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Northern Cancer Alliance Expert Advisory Group 
For insert name 


 
TERMS OF REFERENCE 


 


Chairperson:  


 


insert name 


 


Purpose: The primary purpose of Northern Cancer Alliance (NCA) Expert 
Advisory Group insert name is to provide cross organisational 
representation to ensure that all patients with cancer in the North 
East and North Cumbria receive equitable access to safe, evidence 
based and effective care. We will achieve this by holding each 
other to account for performance in this respect. 


 


Membership: Core membership: 
 Chair person 
 Representative from each service provider organisation 
 Patient and carer representative 


Locality representatives  
 Clinical Network administration support 
 Clinical lead Northern Cancer Alliance 


 
Additional membership to be determined by group. 
 


Extended membership 
Palliative care representative 
Clinical research network representative 
TYA representative 


 


Specific Role:  To be the insert name expert advisory group to the Northern 
Cancer Alliance. 


 To support the delivery plan of the NCA. 
 To develop and maintain up to date clinical guidelines. These 


may in part be reference to nationally developed guidelines 
where available. 


 To review local data and metrics such as the cancer 
dashboard, and where possible use them to inform service 
improvement proposals. 


 To provide a forum for the sharing of good practice, 
discussing local and national issues and initiatives. 


 To ensure the views of patients and carers are taken into 
account in the planning, operation and evaluation of services 
including Patient Information material. 


 To lead rapid change, including the development and 
implementation of consistent standards within available 
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resources. 
 To ensure NCA clinical and strategic service development 


issues are shared within member organisations. 
 To ensure that clinical research is incorporated into the work 


of the Group. 
 To contribute to the Alliance needs assessment of education, 


training and work force planning 


 


Accountability:  The tenure of the Chair will be 2 years with an option to extend for 
a further 2 years.  (maximum tenure at discretion of group)  


A vice chair will deputise for the chair when necessary and 
normally succeed the chair when they step down 


 


To report to the NCA board through the Chair’s membership of the 
NCA Clinical Leadership group of which the Expert Advisory Group 
Chairs are members. 


 


Frequency of 
Meetings:  


Bi-annual meetings will be held with one inclusive of NCA site 
specific performance data. 


 


Quorum: A minimum requirement for quorate to be achieved is attendance 
by 75% of core members who provide a service.  


Admin: Action Points ☐ Minutes ☒ 


Ownership of 
Group Projects and 
Initiatives: 


All projects, initiatives and outcomes will be owned by each 
member of the group that has taken part in the group project or 
initiative. 


Ways of Working 
Together 


All relationships must be handled in an open and transparent 
manner, which comply with the requirements of guidance issued by 
the Department of Health.  Healthcare professionals have a 
responsibility to comply with their own codes of conduct at all times. 


Communication 
Arrangements:  


Minutes will be forwarded to members within three weeks.  
Agendas and minutes will be posted on the group page of the 
Northern England Clinical Network website.  Items for the agenda 
should be received 7 days before the meeting. 


 


Inter meeting communication will be circulated by email from the 
NCA. 


Declaration of 
Interest:  


 All potential or perceived conflicts of interest should be declared. 


 








Breast Stratified Follow up Pathways 


Discussion Paper 


Introduction 


The National Cancer Strategy for England, set out requirements on Cancer Alliances to commission 


and provide stratified follow up pathways for all patients in breast , colorectal and prostate 


pathways by 2020. As a region we operate a number of different models of follow up therefore need 


to agree and implement standardised best practice pathways where possible. 


Background 


In July 2015 an Independent Cancer Taskforce published a report outlining 96 recommendations for 


improving cancer care and outcomes by 2020.  Achieving World Class Cancer Outcomes - A Strategy 


for England 2015-20 set out six priority areas for action covering the whole patient journey of which 


number four is living with and beyond cancer. The aim of which is to ensure that by 2020 every 


person with cancer will have access to elements of the Recovery Package, and stratified pathways 


of follow-up care.  


The NHS Operational and Planning Guidance 18/19 secured this vision placing requirements on 


Cancer Alliances to roll out stratified follow up pathways for breast, colorectal and prostate 


pathways across their footprint. The Cancer Alliance agreed stratified follow-up pathway model can 


be seen below. Following clinical assessment of their needs, low risk patients can be supported to  


manage their own follow-up, with back up from the clinical team as needed.  


 


The patient is given information at exit interview to enable recovery, including the potential 


consequences of their disease and treatment and clear guidance on re-entry into service if required. 


They may also be invited to a health and wellbeing workshop for further education. Routine follow 


up investigations continue as before but with remote surveillance monitoring and robust tracking to 


enable re-entry to save on face to face follow ups. 







Evidence for this model is based on the work undertaken by the National Cancer Survivorship 


Initiative in 2011 which has been emulated in other parts of the country such as Bath Breast Service 


and Northern Ireland. This suggested that 75% of breast cancer patients are low risk and could be 


assigned to the self-management pathway. Supported directed access offers a more effective 


approach to after-care than traditional medical models of follow-up which has the potential to 


reduce costs and improve patient satisfaction.  


In the North East and Cumbria there is variation between Trusts in how stratified follow up is 


currently delivered in breast services. This includes good practice we could all learn from.  Therefore 


we need to understand what is already happening and how we can move towards develop a 


protocol and model for roll out by 2020. To support the shift from clinician-led and largely hospital-


based models of follow-up to an evidence based, stratified model that addresses the unique needs 


of the individual living after a cancer diagnosis. 


Process 


The basic stratified follow-up process is detailed below and based on the NCSI model. 


 At the end of treatment, all individuals will receive a ‘clinical review OPA’ with the 


consultant/breast care nurse (BCN)where they will decide together which form of follow-up 


best meets their needs.  


 The patient is transferred onto the supported self-management or shared care pathway and 


an aftercare appointment is made with their breast care nurse. Annual mammograms should 


be requested for the patient 


 A clear re-entry pathway to services should be reiterated to patients at this point. 


 The decision is included in the treatment summary generated by the doctor and sent to the 


patient and their GP.  


 The aftercare appointment should take place within the three months following the end of 


treatment. The holistic needs assessment will be reviewed and additional information or 


signposting given as required. 


 All patients will be offered a health and wellbeing event however the aftercare appointment 


with the BCN may be tailored to fulfil this function if it is deemed more appropriate 


 Individuals on the supported self-management pathway should be able to contact their 


breast care nurse by phone with any concerns as they will not have annual outpatient 


appointments 


 Patient will continue with annual mammograms for 5 years with the results sent to them 


and their GP enabling remote surveillance monitoring. 


 At the end of 5 years from transfer onto follow-up, the individual will be reviewed in a 


virtual MDT and a letter outlining any ongoing needs sent to the GP . 


Potential Models 


Models rolled out in Liverpool , Northern Ireland and London all give learning for how we could 


implement this is the North East and Cumbria. The process and follow up pathway from Liverpool 


are shown below. This model includes some key differences to the standard pathway as it relies on 


the use of support worker roles to undertake much of the contact with the patient following 







discharge. For example they ring the patient following a normal mammogram result and complete 


HNAs.  In other areas this would be the breast clinical nurse specialist. 


 


They also use an app for surveillance which patients to access their results (mypatientrecord)  


 







             


 







Current Resources 


The Cancer Alliance is working on a digital solution to be used regionwide which will enable remote 


surveillance monitoring. We are also providing non recurrent funding to pump prime different 


health and wellbeing models across the region. This should enable Trusts and Commissioners to pilot 


stratification pathways to gain evidence of cost savings through reduced follow up.    


Next Steps 


There are currently some models of stratification operating in Trusts in our area. Is it worth sharing 


the protocol to roll out further? 


We need to agree criteria for inclusion in the self-management pathway and for reaccess? 


Could the Liverpool or Northern Ireland pathways work in our region without the support worker s 


input? 


How do we take this forward in North East and Cumbria?  
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People with breast 
cancer in England are 
experiencing differences in 
their diagnosis, treatment 
and care based on where 
they live, rather than their 
clinical need.


2 3







54


1. Foreword


We are delighted to present the final report of the All-Party 
Parliamentary Group (APPG) on Breast Cancer’s inquiry 
into geographical inequalities in breast cancer diagnosis, 
treatment and care across England. We are grateful to 
the patients, clinicians, charities and NHS planners and 
commissioners who took the time to contribute evidence to 
the inquiry. 


When compared to other cancers, breast cancer outcomes are good and 
improving. However, this overall progress masks stark inequalities in diagnosis, 
treatment and care across the country. These unwarranted variations have an 
unacceptable impact on the experiences and outcomes of patients. 


Each of us has a close connection to breast cancer – one as a patient, one as 
a breast surgeon, and one who has lost a loved one to the disease. We know 
just how vital it is that urgent action is taken to reduce this variation and end the 
mixed picture for breast cancer patients in England.


The report outlines key recommendations to address these disparities. We 
are particularly concerned about the impact of shortages in the diagnostic 
workforce on patients’ diagnosis and treatment. We are also eager for new 
local NHS structures to grasp opportunities to use data to drive service 
improvements by sharing best practice with one another.


It is likely that some of the issues outlined in the report are also affecting 
services for other cancers. We hope that the recommendations in this report 
contribute to the government’s ambition to achieve world-class outcomes not 
just for breast cancer, but for all cancers. 


Thangam Debbonaire MP        Philippa Whitford MP        Craig Tracey MP
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individual towns and cities. These variations are 
predominantly due to differences in populations 
and their needs and the way services are organised 
locally. 


While the new more localised NHS system 
was established with an objective of removing 
unwarranted variation by responding to the needs 
of local populations, the APPG heard warnings from 
experts that, without urgent action, unwarranted 
variation could become more entrenched. There 
is no formal mechanism for good practice to be 
replicated more widely. There is confusion as 
to who should be funding what, with a lack of 
accountability for the commissioning and delivery 
of breast cancer services.


The inadequate collection and sharing of data is 
acting as a barrier to service improvement, with 
some commissioners and services failing to collect 
or use data and others struggling to access it. Data 
should be used to spot unwarranted variation, 
hold services to account, and as a tool to better 
understand a population and the services it 
requires. 


Much concern was raised about the breast cancer 
workforce. Current vacancy rates and increasing 
demand coupled with a workforce approaching 
retirement is creating pressures in the system that 
will only worsen with time if not addressed. These 
problems are hitting certain areas of the country 


A Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer Executive summary


2. Executive 
summary


Some women receive the care of specialist nurses; 
others have no such support to navigate the 
health and social care system. Some women are 
given information and services to manage their 
conditions and make choices that affect their 
futures, while others are left to fend for themselves 
after their treatment ends, or are left with reduced 
fertility unaware there were opportunities to prevent 
this. These differences exist due to where each 
woman lives.


As more women are diagnosed with breast cancer 
and incidence of the disease is set to increase, 
the NHS faces unprecedented demand while 
resources are under increasing pressure. At such 
a time, it is imperative that the focus outlined in the 
Cancer Strategy of reducing variation is maintained 
or increase. Otherwise, there is a real risk that 
inequalities will worsen and outcomes and care for 
some patients will continue to fall behind those of 
others. While such differences remain, this country 
cannot hope to meet the government’s ambition of 
delivering world-class cancer outcomes for all. 


Evidence presented to this inquiry showed that, 
although there are examples of innovative and high 
performing services, unacceptable differences 
exist at every level of geography. Some regions of 
the country perform better in certain areas of care 
or treatment than others. Stark differences in the 
availability of services can also occur within very 
local geographies, from town to town or even within 


Outcomes for breast cancer are good and improving, but overall progress is 
disguising variations across the country. Some women are being diagnosed at an 
earlier stage of their breast cancer than others, greatly improving their chances 
of survival. Some women are offered life-saving drugs that reduce the chances of 
cancer developing or returning, while others are not offered these drugs. 


hardest and are being felt particularly acutely 
in the diagnostic workforce, specifically among 
radiologists and radiographers, and in the Clinical 
Nurse Specialist workforce. This is especially 
worrying as delays in diagnosis can cause knock-
on effects for breast cancer patients along the 
treatment pathway.


This report sets out recommendations to tackle 
these problems and address unwarranted 
geographical inequalities in breast cancer so that 
treatment and care for breast cancer patients 
can be improved across the country. The APPG 
asks that NHS England, Public Health England, 
Cancer Alliances, commissioners and service 
providers consider these recommendations and 
work together to ensure that all those with breast 
cancer can be sure of world-class treatment and 
care regardless of where they live.
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Recommendations


Targeting interventions
Cancer Alliances should tailor prevention, 
awareness and screening initiatives to their local 
populations, targeting specific groups that are 
most in need of outreach such as Black, Asian and 
minority ethnic women and women from lower 
socio-economic groups. Interventions should 
target groups within the population who are most 
in need and should use methods that have shown 
to be effective for each group.


Effective use of data
NHS England and Public Health England should 
continue to develop the Cancer Dashboard so that 
data on inequalities can be more easily obtained, 
working with the National Cancer Registration and 
Analysis Service where appropriate to identify 
areas where a strategic analysis could be most 
useful.


Clinical Commissioning Groups and Cancer 
Alliances should use the Cancer Dashboard to 
compare themselves to others and, alongside 
more detailed data that they hold on their 
geographical area, ensure that any adverse trends 
are investigated and steps taken to improve 
outcomes.


Earlier diagnosis of secondary breast cancer
NHS England should deliver on the ambition of 
the Cancer Strategy to ensure GPs are able to 
diagnose secondary breast cancer early, as well 
as considering other ways patients can get back 
into the system if secondary breast cancer is 
suspected (for example open access follow up).


Cancer Alliances should consider how they can 
work with local GPs to raise awareness of the 
signs and symptoms of secondary breast cancer.


Recording of data
Public Health England has ensured there is a 
standardised dataset, the Cancer Outcomes and 
Services Dataset, where information on breast 
cancer can be recorded. Local providers must 
ensure they are recording all information in the 
dataset by implementing appropriate training and 
software. Cancer Alliances should support local 
providers to do so and hold them to account if 
data is not submitted.


Workforce planning
Each Cancer Alliance should publish a clear 
workforce plan to deliver the Cancer Strategy in 
England and set out funding requirements to do 
this. This should be developed in conjunction 
with relevant Health Education England offices, 
Sustainability and Transformation Partnerships 
and other partners. It should consider all areas 
in breast cancer care, but in particular breast 
radiology, radiography and nursing.


Health Education England should publish its 
upcoming longer term workforce plan proposing 
sustainable solutions to the workforce crisis at its 
earliest convenience. This should include:


• Specific planning to address the breast 
screening workforce, in particular breast 
radiologists and radiographers


• Plans to recruit more breast cancer Clinical 
Nurse Specialists in line with patient need


• The view of patients consulted on the 
proposals.


All patients should have access to a breast Clinical 
Nurse Specialist. Health Education England and 
the Royal College of Nursing should work together 


to ensure there are enough breast Clinical Nurse 
Specialists with the requisite skills to serve local 
patient populations.


