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To be done at the start of the toolkit

Consider discussing at a practice meeting involving clinical and non-clinical members  
of the practice team. If not done as part of a meeting, ensure all results and learning  
are shared with the whole practice team.

To be done at the end of the toolkit.

Searches: You will find a list of all searches included at the beginning of each module. 
This is because you may want to carry out all of the searches in one sitting. If this is 
the case, please use the list at the beginning of the module as a guide and insert the 
required information in to the appropriate box within the module. It may be that a  
non-clinical member of the practice team carries these out. 

Key to the icons in this toolkit
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Cancer care in primary care: A quality toolkit for general practice – Policy context: England

Policy context: England
In 2015, there were almost 360,000 new cancer diagnoses in the UK, with 
almost 300,000 in England1. With incidence rates continuing to rise, half 
of people born since 1960 will now receive a cancer diagnosis during their 
lifetime2. The England Cancer Strategy, Achieving world-class cancer outcomes, 
was published by an Independent Cancer Taskforce in 2015 and set out 
opportunities to transform cancer services to better address the needs of  
this population.

The strategy, published by an independent Cancer Taskforce, is the main driver of cancer  
policy in England, with NHS England publishing annual reports on progress. Cancer is also  
a key part of the broader vision, set out in the NHS Five Year Forward View, for the future  
of the NHS based around new models of care. The General Practice Forward View also 
focuses on new ways of providing primary care, recognising the need to deliver personal and 
population-oriented services. A stronger focus on population health and prevention, expansion 
of multidisciplinary primary care, and better integration with community and specialist services 
could help enable primary care to play a vital role in addressing the changing needs of cancer 
patients, and delivering the recommendations of the cancer strategy.

The cancer strategy highlights that while improvements have been made in the detection and 
treatment of cancer, survival rates for certain cancers remain low. There is significant variation  
in survival outcomes for patients across England, with one-year survival in some CCGs more  
than 10% higher than in others.4

Number of people living with a cancer diagnosis in the UK3

2010
2 million

2020
3 million

2030
4 million

https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https://www.england.nhs.uk/publication/nhs-five-year-forward-view/
https://www.england.nhs.uk/wp-content/uploads/2016/04/gpfv.pdf
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The strategy therefore set out a national ambition to diagnose cancer faster and earlier. The  
National Cancer Programme has introduced measures to support this, such as funding for new 
models of care to transform diagnostic services, including early access and Rapid Diagnostic 
Assessment centres, and piloting a new 28-day diagnosis standard. The national programme of  
Be Clear on Cancer campaigns has helped to increase awareness of signs and symptoms, with  
the lung campaign seeing a 23% increase in patients visiting their GP with symptoms linked to 
lung cancer, such as a persistent cough.5

The cancer strategy also committed to providing personalised care and support to people with 
cancer, and improving long-term quality of life. Many people now live at least 10 years after 
their cancer diagnosis, but we know that there are variations according to the cancer type. 
For example, ovarian cancer has a 35% 10-year survival rate, compared to 83% for prostate 
cancer.6 However, living longer is not the same as living well, with many people with cancer 
continuing to experience problems after treatment ends. These can include physical, emotional, 
social, financial or relationship issues, all of which can impact on recovery. It is estimated that 
500,000 people living with and beyond cancer have one or more physical or psychosocial 
consequences of their cancer or its treatment that affects their lives on a long-term basis.7  
The NHS in England has committed to making the Recovery Package available to every person 
diagnosed with cancer by 2020, to ensure their holistic needs are identified and addressed, to 
support improved communication between secondary and primary care, and to improve quality 
of life and wellbeing throughout the cancer pathway. 

