miss out, whilst new routes are established. 
 

12.1.3 Treatment Summary 

Engagement work is underway with clinicians in each of the three tumour sites, with members of the 
cancer executive meeting with tumour site teams about a variety of topics, including implementing 
Treatment Summaries for all patients in the tumour sites. As noted in our last report, while Treatment 
Summaries were not consistently delivered across or within tumour sites, there appears to be buy-
in and good will to make Treatment Summaries form a more integral part of usual practice.  
 
The engagement work has uncovered a perceived additional need for administrative support, that is 
being requested by some clinicians in order to implement the Treatment Summary. This needs to be 
costed within existing hospital budgets, particularly while it is being trialled. This might be a barrier 
to the testing process, although this need should in theory be temporary as TS will eventually replace 
existing communication methods in the long run (e.g. discharge letters).  
 
Work is ongoing to develop templates and get clinicians on board.  The Colorectal team have a 
template in place, but have stopped using it pending pathway redesign for remote monitoring.   
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The Breast team have developed a template and are close to starting to test it. The Prostate team 
have not yet engaged in the development of a template, but one consultant is particularly supportive, 
and has been championing its use and trying to encourage colleagues to get on board. 
 

12.1.4 Cancer Care Review 

Work on the CCR is being led by the Macmillan Primary Care Lead Nurse for Cancer, with support 
from the Project Manager.  The template is based on the Macmillan template but tailored to link with 
Sheffield resources and services. It is being trialled in two practices in the city, and engagement work 
has been done with 86 practices across Sheffield in an effort to both understand what is already 
happening, and to educate and promote CCRs among those not doing them (or not doing them as 
well as they could).  
 
The template is embedded within System1 and EMIS, the main information management systems 
used in Sheffield. The template is therefore available for use among all GP practices in Sheffield. 
Alongside the template development, a Cancer Care Review guide has been developed. 
 
While it has been difficult to secure commitment from practices to pilot at a practice level (two pilots 
were agreed out of a planned four), on an individual level those who have attended training on CCRs 
(via the practice learning initiatives) are reported to have adopted the new template with their 
patients. However, despite this anecdotal evidence, the overall uptake of the CCR is unknown until 
audit activity confirms its use among practices. 
 
Information and links to wider support services are currently included in the template. These were, 
to a degree ‘crowd-sourced’, through a request for relevant services among patient representatives. 
The responsibility for maintaining these lies with the Primary Care Lead Nurse for Cancer, although 
the funding for the CCR element means that this responsibility is unlikely to be retained long term.  
 
There are links between the CCR and other elements of the programme that could be usefully 
established. These include links to link workers/community support workers. Practices fed back that 
better communication and integration of systems from the hospital would improve implementation of 
CCRs, including both Treatment Summaries and holistic needs assessments/care plans.    
 

12.1.5 Health and Wellbeing activities 

As we reported last time, Sheffield’s approach to health and wellbeing is primarily based on pulling 
together what already exists under the ‘Joining the Dots’ model (a pre LWABC model which has 
underpinned community support development). There have been some changes in some of the key 
roles within two of the partner organisations. This has been a catalyst for better partnership working 
and enabled a significant shift forward in promoting health and wellbeing activities.   
 
The Single Point of Contact, which acts as a triage point for patients being referred into community 
support, is soon to be established at Weston Park Cancer Charity. The role is due to go live in April 
2020. In addition, Cavendish Cancer Care will be hosting the new Health and Wellbeing Coordinator 
whose role which will be to further develop the support network across Sheffield.  The Health and 
Wellbeing Coordinator will also take on the current patient group that has been participating in the 
LWABC programme, to form a sustainable patient action group and provide peer support 
opportunities (see below). 
 
Weston Park Cancer Charity also has plans to develop support across the city with the placement 
of health care professionals in four geographic areas with high cancer incidence and low uptake of 
support.  This is outside the LWABC project but should complement the work going on as part of the 
programme.   
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12.1.6 Patient involvement 

The Project Manager has continued to work hard to give cancer patients a voice in the programme. 
As reported previously The Project Manager has gathered patient feedback through surveys and 
events to inform developments, particularly within the community. The fourth event was hosted in 
January and brought together over 50 patients and support organisations to continue the 
conversation. The group were updated with progress and the impact they have had in defining the 
role of the Health and Wellbeing Coordinator which the project manager was able to report was now 
being recruited.  
 
It was pleasing to see both a high turnout and patients from Asian and Black communities, often 
seen less frequently at such events.  The group is growing and there seems a genuine appetite to 
continue.  The event not only gives a voice to cancer patients it provides an opportunity for peer 
support which is very much valued.  The whole event was well received with one participant 
describing it as ‘empowering’. 
 