NHS structures and the breast cancer 
treatment pathway
Cancer Alliances should work with providers 
and patient representatives to develop 
comprehensive services that meet the needs of 
patients throughout their breast cancer journey. 
Those involved in developing Sustainability 
and Transformation Partnerships, Clinical 
Commissioning Groups, Local Authorities, 
Public Health England, and NHS England 
specialised commissioning should all be included 
in development of these plans and services. All 
patients should have access to:


• Medicines they can benefit from at a price the 
NHS can afford


• Advice and services to help them manage the 
short and longer term side effects of treatment 
including fertility treatment 


• Support services, including information and  
psychological support


• Reconstructive surgery with the full range of 
options offered and discussed.


Executive summary A Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer 
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that everyone involved in the commissioning 
and delivery of cancer diagnostic, treatment and 
support services understands the role they can play 
in identifying and minimising variation. This report 
seeks to shine a light on whether progress is being 
made in achieving this.


The inquiry found that three key themes must 
be addressed in order to reduce unwarranted 
geographical inequalities:


1.  The effective collection and use of data to   
      drive service improvement
2.  National and local workforce planning
3.  Improving the consistency, transparency and  
      accountability of commissioning and delivery of
      cancer services through new NHS improvement 
      and structures. 


It is unlikely that these issues affect only breast 
cancer outcomes. This report may therefore be a 
warning bell about geographical inequalities in the 
treatment and care of other cancers. 


The APPG would like this report to contribute to the 
conversation about this wider issue, which requires 
the development of sensitive, tailored and localised 
approaches to make progress in addressing cancer 
outcomes as a whole.


3. Introduction


The inquiry heard from system leaders, medical 
experts, charity representatives and patients over 
four evidence sessions, six patient focus groups, 
and through a call for written evidence. 


The focus of this inquiry is particularly pertinent 
as the independent report published by the 
Cancer Taskforce in 2015 recognised that there 
was ‘unacceptable variability’ in access to and 
experience of care.1 Both NHS England progress 
reports on the implementation of the Cancer 
Strategy have also conceded that there is still 
unwarranted variation in outcomes across the 
country.2,3 In addition the Five Year Forward View 
and its follow up, Next Steps on the NHS Five Year 
Forward View, recognised that variation in access, 
treatment, care and outcomes is an issue across 
England.4,5 These reports set out steps to reduce 
variation, primarily by focusing on introducing 
new models for commissioning and providing 
care, such as accountable care systems and 
the pilot Vanguard sites. Recently, the planning 
and commissioning of breast cancer services 
has undergone a transformation in England with 
16 Cancer Alliances established to lead and 
coordinate cancer care in their areas. 


This report shows that geographical differences 
can manifest at regional, Clinical Commissioning 
Group (CCG) and sub-CCG level, creating a mixed 
picture for breast cancer across the country. As the 
new NHS structures are established it is important 


People with breast cancer in England are experiencing differences in their 
diagnosis, treatment and care based on where they live, rather than their clinical 
need. Recognising that these geographical inequalities exist, the APPG ran 
an inquiry from October 2016 to November 2017 to discover where and why 
inequalities arise and what the possible solutions might be. 


You could not have 
designed more 
variation into a 
system if you tried.


Adrian Hackney, Director of Commissioning,
Greater Manchester Cancer Services.
(Oral evidence session 3, October 2017)


IntroductionA Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer 
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There are several factors behind geographical 
differences in breast cancer incidence:


• Breast cancer is less common among women 
living in the most deprived areas


• The disease is more common among white 
women than Black, Asian and minority ethnic 
(BAME) women


• A woman’s risk of breast cancer increases with 
age, meaning places with older populations 
are likely to have more cases of the disease.8


The best way to improve breast cancer outcomes 
is to, where possible, prevent it from developing 
in the first instance. Different groups within the 
population have different risks of breast cancer 
so targeted interventions are essential in order 
to ensure they are effective and cost-efficient. 
For example, commissioners and providers in 
more socio-economically advantaged areas, 
such as the South East (where breast cancer is 
more common) should consider carefully what 
interventions they should provide to reduce 
women’s risk of developing breast cancer.9 


Risk factors related to incidence that 
commissioners and providers could work to 
address include reducing alcohol consumption, 
reducing the prevalence of people being 
overweight or obese and lack of physical exercise.


4. Geographical
variation


It is vital that commissioners, Cancer Alliances and 
providers ensure the best services are available 
to all local populations and to all patients. In 
order to do this, planners must understand local 
populations and their needs. 


Overall outcomes for breast cancer are good 
and have been improving, whether that is 
measured in terms of survival rates, early 
diagnosis, various waiting time standards, or 
indeed the reported patient experience. The 
data that we have shows good outcomes in 
those terms, but – and it is a huge ‘but’ – [there 
is] variation geographically, demographically 
and within social groups.


Professor Chris Harrison, National Clinical Director 
for Cancer,  NHS England (Oral evidence session 4, 
November 2017)


Incidence and Prevalence
Breast cancer is the most common cancer in 
England: on average, 126 people received a breast 
cancer diagnosis every day in 2016.6 


The disease is more common in some areas than 
others, for example there are 41% more cases 
of breast cancer in the CCG with the highest 
incidence compared to the CCG with the lowest 
incidence.7


The overall good outcomes for breast cancer mask variations in the treatment 
and care available to patients across England. Unwarranted variations exist 
at a regional level as well as in small pockets of populations, between or even 
within neighbouring towns and cities. These discrepancies can be attributed to 
population demographics, including age, ethnicity, and socio-economic status as 
well as variation in the services and standards offered by devolved NHS structures 
in local areas.  


Stage of diagnosis 
While nationally more breast cancers are being 
diagnosed at an early stage, and more CCGs 
are recording data on stage at diagnosis, even 
where 90% of this data is collected there are stark 
differences in the percentages of breast cancer 
cases diagnosed at an early stage between CCGs 
(see figure 1).


It is all about excluded populations who do 
not use services, who do not utilise screening 
and that is the one that will make the quantum 
change to outcomes: you change access and 
you change outcomes.


Dr Rory Harvey, Chair, East of England Cancer 
Alliance (Oral evidence session 3, October 2017)


The earlier cancer is diagnosed the more 
successful treatment is likely to be. 90% of breast 
cancer patients diagnosed at stage one (when 
the tumour is small and localised) survive for at 
least five years compared to just 15% diagnosed 
at stage four (when the tumour is larger and has 
spread to other parts of the body).10 


Improving the rates at which cancer is diagnosed 
at stages 1 or 2 is therefore likely to save lives.  


Highest 88% NHS Rushcliffe CCG


Lowest 62% NHS Gloucestershire CCG 


Figure 1: Breast cancers detected at an early stage (1 or 2), (2013)7


Some geographical variation in early diagnosis 
may be linked to population demographics and for 
this reason commissioners and planners should 
be targeting interventions accordingly. 
For example:


• While socio-economically advantaged women 
are more likely to be diagnosed with breast 
cancer, women living in disadvantaged areas 
are more likely to be diagnosed at a later stage 
with a lower chance of survival11,12


• Although white women are more likely to be 
diagnosed with breast cancer, BAME women 
are more likely to be diagnosed at a later stage


• Older women are more likely to be diagnosed 
later than younger women.13


Geographical variationA Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer 
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Secondary breast cancer
It is estimated that there are 35,000 people in the 
UK living with secondary breast cancer,13 and that 
a further 35 out of every 100 people with primary 
breast cancer will develop secondary breast 
cancer within ten years of their first breast cancer 
diagnosis.14 


Women whose primary breast cancer has been 
successfully treated cannot consider themselves 
‘in the clear’ five years after treatment; breast 
cancer may recur many years after treatment and 
patients must be advised accordingly. Health 
services will need to adapt and provide services 
that meet the distinct needs of these patients. The 
inquiry found that there is variation across England 
in the support that women with secondary breast 
cancer receive. 


Mortality
9,554 people died from breast cancer in England 
in 2014.8 Premature deaths differ between CCGs: 
the mortality rate among people aged under 75 
in the worst performing area is more than double 
that of the best performing area (see figure 3).7,15  
Differences may be due to differences in the 
demographic factors outlined above, as well as 
how well individual services are performing.


Geographical variation


78.1 – 88.0%


72.1 – 78.1%


65.6 – 72.1%


36.3 – 65.6%


National average: 71.0%
Range: 36.3 – 88.0%
Map reproduced with the 
permission of NHS RightCare


Figure 3: Under-75 breast cancer 
mortality rate per 100,000 women, by 
CCG7,16


Figure 2: Percentage of breast cancers 
detected at an early stage (1 or 2), by 
CCG7


23.4 – 31.9 per 100,000


21.7 – 23.3 per 100,000


19.8 – 21.6 per 100,000


13.3 – 19.7 per 100,000


National average: 
19.8 per 100,000 women


Range: 13.3 – 31.9 per 
100,000 women


4.1 Targeting interventions to reduce 
variations based on population 
demographics


Early detection and diagnosis of breast cancer can 
save lives. The earlier breast cancer is detected, the 
more likely that treatment will be successful. There 
are three routes to diagnosis: attending routine 
screening, being referred by a GP and emergency 
diagnosis at A&E. Those cancers diagnosed 
through the screening programme are likely to be 
less advanced, increasing chance of survival.17  
In comparison, by the time patients develop 
symptoms and therefore present at their GP or in 
A&E, the cancer is likely to be at a more advanced 
stage. 


In order to improve early diagnosis and, in turn, 
improve survival rates, local NHS bodies should 
take steps to improve symptom awareness and 
screening uptake among specific populations. It 
is likely that a lack of awareness of the signs and 
symptoms of breast cancer contributes to later 
diagnosis among these groups.13 Good awareness 
of the symptoms of breast cancer empowers 
people to see their GP with any concerns early.


If we look at the screening cohort, at three 
years relative survival is 100%, fantastic, and 
that is a mix of screening and also treatment 
options, which have improved over the last few 
years. If we look at the two-week wait, three-
year survival is 89%; GP referrals goes down to 
85%; and emergency presentation is 36%. We 
need to get women in through screening. 


Jacquie Jenkins, National Programme Manager, 
Breast Screening, Public Health England
(Oral evidence session 1, March 2017)


A Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer 


Map reproduced with the 
permission of NHS RightCare
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Between 2006/07 and 2009/10, breast screening 
rates in Tower Hamlets increased by 14% (from 
52% to 66%). Rates varied across participating 
GP practices, with a high of almost 80% in one 
practice. However, screening rates dropped 
again suddenly in 2012/13, when responsibility for 
screening moved to NHS England. Subsequently, 
NHS England committed to an improvement plan 
to increase breast screening coverage in Tower 
Hamlets. The plan included reintroduction of a 
targeted telephone outreach service to support 
women to access screening. The screening rate 
has since risen again (as shown in the graph 
below).27  


  


Screening uptake is the lowest it has ever been 
over the last 10 years; 71% of women aged 50-
70 went for routine breast screening in 2016/17.18 
The APPG heard that there are geographical 
variations in screening uptake which are linked to 
population demographics, including deprivation, 
ethnicity and language. This is likely to contribute 
to the lower rates of early detection among these 
groups, though recent evidence suggests that 
the gap in screening coverage between socio-
economic groups may be decreasing.19,20  Targeted 
interventions (such as the one described in Tower 
Hamlets CCG below) would improve screening 
uptake among these women. 


Statistics at regional level can mask significant 
differences between screening coverage within 
regions. Different CCGs within the same Cancer 
Alliance may have vastly different screening 
coverage. For example NHS Rushcliffe CCG has 
the highest screening coverage in England at 
82%, whereas NHS Nottingham City CCG has a 
screening coverage of 71%.22


Both of these CCGs are part of the East Midlands 
Cancer Alliance, which has the highest rate of 
screening coverage. Meanwhile in London, the 
region with the lowest screening uptake, NHS 
Bromley CCG has a screening coverage of 75% 
while the lowest screening coverage in the whole 
of England is found in NHS West London CCG at 
56%.22


In Liverpool, the APPG heard that the geographical 
location of screening services in one part of the 
city may pose a barrier to women who live in the 
other side of the city.23


Some CCGs are establishing initiatives to 
increase screening based on local data. Greater 
Manchester has started offering a second timed 
appointment to women who do not attend their 
first and as a result uptake has gone up by 6%.24


The APPG heard about other initiatives to increase 
screening uptake, such as those introduced by 
Tower Hamlets CCG and by Lancashire and South 
Cumbria Cancer Alliance.25 Features of such 
initiatives included communication plans using 
advertising and social media to raise awareness, 
using health promotion officers to increase uptake 
and sending invitation letters from GPs instead of 
other NHS employees.


Case study: 
Improving screening uptake in 
NHS Tower Hamlets CCG26 


In 2005/6, Tower Hamlets in London had one of 
the lowest rates of breast screening uptake in the 
country. Just 51% of eligible women attended 
screening compared to a national average of 76%. 
The area had a poor survival rate for breast cancer 
and NHS Tower Hamlets felt that this might be due 
to women presenting with later stage cancer.


Screening statistics showed that screening rates 
were lowest among white/Irish (54%), Bangladeshi 
(39%) and black women (45%). The CCG decided to 
target the white/Irish and Bangladeshi populations 
in order to increase breast screening uptake (the 
relative black population in the borough was 
considered small at just 3%). Reasons for low 
attendance among these women were explored 
in focus groups, and included language barriers, 
unfamiliarity with screening, and taboos around 
breasts and cancer. These insights were used to 
develop interventions focused on white/Irish and 
Bangladeshi women, particularly from lower socio-
economic groups, such as marketing campaigns 
tailored to the target populations, community 
outreach and service improvements.


Interventions that proved particularly successful 
included an invitation to a second timed 
appointment for those who did not attend their 
first appointment. This almost doubled response 
rates compared to a simple open invitation to call 
the service and rebook a screening appointment. 
Text message reminders and pre-appointment 
phone calls by specialist advocates to those due to 
attend a breast screening appointment also proved 
successful. 


Figure 4: Breast screening coverage 
among women aged 53-70, by Local 
Authority22


Geographical variation


75% and over 


70% to less than 75% 


Less than 70% 
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Recommendation
Cancer Alliances should tailor prevention, 
awareness and screening initiatives to their local 
populations, targeting specific groups that are 
most in need of outreach. Interventions should 
target groups within the population who are 
most in need, and should use methods that have 
shown to be effective for each group.


Geographical variation


for collecting and reporting data, so opportunities 
to use data to gain useful insights are missed. 
Those giving evidence agreed that data can be 
used to drive improvements but there is not always 
timely access to data and information about how 
individual teams are performing is not pulled 
together.28 


The collection of cancer data by NHS services 
appears to be patchy. For example in NHS West 
Essex CCG (the best performing CCG) the stage 
at which breast cancer had been diagnosed was 
recorded for 98% of new breast cancers cases, 
compared to just 42% of breast cancer cases 
in NHS Slough CCG (the worst performer).29  
Collection of data for secondary breast cancer 
is particularly poor and this is examined in more 
detail below.