The 2016 Cancer Patient Experience Survey (CPES) found that while overall perceptions of 
care were high. Yet, there are some significant gaps, with only around 62% of patients thinking 
professionals in their practice did their best to support them during their treatment and 53% of 
people saying they left hospital without a care plan.8  

The Cancer Strategy recommended improvements to care and support across the whole patient 
pathway, including:

  The establishment of Cancer Alliances, to drive improvements in services and the delivery 
of the strategy in their geographical footprints

  Accelerated commissioning and provision of services to support people during and after  
their cancer treatment, including the Recovery Package and stratified follow up pathways

  Piloting and testing an approach for collecting data on long-term quality of life for  
cancer patients

  Undertaking a strategic review of the cancer workforce to understand what skills and 
competencies are needed to support people at all stages of the pathway

  Putting patient experience on an equal footing with other patient outcomes, including 
continuing and improving the Cancer Patient Experience Survey (CPES)

Cancer care in primary care: A quality toolkit for general practice – Policy context: England

http://www.cancerresearchuk.org/health-professional/awareness-and-prevention/be-clear-on-cancer
https://www.quality-health.co.uk/surveys/national-cancer-patient-experience-survey
https://www.macmillan.org.uk/documents/campaigns/canceralliancesreport.pdf
https://www.quality-health.co.uk/surveys/national-cancer-patient-experience-survey
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Cancer care in primary care: A quality toolkit for general practice

Introduction
General practice has never been under so much pressure. The population  
is ageing and people are living longer with complex disease. Most people  
over the age of 60 will have more than one chronic long-term medical 
condition1 and the numbers of people living into their 80s and 90s has  
never been higher.

At the same time, the UK has a depleted GP workforce. Many GPs are reported to be intending 
to leave the UK to work abroad or plan to retire early, whilst junior doctors are choosing not 
to commit to a career in general practice in the same numbers as before2. The shape and 
structure of general practice is likely to look very different in the future, with a greater skill mix 
and extended roles within nursing and allied health professions.

The incidence of cancer is rising with 1 in 2 people now predicted to develop cancer at some 
point in their lives3. Unfortunately, although the picture is improving, the UK still lags behind 
other European countries with early diagnosis being flagged as a major factor4. 

At the same time, many people now live at least 10 years after their cancer diagnosis5. 
Unfortunately, not everyone lives well after treatment for cancer with around 500,000 people 
with cancer in the UK experiencing a wide range of long term consequences6. 

With this changing cancer story, it is essential that GP practices are encouraged and resourced 
to support patients in earlier testing and diagnosis and to improve the quality of life for those 
people living after a cancer diagnosis. 

This toolkit contains suggestions of how to achieve high quality cancer care and will explore  
the following:

 How the practice supports informed uptake into the national cancer screening programmes

 What can be done to ensure prompt recognition and early detection of cancer

 The importance and quality of Cancer Care Reviews

 The longer-term impact of cancer and cancer treatment on an individual

 The use and quality of Advance Care Planning (ACP) for those living with cancer

  The importance of working as a whole Primary Care team to improve care with the most 
efficient use of skills and resources
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Cancer care in primary care: A quality toolkit for general practice – Introduction

Every member of the practice team is essential to providing the best care for patients. We all 
have our areas of focus and skill sets and by working together we can ensure that we are 
practicing as efficiently as possible. As early diagnosis and available treatments improve, a 
greater number of patients are living with cancer and much of the long-term follow up and 
consequences of cancer treatment are being dealt with in Primary Care. While some of this 
work may need a clinician, a great deal of it can be carried out by non-clinical team members 
allowing you to draw on different skill sets within your practice. With this shift, the importance of 
working as one team and utilising the different skills or interests present within your practice is 
increasingly important. 

This section should be completed as a group involving multiple members of the practice.

Getting to know your Primary 
Care team and practice structures

 If no, what might the role entail?

1. Do you have a named clinical lead for cancer in the practice? 

   Yes   No

 If yes, why is this important? 

 If no, please detail below how you think this role could help.

2.  Do you have a named non-clinical member of the team who leads on cancer,  
often known as a ‘cancer champion’?

 
   Yes   No

 If yes, please list some of the functions that this person carries out. 
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3. Do you have regular practice meetings where new cancer cases are discussed? 

   Yes   No

4.  Do you have access to a resource directory of local services?  This may not be cancer 
specific but may include physical activity services, local support services, local cancer 
charities, and citizen’s advice services amongst others. 

 
   Yes   No

   If not, contact your CCG or local authority to see if there is a localised directory 
available and disseminate this across your practice team.  

Cancer care in primary care: A quality toolkit for general practice – Introduction

5.  Do you know if you have a Macmillan GP in your area? They can be helpful in  
the completion of this toolkit. 

 
   Yes   No

  How did you find out about your Macmillan GP?
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Cancer care in primary care: A quality toolkit for general practice

Finding your EMIS searches
In order to make the searches required to complete this toolkit as easy as 
possible we have worked with EMIS to ensure that all of the searches can  
be accessed in one place.