12.1.7 Risk stratified pathways 

Remote monitoring has been developed in the Prostate team and is close to being tested. A business 
case has also been approved to develop remote monitoring for Colorectal patients.  
 
Risk stratification continues to be an option for newly diagnosed Breast cancer patients and 
Colorectal already had risk stratification pathways established.  
 

12.2 Implementation learning 

 
Stakeholder interviews have identified enablers and challenges to progress so far, as well as 
potential barriers moving forward.  These are described below. 
 

12.2.1 Successes 

Increasing uptake of HNAs 

The programme has offered a greater opportunity for clinical staff to make time for their patients to 
understand and assist with their non-clinical needs. More patients have benefited from the 
opportunity to have an HNA, compared with the situation previously.  
 
Driving up CCR quality and awareness 

Where CCRs have been adopted (particularly in pilot sites), the programme has been successful in 
increasing awareness of supportive services and also of changing the CCR conversation to be much 
more focused on wider holistic needs than it previously tended to be. Where a ‘tick-box’ approach to 
CCRs might exist, the piloting process has enabled wider members of practice staff (usually the 
practice nurse) to conduct the review and it has increased knowledge of the wider range of supportive 
services available in Sheffield. In one practice, there has been a change in practice in bringing 
patients in for a face-to-face consultation of 30-40 minutes whereas previously the review was done 
over the telephone.  
 
Improved partnership working in the community 

The change in personalities around the table at the locality group meeting has led to better working 
relationships and real progress in implementing the ‘Joining the Dots’ model.  Whilst referral routes 
still need to be established, having a structure in place and the coordinator role defined and agreed, 
means community-based support is in a much stronger position going forward. 
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Patient involvement 

Patient involvement is meaningful and growing.  Doing this properly takes a lot of work and credit 
must be given to the Project Manager, who supported by the Macmillan Primary Care Lead Nurse 
for Cancer and other Macmillan staff, has delivered several successful events. Being able to 
feedback, ‘you said, we did’, is motivational and certainly the attendees we spoke to were committed 
to the group. 
 

12.2.2 Enablers 

As reported previously the tenacity of the Project Manager and the support provided by the 
programme, both as an entity in itself and the individuals behind it remain important for making 
progress.  However, we have identified further enablers to progress since the last report.  
 
Restructuring of the locality group 

The locality group has been split into strategic and operational groups.  This has resulted in getting 
the right people around the table to get things done whilst not losing sight of the overall strategy. The 
task and finish group allows those on the ground to get on with implementing change. 
 
New blood 

New people partner organisations has enabled progress where previously it was at a standstill.  In 
the community a more collaborative approach is being taken and whilst charities will always have to 
compete for funding there seems a genuine focus now on what is best for the people of Sheffield 
and how they can work together to get the most out of the resources available. 
 
There are new people in post in senior positions in the Trust also which bring new impetus and drive.  
Though there is still some settling in to do, all of the senior team are supportive of the LWABC 
programme. 
 
Merger of Weston Park charities 

The merger of the Weston Park Cancer Support Centre with the Weston Park Cancer Charity has 
given the charity greater influence and resources.  As well as supporting LWABC they are delivering 
additional support and fund other service provision, including services provided by Age UK and 
Cavendish.   
 

12.2.3 Challenges 

Clinical buy-in 

Large-scale clinical buy-in has been difficult for the project to secure, largely affected by the cultural 
and complexity issues highlighted later in section 12.2.4.  Despite the Project Manager’s efforts, 
some consultants and CNSs have not fully engaged in the process or have not been responsive to 
attempts at dialogue. This has not been the case for all individuals and clinicians, but this variability 
of clinical buy-in has severely hampered efforts to generate a critical mass of engagement that 
makes change happen.  
 
Resource constraints in a tertiary setting 

Making the LWABC a success in Sheffield requires high levels of engagement across the three 
tumour sites in the pilot. As a major tertiary centre, the high demand for services is a significant 
barrier to change among clinicians and teams. One stakeholder commented:  
 

“Part of the problem is that everyone is so busy so many 

demands for teams on cancer – immediate response is 
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almost to say we’re too busy and can’t do that. They don’t 

always understand the ask.” 

 
Staff turnover  

Strategic level changes caused delays in the first instance and continue to have knock on effects for 
engagement in the programme. At team level too, staff turnover requires constant updating and re-
educating to keep everyone in the loop.  As one stakeholder described trying to spread the messages 
‘It’s like painting the Golden Gate Bridge’, a constant and repetitive process. 
 
Capacity within the Trust and Primary Care  

As reported previously this remains a challenge. There are many competing priorities within the Trust 
and in the primary care sector, which make it difficult for clinicians to attend meetings and complete 
actions.  In addition, the implementation of some elements of the LWABC will require more clinician 
time; whilst the work may save time in the long term, there is a short-term bottleneck of additional 
work that needs to be done, and this is a challenge for busy clinicians at all levels.  Getting access 
to GPs has proved particularly challenging. 
 