We should absolutely know how I compare in 
Liverpool to how you compare in Westminster, 
and is it better or worse, and then of course, 
why. Completion of the cancer outcome 
services dataset... should be mandatory and 
that is the basis of good quality data moving 
forward.


Professor Chris Holcombe, Deputy Chair, Breast 
Cancer Clinical Expert Group (Oral evidence 
session 4, November 2017)


5. Reducing
inequalities 


Collecting data will help local commissioners 
and providers plan services for their population; 
making the data publicly available will enable them 
to compare their performance and find out where 
they might learn from others’ best practice to drive 
service improvement. Data should also be used to 
provide an overview of the success of both local 
NHS organisations and NHS England, in terms of 
breast cancer services and outcomes.


Data is essential to all of this. Cancer 
waiting times tell us a lot. They give us a 
good overarching picture of how the NHS 
is performing when it comes to cancer, 
but we need a huge amount more data to 
really understand more about inequities, 
geographical variation and the reasons 
behind geographical variation and access to 
treatments, but also – remembering the picture 
on diagnostics – how we can improve that early 
diagnosis side as well.


Emlyn Samuel, Senior Policy Manager, Cancer 
Research UK (Oral evidence session 2, September 
2017)


5.1 Using data to understand 
performance on a geographical basis


The APPG heard that data is available but that it is 
not always accessible; there is no national strategy 


Good data can help to improve outcomes and experience by identifying poor 
performers and highlighting where there are outliers. New NHS structures have 
the opportunity to facilitate interventions that are tailored to the local population 
but these need to be based upon analysis of good quality data, such as population 
demographics, screening uptake and prevalence of secondary breast cancer. 
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Progress has been made in developing accessible 
datasets that bring together cancer data but these 
services do not always prioritise providing data on 
a geographic basis. 


One of these tools is the Cancer Dashboard, which 
has been developed by NHS England and Public 
Health England (PHE) after being recommended 
by the Cancer Taskforce.30  It allows data on 
survival, treatment, patient experience, quality 
of life, operational performance, incidence and 
mortality to be viewed at CCG level and, in the 
future, at Alliance level. It does not provide an 
analysis of geographical inequalities itself, but 
makes the data available so that CCGs, Alliances 
and researchers can do so themselves. 


Another service available to all is the National 
Cancer Registration and Analysis Service 
(NCRAS), which ensures that data on cancer is 
collected and collated. The service produces 
reports and analyses of cancer data to help policy 
makers and practitioners. Its most recent report 
on inequalities was in 2016. 


We hope the NCRAS will continue to analyse data 
on geographical inequalities so that it remains a 
source of insight for the cancer community, and 
does not become solely a repository of data. The 
APPG heard that a more strategic approach to the 
collection of data and its analysis could benefit the 


NHS by helping to reduce variation and improve 
efficiencies, as sharing data has helped improve 
practice in Scotland.


Case study: 
Sharing data in NHS Scotland 


The three managed clinical networks in Scotland 
organise cancer services across the country to a 
set of national quality performance indicators.31  
Since 2007, clinicians from the three networks 
have come together to share and discuss their 
data in order to compare themselves and learn 
from each other. Performance against the national 
standards is also reported in annual reports. 


In this way data sharing is used to drive up 
performance as well as being published in a 
transparent manner so that everyone is able to see 
how cancer services are performing. Data sharing 
has been effective in reducing variation and 
improving services according to key indicators.32  


Reducing inequalities


Recommendations
NHS England and Public Health England should 
continue to develop the Cancer Dashboard so 
that data on inequalities can be more easily 
obtained, working with the NCRAS where 
appropriate to identify where a strategic analysis 
could be most useful. 


CCGs and Cancer Alliances should use the 
Cancer Dashboard to compare themselves to 
others and, alongside more detailed data that 
they hold on their geographical area, ensure that 
any adverse trends are investigated and steps 
are taken to improve outcomes. 
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5.2 Collecting data to support people 
with secondary breast cancer


In some areas, people with secondary breast 
cancer are not getting the treatment, support and 
care they need. The Cancer Taskforce identified 
gaps in the support and services offered to people 
with secondary breast cancer, including:


• Variation in access to a Clinical Nurse Specialist 
(CNS)


• Some multidisciplinary teams not routinely 
discussing their secondary breast cancer 
patients


• Patchy provision of information for patients 
• Patients’ psychosocial needs not being met
• A lack of prompt and timely access to specialist 


palliative care services.1 


Part of the problem is that there is currently no 
published data on the number of secondary breast 
cancer diagnoses each year, how many people are 
living with the disease or length of survival following 
diagnosis or treatments. 


This is despite the fact that collection of data on 
people with secondary breast cancer has been 
mandatory since 2012 in England. Lack of accurate 
and easily accessible data makes it difficult for 
commissioners and healthcare providers to 
understand their local patient populations, what 
their needs are and how to plan services and 
support to adequately meet these. 


Where data on secondary breast cancer is 
collected, there is variation in what is recorded. 
In 2016, only 33% of trusts were collecting data 
in full, 47% were partially collecting data, while 
20% were not collecting any data at all (see figure 
6).33,34,35 In order to reduce these variations and 
improve diagnosis of breast cancer as a whole, 


comprehensive data about the diagnosis and 
treatment of breast cancer must be collected and 
made publicly available, for example, as part of 
the development of the Cancer Dashboard and 
as separate groups within a continued Cancer 
Patient Experience Survey. This would allow 
Cancer Alliances and providers to compare their 
performance with others and be able to plan 
services for their patient populations.


5.3 Supporting GPs to quickly diagnose 
secondary breast cancer


Delays in the diagnosis of secondary breast 
cancer vary across England. Earlier diagnosis 
is beneficial as it offers opportunities to begin 
treatment more quickly. In England, 21% of women 
with previous experience of primary breast cancer 
are treated for another condition before secondary 
breast cancer is eventually diagnosed.33 Many 
women in the inquiry focus groups approached 
their GPs several times with symptoms such as 
backache and tiredness before they were referred 
for diagnosis of secondary cancer. 


The inquiry understands that, while this remains 
a problem across England, there is also variation 
across regions. One reason for this is the varying 
levels of symptom awareness among GPs. 
For example, in Yorkshire and Humber 29% of 
people were treated for another condition before 
diagnosis with secondary breast cancer while in 
the South West it was only 11%.33 


Awareness among GPs needs to improve so that 
patients attending appointments with symptoms 
that may be secondary breast cancer are quickly 
referred to specialist services. In addition, 
commissioners and planners should consider 
open access follow up, which allows patients to 
attend specialist services without having to first 
see a GP if they suspect their cancer has returned.


Recommendations
NHS England should deliver on the ambition of 
the Cancer Strategy to ensure GPs are able to 
diagnose secondary breast cancer early, as well 
as considering other ways patients can get back 
into the system if secondary breast cancer is 
suspected (for example open access follow up).


Cancer Alliances should consider how they 
can work with local GPs to raise awareness of 
the signs and symptoms of secondary breast 
cancer.
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“I was diagnosed with primary breast cancer in 
2006, age 30. During the three years prior to my 
diagnosis of secondary breast cancer, I sought 
medical help for depression, sudden stoppage 
of my periods, acute indigestion and occasional 
unexplained vomiting. Neither the specialists 
nor my GP ever connected my symptoms to my 
initial breast cancer diagnosis, which I always 
highlighted. I trusted the ‘experts’ and often felt 
like a hypochondriac.”
 
“Following a couple of bouts of sickness, I again 
sought GP support which eventually resulted in an 
abnormal liver function test. My GP asked me if I 
drank a lot, before it was confirmed I had extensive 
secondary breast cancer in my liver and bones. 
He informed me of my secondary diagnosis on a 
Friday night with no offer of any support or advice, 
and things did not improve greatly going forward. 
In an instant, my lovely imperfect life was stopped 
in its tracks – I seriously considered whether I’d be 
better off dead.”


 “My hospital later told me they don’t like to talk 
about secondary breast cancer as it frightens 
people. All medical professionals and patients 
must be able to recognise the symptoms, so 
patients can access treatment and support, and 
their condition can be stabilised for as long as 
possible. It’s not about frightening people – it’s 
about education.”


Joanne,
Manchester
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In December 2017, Health Education England (HEE) 
published its long overdue Cancer Workforce 
Plan.37 The APPG welcomes this plan to address 
immediate short term issues. For this new plan to 
be successful it must receive adequate funding and 
swift political commitment to both support and hold 
to account the bodies involved. In addition, while 
this plan addresses short term issues, a strategy 
is required that looks beyond 2021 to develop a 
workforce capable of meeting the opportunities 
and challenges of the future. HEE has indicated that 
such a strategy will be published in summer 2018. 
The APPG urges that this plan is not delayed so that 
work on longer term planning can begin as soon as 
possible. 


6.1 Shortages in the radiography and 
radiology workforce


Radiographers and radiologists
Radiographers and radiologists play an extremely 
important role in the diagnosis of breast cancer, 
performing and interpreting mammograms 
respectively. This workforce also performs 
ultrasounds and guided biopsies, and locates 
impalpable breast lesions to allow surgical excision 
to be performed. Mammograms are given to those 
taking part in the breast screening programme and 
are also likely to be one of a number of tests given to 
patients who are referred via the urgent pathway.


6. Workforce 
planning 


These current and pressing workforce issues are 
unlikely to dissipate in the future. As the general 
population ages and people live longer, the 
numbers of women and men developing breast 
cancer will increase. With more effective treatments 
being developed, more people than ever will survive 
the disease but some will have ongoing needs and 
people with secondary breast cancer may live an 
increasing number of years with the disease. At 
the same time technology continues to develop 
at pace, offering new opportunities to treat and 
manage patients and their cancer. 


The APPG would like to emphasise the need for 
long term workforce solutions that can meet these 
future challenges and opportunities as well as short 
term urgent action.


I was one of the first people appointed under 
the Forrest Report36 to set up screening in 
Scotland and in the UK and there was a whole 
army of us fresh-faced youngsters. Surprise, 
surprise, we were all appointed at the same 
time and we are all going to retire at the same 
time. This demographic time bomb has really 
been sitting there; it has been well documented 
and could have been predicted for a long time. 
We are actually now in the midst of it.*


Dr Hilary Dobson, Chair, British Society of Breast 
Radiology (Oral evidence session 1, March 2017)


Workforce capacity issues were a recurring and urgent theme of this inquiry. The 
APPG heard worrying evidence that workforce vacancies coupled with increasing 
demands on the NHS may impact on speed of diagnosis and therefore survival. 
Urgent action is required to address these issues so that patients can continue to 
benefit from high standards of treatment and care wherever they live.  


There is a national shortage of radiologists but this 
shortage is even higher among breast specialists. 
Currently 13% of breast radiology consultant posts 
across the UK are unfilled.38 Compared to the 
general radiology workforce, breast radiologists 
are more likely to be female (female to male ratio 2:1 
for breast compared to 1:1.8 for general) and more 
likely to work less than full time.39  This presents 
particular challenges in terms of recruitment and 
retention. 


Further pressures will arise as 21% of breast 
radiologists are due to retire in the next five years, 
with half the breast radiologist workforce lost in 
the next 15.39 Vacancy and retirement rates differ 
across the country and are therefore contributing 
to geographical variation in waiting times for 
diagnosis. For example, in the North East of 
England 33% of breast radiologists are due to retire 
compared to 20% average across the rest of the 
country.39 


A Public Health England (PHE) survey of the 
mammography workforce in 2017 found that actual 
staffing levels were not meeting recommended 
ratios for mammography across the country; 
only 18% of mammography units are adequately 
resourced. Staffing pressures are particularly acute 
in the North East, Yorkshire and Humber region, the 
West Midlands and London.40  


A lack of capacity in the radiology, radiography and 
mammography workforce has an impact on the 
speed at which patients are diagnosed. When a 
woman is concerned she may have breast cancer, 
speedy diagnosis is essential so that she can 
either be reassured nothing is amiss or treatment 
can start quickly. This inquiry welcomes action 
proposed in the Cancer Workforce Plan to increase 
training for specialists in diagnostics. In particular 
the APPG welcomes an increase in the number of 
reporting radiographers which will help to free up 
clinical radiologists’ time, as well as investment 
to increase the recruitment and retention of 
radiologists.


The APPG welcomes the proposal of the 
establishment of a National Breast Imaging 
Academy. Providing multidisciplinary training for all 
healthcare professionals involved in breast imaging, 
the Academy would include an apprenticeship 
scheme for radiographers and mammographers, 
fellowships for breast radiologists and work to 
raise the profile of a career in breast imaging. A 
business case has been developed, funded by 
HEE North West, and the initiative is supported 
by a range of institutions including PHE, the NHS 
Breast Screening Programme, The Royal College 
of Radiologists, The Society of Radiographers, 
The Association of Breast Clinicians and Greater 
Manchester Commissioners. The APPG hopes to 
see the Academy rolled out nationally in the future.
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The impact of diagnostic workforce
shortages on patients 
Cancer waiting time targets were introduced in 
2000 with the aim of speeding up both diagnosis 
and the start of treatment. Waiting for a diagnosis 
or for treatment to start can cause psychological 
distress for the woman with breast cancer or 
suspected breast cancer. Diagnostic pathways rely 
on radiographers, radiologists and pathologists to 
meet these targets. 


It was absolute hell. I have heard other people 
making the same comment about the long wait 
for diagnosis and feel that this is something 
that can really be improved upon.


Andrea, London (Written evidence)


According to the two week wait target, 93% of 
people with suspected breast cancer or those 
with breast symptoms where cancer is not initially 
suspected should be seen by a specialist in two 
weeks after being referred by a GP. This is being 
phased out in favour of a new target: by 2020 all 
patients will wait no longer than 28 days after a GP 
referral for suspected cancer to hear whether they 
do or do not have cancer. 


The APPG believes that the two week wait target 
gives an indication of how well the system is 
operating. In the year 2015/16, 95% of breast 
cancer patients referred by their GP via the urgent 
pathway were seen within two weeks.42 However, 
this varied across the country, with the best 
performers seeing 99% and the worst 71% in the 
same time frame.42 


The proportion of patients being seen by a 
specialist within two weeks in England had been 
slipping over the last year, but most recently 
achievement against the target improved. This 
improvement has been attributed to increased 
transformation funding and is welcomed by the 
APPG as a sound use of such investment.


Evidence suggests there are two key reasons why 
the two week wait is under strain: shortages in the 
diagnostic workforce and increasing numbers of 
people being referred. 