To access the searches follow the below pathway on your EMIS Web system:

Population reporting > EMIS Library > Clinical Utilities > Third Sector Partnerships >  
Macmillan Cancer support > Quality Toolkit

You will be taken to a screen which will detail the following searches:

1. Mammography normal 
2. Mammography abnormal 
3. Mammography not attended 
4. Fast track cancer referral & coded as DNA 
5. Fast track cancer referral in last 6 months Module 2
6. DNA fast track cancer referral 
7. DNA/No response to bowel screening programme in last month Module 1
8. DNA/No response to bowel screening programme in last 6 months Module 1
9. Bowel screening programme invitation letter in last 6 months Module 1
10. Bowel screening programme invitation letter in last month Module 1
11. Bowel screening telephone invitation in last 6 months Module 1
12. Bowel screening telephone invitation in last month Module 1 
12a.  Advice about bowel cancer screening in last 6 months Module 1 
12b.  Advice about bowel cancer screening in last month Module 1
13. Cancer diagnosis in last 6 months with 2ww Module 2
14. 2WW Information Given Module 2
15. Fast track referral and QCancer score 
16. Cancer diagnosis EVER Module 3
17. Cancer Diagnosis in last 6 months Module 2
18. Cancer diagnosis over 5 years ago Module 3
19. Cancer diagnosis in last 6 months with treatment coded Module 3
20. Prostate cancer diagnosis over 5 years ago Module 3
21. Prostate cancer diagnosis EVER 
22. Contact made with patient after cancer diagnosis Module 3
23. Cancer Care Review in last 6 months Module 3
24. Cancer Care Review and ALL CCR template Module 3 
24a.  Cancer Care Review in last 6 months and discussion about psychological counselling  Module 3 
24b. Cancer Care Review in last 6 months and discussion about employment counselling Module 3
25. Cancer Care Review in last 6 months and benefits counselling  Module 3
26. Cancer Care Review in last 6 months and discussion about complications of treatment Module 3
27. Cancer Care Review in last 6 months and discussion about diagnosis Module 3
28. Cancer Care Review in last 6 months and discussion about treatment 
29. Cancer Care Review in last 6 months and lifestyle advice given 
30. Patients in need of Palliative care AND full palliative care template Module 4
31. Patients in need of Palliative care and MDT Module 4
32. Macmillan information offered in last 12 months Module 3
33. QCancer score in last 12 months 
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Cancer care in primary care: A quality toolkit for general practice 

Practice meetings
As part of this toolkit we have suggested a number of areas where a 
discussion as part of a meeting of clinical and non-clinical members of  
the team might be useful. 

Where these sections have been completed by an individual team member we ask that learning should be 
shared with the wider team. In order to support with this process, we have listed all of these questions here:

Module 2

1c)  Do clinicians within your practice discuss signs and symptoms of cancer opportunistically during 
consultations (where appropriate)?

2)  The NICE urgent suspected cancer guidelines were updated in 2015. Familiarise yourself with 
the guidance, it might be useful to use the Macmillan Rapid Referral Guidelines and outline:

 a) The challenges your practice faces to implementing the guidance.
 b) How your Primary Care team accesses these guidelines.
 c)  Whether any members of the Primary Care team use alternative guidance summaries  

and if so, which summaries.

3 The updated NICE guidelines recommend the use of direct access diagnostics for many symptoms.
 a) Discuss what direct access diagnostics you have available in your area.
 b) Do you know which of these you are able to access within two weeks?
  If so, please outline which.
 c)  Identify a member of the practice team to collate this information and make it available to all 

referring clinicians.

4)   Some patients may present with vague symptoms or what are sometimes termed as ‘low risk,  
but not no risk’ symptoms. As a practice team, discuss and note down:

  What avenues you have to seek advice on patients that you are concerned about?
   What referral pathways you have in place locally for patients with low-risk, but not  

no risk symptoms?

6a)  Do all patients referred on an urgent suspected cancer pathway receive a tailored information 
leaflet from your practice?

 d) Are all referrals within your practice sent electronically?

7b)  Discuss as a group, how IT system coding is used within your practice in relation to cancer  
and note key points below.