12.2.4 Barriers 

Variability of clinical input in project management 

The project may have progressed faster in the acute setting with fewer challenges, if there was 
greater nursing or clinical input in project management. This includes the change of Lead Cancer 
Nurse, which included a period of five months without one in post during the changeover.  This 
affected strategic support for the project at a crucial time, but also operationally where greater 
knowledge of the nuances surrounding cancer services in Sheffield or pre-existing relationships and 
networks might have been helpful in facilitating change.  
 
Culture and complexity 

There has been a historical lack of investment in the CNS establishment, which has meant workload 
pressures have limited the capacity for continuous improvement and change among CNS teams.  
Therefore there hasn’t been a culture of change and service development.  The complexity and scale 
of cancer services at Sheffield, also makes change difficult to facilitate – particularly when compared 
with smaller district general hospitals involved in the programme.   
 
eHNA 

For some nurses, the use of the eHNA can be more time consuming to administer compared with a 
paper-based HNA. Sometimes this can take significant effort to set up, forming a barrier to using it 
within the clinical setting. Cancer support workers should help facilitate eHNAs once they are 
established. The lack of interoperability with existing systems is also an issue, as greater effort is 
needed to then record on existing systems – notably the care plan.  
 

12.2.5 Lessons learnt 

Approach to site engagement  

Rather than defining the tumour sites involved in the programme, the approach could have more 
successfully engaged tumour sites with the greatest appetite for change. This follows from examples 
of, usually smaller, tumour sites engaging proactively with the LWABC agenda without direction or 
funding. There was instead a possible perception of the programme and agenda being ‘forced’ on 
tumour teams – forming a barrier to engagement.  
 
Project management  

The project management aspect of the programme is potentially under-funded in Sheffield compared 
with other sites, given differences in scale and complexity already discussed.  
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Scale of the opportunity  

In the initial stages of the programme, more could have been done to promote the LWABC 
programme as an opportunity for tumour sites. More consultation and involvement with teams might 
have featured more prominently in the design of the programme to maximise the chances of success 
and create ownership.  
 
CCR intelligence 

The pilot has been an opportunity to learn about how CCRs are delivered in primary care.  
 

12.3 Next steps 

 
Work will continue to implement and embed all the elements of the LWABC model, but with 
significant emphasis on embedding eHNAs.  Once the Trust based CSWs are all in place and settled 
in it is anticipated they well make significant difference to patient support and the HNA process.  
Work will continue on the implementation of Treatment Summaries and CCRs in secondary and 
primary care respectively. 
 
The Single Point of Contact for community support will go live in April by which time the referral 
pathway should be defined. The main challenge is likely to be engaging CNS and other clinical staff 
to ensure there is a steady pipeline of patient referrals.  How the service is pitched to patients seems 
important to success.  
 
The Health and Wellbeing Coordinator role will also be in post and will continue to develop the 
community network as well as supporting the patient group.  This will hopefully ensure continuity of 
the group post programme. 
 

12.4 Highlights from HNA data 

 
During the period July to December 2019 a total of 99 HNAs have been completed 92 of which were 
for the programme tumour sites. As reported earlier the Urology team have yet to implement eHNAs 
so it is unsurprising that very few have been completed for this tumour site.  Given that Breast is 
contributing 41% of HNAs completed it is not a surprise that the majority have been completed for 
women (70%).  80% are for patients aged over 55, with Colorectal having a slightly older age profile 
than Breast. 
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Figure 62 – Almost all assessments are from the Breast and lower GI tumour site 

 

 
N=95 

 
 
 
 
 
 
 
 
Figure 63 – Almost all assessments take place at the end of treatment or at the follow up stage 
 

 
 
N=94 
 
The point of the pathway that HNAs have been done is quite distinctive between the two main 
contributing tumour sites. HNAs completed for Breast patients have all been done at the end of 
treatment whilst those for Colorectal patients almost exclusively at a follow up appointment.  This 
indicates the process has been set into the patient pathway at fixed points. Whilst this may help 
embed the process there is a risk that if HNAs are not being done earlier in the pathway patient 
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needs may go unmet.  The few that have been completed for Urology patients are scattered through 
the pathway.  This is unsurprising as they have reported finding the ‘right’ place in the pathway 
difficult. 
 
In the absence of CSWs until relatively recently most HNAs have been completed by CNSs.  
 
Figure 64 – Most assessments are undertaken by the CNS 

 

 
N=94 
 
The data relating to concerns raised is incomplete but what is available (primarily from Breast cancer 
patients) indicates that 93% of HNAs recorded one or more concerns. The average number of 
concerns is eight, with physical concerns being those most commonly raised in 58% of assessments 
and emotional concerns are the next most frequently raised in 24% of assessments.  
 