Unfortunately as workforce capacity is falling, 
demand is rising. The number of women in England 
referred to a specialist with suspected breast 
cancer increased by more than 50% to 333,195 in 
the last four years.43 In the same time frame, the 
number of women referred with symptoms but 
where breast cancer was not suspected increased 
from 194,718 to 209,791.43  


The reasons for increasing referrals are threefold: 
(1) more women are developing breast cancer as 
the general population ages, (2) efforts to raise 
awareness of the signs and symptoms of breast 
cancer are taking effect and (3) NICE guidance has 
lowered the threshold at which a GP can refer a 
patient to specialists. This means more women are 
coming forward with suspected cancer which, in 
the end, is identified as non-cancerous. The APPG 
heard that when one-stop diagnostic breast clinics 
were set up three decades ago, 1 in 7 cases seen 
were found to be cancerous, whereas this is now 1 
in 20.44 


Workforce planning
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Recommendations
Each Cancer Alliance should publish a clear 
workforce plan to deliver the Cancer Strategy 
in England and set out funding requirements to 
do this. This should be developed in conjunction 
with relevant HEE offices, Sustainability and 
Transformation Partnerships (STPs) and other 
partners. It should consider all areas in breast 
cancer care but, in particular, diagnostics and 
nursing.


HEE should publish its upcoming longer 
term workforce plan proposing sustainable 
solutions to the workforce crisis at its earliest 
convenience. This should include:
• The breast screening workforce addressed as 


a distinct subgroup of cancer diagnostics for 
analysis and future planning


• Plans to recruit more breast cancer CNSs in 
line with patient need


• The view of patients consulted on the 
proposals.


The difficulty for us is that we have to deliver the 
31/62 day treatment targets and if a patient then 
spends a long time in the assessment process, 
you may have eaten up 50 days of that 62 day 
target. So we are running to keep still at the 
moment because the diagnostic pathway and 
treatment planning process are becoming more 
complex with extended imaging assessments 
and breast reconstruction.


Fiona MacNeill, President, UK Association of Breast 
Surgeons  (Oral evidence session 1, March 2017)


Increased pressure on diagnostic capacity is 
likely to be affecting how long patients wait before 
they are able to start treatment. The 62 day target 
acts as a useful indicator of how well services 
are performing, with 85% of patients expected to 
start first treatment within 62 days of an urgent GP 
referral and 90% expected to start first treatment 
within 62 days of a referral from the NHS screening 
programme. This target was set to ensure that 
patients do not face delays to the start of their 
treatment, which can lead to psychological distress 
and the possibility that a patient’s cancer may 
become more difficult to treat successfully. 


The 62 day waiting time target from urgent GP 
referral for all cancers has not been met across 
England for the last three years. Urgent GP referrals 
for breast cancer have performed better with 95% 
patients receiving treatment within the 62 day target 
for 2016/17.45  


There is variation across the country with the best 
performing CCGs achieving 100% and the worst 
82%.46 The percentage of patients treated within 
this target has been slipping over time, with 97% 
of patients being treated within the target in Q1 


2011/12 compared to 93.5% in Q1 2017/18.47 The 
APPG believes differences in diagnostic workforce 
capacity contribute to the geographical variation in 
healthcare providers meeting the 62 day target.


Once you are diagnosed you are desperate 
to find out the stage and treatment plan, so 
four weeks was agonising. The whole process 
is a waiting game. Recall to screening, await 
biopsy results, wait for surgery, wait for surgery 
results, wait for treatment.


Jackie, Swindon (Written evidence)
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Recommendation
All patients should have access to a breast CNS. 
HEE and the Royal College of Nursing should 
work together to ensure there are enough breast 
CNSs with the requisite skills to serve local 
patient populations. 


6.2 Shortages in the nursing workforce


The inquiry heard from women with breast cancer 
about the positive impact a Clinical Nurse Specialist 
(CNS) can make. CNSs provide support and 
information to patients, helping them to manage 
side effects of treatment, give psychological 
support and information. Managerial, research 
and specialist expertise and skills are required and 
evidence supports the cost effectiveness of the 
role.48,49 The Cancer Patient Experience Survey 
(CPES) shows that patients with a CNS are:


• 55% more likely to be told about the long term 
side effects of treatment


• 48% more likely to be given written information 
about their cancer


• more than twice as likely to be given information 
about financial help or benefits.50  


However, there is variation in the percentages of 
breast cancer patients being given the name of a 
CNS (76% to 100%) and in their ability to contact 
them easily (58% to 100%).51 The APPG heard 
evidence that this variation was partly explained by 
the differences in the role and job title across the 
country. With no job title protection or standardised 
job specification, the nature of the role and those 
chosen to fill them varies across the country.


Job titles don’t necessarily reflect the 
education level or competence of those 
practitioners, or what they are being asked 
to do in those roles. There is at times a poor 
understanding of the meaning of the title 
and the role expectation. That can vary from 
hospital to hospital. Patients are therefore 
getting a different service even though they 
are having a specialist nurse.


Nikki Morris, Royal College of Nursing (Oral 
evidence session 2, September 2017)


CNSs face an increased workload due to the 
increasing numbers of those with breast cancer, 
those referred and those in follow up. This 
means CNSs have less time for each patient than 
they’ve had in the past.52  In addition, one in three 
specialist nurses is over the age of 50, presenting a 
capacity problem for the near future.52 


The APPG heard financial constraints have led to 
shortages in some areas, particularly for services 
where senior management may not appreciate 
the benefits that a CNS can bring and perceive 
these roles as expensive.52 The third sector has 
played an important role in providing funding for 
CNS positions. This has added to geographical 
variation because healthcare services with active 
third sector funders have benefited and areas 
without have been left behind.


There is evidence to show that particular groups 
of patients are receiving differing levels of support 
and care from a CNS. There is a particular 
variation in the availability of CNSs to women with 
secondary breast cancer: some have access to 
a specialist secondary breast cancer CNS, some 
have access to a more general breast cancer 
CNS, and others no access to a CNS at all. Three 
quarters of trusts across the UK do not have 
enough CNSs for secondary breast cancer.53 


The APPG believes all women with breast cancer, 
including those with secondary, should be able to 
benefit from the support of a CNS regardless of 
where they live. Workforce planning is therefore 
crucial to ensure future patients benefit from the 
support and care of a CNS.
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“I was diagnosed with primary breast cancer 
in 2001 and with secondary breast cancer in 
February 2008. Initially I didn’t have a secondary 
clinical nurse specialist but when my care was 
moved to a different hospital I met one for the first 
time.” 


“She transformed my experience of the disease 
and treatment, making the whole thing bearable. 
Whenever possible she has been present at 
key appointments, staying behind for as long as 
necessary to ensure I fully understand what is 
happening. She is always available over the phone 
and by email, coordinating my care.” 


“My clinical nurse specialist “gets me” because 
she has seen me through so much. The problem is 
that there is only one of her, and if she’s in with me 
she can’t be with someone else. Her priority must 
be that if someone is being given a diagnosis of 
secondary breast cancer she should be there.”


Eleanor,
Folkestone
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7. NHS structures 


The APPG heard evidence that the system for 
commissioning cancer treatments and services 
is disjointed, with a lack of clear accountability for 
delivery and outcomes of treatment.


[There is] a lack of joined up thinking we feel 
is happening within the structures of the NHS 
and... lack of leadership of these particular 
difficult issues.


Dr Catherine Harper-Wynne, Consultant Medical 
Oncologist and Secretary of the UK Breast Cancer 
Group (Oral evidence session 2, September 2017)


 Indeed, the current commissioning system has 
been designed to allow for local decision making 
but early indications are that this is failing to 
address variation across the country in access to 
treatments and services for breast cancer patients. 
While the inquiry heard that NHS England holds 
CCGs to account for their decision making, how 
this is done in practice seems unclear and, on 
the basis of the variation observed by this inquiry, 
unsatisfactory.


Furthermore, there is a lack of transparency within 
the system. The reporting responsibilities of the 
new structures appear unclear and there is a lack of 
understanding as to who is undertaking what role 
or how to access them. Fears were also expressed 
about delays in allocation of transformation funding


Case study:
Secondary breast cancer at The Christie NHS 
Foundation Trust, Manchester


The Christie Hospital is the largest single site 
cancer centre in Europe, and employs a dedicated 
Macmillan Secondary Breast Care Nursing team. 
In collaboration with the Secondary Service Pledge 
led by Breast Cancer Now and Breast Cancer Care, 
the nursing team has introduced nurse-led clinics 
for all patients with new diagnoses of secondary 
breast cancer. 


Newly diagnosed patients are invited to 
appointments with a CNS a month after diagnosis, 
at which time they have had time to consider 
their diagnosis and treatment plan and may have 
questions or concerns. The nurse carries out 
Holistic Needs Assessments, and the patients’ 
needs inform the follow-up pathway they are 
allocated to.


Through this new system, the nursing team is better 
able to offer patients the help and information they 
need in a proactive manner, using the CNS’ time 
more effectively and providing better support for 
patients. 


The inquiry received mixed evidence about the impact of the new structures within 
the NHS, including CCGs and Cancer Alliances, on the planning and commissioning 
of services. A more localised system brings new opportunities, such as the 
ability to tailor services to specific population needs. The APPG learned of local 
innovations to improve the experience and outcomes of local patients like the new 
approach at The Christie outlined below.


to Cancer Alliances and whether this could also 
delay further efforts to tackle geographical variation 
locally. Concerns were also raised that services 
located within Vanguards receive more funding 
than others.


The Alliances are something different. They 
are leadership and coordination mechanisms 
at a local level ... [so that] at a more local level 
we have the coordinating mechanism for 
cancer care to provide that strategic planning 
and delivery of cancer services. That is very 
much intended to be a mechanism for being 
able to see inequalities and deal with those 
differences.


Professor Chris Harrison, National Clinical Director 
for Cancer, NHS England (Oral evidence session 4, 
November 2017)


The APPG welcomes the publication of the Clinical 
Advice for Cancer Alliances by the Breast Cancer 
Clinical Expert Group that sets out best practice 
in the treatment and care of breast cancer.54 It is 
to be used by both commissioners and providers 
as a tool to evaluate breast cancer services. The 
Clinical Expert Group plans to turn this guidance 
into standards and will begin this work in early 2018. 
The APPG hopes that this may assist in ensuring 
consistent standards and outcomes in treatment 
and care across the country.


7.1 Access to preventative medicines


Preventative medicines such as tamoxifen 
and bisphosphonates can help to stop the 
development or spread of breast cancer. These 
medicines have contributed incremental steps 
towards the improvement of survival rates for 
breast cancer that have led to generous gains 
in overall survival rates over the last 30 years.55  


However, the current NHS commissioning 
structures are leading to variation across England 
in the availability of preventative medicines.


One reason for variable access to these life-
saving and potentially cost-saving drugs may 
be that commissioners do not reap the financial 
benefit of providing the drugs. For example, 
CCGs may invest in offering a drug to patients 
who would benefit from it, but NHS England might 
save money from the resulting fewer cases of 
breast cancer. There also appears to be a lack of 
awareness among commissioners about what 
they should be funding and of the clinical and 
financial benefits of preventative medicines. The 
APPG heard that there is a lack of leadership in 
ensuring consistency among commissioners and 
in tackling some of the system issues that the 
inconsistent use of medicines highlights. Many 
patients are aware of what drugs are available, and 
being unable to access them adds to feelings of 
anxiety at an already difficult time.
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Bisphosphonates improve the outcomes of 
postmenopausal women with breast cancer, 
reducing the risk of the disease spreading to 
the bone within ten years by nearly a third (28%) 
and reduce the risk of death from breast cancer 
by nearly a fifth (18%).56  Bisphosphonates are 
available cheaply as they have been repurposed 
from their original use of treating osteoporosis.


New guidance from the National Institute for 
Health and Care Excellence (NICE) for early 
and locally advanced breast cancer is currently 
under consultation and due to be published in 
July 2018. The APPG welcomes this updated 
guidance, which recommends that clinicians 
offer bisphosphonates to postmenopausal 
women at high risk of breast cancer recurrence. 
However, the APPG would like the guidance to 
ensure that bisphosphonates are offered to all 
postmenopausal women who could benefit and, 
while we know that many CCGs will look to NICE 
guidance to drive commissioning, this is only part 
of the picture.


Funding is a further barrier to the widespread 
use of bisphosphonates. A survey of oncologists 
showed only about a half of hospitals are providing 
bisphosphonates to breast cancer patients.57  


A Freedom of Information request sent to all CCGs 
by Breast Cancer Now in 2017 found the majority 
(117 out of 208) were not funding bisphosphonates 
and this was primarily due to confusion about 
responsibility for funding.58 CCG funding of 
bisphosphonates appears to vary regionally, 
for example in Yorkshire and Humber almost 
two thirds of the CCGs are providing funding for 
bisphosphonates compared to none in the North 
East, which may be leading to unacceptable 
regional differences in treatment provided to 


patients.58 Each woman’s opportunity to benefit 
from the increased survival these drugs provide 
is dependent on the individual funding decision of 
her CCG or trust. 


I’ve read that bisphosphonates could stop 
cancer spreading to the bone, but they are not 
offered in our area. I wanted to ask if I could 
have them, maybe even pay for them if I have 
to.


Gerry, Worcestershire (Primary breast cancer 
focus group)


Those giving evidence to this inquiry stressed that 
NHS England should act to issue clear guidance to 
CCGs on the funding of bisphosphonates. 


The inquiry also heard evidence about the 
geographical variation in the use of hormonal 
therapies such as tamoxifen and faslodex, which 
block the hormone oestrogen that some forms 
of breast cancer rely on to grow. This can help 
to prevent the return or spread of breast cancer 
after treatment and increase the time women 
with secondary breast cancer are able to live 
without their condition progressing. Tamoxifen 
is usually given to pre-menopausal women 
for up to ten years after treatment in order to 
prevent recurrence. Faslodex is given when other 
hormonal treatments have been found to no longer 
be controlling the cancer.


Tamoxifen can also be given as a preventative 
treatment to women who have a high risk of 
developing breast cancer. These women usually 
have a strong history of breast cancer in their 
family and account for about 15% of women who 
develop the disease. Another 5% have inherited 
a gene which makes developing breast cancer 
more likely.59  NICE has recommended that women 


at high or moderate risk are offered tamoxifen 
or other chemopreventive drugs, anastrozole or 
raloxifene, depending on their medical history.59


There is a lack of data about the use of these 
treatments across the UK. Cancer Research UK 
presented evidence that nearly half of GPs were 
unaware that tamoxifen could be used to prevent 
breast cancer and only 77% of GPs were willing 
to prescribe it.60 The inquiry heard that funding of 
faslodex was sporadic across the country: “the 
North East of England gets faslodex and the South 
East does not, and there are various parts of the 
West that do and do not get it.” 61 


The inquiry was told that this was because this 
treatment was originally approved for use by the 
Cancer Drugs Fund but was then removed and has 
never gained NICE approval. There is also a big 
difference in spend on primary care prescribing 
for breast cancer between CCGs, with the highest 
spending CCG spending four times as much as 
the lowest.62  It is clear that local commissioning 
arrangements should be improved to significantly 
increase access to preventative medicines across 
the country. 


7.2 Side effects of treatments


The treatment of breast cancer can lead to short 
and long term effects for patients, from physical 
and body image changes to lymphedema. 
When patients are made aware of these possible 
consequences they may be able to proactively 
reduce their risk of side effects and make choices 
about their care and treatment that are right for 
them. One possible consequence is temporary 
or permanent infertility. In some cases there 
are options available that can protect fertility 
or minimize potential damage. Alternatively, 


measures may be taken to preserve fertility such 
as the freezing of eggs or embryos in advance of 
treatment.