8d)   What safety netting systems you have in place for patients presenting with low-risk but not  
no-risk symptoms?

 How have you incorporated electronic safety netting in to your practice routine?

  Based on the information provided above, outline whether you feel electronic safety netting has 
contributed to improved coding within your practice.
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Cancer care in primary care: A quality toolkit for general practice 

9a) Are you aware of the Cancer Decision Support tool?

10a)  Identify a recent cancer diagnosis where the patient presented either as an emergency, or 
encountered potential delays in the diagnosis. Use the RCGP and Macmillan SEA template to 
carry out a high-quality SEA ensuring that this is robustly anonymised. Discuss this SEA with 
your practice team at the next clinical meeting, ensuring that appropriate reflection is made 
and any suggested actions are taken forward.

 b)  Recommendation 25 of the National Cancer Strategy dictates that an SEA should be carried out 
on all patients diagnosed with cancer following an emergency admission. As a team, agree a plan 
to use the RCGP and Macmillan SEA toolkit to conduct a case review on all emergency cancer 
presentations going forward, and agree a forum for discussion of these cases.

Module 3 – Section 1

1a)  As a practice, how do you ensure that once a cancer diagnosis is received by one of your 
patients it is accurately coded to the cancer register?

1b)  Ideally, all patients should be offered the opportunity to discuss their cancer diagnosis face to 
face. As a practice, discuss how you feel about the method in which Cancer Care Reviews are 
carried out within your practice.

1c)  Evidence shows that Macmillan information resources can lead to an improved understanding 
of one’s condition, the ability to make the right decisions and fewer feelings of anxiety or 
loneliness following a cancer diagnosis. With this in mind, a good quality Cancer Care Review 
should aim to cover the following topics:

  Discussion around diagnosis to ensure understanding of this
  Treatment discussion including possible consequences covering the physical,
  emotional, financial impacts on quality of life and function
  Medication Review
  Prescription entitlements
  Discussion around patient and carer information needs
  Physical activity advice and signposting to local support services
  Signposting to Macmillan Cancer Support and other sources as appropriate

  Reflect on the above list as a practice team and consider which aspects you currently cover with patients 
following a cancer diagnosis and/or treatment, and which may need to be incorporated in to future 
discussions. Detail this information below including any actions going forward.

2b)  Familiarise yourself with the guidance that Macmillan offers to healthcare professionals on 
supporting patients living with cancer to remain in or return to their jobs. Following this, reflect 
as a team on whether you would now feel more confident discussing work and cancer with 
your patients.

3b)  Many patients, in particular those with prostate, breast or colorectal cancer are moving to 
supported self-management. There will be changes such as this happening within your area. 
Find out more about these changes and agree a safe system within your practice to ensure 
that patient management plans are enacted going forward. As a practice team, reflect on the 
potential benefits and risks for these patients and detail any thoughts in the space provided 
below.
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Cancer care in primary care: A quality toolkit for general practice

Module 3 Section 2

1d) Many cancer treatments increase the risk of cardiovascular disease: 
  Familiarise yourself with Macmillan’s tips for managing heart health during and after treatment.
   Share these tips with the broader practice team and discuss any changes in practice that you could 

make as a result of this information. Include a summary of this discussion below.

1e)  Discuss as a practice how you could ensure that physical activity support and signposting is 
incorporated in to discussions with patients following a cancer diagnosis.

2a)  Practice Nurses now lead on a large proportion of chronic disease management, and cancer  
is increasingly viewed as a long-term condition for many people. As a practice team, discuss 
how practice nurses could play a greater role in cancer care within your practice and note  
your responses below. 

  Carrying out Cancer Care Reviews?
  Opportunistic prevention advice?
  Managing the long-term consequences of cancer?
  Other?

Module 4

1.  As a practice, how do you identify patients who may be suitable for addition to the supportive 
and palliative care register?

2.  Do you consider the addition of patients who have a treatable but not curable cancer within 
your practice to the register? This could include those with metastatic prostate or breast cancer 
for example.

4.  Does your practice use prompts, such as a coded Cancer Care Review prompt or Frailty Index 
(eFI) to promote the offer of ACP discussions and inclusion in a register? If no, discuss as a 
practice what the added value may be in this.