In detail the most commonly raised concerns are shown below: 
 
Figure 65 – Feeling tired, exhausted or fatigued is the most commonly cited concern by patients  
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Figure 66 – Family concerns stand out as having the highest average of severity score 

 
 

 
 
 
Of some concern is the high proportion of HNAs that are not completed, around 19% and a declining 
proportion of care plans being locked.   
 
Data on actions carried out as a result of HNAs has not been received. 
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13  WAKEFIELD 
 

13.1 Progress to date  

 

13.1.1 Meaningful conversations and HNA 

The CSW roles have been in place since August 2018, and each are an embedded and valued role 
within the wider clinical teams in which they sit.  HNAs form a consistent aspect of the patient 
pathway at diagnosis, with post treatment HNAs also being more consistently delivered across the 
three tumour sites.  There are some differences in HNA approach and process across the three 
tumour sites, as described below.  
 
Breast  

HNAs are the responsibility of every member of the team, with CNSs tending to focus on more 
complex patients and CSWs support less complex patients.  However, CNSs will often pass the 
actions arising from an HNA to the CSW to complete.  HNAs are conducted using a mix of face-to-
face and telephone, though all those conducted by the CSW are carried out over the phone. 
 
The team are confident that every patient is now being offered an HNA following diagnosis, with a 
further meaningful conversation taking place post-surgery/treatment.  Post-surgery HNAs are carried 
out by a CNS during an end of treatment clinic, or by the CSW by phone after the clinic appointment. 
 
Urology  

The Urology CSW conducts the initial HNA, after the patient has both their diagnosis and an agreed 
treatment pathway. The CNS introduces the HNA, and conducts a light touch assessment to highlight 
any immediate or key issues, during their clinic appointment.  The CSW follows up by phone to 
arrange a more detailed HNA discussion.  This point in the pathway was chosen as HNAs conducted 
closer to the point of diagnosis tended to raise mainly clinical concerns, rather than wider holistic 
issues. The light touch assessment also helps to focus the HNA conversation, helping to explore 
issues in more depth and to deal with problems more effectively.   
 
Since the last interim report, post treatment HNAs are now being conducted with patients. The point 
at which the HNA is done varies according to the treatment regime. Given there are a wide range of 
treatments available to Urology patients, this can vary significantly. Standard operating procedures 
have now been developed as a guide to the most appropriate time to have the HNA conversation, 
but wider factors are often considered, and decisions made using clinical judgement to ensure 
appropriateness. Again, HNAs are conducted over the phone.  
 
Colorectal  

The Colorectal CSW carries out all HNAs for newly diagnosed patients.  This is predominantly 
conducted over the telephone but in some instances, where patients highlight needs or concerns 
during a clinic appointment, they will be passed over the CSW for a face-to-face HNA.  Patients are 
sent the concerns checklist in advance of the call, so that they can reflect and complete it prior to 
the discussion.  The CSW has found that not everyone does complete it, and in these instances the 
CSW uses it to guide the conversation.   
 
The CSW has also started to visit patients on the ward after their surgery, to check in on them and 
to plant the seed about a second HNA once they have been discharged.  Following discharge, the 
CSW contacts the patient to carry out a meaningful conversation and identify further support needs.  
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Addressing concerns and support needs 

Over time, the CSWs have developed their own knowledge of the wider support landscape in the 
community and are able to undertake much of the referral and signposting activity required following 
an HNA with a patient.  This has been helped by the close working relationships they have developed 
with staff in the Macmillan Information and Support Service, and the knowledge that is shared in 
relation to local services. 
 
The Macmillan Information and Support Service based at Pinderfields Hospital is seen as a valuable 
resource and referral/signposting point for the three programme tumour sites, as well as those 
outside of the programme.  Whilst not every HNA results in the need for a referral to the Macmillan 
Information and Support Service, it is still seen as a helpful resource for patients and those 
conducting HNAs will always make the patients aware of the service and what it can provide. 
 
Staff in the Macmillan Information and Support Service report that since the introduction of the CSW 
roles, and HNA becoming more embedded, they have been receiving a higher volume of referrals 
and drop ins from patients across the three programme tumour sites.  When patients are referred, 
service staff can see the concerns that have been raised and the needs that have been identified 
with the patient.  However, it is not uncommon for further needs to be uncovered that were not 
identified through the HNA.  When patients drop in without having been referred, the discussion staff 
have with the patient is not a formal HNA, but it is described as a meaningful conversation that 
explores a patient’s holistic needs.  Staff in the service will then work with the patient to identify the 
appropriate support or services to address their needs, through a combination of what the service 
can provide directly or through signposting or referral to other organisations. 
 
Neither the CSWs nor service staff reported any challenges in identifying provision, services or 
support to meet identified needs, though they did say that some local areas were better served than 
others. 
 