However, the inquiry found that there was variation 
as to whether patients were told about the impact 
of treatment on their fertility. Some patients appear 
to be left unaware of this impact or that action 
can be taken to preserve fertility and options to 
preserve fertility may not be offered routinely 
across the country. Whether or not a patient has 
to pay for such treatment may also depend on 
where they live.63  Not having advice or treatment to 
preserve a woman’s fertility can have the long term 
impact of affecting a woman’s choices in life, long 
after the cancer has been treated. 


I didn’t get offered fertility treatment at all but 
I would have definitely taken them up on the 
offer.


Kimberley, London (Primary breast cancer 
focus group)


7.3 Psychosocial support services


People with breast cancer may need support to 
understand their diagnosis and its impact on their 
life, advice on how to manage short term and 
long term side effects, along with help to cope 
with the emotional and psychological impact of 
the disease. Providing the right support can help 
to deliver a positive experience of treatment and 
care.


Evidence suggests that access to such support 
varies across the country. Innovative services 
and pathways are being developed in some 
parts of the country but in many cases these 
innovations are not being replicated elsewhere.  
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Poorer performing services should look to best 
performers to consider how they might improve 
and commissioners should use performance data 
to hold services to account.


The end of active treatment can be difficult 
for patients, who may need help to manage 
emotional, financial and physical consequences 
of their condition. Almost a third (30%) of breast 
cancer recurrences could be prevented with the 
right lifestyle changes.64 Good post-treatment 
support includes helping patients to make choices 
which could reduce the risk of recurrence.


Charities have developed courses for patients who 
are finishing treatment to give them information 
and advice, enabling them to manage their 
condition and make healthy lifestyle choices. 
However, Breast Cancer Care told the inquiry 
that one reason for the patchy provision of their 
‘Moving Forward’ course across England was that 
some nursing teams do not have the resources 
to take part. Some NHS services offer similar 
support, such as the Recovery Packages in 
Greater Manchester, described in more detail in 
the case study below.


Psychological and emotional support have clear 
benefits for breast cancer patients. For example, 
Cognitive Behavioural Therapy has been shown 
to help to reduce the impact of common side 
effects associated with hormone treatments and 
chemotherapy. Many participants in the focus 
groups also lauded the benefits that support 
groups provide, some citing it as the factor which 
made the most positive impact on their experience 
of cancer. 


That support network completely changed 
things for me, and by happy coincidence a 
new support group was setting up in Sutton 
for women with secondary breast cancer and 
I was able to transfer straight to that in the 
end. I would say that for me, the thing that has 
been the life-changer, apart from the fact that 
the drugs are keeping me alive and I’m very 
grateful for that, but it’s one thing existing 
and it’s another living, and I’ve been able to 
live because of the support that I get from my 
peers.


Eleanor, Kent (Secondary breast cancer focus 
group)


The APPG understands there is variation in 
whether patients are told about emotional and 
psychological support services, including peer 
support groups and counselling. Only 34% of 
secondary breast cancer patients were made 
aware of counselling across the UK, ranging 
from 48% in the North West to 29% in the West 
Midlands and Yorkshire and Humber.34 Similarly, 
only 36% were made aware of opportunities to 
speak to others with secondary breast cancer, 
ranging from 47% in the South West to 17% in the 
East Midlands.33


Case study: 
Implementing the Recovery Package in 
Greater Manchester24


NHS Greater Manchester is engaging in activity 
to ensure that Recovery Packages are available 
to all patients finishing treatment by 2019. The 
Recovery Package is a combination of different 
interventions, which when delivered together, can 
greatly improve the outcomes and coordination 
of cancer care, including better and earlier 
identification of consequences of treatment. 
Recovery packages include:


• Holistic Needs Assessment and care planning, 
at diagnosis and at other significant points in 
the patient pathway.


• Treatment summaries, after significant phases 
of treatment.


• Cancer care reviews, in primary care.
• Health and wellbeing events, providing 


information and support.


Crucially, NHS Greater Manchester is ensuring 
that recovery packages will be included in 
commissioning specifications to ensure speedy 
implementation.


The national Cancer Patient Experience Survey 
(CPES), a valuable survey that provides a snapshot 
of the experiences of people with cancer across 
England, shows that people with primary breast 
cancer generally have a good experience of 
cancer care.


However, the inquiry received information about 
the varied experience of care of secondary breast 
cancer patients. Two thirds (64%) of secondary 


breast cancer patients in the UK rate the quality of 
their care as excellent or very good, but this varied 
from 45% in the East Midlands to nearly three 
quarters (73%) in the East of England.34 The kinds 
of differences patients are experiencing include 
whether they felt that healthcare professionals 
listened to concerns they had about secondary 
breast cancer, which varied from 100% in the 
North East of England to just 47% in the East 
Midlands.33 


Ultimately we have uncovered huge variations 
in care for secondary breast cancer across the 
whole pathway, which are simply dependent 
on where a patient lives.


Breast Cancer Care (Written evidence)


From the evidence submitted to this inquiry, it is 
clear that women with breast cancer highly value 
a holistic approach to their treatment and care. 
Access to support groups, good information, help 
to manage their fertility, and courses to ease the 
transition from active treatment back to a normal 
life are valued by patients. Women with secondary 
cancer also need to have access to specialised 
support services. 


It is heartening that some commissioners are 
taking steps to ensure these services are provided. 
Commissioners and Cancer Alliances have a 
role to play in ensuring that pathways for breast 
cancer encompass these vital forms of support. It 
is important that every woman with breast cancer 
in England is offered access to psychosocial 
services regardless of where they live.
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“When I was diagnosed with breast cancer at age 
31, I thought they were joking. A grade 3 cancerous 
tumour had set up residence in my breast without 
my consent and sent my world into a tail spin. The 
physical impact of cancer treatment was terrifying, 
but I was in no way prepared for the emotional 
upheaval I was about to face. As somebody who 
had always been life and soul of the party, I began 
to feel completely isolated and lonely.”


“Luckily I had the option of counselling at my 
hospital, which provided no end of support when 
I slipped into distress and anxiety. I also put the 
skills I acquired from CBT sessions I’d previously 
had to good use, which is something I think should 
be offered to patients at the point of diagnosis. I 
hands down would not have handled my cancer 
treatment without it.”


“The recovery process is long and complicated, 
yet access to psychological care tends to be 
extremely limited post-treatment; it feels as though 
all the support just drops off a cliff edge. Some 
days you may be feeling a little lost, whereas 
others you’re crippled with anxiety and feeling 
low. There is no service to support you in these 
moments; it’s not beneficial booking onto a course 
of counselling for 3 months’ time when what you 
need is some support to get you through today.”


Lauren,
London


A Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer NHS structures


7.4 Reconstructive surgery


The inquiry was informed that there is worrying 
variation across the country in the availability of 
certain types of reconstructive surgery, as well as 
whether patients are offered reconstruction at the 
same time as their tumour-removal surgery.65


There is widespread variation in the availability 
of reconstructive surgery as a result of 
decisions made by CCGs. These decisions 
appear to be made for financial reasons 
rather than on clinical grounds, and result 
in a postcode lottery for patients and a 
tendency for patients not be offered the gold 
standard of reconstruction, with reversion to 
procedures that give poorer results, or even no 
reconstruction.


British Association of Plastic, Reconstructive and 
Aesthetic Surgeons (BAPRAS) (Written evidence)


There is currently a lack of evidence to show how 
widespread this practise is, but these reports are 
deeply concerning. 


Current guidance from NICE states that 
clinicians should ‘discuss immediate breast 
reconstruction with all patients being advised to 
have a mastectomy, and offer it except in cases of 
significant comorbidity or (the need for) adjuvant 
therapy may preclude this option. All appropriate 
breast reconstruction options should be offered 
and discussed with patients, irrespective of 
whether they are all available locally’.66 New 
guidance is currently under consultation and due 
to be published in July 2018. The APPG welcomes 
this updated guidance, under which clinicians 
should discuss the benefits and risks of the timing 
of breast reconstruction with patients, and what 
different surgery options involve.67   
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Breast Cancer Now Annual Report and Accounts 2016/17


Recommendations
Cancer Alliances should work with providers 
and patient representatives to develop breast 
cancer services and care that meet the needs of 
patients throughout their breast cancer journey. 
Those involved in developing STPs, CCGs, Local 
Authorities, PHE, and NHS England Specialised 
Commissioning should all be included in 
development of these plans and services. All 
patients should have access to:


• Medicines they can benefit from at a price the 
NHS can afford


• Advice and services to help them manage 
the short and longer term side effects of 
treatment including lymphedema and fertility 
treatment


• Support services, including information, 
psychological support


• Reconstructive surgery with the full range of 
options offered and discussed.


Indeed, to solve the inequality gap, this inquiry 
finds that a sophisticated and tailored approach, 
which takes into account the variation that can 
exist within an area and does not translate into 
wholesale solutions, is essential. Not only will this 
approach be more efficient and cost-effective 
for the NHS, it is the approach most likely to help 
achieve the ambition of delivering world-class 
cancer outcomes and better meet the needs of 
women with breast cancer.


8. Conclusion


New commissioning arrangements and a lack 
of accountability may be exacerbating these 
differences. The impact of variation across the 
country is that no woman with breast cancer can 
be sure that they are receiving treatment and care 
that is either most suited to them or of the highest 
standard. This is unacceptable.


Current workforce pressures pose a worrying 
threat to the good progress made in breast cancer 
treatment and outcomes seen over the past 
decades. Different geographical areas will face 
their own workforce issues and local planning 
coupled with national action is required to ensure 
the workforce is not only fit for today but also for 
tomorrow. This action must be accompanied by 
funding and investment.


The data gap, particularly in secondary breast 
cancer, means that inequalities could deepen if 
steps are not taken to fix them. That there is now 
more data available provides the opportunity for 
Cancer Alliances, providers and commissioners to 
ensure that services are tailored to meet the needs 
of their local populations. 


New NHS structures such as Cancer Alliances present opportunities and 
challenges that could drive innovative practice and improve breast cancer 
outcomes across England, while tackling variation. However the report of this 
inquiry finds that there is still geographical variation in screening uptake, access 
to medicines and essential health services to support fertility, recovery and mental 
health which may be contributing to differences in outcomes. 


NHS structures A Mixed Picture: An Inquiry into Geographical Inequalities and Breast Cancer 
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9. Appendices


List of respondents to the call for 
written evidence


• British Association of Plastic, Reconstructive 
and Aesthetic Surgeons


• Breast Cancer Care
• Breast Cancer Now
• Cancer Research UK
• Dr Mary Wilson
• NHS Greater Manchester
• Lancashire & South Cumbria Cancer Alliance
• Leicester Breast Unit
• Liverpool City Council
• Macmillan Cancer Support
• Pink Ribbon
• Royal College of Nursing
• Simon Holt, Consultant Surgical Oncologist 


and Head of Department at The Prince Philip 
Hospital Breast Care Unit


• Siobhan Laws, Consultant Surgeon, NHS 
Hampshire Hospitals Foundation Trust


• UK Breast Cancer Group


The APPG also received written evidence from nine 
people with experience of breast cancer. The Group 
would like to thank everybody who submitted 
evidence. 


Focus groups


34 people attended six focus groups, which were 
held in Birmingham, London and Manchester. In 
each city one focus group involved people who 
had had a primary diagnosis of breast cancer 
and another involved people with a diagnosis of 
secondary breast cancer. The APPG extends its 
grateful thanks to everyone who participated.


List of oral sessions held and witnesses


Oral Session 1, 22 March 2017 
Witnesses: 
• Jacquie Jenkins, National Programme 


Manager, Breast Screening, Public Health 
England


• Dr Hilary Dobson, Chair, British Society of 
Breast Radiology (BSBR)


• Dr Nisha Sharma, Secretary, BSBR
• Fiona MacNeill, President, UK Association of 


Breast Surgeons
• Danni Manzi, Head of Policy and Campaigns at 


Breast Cancer Care


Oral Session 2, 12 September 2017 
Witnesses: 
• Dr Catherine Harper-Wynne, Consultant 


Medical Oncologist, Kent Oncology Centre, 
UK Breast Cancer Group, NHS England Breast 
Cancer Expert Group


• Emlyn Samuel, Cancer Research UK
• Nikki Morris, Royal College of Nursing


Oral Session 3, 17 October 2017
Witnesses: 
• Dr Virginia Wolstenholme, UCH London
• Adrian Hackney, Director of Commissioning, 


Greater Manchester Cancer Services
• Dr Rory Harvey, East of England Cancer 


Alliance


Oral session 4, 29 November 2017
Witnesses: 
• Professor Chris Harrison, NHS England, 


National Clinical Director for Cancer
• Professor Chris Holcombe, Deputy Chair, 


Breast Clinical Expert Group
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Meeting: Breast Expert Advisory Group  
Date: 9 November 2017 
Time: 1.00 – 4.00pm 
Venue: Evolve Business Centre 
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 Sophie Harvey, Oncologist, James Cook University 
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SH 


 Janine Graham, Consultant, James Cook University 
Hospital 


JG 


 Penny Williams, Research Delivery Manager, CRN NENC PW 
 Alice Townend, Consultant Breast Surgeon, Northumbria AT 
 Wendy Carr, Breast Physician, Northumbria WC 
 Amir Bhatti, Consultant Surgeon, County Durham and 


Darlington  
AB 


 Dionne Lennox, Consultant Radiographer, Newcastle DL 
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 Claire McNeill, Quality Assurance Co-ordinator, Cancer 
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 Matei Dordea, NTH MD 
 Sheron Robson, Cancer Alliance SR 
 Nicola Johnson, NHCT  NJ 


MINUTES 
1. INTRODUCTION Lead Enc 
 1.1 Welcome and Apologies    
  MC welcomed all to the meeting, apologies as listed above. 


 
  


 1.2 Declaration of Interest   
  No declaration of conflict of Interest was made. 


 
  


 1.3 Minutes of the previous meeting 16.03.17   
  Minutes agreed as a true and accurate record. 


  
 Enc 1 


 1.4 Matters arising   
   Chemo –prevention with tamoxifen 


No updates were noted. 
 


 
 


 


   Adjuvant bisphosphonates – Business case   
   


HC confirmed there was a degree of variation across the 
patch. 
 
The Group noted Sunderland had commissioned an 
Adjuvant bisphosphonates service and Newcastle had 
produced a Business Case.  Durham was providing a 
service but not a commissioned service.  This topic would be 
discussed further at the Cancer Alliance Meeting, following 
which an update would be shared with the Group. 
 
This would be discussed at the next meeting. 


 
 
 
 
 
 
 
 
 
 


 
KD 


 


2. AGENDA ITEMS   
 2.1 Breast Cancer in Pregnancy   
   


LW stated TB was currently on leave, an update would be 
sought from him on his return and sent out to the Group 
with the minutes. 
 