9c)  Macmillan GPs have developed a set of tips for supporting carers within Primary Care.  
At your next Practice meeting familiarise yourself with these tips and consider whether  
any existing processes within your practice could be improved, or any new processes put  
in place as a result. List your thoughts below.

14f)  Call a practice meeting, or use part of a Supportive and Palliative Care Practice Meeting,  
to reflect on the responses given for both sections above and if necessary form a plan to 
improve ACP including documentation and sharing of this information going forward.  
Detail information about your current plan or improvement plan below.
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Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

Module One
Screening for cancer and  
cancer prevention

Run search 8 to gather the number of non-responders to the bowel screening 
programme in the last 6 months.

Run searches 7, 10, 12 and 12b on a monthly basis over the next 6 months and contact  
non-responders ensuring that this is accurately coded.

After 6 months, run searches 8, 9, 11 and 12a to consider the number of  
bowel-screening non-responders contacted compared to 6 months previously.

Searches for Module One

Remember to share your work, findings and reflections 
with your entire practice team.
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Introduction
Participating in the national cancer screening programmes is one of the 
best ways to detect cancer early. There are well-established and successful 
population screening programmes for breast, bowel, and cervical cancer. 
Screening programmes can play an active part in preventing cancer in the  
first place and in improving patient outcomes with one-year survival for  
bowel cancer detected through screening at 97%1

Over 40% of cancers are preventable through lifestyle changes2. Educating our patients 
regarding cancer prevention, in particular those patients in high-risk groups, is vital if we  
are to significantly improve cancer outcomes. 

This module is designed to help practices become more involved in raising awareness of 
the risks of cancer in their population, to become more aware of the screening programmes 
available and to understand the risks and benefits involved in participation. It also offers the 
opportunity to increase patient uptake through informed consent. 

Practices can obtain screening uptake coverage data from the Public Health England Practice 
Profiles. Click here. 

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

https://fingertips.phe.org.uk/profile/cancerservices
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Prevention
1.  Many cancers can be prevented through lifestyle changes.  

Spend a couple of minutes looking at the major risk factors3. 

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention
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a)  Research has shown that patients who have been overweight or obese for some 
time are still able to reduce their risk of cancer by losing weight4. Run a search  
to identify the number of patients in your practice with a BMI over 30 and include 
the result below. (This is QOF search under the public health heading so will not 
appear in the list of EMIS searches).

b) What are the main cancer types that patients with a BMI over 30 are at risk of?

c) Do you include risk of cancer in health advice given to overweight patients? 

   Yes   No

d) What actions does your practice take to encourage people to stop smoking? 

e) What local stop smoking services are available to patients in your practice?

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

Review this infographic and compare your answers

Consider this advice on physical activity for adults

Click here for information about local smoking services in your area.

https://publications.cancerresearchuk.org/sites/default/files/publication-files/Prevention%20In%20Depth%20A3.p1_0.pdf
https://www.nice.org.uk/guidance/ph44/chapter/1-recommendations
https://www.nhs.uk/smokefree/help-and-advice/local-support-services-helplines
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Screening
2.  Using the fingertips website, what is the most recent breast screening coverage  

data for your practice? 

a) How does this compare with the CCG and national averages?

3.  Using the fingertips website, what is the most recent bowel screening coverage  
data for your practice? 

a) How does this compare with the CCG and national averages?

4.  Using the fingertips website and/or your practice coded data, please detail what 
percentage of eligible women in your practice are up to date with their cervical 
smears. You may find discrepancies in reporting from different data sources due  
to certain exclusion criteria. 

a) How does this compare with the CCG and national averages?

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

https://fingertips.phe.org.uk/profile/cancerservices
https://fingertips.phe.org.uk/profile/cancerservices
https://fingertips.phe.org.uk/profile/cancerservices
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Understanding of screening programmes

b)  How could the policy for addressing non-responders within your practice  
be improved? 

1. Does your practice have a policy to identify non-responders to screening invites? 

   Yes   No

 a)  Using the space below, please summarise your understanding of the benefits  
and risks of bowel cancer screening.  

b)  Compare your responses with the risks and benefits listed on the Bowel Cancer UK 
Website. Click here.