13.1.2 Treatment Summary 

Each tumour site team has been continuing to develop different Treatment Summaries tailored to 
different surgery and treatment pathways, with each being pre-populated with information that is 
standard across all patients (eg longer term side effects).   
 
The Breast and Prostate teams have finalised their templates and, at the time of speaking to them, 
the Breast team expected to go live with the new Treatment Summaries in the coming weeks.  The 
Prostate team are awaiting some final system developments before they can begin using the 
Treatment Summary, which is expected to be completed in the near future.   
 
The Colorectal team have not yet agreed and finalised their template.  They are currently going 
through a team restructure, which has impacted on the focus that they are able to give to LWABC 
initiatives. 
 
The IT developments being planned will enable Treatment Summaries to be shared internally but 
not externally with GP practices.  The Treatment Summary will need to be printed and sent in hard 
copy to the patient’s GP. 
  

13.1.3 Cancer Care Review 

Since the launch of the new Cancer Care Review template, the project team, in conjunction with the 
CCG, have organised and delivered three workshops for GPs to cover: 
 
 encouraging use of the new template  
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 conducting an effective CCR  
 the support and services available for patients in the Macmillan Information and Support service 
 
The project team reported that these workshops successfully reached the majority of the practices 
in their geography.  Furthermore, an event is planned for April to target practice nurses, and in 
addition the Lead Cancer GP has been delivering weekly sessions with GPs that focus on the CCR.   
 
Since the launch of the new CCR form and the subsequent workshops, referrals from primary care 
into the Macmillan Information and Support Service increased from 0 to 30.  It is expected that this 
will continue to increase. 
 
The CCG have also been promoting the CCR through their newsletter and other channels.  The 
CCG will monitor how often the new CCR template is used and are also exploring options for how 
CCR quality can be assessed.  They are considering a practice league table relating to the CCR. 
 
Going forward the project team feels that, from a secondary setting, they have moved the CCR as 
far as they can.  The plan now is to hand over responsibility for ensuring adoption of the CCR 
template and supporting quality improvement to the CCG and GP lead for cancer. 
 

13.1.4 Health and Wellbeing activities 

The project team embarked on the development of a health and wellbeing programme that would 
run monthly, with sessions lasting between one and two hours and a different topic each month.  
However, the team has since decided to change their approach to providing health and wellbeing 
interventions for patients, due to their concerns about their ability to sustain the programme in the 
longer term beyond the project period. 
 
The new approach will seek to utilise the provision available in the community and produce an 
information leaflet which sets out all of the available services for patients.  At present Live Well 
Wakefield have been commissioned by the CCG to deliver a six-week self-management programme 
for cancer patients (Cancer: Thriving and Surviving) that is run over weekly two and a half-hour 
sessions. The course is externally licensed and the LWABC project manager helped to check content 
and ensure suitability for Wakefield patients.   
 
Over and above this, there is a wide range of non-cancer specific provision focussed on health 
improvement.  The project team are also working with different community partners to trial physical 
activity interventions.  One such example is a pilot programme with a local Rugby club that is 
targeting male patients.   
 
Post treatment HNAs are seen as an enabling process in supporting patients to access the provision 
that is right for them and their needs.  
 
The Breast team also reported that they no longer have capacity to support delivery of Moving 
Forward for their patients.  The team are under-resourced at present due to staff turnover and 
absence, though there is scope for this to be delivered if and when the team are back to full capacity. 
 

13.1.5 Risk stratified pathways 

The ambition was that by this point all three tumour sites would be live in terms of risk stratified 
pathways, however there is still work required before this happens. 
 
Breast have been operating risk stratified follow-up, with some patients already on the pathways.  
However, they are also moving to a model of open access follow-up, where patients receive a 
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through and comprehensive end of treatment review and are discharged to their GP with rapid re-
access back into the service should they need it.  There are system developments being carried out 
to support re-access to the service, but it is not seen as an issue.  There is also still a decision to be 
made about whether the new model will be for new patients only, or whether all existing patients 
would be moved across onto the model  There are a series of workshops involving all healthcare 
professionals involved in the pathway as a final step for getting the pathways up and running. 
 
Colorectal pathways have been drafted and are aligned to Bradford’s model.  The proposed 
pathways have now been through the various governance and approval steps and are ready for 
implementation.  System developments to support remote monitoring are needed before they can 
go live, and the team is also going through a restructuring at present, but things are expected to 
progress upon completion. 
 
The Urology team have had shared care arrangements in place for the past five years.  The missing 
part of the jigsaw is development (and agreement) of criteria for identifying patients that can move 
on to self-management rather than shared care. However, recently the Urology team have shifted 
their focus to risk stratified pathways for other Urology cancers than Prostate. 
 