JS referred to a draft Breast Cancer document sent out 
with last minutes.  LW would verify the status of the 
document with TB on his return; an update would be sent 
to the group with the minutes.  


 
 
 
 
 
 
 


 
 


 2.2  Breast Service Task Group update   
   


The Alliance was conducting a configuration of breast 
cancer services across the patch. All areas had conducted 
preliminary meetings.  The following was noted: 
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 South of the patch a hub and spoke model was 
currently being put forward.  


 
 Mid patch resources were not available to take on 


North Durham patients. 
 


 North of patch had held their first meeting the 
previous week; Providers were to look at their 
capacity.  Commissioner tasked with looking at their 
model. 


 
It was noted the Screening Service had carried out a 
review the previous year which had looked at configuration 
of future services.  
 
The lack of radiology cover in most areas was highlighted 
as an issue by the group. 
 
The Trusts expressed the importance of commissioning 
services and set an agreed date for Hub and Spoke 
services.   
 
Trusts in the north of the patch have agreed to explore the 
possibility of a mutual support network to help each other 
out in the event of a surgeon, radiologist or pathologist 
becoming indisposed without notice. 
 


 
 
 


 2.3 Regional Update on services  from each Trust   
   Gateshead   
   


 Screening service for South of Tyne 
 2 new consultant breast surgeons now in post 
 2 new breast nurse specialists appointed 
 Exploring alternative imaging resources and have 


appointed a trainee consultant radiographer  
 Consultant radiologist vacancies  plan to re-


advertise  
 Run Symptomatic services on two sites,  5 days per 


week at QE site, currently 2 one stop clinics at 
Grindon Lane , looking to start a third  


 trying to work towards increasing clinics for patients 
in Sunderland  


 Low risk pathway up and running  
 Taking on Sunderland follow up patients  


 


  


   Newcastle   
   


Appointed two new breast Cancer Nurse specialists. 
  







 
 


 


4 
 


 
From March 2018 will be 2.5 whole time equivalent 
radiologists short. 
 
Next year will be losing two surgeons who run one stop 
clinics, specialist nurse will be going too, no replacement 
training expected. 
 
Made 2 band 6 specialist nurse appointments, lost band 7 
lead nurse. 
 
Trying to keep up with Symptomatics 
 
In order to meet breast screening targets, the group noted 
facilities were needed to accommodate their imaging 
equipment. 
 
It was acknowledged there was a lack of radiologists, 
however, the trust has a seven year plan to address this.  
This included in house training, looking at efficiency to best 
utilise resources and commitment to the one stop clinic 
which currently had 105 – 120 patients per week using 
evening capacity.  
 
Real estate was also highlighted as an issue, discussion 
followed on the possible use of Hubs across the area. 
 


   Tees Service   
  North Tees and Hartlepool 


 
 Symptomatic work screening KPIs has put a lot of 


stress on radiologist within the Teesside service 
 Recruited trainee breast care nurse 
 Unit refurbished, additional funds required to extend 


services 
 


  


   CDDFT   
   


 2 associate specialists would like another surgeon  
 Got a good locum based in Darlington  
 1 Radiologist  
 Retired consultant who wants to carry on 2/3 years 


more 
 2 breast nurse vacancies  
 Medical and clinical oncologists covering patch 


 
 
JS gave an update on STPs and workforce issues. 
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Group discussed the issues holding back service 
development.  JS suggested all to continue to feed back 
issues to NHS England. 
 
Group also discussed the issues around European 
employees and the unclear position regarding Brexit. 


 2.4 Cancer Alliance Update   
   Transformation Bids 


 
With regards to early diagnosis the Alliance had been 
successful in securing monies in phase 1; Julie Owens, 
Programme Manager had been appointed. 
 
Pathway improvement work has been prioritised on upper, 
lower GI and Lung pathways. 
 
The delivery plan had been condensed into a plan on a 
page, this was now accessible via website. 
 
http://www.necn.nhs.uk/wp-
content/uploads/2014/04/Cancer-plan-on-a-page-
FINAL.pdf 
 
LW confirmed the Alliance had been successful in bidding 
for living with and beyond cancer transformation funding 
and is currently preparing milestone documents with 
regards to stratified pathways and recovery package. 
 


 
 
 
 
 
 
 
 
 
 


 


 2.5 Activity Reporting   
   


LW presented the yearly Breast Cancer Activity Report 
which will be emailed with the minutes.  Any feedback on 
the data presented to be forwarded to 
l.wintersgill@nhs.net. 
 
This presentation will not be uploaded onto the website 
due to unpublished data. 
 


 
 
 
KD 


 
 
 
Enc 2 


 2.6 Terms of Reference   
   


Currently the Alliance was updating the Terms of 
Reference for all Expert Advisory Groups; these have been 
circulated for comments to the Leadership Group, following 
which they would be forwarded to the specific groups. 
 
The Group considered the draft ToR and discussed the 
quoracy requirements.  It was agreed the draft document 


 
 
 
 
 
 
 
 


 
 
 
 
 
 
 
 



http://www.necn.nhs.uk/wp-content/uploads/2014/04/Cancer-plan-on-a-page-FINAL.pdf

http://www.necn.nhs.uk/wp-content/uploads/2014/04/Cancer-plan-on-a-page-FINAL.pdf

http://www.necn.nhs.uk/wp-content/uploads/2014/04/Cancer-plan-on-a-page-FINAL.pdf

mailto:l.wintersgill@nhs.net
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would be circulated with the minutes to the group for 
further consideration.  
 
Following confirmation from MC that he was standing down 
as chair of the group, it was agreed KD would send out the 
job specification with the minutes.  Any expressions of 
interest were to be forwarded to TB. 


KD 
 
 
 
 
KD 


Enc 3 
 
 
 
 
Enc 4 


 2.7 Clinical Advice to Cancer Alliance for the Provision of 
Breast Cancer Service 


  


   
National recommendation for the provision of breast 
services is attached for information. 
 


 
KD 


 
Enc 5 


3. STANDING ITEMS   
 3.1 Audit 


 Newcastle Breast and Genetic Joint Clinic - 
presentation 


 
 
 


 


  Baek Kim, TIG Oncoplastic Fellow, RVI gave a presentation 
on Oncoplastic MDT meeting and Joint Genetics Clinic, this 
would be sent out with the minutes 
 
The Group discussed the joint genetics clinic in great detail 
and noted this clinic is run in addition to the Cancer MDT. 
 
It was acknowledged that patients may be asked to stop 
smoking in order to receive treatment. 
 


 
 
KD 


 
 
Enc 6 


 3.2 Living with and beyond cancer presentation    
  PL gave a presentation on Living with and Beyond Cancer; 


this would be sent out with the minutes. 
 
PL informed the group of the successful bid for living with 
and beyond cancer transformation monies specifically 
stratified pathways and recovery package. 
 
The group noted the alliance were currently planning spend 
against projects and meeting with the hosting CCGs to 
discuss finance. 
 
PL asked if any trusts had current living with and beyond 
cancer projects which may benefit from Alliance support.  A 
letter will be issued next week asking for people to contact 
PL with further details.  Expressions of interest to be 
received by 4 December 2017. 
 
HC discussed a randomised trial and asked if that was 
appropriate.  PL advised it would not be able to support the 
trial but could support health and wellbeing patient events. 


KD 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


Enc 7 
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The process for the allocation of funding for projects was 
discussed in detail. PL to raise this at the Transformation 
Board the following day and feedback to MC.  
 
HC to forward PL details of the project for consideration. 
 


 
 
 
 
 
HC 


 3.3 Presentation – Oncotype Data – Breast TSG   
   


This would be discussed at next meeting.  KD to Invite 
Daniella Lee to present the item. 
 


 
KD 


 


 3.4 Research Presentation    
   


PW gave a presentation on Breast Cancer Research. PW to 
send out for information to the group.  
 
The Group discussed current trials available and how to 
improve recruitment numbers.  PW asked for suggestions on 
how to improve recruitment to Mammo 50 trials.   
 
Cumbria South Tees and Tyneside had been approached 
for additional sites PW to send out for information to the 
group.   
 
PW asked HC to contact her once in a position to add the 
Northumbria University trial and she would assist him to add 
this to the portfolio. 
 
PW asked all to consider recruiting TYA patients into trials, 
however, the group advised her that TYA for breast were 
very low. 
 


 
PW 
 
 
 
 
 
 
PW 
 
 
 


 
 
 


 3.5 Clinical Governance Issues   
   


No clinical governance issues noted. 
 


  


 3.6 Any Other Business 
 


  


  2 WW proforma   
   


The group agreed the form was an improvement. 
 
The following amendments were noted: 


 Removal of tick box agreed  
 Reason box, state “if no info in box referral will be 


returned” 
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The group agreed to give further consider to the form and 
feedback any comments to Katie Elliott.  katieelliott@nhs.net 
 
 
Clinical Guidelines 
 
With regards to reviewing the Clinical Guidelines it was 
agreed a group approach would be necessary to share the 
workload. 
 
A table outlining allocated actions to individuals would be 
circulated with the minutes. 
 


 
 
 
 
 
 
 
 
 
 
 


KD 


 
 
 
 
 
 
 
 
 
 
 
Enc 8 


 3.7 Meeting Dates   
  Provisional dates to be confirmed 


Thursday 10 May 2018 2.00 – 5.00, Evolve 
Thursday 8 November 2018 2.00 – 5.00, Evolve 


 
4. MEETING CLOSE   
Contact  k.dunn2@nhs.net   tel 011382521608 
 



mailto:katieelliott@nhs.net

mailto:k.dunn2@nhs.net%09
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Follow up guidelines for low risk breast cancer 


 


 


These guidelines are to provide guidance to the Breast team in the follow up for patients 


following breast cancer treatment. 


 


Contents 


Responsibilities 


Open access follow up 


Selection criteria 


Process 


Mammograms 


Dexa scans 


Access to breast services 


Advice on endocrine therapy 


Prosthesis 


Lymphoedema 


Reconstruction 


Psychological support 


Support services 


Discharge 


Appendix  
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Responsibilities 


The breast team is responsible for identifying patients suitable for low risk follow up at the 


MDT. The decision should be recorded on the post-surgery MDT Performa on dendrite and 


filed in the patients notes. 


 


The Breast Care Nurse Specialists will manage the early discharge consultation. They will 


ensure that the patient is provided with written information (appendix 1) a treatment 


summary has been completed and a copy has been sent/given to the patient and sent to the 


GP (appendix 2). A holistic assessment will also be carried out and action taken as necessary. 


A copy will be placed in the patient’s notes (appendix 3) 


 


 


 


 


 


 


Follow up. 


The follow up is designed for eligible patients who have had treatment for primary breast 


cancer.  Under this system patients will no longer have routine follow up appointments; 


instead they are educated and encouraged to contact the breast care nurses when they 


have a new concern or problem regarding their breast cancer.  Surveillance imaging will be 


arranged by referral letter to breast screening. 


The aim of this follow up is to allow patients to manage their own health and avoid 


unnecessary hospital visits and the anxiety that many women feel when they have to attend 


routine follow up appointments. It will give patients access to the breast clinics when they 


need it. 


The patients follow up plan will be discussed with the patient when they attend the 


consultant’s clinic for their histology results and written information about the plan will be 


given to the patient by the BCNs. (appendix 4). 
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Selection criteria (pathway appendix 4) 


Patients who are classified as low risk of developing further problems following treatment 


for breast cancer, (identified at MDT) 


Patients whose surgical treatment is complete  


Patients who have not received chemotherapy and or Herceptin 


Patients who are not under the oncologist care 


Patient’s on primary endocrine therapy 


 


 


Patients who may not be suitable (High risk)  


Patients who have received chemotherapy 


Patients on Herceptin 


Metastatic patients 


Patients who are under oncology care 


Patients on primary endocrine therapy (clinical decision) 


Concern re patient compliance 


Patients requiring MRI as surveillance  


Male patients  


Patients still undergoing surgical treatment (e.g. reconstruction) 


Clinical concern 
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Process (Existing patients) 


All existing low risk patients who are over a year post surgery on the 5 year follow up 


pathways will be encouraged to transfer into the new follow up pathway. Patients under 2 


years will follow the process as for new patients. Patients 2 years plus will be discharged by 


the clinician and the discharge information booklet will be given.  For the minority of 


patents in this group who need more support a further appt with the BCN can be arranged 


where the BCN can discuss the discharge plan in more detail. (Pathway Appendix 5) 


 


Process (New patients) 


After surgery is completed patients will attend the surgical clinic and be reviewed by the 


surgical team. The clinician will discuss the follow up plan with the patient as per selection 


criteria and MDT discussion. If the patient is suitable for low risk follow up as identified at 


the MDM, an appointment will be made to see the team in 6 months. At this appointment 


the patient will be referred to the breast care nurse clinic for their final review at one year 


after surgery (Pathway appendix 6).  


 The BCN will discuss the patients follow up plan including access back into the service if 


required. A comprehensive information booklet will be given to the patient that will advise 


patients about their planned follow up, access back into the service and support services 


available (appendix 1). The BCN will also complete a holistic assessment and treatment plan 


and a copy will be sent to the patient, a copy forwarded to the patients GP and a copy 


placed in the patient’s notes. (Appendix 2, 3) 


 


 


Mammograms 


When the patient is selected to go on to low risk  follow up, the clinician will forward a 


referral letter to the breast screening secretaries (as pathway in appendix 7) and the patient 


will receive a yearly mammogram for 5 years or until they reach screening age.  At this point 


patients will receive 3 yearly mammograms via the screening programme. 
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DEXA scans 


The clinician will book the patients first DEXA scan and blood tests when an aromatase 


inhibitor is prescribed and copy the letter to the osteoporosis team). Subsequent DEXA 


scans/treatments will be organised by the osteoporosis team. (Pathway appendix 8).  


 


Access to breast service 


Patients will receive verbal and written information about how to re access the service if 


they have a problem or concern. Patients should contact their breast care nurse who will 


give them verbal advice or arrange a clinic appointment for the BCN clinic /follow up 


clinic/symptomatic clinic (Pathway appendix 9) 


 Patients can also re-access the service via their GP. 


 


Advice re endocrine therapy 


Patients, who are having problems/side effects from endocrine therapy, will be advised to 


contact their breast care nurse who will give verbal advice or refer to the appropriate 


consultants follow up clinic.  


 


 


Prosthesis service 


Patients will have direct access to the prosthetic service and will be given information on 


how to access the service by their BCN at their final appointment. 


 


Lymphoedema 


Patients can access the lymphoedema service directly via their Breast Care Nurse.  Clinicians 


can refer to the lymphoedema clinic by sending a written referral to Caroline Buchanan or 


Carol Parry (Breast Care Nurse Specialists) QEH.  


 


Patient would like to consider reconstruction 


If a patient would like to consider breast reconstruction the then can contact their breast 


care nurse who will arrange for them to attend for a discussion on their options of breast 
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reconstruction. The patient will then be added to the consultant’s clinic if they wish to 


discuss further or proceed with reconstruction.  