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

2.  Evidence shows that contacting non-responders and endorsement from a family 
doctor can improve uptake of Bowel Cancer Screening5.

https://www.bowelcanceruk.org.uk/about-bowel-cancer/screening/


18

   Focusing initially on Bowel Cancer Screening, use the suggested structure below  
to design a process for improving screening uptake that your practice could adopt.  
This could be carried out by a non-clinical member of the team and should 
incorporate promotional material distributed by the national programmes.

c)  Run search 8 to gather the number of non-responders to the screening 
programme over the last 6 months. Note the outcome of this search below. 

d)  At your next practice meeting agree with the practice team how you will contact 
non-responders and use these examples of letters or telephone scripts to support 
conversations with patients. Detail the outcome of this discussion below. 

f)  Run searches 7, 10, 12 and 12b on a monthly basis over the next 6 months and 
contact non-responders as agreed above. Ensure that this contact is accurately 
coded and note the number of patients who did not attend the bowel screening 
appointment and the number of patients contacted during each month. 

e)  Going forward, code every patient contacted using the appropriate code  
from this list: 

   9Ow2: No Response to Bowel Cancer Screening Programme Invitation (result may be 
coded automatically within EMIS)

   9Ow4: Bowel Cancer Screening programme telephone invitation 
   9Ow5: Bowel Cancer Screening programme letter invitation sent
   8CAy: Advice about bowel cancer screening (this can be used for opportunistic 

discussions within consultations for example).

g)  After 6 months, run searches 8, 9, 11 and 12a to consider the number of  
bowel-screening non-responders contacted compared to 6 months previously.  
Compare this number with previous rates of contact for non-responders and 
include your reflections on any changes below. 

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

https://www.cancerresearchuk.org/sites/default/files/hewitson_et_al_2012_gp_endorsement_letter.pdf
https://www.cancerresearchuk.org/sites/default/files/cruk_gp_bowel_screening_sample_telephone_script_2016.pdf
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3.  If you were in consultation with a 62-year-old woman for a review of her diabetes 
and you noticed that she had missed her routine mammogram, how would you 
counsel her regarding the benefits and risks?

Use the NHS ‘Helping you decide’ leaflet for breast cancer screening to consider what 
information may be useful for the patient to know and take away. 

4.  Cervical screening uptake has dropped nationally over the past few years6.  
Use the information provided by Jo’s Trust to consider what barriers might be 
present within your community and use the case studies presented in this PDF  
to consider how you may be able to overcome them. Outline your discussion and 
any actions below. 

5.  There is no recommended population-screening programme for prostate cancer. 
Refresh your knowledge of the Prostate Cancer Risk Management Programme  
and explain what counselling you would provide for an asymptomatic man 
requesting a PSA test7. 

Cancer care in primary care: A quality toolkit for general practice – Module One: Screening for cancer and cancer prevention

https://www.gov.uk/government/publications/breast-screening-helping-women-decide
https://www.jostrust.org.uk/information-healthcare-professionals/information-practice-nurses-and-gps/barriers-attending
https://www.jostrust.org.uk/sites/default/files/final_csa_resource.pdf
https://www.gov.uk/guidance/prostate-cancer-risk-management-programme-overview
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Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

Module Two
Prompt recognition and  
early referral

Using searches 13 and 17, note down the proportion of patients diagnosed with  
cancer that were referred using an urgent suspected cancer pathway.

After 6 months, run search 14 to consider the proportion of patients referred on a  
urgent suspected cancer referral who received a patient information leaflet

Six months after starting this toolkit, run search 5 to see what proportion of your  
urgent suspected cancer referrals over the past 6 months have been coded accurately.

Searches for Module Two

Remember to share your work, findings and reflections 
with your entire practice team.
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Introduction
When cancer is diagnosed at an early stage, treatment options and chances 
of full recovery are greater. Survival rates, particularly one-year survival, in 
England are lower than most other European countries1, suggesting advanced 
disease at presentation could be a contributing factor. In response to this,  
the updated NICE Guidance for ‘Suspected Cancer: Recognition and Referral’ 
lowered the threshold for referring patients presenting with concerning 
symptoms, as well as supporting GPs to access diagnostic tests directly. 