13.2 Implementation learning 

 

13.2.1 Enablers 

The key enablers for progress identified at the last reporting phase remain as enablers as the project 
continues, namely: 
 
 an influential Lead Cancer Nurse that can secure engagement and buy-in from clinical teams 
 dedicated project management resource to drive and support implementation 
 the introduction of CSW roles and giving teams the flexibility to decide how the role is best 

utilised 
 the Macmillan Information and Support Service and the role it plays in supporting the HNA 

pathway 
 
For the most recent developments and progress made by the project, the following have also been 
identified as enablers. 
 
Primary care and Macmillan Information and Support referrals 

One of the aims of the LWABC project was to establish referral routes from primary care into the 
Macmillan Information and Support Service, and the project has begun to see some success.  Two 
things have enabled this:  
 
 the enhanced engagement with primary care through CCR development work has also provided 

an opportunity to develop GP practice knowledge about services and support available to 
patients, especially the support available to patients through the Macmillan Information and 
Support Service at Pinderfields Hospital 

 developing a module that allows electronic referrals to be made through the system used by 
GPs makes the process simple and straightforward for GPs to make a referral 

 
30 referrals from primary care have been received. As the new approach to CCRs becomes more 
embedded, and GPs see it as a valuable referral route to support patients, referral numbers should 
increase. 
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Stakeholders in primary care 

Wakefield CCG and the GP lead for cancer have played a key role in supporting activity related to 
the CCR stream of work.  They have provided support in promotion and awareness raising as well 
as education and championing the new template and approach. 
 
Furthermore, they are seen to have a critical role going forward in ensuring effective spread and 
adoption of the template and an increase in quality of the CCRs undertaken.  The project team are 
priming the CCG and lead cancer GP to take responsibility of progressing this workstream and 
putting in place the measures that will ensure take up amongst GP practices. 
 
Synergies with the Cancer Alliance  

The LWABC locality pilot in Wakefield is well supported strategically by the West Yorkshire Cancer 
Alliance, which is implementing a Living with and Beyond Cancer Work programme funded by NHS 
England’s National Cancer Transformation Fund. The Alliance programme involves patient and 
professional engagement, training and awareness raising sessions. The main synergies were in 
promoting Cancer Care Reviews, where the Alliance’s programme of work benefited from the links 
made to the primary care through the CCR engagement. The CSW/HNA experience was influential 
in the Alliance’s workstream around palliative care, providing useful intelligence about the 
appropriateness of HNAs for that particular group of patients.  
 
Driving change and challenging preconceptions 

Stakeholders reported a positive attitude to change within the project management team for LWABC. 
There is a desire to effect positive change using the resources already available across different 
sectors.  
 
In the workstream developing Cancer Care Reviews, there was a willingness to challenge the beliefs 
of GPs and clinicians in order to make changes for the benefits of patients. Without that challenge 
and attempts to change mindsets, the CCR risks being a template available to primary care but not 
actively used to benefit patients.  
 

13.2.2 Challenges and barriers 

IT development 

Capacity for IT developments is severely limited in the Trust.  This is having an inevitable impact on 
the progress of the LWABC project.  It is at the stage where outstanding IT development requests 
are affecting: 
 

 risk stratified pathways – awaiting developments to support remote monitoring and rapid re-
entry 

 HNA reporting – whilst the system is set up to capture the outputs of an HNA discussion, the 
functionality to report on the activity is not in place 

 Treatment Summaries – updating existing templates and having them available to use 
 
Furthermore, it is currently not possible to share Treatment Summaries electronically with primary 
care. Whilst this is not a barrier to their implementation and use, it does make the process less 
streamlined and efficient than it could be. 
 
Capacity and change in clinical teams  

The Breast team have continued to operate below optimal capacity due to staff turnover and long-
term absence.  Understandably, the focus during these times is keeping the core service running 
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smoothly and ensuring patients are receiving the treatment and care that they need.  This has 
impacted the pace of progress. 
 
The Colorectal team are going through a restructuring that will see CNS/cancer resource ring-fenced. 
Whilst going through this period of change, work related to the LWABC project has understandably 
stalled.  However, it is expected that there will be a renewed focus on implementing the remaining 
aspects of the LWABC strands upon completion of the team restructure. 
 
Project management resource 

In recent months the Project Manager has found herself trying to balance the demands of two roles.  
Prior to being recruited to the Project Manager role she was managing the Macmillan Information 
and Support Service.  Whilst this role was backfilled, the person that was recruited has been absent 
due to ill health.  This has created a situation whereby two full time jobs are being managed by a 
single person.  Whilst this has not had a detrimental impact on the progress of the project it has left 
the LWABC Project Manager stretched and under pressure.  
 