 


 


Psychological support 


Patients can continue to contact their breast care nurse if they need psychological support/ 


advice. All BCNs have access to the psychology service at Bensham if required. 


Support services 


All patients will receive an information package from their BCN which will give them contact 


details of local support services and signpost them to available services. 


 


Discharge from service 


All patients on this pathway will be discharged back to the GPs care at 5 years and will have 


to re-access the service via their GP. Written information will be given to the patient/GP on 


the patient’s treatment summary to advise them regarding this date.  
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Appendix 1 


 


  


Information booklet 
for follow-up care  


After treatment  


For breast cancer 
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Information booklet for follow-up 
care after treatment for breast 
cancer 


Your Breast Care Nurse is: __________________ 
Contact tel no: __________________ 
 
Follow up plan 
This booklet will inform you of your planned follow up care after treatment for breast cancer. 


Once you have completed treatment you will not need to attend the follow up clinic regularly but 


you will remain under our care for the next five years. This means that you will not have to attend 


regular hospital appointments; instead you can quickly gain access to the breast care team and 


hospital when you need to. After five years or when you reach screening age your care will be 


transferred to your GP. 


 


Treatment summary 
When you visit the clinic for the final time you will receive a treatment summary. The Treatment 


Summary gives information about your diagnosis and treatment as well as how your follow up care 


will be organised. This includes:  


 the dates of your future mammograms, if needed  


 the dates you started and should complete your anti-cancer medication 


 the dates of bone density (DEXA) scans if applicable to you 


 further help and support 


 How to contact the breast care team 


 
What about mammograms in the future? 
After breast cancer you have a small increased risk of developing a further cancer in the same breast 


(recurrence) or a new cancer in the other breast. Mammograms (breast x rays) can detect breast 


cancer before it is able to be felt, either by you or a health care professional. For the majority of 


women, mammograms are the recommended way of checking for breast cancer. Our current 


recommendations are that you should have annual mammograms for five years following your 


diagnosis, or until you reach the age at which the National Breast Screening Programme starts. 


These mammograms will be organised by the surgical team. For a small number of women 


mammography may not be appropriate and if this is the case, we will discuss the other options with 


you.  
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Results of mammograms 
After your mammogram, you will receive your results letter within two weeks. If you do not receive 


your results within one month of having your mammogram, please contact us on 0191 4452554. 


Sometimes, after having treatment for breast cancer, mammograms are not as easy to read; 


therefore we may recall you so we can carry out further assessment or investigations. We will 


contact you by letter if this is the case.  


 


The NHS Breast Screening Programme  
A screening invitation is sent every three years to all women between the ages of 50 and 70 years. If 


you have recently undergone treatment for breast cancer and receive an invitation to attend for a 


screening mammogram during the 5 years when you are under our care, please cancel the 


appointment with the NHS Breast Screening Unit, telling them that you are receiving  regular 


mammograms at the hospital after treatment for breast cancer.  


 


After your annual mammograms 
If you are aged over 50 years: after five years of follow up at the hospital you will be invited and 


should attend the National Breast Screening Programme and receive mammograms every three 


years through your local screening service.   


If you are aged under 50 years:  we will recommend that you continue with annual mammograms 


until you are invited for routine screening. You will then be offered mammograms every three years 


through your local NHS Breast Screening service.  


If you are aged 70 years or over:  you may not be automatically called for routine screening. 


However you can continue to receive three yearly mammograms under the NHS Breast Screening 


Programme by requesting an appointment and it is recommended that you do this.  Please contact 


your local NHS Breast Screening Unit on 0191 4452554 or your GP to arrange this.    


 


 


Your cancer medication - endocrine therapy 
Patients with hormone sensitive cancers are usually prescribed anti- hormone tablets, also known as 


endocrine therapy. Anti-hormone therapy will include Tamoxifen, Letrozole, Arimidex and 


Exemestane. You will usually be on these tablets for five to ten years, although some patients may 


be advised to continue with their tablets for a longer period of time. Your treatment Summary will 


confirm the date you started your hormone medication and the date you will complete five – 10 


years of hormone therapy. 
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You will not have to pay for tablets as you are entitled to free prescriptions for five years. A medical 


exemption certificate is available from your GP surgery, hospital pharmacy or local chemist.  


 


Possible side effects of hormone medication 
You may experience side effects that are particular to the drug you are taking.  


For example, as a result of taking tamoxifen the lining of your womb may become thicker which can 


then causes vaginal discharge/bleeding. This is common and not usually serious. However, if your 


periods have stopped and you experience unexpected vaginal bleeding please contact your GP. You 


may need to be referred to a gynaecologist.  Contact your breast care nurse if you need advice. 


 


 


 


There is some research that suggests some drugs – including the antidepressants paroxetine 


(Seroxat®) and fluoxetine (Prozac®) – may cause tamoxifen to be less effective, but this isn't certain. 


If you are prescribed these whilst you are taking tamoxifen please contact your GP as you may need 


to change your antidepressant medication.   Aromatase inhibitors such as Letrozole can sometimes 


cause joint stiffness and pain, as well as vaginal dryness which some women find uncomfortable. If 


you are experiencing side effects of medication please contact your breast care nurse who will be 


able to offer further support and advice. 


  


DEXA scans and bone health 
When you are taking an aromatase inhibitor such as Letrozole, Arimidex or Exemestane, we will 


recommend you have DEXA scans (a scan to check your bone mineral density as these drugs can 


cause a reduction in the density of your bone mineral) These scans can tell us if you are developing 


bone thinning which could lead to a condition called osteoporosis. These scans will be organised by 


the osteoporosis team. You will also need to attend the osteoporosis clinic. Regular exercise such as 


walking as well as a diet high in calcium will help to maintain bone health.  


 
Possible side effects of treatment 
All treatments (surgery, chemotherapy, and radiotherapy and hormone therapy) have the possibility 


of some side effects and some of these can last longer than others. Not everyone will experience 


side effects and some patients may experience more difficulty with them than others. Below are 


some of the common side affects you may experience:  


 breast discomfort or tenderness 


 menopausal related side effects 
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 Fatigue (tiredness) – this is very common after treatment for breast cancer but will 
usually improve over time. 


 Lymphoedoma – swelling to the side of your surgery, breast, arm, chest wall which is 
caused by a build-up of lymph fluid in the tissues. This builds up as a result of 
damage to the lymph system because of surgery or radiotherapy to the lymph 
nodes.   


 


If you have concerns about any of these side effects please contact your breast care nurse/GP 


 
What can I do about hot flushes? 
Some ladies experience hot flushes as a result of treatment for breast cancer. Coping with cancer 


provide a service based at the Queen Elizabeth Hospital and at South Tyneside Hospital to help 


relieve these symptoms with the use of acupuncture. If you are interested in finding out more about 


this, your breast care nurse can provide you with written information. Coping with cancer can be 


contacted on 0191 280 5610. 


 
What symptoms do I need to look for? 
It is important to know that survival rates for breast cancer are improving all the time and that 


modern breast cancer treatment is usually very successful.  


However, breast cancer can sometimes return. There is no maximum time span as to when breast 


cancer can return but for most people the risk reduces over time. It is important that you are aware 


of what to look out for and what to do if you become concerned about anything.  


 


 


Breast cancer can return: 


 in the treated breast (local recurrence) 


 in the nearby area under your arm, above your collarbone or neck area (regional 
recurrence)  


 in the other breast or  


 elsewhere in the body (distant recurrence also known as metastatic breast cancer or 
secondary breast cancer) 


 


Everyone has aches and pain, but when you have had breast cancer, you may be more aware of 


them and may be concerned that nay pain is related to cancer. Included below is a summary of 


symptoms that you may want to report to either your breast care nurse or your GP. If you 


experience any of these symptoms it does not necessarily mean that your cancer has returned as 


they can be caused by many other common conditions, but it may mean that you should get them 


checked out by the breast team.  
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Getting a recurrence or a new cancer can be frightening, but it is important to remember that if 


breast cancer returns, it can usually be treated 


 


 


Summary of symptoms you may want to report:  
Please contact us if you experience 


 a lump or a swelling in your breast, in the skin after a mastectomy, above your 
collarbone, in the neck area, or under your arm 


 any skin changes including dimpling, puckering, redness or raised spots on your 
breast or mastectomy scar 


 nipple discharge 


 if you develop lymphoedema (arm swelling on the side you have had surgery) 
 


Or if you experience: 


 any new persistent shortness of breath or a cough 


 any new persistent aches or pains in any part of your body 


 persistent headaches/dizziness 


 
Breast awareness 
Being breast aware is an important part of caring for your body. It means getting to know how your 


breasts look and feel, so you know what is normal for you. You can then feel more confident about 


noticing any changes.  


 


We know that after having treatment for breast cancer it can take some time (up to two years) to 


become familiar with your treated breast. However, the better we know our bodies, the quicker we 


notice what is normal or not normal for us. If something feels not normal for you, please contact 


your breast care nurse.  


 


There is no right or wrong way to get to know your breasts. Try to get used to the way your breasts 


look and feel. You can do this around once a month, in the bath or shower, when using soap or body 


lotion. There is really no need to change your everyday routine. You can find leaflets and websites 


which may be helpful.  


Your breast care nurse can recommend you to some if you wish. You know better than anyone how 


your breasts look and feel normally, so if you notice a change, contact your breasts care nurse.  
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Younger women  
Younger women may have different needs at the end of treatment such as: 


 The impact of treatment  upon your fertility  


 Becoming pregnant after treatment  


 Issues related to body image and sexuality and how this may impact upon 
relationships  


 Advice about contraception.  
 


Your Breast care nurse may be able to advise you on this. You can also discuss your fertility needs 


with your oncologist. 


 
There are various support groups available locally and on social media specifically for younger 


women. Breast Cancer Care provides services specifically for younger women with breast cancer. 


These include: 


 Volunteer peer supporters – younger women with personal experience of breast 
cancer trained in one to one support 


 Telephone support groups 


 A help line – Tel 0808 800 6000 


 Younger women’s forum- breastcancer.org.uk  


 Internet chat room 


 Accurate up to date written information 


 
Contraception  
Even though you may not be having regular periods, you may still be able to get pregnant. Effective 


contraception is important. You may be advised to avoid hormone based contraception such as the 


pill/ marina coil.   


 
Breast Reconstruction  
If you have had a mastectomy and decided or were advised against immediate breast reconstruction 


but change your mind at a later date, please contact us via your breast care nurse to discuss delayed 


reconstruction. In some cases surgery can be offered to correct unequal breast sizes and your breast 


care nurse can refer you back to clinic if you wish to discuss this further. It is natural for breasts 


(treated and untreated) to change over time.  


 
How do I arrange to get new breast prosthesis? 
 If you need a new prosthesis, please contact the breast care nurse secretary on (0191 4453746) and 


she will arrange an appointment with our prosthetic fitter.  If you just want a replacement and not a 


fitting please inform the secretary of the name and code of your prosthesis and she will arrange for 
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this to be ordered for you and can be collected from the breast screening unit reception at your 


convenience.  


 


 
Feelings and emotions: 
Everyone will have different feelings when they no longer need to see their medical team regularly. 


Some people feel relieved that they can start  to get their lives back to normal, others may be 


concerned about what can happen in the future and anxious about losing contact with the hospital  


where they received their treatment. Most people worry about the cancer coming back at times. 


This is very normal and usually these anxieties lessen with time. 


 


Realising that there is a problem and getting help is the most important thing you can do. While it is 


normal to feel low from time to time, sometimes you may find the way you are feeling is interfering 


with your enjoyment of life. If you are finding it difficult to cope your Breast Care Nurse/GP may be 


able to arrange an appointment for counselling. It may also help to contact a local or national 


support organisation such as Breast Cancer Care or Macmillan Cancer Support. Their contact details 


can be found at the back of this booklet.  


 
Who do I contact if I have a concern?  
Once you have been discharged from the clinic you should contact your breast care nurse by 


telephone about any new symptoms that you are concerned about or other issues you may have.  


The aim of the telephone service is to provide helpful advice and allow you to have rapid access back 


to the breast team as required.  When you reach 5 years your care will be transferred back to your 


GP and you would need to be re referred into the breast service.  


 


If your breast care nurse advises you that you need to be seen back in one of our clinics because of 


any symptoms you are experiencing, we will ensure that you are offered an appointment within 72 


hours of contacting us. However if you decline this appointment then you will be offered the next 


available appointment. If necessary, further investigations may be organised and an out- patient 


appointment arranged to receive the results.  Sometimes, verbal advice may replace the need for an 


outpatient appointment and may be supported by a written letter to you and your GP. We hope that 


this enhances and promotes your ability to care for yourself once treatment has been completed 


and enables you to benefit from the team’s expertise as required.  
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Life after treatment /Health and well being 
 


Diet/exercise 


There is a lot of research being done to find out how diet may affect the risk of cancer developing. 


Some research has shown that being overweight and not eating enough fruit and vegetables could 


increase your risk of cancer. 


 


Eating a balanced diet is one of the best choices you can make for your overall health. Keeping to a 


healthy weight will help you maintain or regain your strength and have more energy. Regular 


exercise is also important. More and more research is showing that exercise can reduce the risk of 


breast cancer coming back (recurrence) if you've been diagnosed, as well as reducing the risk of 


developing breast cancer if you’ve never been diagnosed.  Exercise can also help you maintain a 


healthy weight, ease treatment side effects and boost your energy. All these steps can also reduce 


the risk of new cancer, heart disease, stroke and diabetes. 


 


Making changes to your diet is not always easy. It may be more difficult if you are coping with a 


cancer diagnosis and having treatment. You could make changes gradually so that it is easier to eat 


differently. Many people find making this positive choice helps give them back a sense of control. It 


can also help you feel that you’re doing the best for your health. Thinking about what and how much 


alcohol you drink is part of this too. Eating well and keeping to a healthy weight will help you 


maintain or regain your strength, have more energy, and have an increased sense of well-being.  


 


Local Support services  
If you are worried about something to do with your breast cancer, or the treatment that you have 


had for it, please contact your breast care nurse. They would rather see you with something that 


turns out to be nothing, than for you to be at home worrying. They are there to help you, so please 


call if you have any questions or concerns. 


 


Cancer information centre  


If you are experiencing housing, employment, immigration, financial or welfare benefits issues, you 


can get help by contacting cancer information centre at the Queen Elizabeth Hospital on 0191 445 


2979 or the cancer information centre in City Hospitals Sunderland telephone, Deborah Spraggon, 


Macmillan cancer support manager on 0191 05410122. 


 







Produced by Caroline Buchanan Breast care nurse specialist 2017 
 


If there are other issues which concern you, that are not offered here, please discuss them with your 


breast care nurse, who may be able to advise you on where to get help and support and information 


if you need it.  


 


Macmillan nurses 


Macmillan nurses give supportive care and advice to patients with cancer. This includes emotional, 


financial and practical support. A Macmillan nurse can be contacted via your GP, District nurse, 


Breast care nurse or Oncologist.  