Increasing demand for Macmillan Information and Support 

The Macmillan Information and Support Service has seen regular year on year increases in the 
number of patients and carers/loved ones accessing their service.  Since the start of the LWABC 
programme, this increase has intensified as referral pathways become more embedded along with 
consistent signposting.  Whilst over time the number of staff and volunteers has increased to 
accommodate demand, physical space constraints are beginning to create less than ideal conditions 
for service users.  Whilst the project team and service staff recognise that the physical space is no 
longer fit for purpose, there are no readily available alternatives. 
 
Culture change in primary care 

A significant barrier to CCR implementation has been, and continues to be, culture within primary 
care, with promotional efforts hinging upon the ability to change mindsets about the purpose of 
Cancer Care Reviews, who can deliver them, and how they can follow the example from supporting 
other long term conditions within the practice (ie by a wider team of staff).  
 

13.3 Next steps 

 
Whilst the CSW roles and HNA processes are embedded, the sustainability of the roles beyond the 
project funding period is not guaranteed.  The Lead Cancer Nurse is currently preparing a business 
case for their continuation, the success of which is critical to sustain and continue what has already 
been achieved.   
 
Upon completion of the Colorectal team restructure, the project management team will be looking to 
work with them to begin progressing the areas where progress has stalled, specifically going live 
with Treatment Summaries and risk stratified pathways 
 
Another priority is to continue to push through the IT development required to unblock progress on 
both Treatment Summaries and risk stratified pathways. 
 
The final strand that will require focus is to maintain engagement with the community sector in 
developing the health and wellbeing offer for patients, production of the information leaflet that will 
be used to raise awareness of opportunities, and embedding the offer to patients in each of the care 
pathways.  
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13.4 Highlights from HNA data 

 
As discussed in a previous section, whilst HNA activity data is being recorded, the project team 
currently lack the functionality to report on this activity.  Therefore, the data required to provide 
findings in relation to HNA activity cannot be provided to the evaluation at this time. 
 

13.5 Patient survey responses 

 
Since August 2019, the project team at Wakefield have been inviting patients that received a 
diagnosis of Breast, Prostate or Colorectal cancer six months before, to complete a survey exploring 
their experience of the care and support they received.  The survey is issued on a monthly basis.  
To date, 108 completed surveys have been received. 
 

13.5.1 Respondent demographics 

56% of respondents were male, 44% were female.  Almost half are Prostate cancer patients with 
just under a third having a diagnosis of Breast cancer and a fifth are Colorectal cancer patients. 
 
72% are not in employment with the remainder being in either full or part time work, and 40% had 
other long-term illnesses or disabilities. 
 
75% of respondents live with a spouse/partner, and 4% reported having children under the age of 
18.  22% of respondents live alone. 
 

13.5.2 Meaningful conversation 

88 (79%) respondents reported that they had the opportunity to discuss their support needs, 
concerns and worries with someone following their cancer diagnosis.   
 
The majority of respondents reported that they had this discussion with their CNS (both their first 
and second for those that had two), and this is consistent across Breast and prostate.  For colorectal 
patients the majority of respondents’ report having their first meaningful discussion with a CNS, 
however CSW and Macmillan Cancer Information and Support worker were the most common for 
the second discussion (45% of respondents each).  This is surprising given that, in Urology and 
Colorectal teams, HNAs are conducted solely by the CSW.   
 
From patient interviews, however, it is not unusual for those who recall having a meaningful 
conversation to be unable to distinguish the role of the person they had it with – they just know it 
was someone from the team in the hospital.  Furthermore, although CNSs do not conduct formal 
HNAs using the concerns checklist, the discussion that they have with patients will often cover a 
range of concerns and support needs. 
 
Breast (14%) and Colorectal (33%) respondents also reported that they had a meaningful discussion 
with Macmillan Cancer Information and Support staff.  This is not surprising as staff and volunteers 
do have a discussion with patients about their wider support needs, and it would reflect a meaningful 
conversation from a patient perspective.   
 

13.5.3 Experience of the meaningful conversation 

Patients were asked to rate the extent to which they agreed with a range of statements relating to 
the conversation they had about their needs and concerns on a scale of 1 to 10 (where 1 was 
completely disagree and 10 was completely agree).  Figure 67 below provides the average rating 
against each of the statements. 
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Figure 67 – Responses suggest that patients had a very positive experience of their meaningful 
conversation 

 
 
All statements achieved an average rating of over nine, with second HNA conversations scoring 
slightly higher than the first. 
 
47% of those that experienced a meaningful conversation reported that they had been referred or 
signposted to other support and services as a result, and 52% recalled receiving a care plan. 
 
Respondents were asked where they may have sought support had they not had the opportunity to 
speak about their concerns.  Just over 70% reported they would have spoken to their partner/spouse, 
and 67% also reported that they would have sought support from their GP.  The full breakdown in 
provided in Figure 68. 
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Figure 68 – Most respondents would have sought support from their partner/spouse and their GP 

 
N=85 

Respondents were asked to rate the extent to which they agreed with a range of statements relating 
to the care and support they had received on a scale of 1 to 10 (where 1 was completely disagree 
and 10 was completely agree).  Figure 65 below provides the average rating against each of the 
statements. 
 
Figure 69 – Ratings from those that had experienced a meaningful conversation were consistently 
higher than those that hadn’t. 

 
 
Interestingly those that had experienced a meaningful conversation rated each of the statements 
higher than those that hadn’t.  The most notable difference related to knowing where to go if they 
had concerns or worries of a non-medical nature, something which the HNA focusses on. 
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Overall, 80% stated the support they have received had a positive impact on their quality of life 
(n=101). 
 

13.5.4 Self-management and activation 

The vast majority (87%) reported that they hadn’t attended any events or services to help them 
manage their health and wellbeing since their cancer diagnosis.  Of the small number that had, 
Moving Forward, physical activity course and exercises classes, Maggie’s and Breast Haven were 
cited as examples.   
 
Respondents rated a range of statements related to self-management and activation on a scale of 1 
to 10 (where 1 was completely disagree and 10 was completely agree).  Figure 70 below provides 
the average rating against each of the statements, and the differences in rating between those that 
experienced a meaningful conversation and those that hadn’t. 
 
Figure 70 - Respondents that had an HNA rated most aspects of self-management and activation higher 
than those who didn’t  

 
For the majority of statements, those that had a meaningful conversation rated higher than those 
that hadn’t.  However, the statement relating to the support received helping patients to look after 
their own health and wellbeing was scored almost exactly the same by those that had and hadn’t 
experienced a meaningful conversation.  
 

13.5.5 Support from GPs 

63% of respondents had at least one appointment with their GP since their cancer diagnosis.  43% 
reported that they had an appointment with someone in their GP surgery to discuss their cancer 
treatment and ongoing needs (31% with a GP, 11% with a practice nurse). 
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Respondents rated a range of statements related to the support they had received from their GP 
practice on a scale of 1 to 10 (where 1 was completely disagree and 10 was completely agree).  
Figure 71 below provides the average rating against each of the statements. 
 
Figure 71 – Responses suggest a very positive experience of the support received from their GP 
practice 

 
Overall, the ratings for each statement are very high.  The three areas that rated less than nine all 
relate to treatment and side effects.  Whilst they score highly, it is not unreasonable to assume that 
the introduction of Treatment Summaries will lead to improvement in these three elements. 
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ANNEX 1 – OVERVIEW OF LOCALITY ACTIVITY  
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Barnsley

New roles  

• CSWs x 3

Central support hub

• No - CSWs provide 
navigation

Health and wellbeing

• HOPE

• Moving Forward (Br)

• Anxiety management pilot

Primary care

• Macmillan GP 

• Cancer leads in each 
practice

• GP education

Bassetlaw

New roles 

• Wellbeing Practitioners x 3 
and Care Navigator x 1, 
based in Aurora

Central support hub

• Aurora

Health and wellbeing

• Aurora services, including 
new developments in 
response to need

Primary care

• Relationships with PCNs 

Doncaster

New roles 

• TAPs x 3 (of 8 in total) in 
DRI

• Support Workers x 2 in 
MCISS

Central support hub

• MCISS 

Health and wellbeing

• Patient journal pilot

Primary care

• No progress yet

North 
Derbyshire & 

Hardwick 
(Chesterfield)

New roles 

• CSWs x 3

Central support hub

• MCISS

Health and wellbeing

• Moving Forward (Br)

• Moving On (other tumour 
sites)

• Living Well (Ashgate 
Hospice, for non-curative)

Primary care

• Primary Care Cancer 
Quality Nurse

• Education for GPs and 
Practice Nurses

• CCR quality contract

Rotherham

New roles 

• CSWs x 3

Central support hub

• Macmillan Advocacy 
Service

Health and wellbeing

• Marketplace events

• Site-specific activities co-
designed with patients

Primary care

• Macmillan GP

• Practice-level education 
and awareness raising

• CCR quality contract

Sheffield

New roles 

• CSWs x 3 in recruitment

• Community Cancer Care 
Coordinators x2  at Age UK

Central support hub

• Weston Park Cancer 
Charity

Health and wellbeing

• Existing provision 

• Health and Wellbeing 
Coordinator role at 
Cavendish Cancer Care

Primary care

• Primary Care Lead Nurse 
for Cancer

• CCR pilots

• Engagement and 
education

Wakefield

New roles 

• CSWs x 3

• Information and Support 
Coordinator x 1 in MCISS

Central support hub

• MCISS

Health and wellbeing

• Existing provision

• Cancer: Surviving and 
Thriving course

Primary care

• CCR template

• GP education workshops

• Practice nurse workshop