You can contact the Macmillan support line direct on 0808 808 0000  


(Monday to Friday 9am-8pm). Visit be.macmillan.org.uk 


 


Marie Curie Centre 


Offers specialist nursing and medical care  


Tel 0191 2737931 


 


Breast cancer care 


Breast cancer care is an organisation that offers practical advice and information. They also provide 


discussion forums, a confidential helpline chat and one to one support  


Tel 0808 8006000  Info@breastcancercare.org.uk 


Free booklet available on moving forward for people living with and beyond breast cancer (contact 


Breast Cancer Care) 


 


Cancer connections (South Tyneside) 


Offers emotional, financial and practical support including counselling and complementary 


therapies.  Tel 0191 4565081.  


 


FACT (Fighting All Cancers Together)  


FACT is a local charity based in Gateshead that offers support, advice and practical help to cancer 


patients and their families. Tel 0191 4420833.   www.fact-cancersupport.co.uk 


 


Maggie’s (Freeman Hospital) 



mailto:Info@breastcancercare.org.uk
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Offers practical, emotional and social support to people with any form of cancer and their families. 


You can drop in to the centre Monday – Friday 9am-5pm.  Tel 01912336600.  


newcastle@maggiescentres.org  


Maggie’s have a rolling programme of support events. 


 


Coping with cancer 


Offers help and support. Offers complimentary therapies.  Tel 0191 2805610. 


 


CANCERBACUP 


London. Tel 0800 181 199. 


www.londonline.co.uk 


 


CANCERLINK 


London Tel 0808 808 0000. 


www.cancerlinkfoundation.org.uk 


 


Breakthrough Breast Cancer 


London 0207 557 6600. 


www.breakthrough.org.uk 


 


Data Protection 
Any personal information is kept confidential.  There may be occasions where your information 


needs to be shared with other care professionals to ensure you receive the best care possible. 


In order to assist us to improve the services available your information may be used for clinical audit, 


research, teaching and anonymised for National NHS Reviews.  Further information is available in 


the leaflet Disclosure of Confidential Information IL137, via Gateshead Health NHS Foundation Trust 


website or the PALS Service.  


 


 



mailto:newcastle@maggiescentres.org

http://www.londonline.co.uk/

http://www.cancerlinkfoundation.org.uk/

http://www.breakthrough.org.uk/
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Appendix 2 


Treatment Summary    
Patient details 
 
 
 
 
Dear Dr  
 
Your patient has now completed their initial treatment for cancer and a summary of their 
diagnosis; treatment and ongoing management plan are outlined below. The patient will be 
sent/given a copy of this summary. 
 
Diagnosis:  
 
 
 
Date of diagnosis : 
 


Consultant breast Surgeon  
 


Histology 
 
 
 
 


Summary of Treatment and relevant dates: 
 
 
 
 
 
Summary of recent examination  
 
 
 


Endocrine therapy Yes/no  
Name and dose of endocrine therapy  
 
 
 
Date to complete  


Mammogram plan 
 
Date of Last mammogram …… 
 
Mammograms on automatic recall yearly for 5 years/screening age until 
year ………. 
 
Mammograms on Screening programme after 5 years/screening age  
 
Preferred location    QEH/Grindon 
 
DEXA scans  
 
Initial DEXA performed yes/no/N/A 
 
Year next DEXA is due …………….. 
 
DEXA Scan will be organized by osteoporosis team  


Health needs assessment complete Yes/No 
 
Action required  
 
 
 
 
Contacts for re referrals or queries: 
 
 
Breast Care Nurse Specialist 
 
Name 
 
Contact no 
 
 
 
 


Other service referrals made:  
 
 Written information given including information on  lifestyle and support 


needs/access back into service  
 
Date  
Any other comments/advice 
 
 
 
 
Discharge from QE service to GP                    Date 


Completing clinician name /contact no:                                                                                                         
Date:  
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Appendix 3  


Holistic assessment for breast patients 


 


Patient details 


 


 


This self-assessment is optional; however it may help us to understand the concerns and feelings 


you have. It will also help us identify any information and support you may need in the future. 


If any of the problems below have caused you concern and you wish to discuss them with a health 


care professional please tick the box.  


 Social                                                               Physical 


Coping with dependants                                                 Difficulties communicating  


Work hobbies/leisure activities                    Sleep 


Finances              Pain 


Parking/travel                                               Menopausal symptoms 


Support                                    Tiredness/fatigue 


Psychological/Emotional 


Anxiety 


Depression  


Fear 


Body image issues 


Emotional support 


Stress 


Action 


 


Breast Care Nurse                                               Date 
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Appendix 4 


Follow- up care by your surgeon 
following treatment for breast cancer  
This leaflet will explain your follow up plan in the surgical clinic. It is possible to transfer your 
follow up care to your GP. If you wish to transfer your care to your GP then please inform your 
surgeon.  


Follow up appointments  
You will be seen in the follow up clinic in six to twelve months after your results appointment.  
This appointment will include an examination by your surgeon or their team, a review of your 
medication and an opportunity to discuss any questions or concerns. After a year you will not be 
given any further appointments but will remain under our care for five years. If you have any 
questions or concerns you will need to contact your breast care nurse who will arrange an 
appointment for you to be reviewed. After five years your care will be transferred back to your 
GP.  


Endocrine therapy/medication  
If you are pre-menopausal you will usually be prescribed Tamoxifen tablets for five to ten years. 
If you are post-menopausal you may be prescribed a different endocrine drug i.e. an aromatase 
inhibitor drug. Not everyone is suitable for this type of therapy and this will be discussed with 
you.  
If you are prescribed an aromatase inhibitor drug i.e. (Anastrazole, Letrozole, Extemestane) 
which are drugs that are a type of hormone treatment sometimes used to treat post-
menopausal women with breast cancer, you will need to have a DEXA scan (a scan to check your 
bone mineral density as these drugs can cause a reduction in the density of your bone mineral). 
This scan will be arranged by your consultant. Your consultant will also arrange for you to have a 
blood test and refer you to the osteoporosis nurse specialist at the Queen Elizabeth Hospital. 
You will then receive an appointment to see the osteoporosis specialist nurse in the clinic who 
will do an assessment of your risk of osteoporosis.  
The DEXA scan will be repeated in two years and five years, and will be organised by the 
osteoporosis team.  
Your medication will be reviewed at your appointments but if you have any questions before 
your appointment then please contact your Breast Care Nurse.  


Mammogram follow- up  
An x ray of your breasts (mammogram) will be carried out each year for five years. Your surgeon 
or their team will arrange this. The breast-screening unit will inform you of the results by letter 
within three weeks. After five years you will be offered mammograms on the National Breast 


Screening programme every three years. This leaflet can be made available in other 
languages and formats upon request  
Once you are over 70 years old you are still entitled to have a mammogram but you will have to 
organise this yourself by contacting your local breast screening unit.  
If you are under 50 years old you will continue with a yearly follow up and mammograms until 
you reach the age of 50. At 50 you will be offered mammograms on the National Breast 
Screening programme every three years.  
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What symptoms do I need to look for between my 
appointments?  
If you notice any of the following symptoms you should contact your Breast Care Nurse for 
advice:  


 you develop any swelling to your arm/hand and are concerned you are developing 
lymphoedema  


 


 


neck  


 
 
Any new or persistent changes in your general health that is unexplained and last for more than 
a few weeks, for example:  


Any new persistent shortness of breath, or cough  


 neck or back pains  


 
 
These symptoms may not be related to your previous breast problem but should be checked 
out if they are persistent.  


Concerns between appointments  
If you have any other concerns or questions please contact your Breast Care Nurse/Key Worker 
who will give you advice and if necessary arrange an appointment in the clinic for you.  
Your Breast Care Nurse/Key Worker is _____________________  
Contact Number – 0191 4820000 ask for bleep number________  


Data Protection  
Any personal information is kept confidential. There may be occasions where your information 
needs to be shared with other care professionals to ensure you receive the best care possible.  
In order to assist us to improve the services available your information may be used for clinical 


audit, research, teaching and anonymised for National NHS Reviews. Further information is 


available in the leaflet Disclosure of Confidential Information IL137, via Gateshead Health NHS 


Foundation Trust website or the PALS Service. 
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Appendix 5 


FOLLOW UP PATIENT PATHWAY  


Existing patients  


 


                                                         


 


 


 


                                    


 


 


                                                                                     


 


 


 


 


 


 


 


 


  


 


 


 


 


 


Appendix 2  


Appendix 6 


 


PATIENTS ON CURRENT 
PATHWAY 


Review at next appt  
pts 2yr plus- discharge into 


reduced follow up 
TREATMENT SUMMARY 


ACCESS TO CLINICS 
INFORMATION BOOKLET 


BOOK YEARLY 
SURVEILLANCE FOR 5 


YEARS SURVEILLANCE/ 
SCREENING AGE  


 
ONCOLOGIST FU 


5 YEARS 
YEARLY SURVEILLANCE 


Patients who are 1year will 
attend the BCN clinic  


HOLISTIC ASSESSMENT 
TREATMENT SUMMARY 


ACCESS TO CLINICS 
INFORMATION BOOKLET 


BOOK SURVEILLANCE 
FOR 5yrs 


YEARS/SCREENING AGE 
 


C/O GP/BCN 
5 YEARS/SCREENING AGE 


DISCHARGE - GP 


HIGH RISK 
CHEMO/HERCEPTIN/ 


METESTATIC 
CLINICAL CONCERN 


C/O Oncologist 
 
 


 
DISCHARGE ON 


CLINICAL DECISION 
5yrs plus 


 
SCREENING 


PROGRAMME 


SCREENING 
PROGRAMME 


CONTACT BCN 
COMPLETE 


TELEPHONE 
PERFORMA 


PATIENT HAS A 
SYMPTOM/PROBLEMS 
OR SIDE EFFECTS OF 
ENDOCRINE THERAPY 


PT WANTS 
RECONSTRUCTION 


PATIENT HAS 
LYMPHOEDEMA 


REASSURANCE GIVEN 
TELEPHONE ADVICE OR REFER 


TO APPROPRIATE CLINIC  
BCN CLINIC 


SYMPTOMATIC  
FOLLOW UP  


LYMPHOEDEMA  
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 Appendix 6   


         FOLLOW UP PATIENT PATHWAY  


PATIENT COMPLETES SURGERY ADJUVANT/CHEMO/DXT /TREATMENTS 


 


 


                                                         


 


 


 


                                    


 


 


                                                                                     


 


 


 


 


 


 


 


 


  


 


 


 


 


 


 


Appendix 7   


Mammography pathway 


          LOW RISK 
NO CHEMO/HERCEPTIN 


Identified at MDM 


 
REVIEW 6/12 


SURGEON/BCN 
REFER TO BCN CLINIC 


6/12  
ONCOLOGIST FU 


5 YEARS 
YEARLY SURVEILLANCE 


ATTEND BCN CLINIC 
HOLISTIC ASSESSMENT 
TREATMENT SUMMARY 


ACCESS TO CLINICS 
INFORMATION BOOKLET 


BOOK YEARLY 
SURVEILLANCE FOR 5 


YEARS 
 


C/O GP/BCN 
5 YEARS/UNTIL SCREENING 


AGE 


DISCHARGE - GP 


HIGH RISK 
CHEMO/HERCEPTIN/ 


METESTATIC 
CLINICAL CONCERN 


C/O Oncologist 
 
 


 
DISCHARGE ON 


CLINICAL DECISION 
5yrs plus 


 
SCREENING 


PROGRAMME 


SCREENING 
PROGRAMME 


CONTACT BCN 
Complete telephone 


Performa 


PATIENT HAS A 
SYMPTOM/PROBLEMS 
OR SIDE EFFECTS OF 
ENDOCRINE THERAPY 


PT WANTS 
RECONSTRUCTION 


PATIENT HAS 
LYMPHOEDEMA 


REASSURANCE GIVEN 
TELEPHONE ADVICE OR REFER 


TO APPROPRIATE CLINIC  
BCN CLINIC 


SYMPTOMATIC  
FOLLOW UP  


LYMPHOEDEMA  
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Appendix 7 


Mammogram pathway 


 


   


      


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


   


 


 


 


   


 


 


      


      


 


Patient goes to breast screening reception and is booked in for 


mammography examination and also for a low risk appointment on 


Medway for 1 years’ time.  Receptionist adds 2yr review in 


appointment comments so when she receives her last mammogram 


(5yrs f/up) she can be discharged from clinic.  


Patient identified at MDT to be low risk and clinically suitable for 


surveillance mammography only follow-up pathway 


Noted on Dendrite by MDT Coordinator 


Patient undergoes yearly review with BCN including provision of 


 End of treatment summary (copied to GP) 


 Information booklet including methods to contact BCN 


 Holistic needs assessment if required 


 ICE request made – 1 for mammography that day  


 Surgeon/BCN to complete Treatment Summary form and send via email to 


OM/DOM in BSU  


 Patient is handed a clinic instruction slip for breast low risk pathway appointment 


for 1 years’ time  


 for 1 years’ time  


 
 


If at any point during the 5 year period that the 


 patient requires additional advice/care first point of  


call will be BCN via telephone.  Advice will be given  


over telephone or patient may need to attend  


relevant clinic.  GP will be notified.  
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    Appendix 8 
 
  
 
 


 


Osteoporosis  
Breast cancer Pathway 


 
 
 
 
 


Patient Diagnosed Breast Cancer 
 
 
 
 


Commence Aromatase inhibitors/ treatment induced menopause 
    
 
 
 


Breast surgeon to request and take osteoporosis profile bloods in their name and 
request base line DEXA scan in the name of Dr Shanshal  


 
 
 
 


Copy of breast clinic   
Letter to Sheena Waters /osteoporosis Nurse Specialist 


 
 
 
 


Scan reported and Sheena waters: Osteoporosis Nurse Specialist will act on results   
 
 
 
 


Patient seen in Osteoporosis   
Nurse led clinic  


 
 
 
 


Letter sent to GP advising if medication needs to be prescribed for the patient and 
appropriate follow up arranged.   
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 Appendix 9 


 


RAPID ACCESS PATIENT PATHWAY 


 
  


 


 


 


 


  


 


 


 


  


 


 


 


 


 


 


 


  


 


PATIENT CONTACTS BCN WITH A CONCERN 


PATIENT REASSURED ON TELEPHONE 
OR APPT MADE AT APPROPRIATE 
CLINIC 


PT ATTENDS CLINIC 
REASURRANCE GIVEN 
AND PATIENT 
CONTINUES ON 
PLANNED FOLLOW UP 
LETTER TO GP 


PATIENT SEEN IN 
BCN/CONSULTANTS 


CLINIC AND 
INVESTIGATIONS 


ARRANGED  
LETTER TO GP 


APPOINTMENT ARRANGED FOR 
RESULTS  


LETTER TO GP 


NO FURTHER ACTION 


REQUIRED 


 C/O GP/BCN 