The National Cancer Strategy Five Year Forward View identified Early Diagnosis as a key area 
of focus for emerging initiatives such as the ACE Multidisciplinary Diagnostic Centre pilots  
and Faster Diagnosis Standard. The Faster Diagnosis Standard is in response to the 
recommendation from the independent Cancer Taskforce that ‘95% of patients should receive a 
definitive diagnosis or ruling out of cancer within 28 days of a referral’2 and aims to support the 
recent NICE guidance. When the Cancer Waiting Times (CWT) system goes live in April 2018,  
the data fields relating to the Faster Diagnosis Standard will be available but it will not be 
mandatory for Trusts to start reporting against these data items until April 2019. Trusts will have to 
meet the Faster Diagnosis Standard from April 2020 onwards3. This pilot in turn relies on improved 
diagnostic access, such as the introduction of Faecal Immunochemical Testing (FIT) and an 
improved Cancer Waiting Times system to ensure that patients have faster access to diagnosis and 
that those who do not have cancer do not ‘wait and worry’. In line with this, the Five Year Forward 
View highlights the role of clear communication and appropriate information for patients receiving a 
cancer diagnosis if we are to improve patient experience. 

The importance of patient awareness is supported by the Routes to Diagnosis data which clearly 
indicates that one-year survival for patients presenting through emergency routes is notably lower 
than those referred by their GP on a suspected cancer pathway. Increasing patient awareness of 
the signs, symptoms and risk factors for cancer is therefore essential if we are to encourage earlier 
presentation to GPs. The Be Clear on Cancer campaigns have helped to increase awareness of 
signs and symptoms through their national programme with the recent lung campaign seeing a 
62% increase in patients visiting their GP with a persistent cough4. This increase in presentation 
has seen an 18% increase in lung cancers diagnosed through the urgent suspect cancer referral. 

It can be a difficult task to achieve the fine balance between over-referring or causing anxiety in 
patients, overwhelming the system with unnecessary referrals and ensuring, amongst the array of 
presentations seen, that the worrying symptoms and signs are recognised and acted upon. This 
module encourages practices to look at patients who have recently been diagnosed with cancer and 
consider if the diagnosis could have been made earlier in an effort to improve patient outcomes.

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

https://www.nice.org.uk/guidance/ng12
https://www.england.nhs.uk/wp-content/uploads/2016/05/cancer-strategy.pdf
https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/ace-programme/ace-programme-wave-two.html
https://www.england.nhs.uk/cancer/early-diagnosis/
https://www.nice.org.uk/guidance/dg30
https://www.england.nhs.uk/statistics/statistical-work-areas/cancer-waiting-times/
http://www.ncin.org.uk/publications/routes_to_diagnosis#
http://www.cancerresearchuk.org/health-professional/awareness-and-prevention/be-clear-on-cancer
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1. As a practice team, think about patient awareness of signs and symptoms of cancer. 

 a)  Does your practice follow the NHS Calendar of National Campaigns  
with regards to awareness months? 

   Yes   No

 b) Do you promote the National Be Clear on Cancer campaigns? 

   Yes   No

 c)  Do clinicians within your practice discuss signs and symptoms of cancer 
opportunistically during consultations with patients (where appropriate)? 

   Yes   No

2.  The NICE urgent suspected cancer guidelines were updated in 2015.  
Familiarise yourself with the guidance, it might be useful to use the  
Macmillan Rapid Referral Guidelines and outline: 

a) The challenges your practice faces to implementing the guidance. 

b) How your Primary Care team accesses these guidelines.

c)  Whether any members of the Primary Care team use alternative guidance 
summaries and if so, which summaries. 

  If you do have access to useful summaries, please ensure that these are made available 
to the entire practice team. 

  If you do not currently use any additional summaries of the guidance, recommended 
summaries include Macmillan’s NICE endorsed Rapid Referral Guidelines, CtheSigns 
and summaries from Cancer Research UK. 

  Ensure summaries of the guidelines are made available on all desktops in clinical rooms.
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http://www.nhsemployers.org/your-workforce/retain-and-improve/staff-experience/health-work-and-wellbeing/sustaining-the-momentum/calendar-of-national-campaigns-2016
https://www.nhs.uk/be-clear-on-cancer#l9KJreY40zPfp5qj.97
https://www.macmillan.org.uk/_images/rapid-referral-toolkit-desktop_tcm9-291864.pdf
https://www.macmillan.org.uk/_images/rapid-referral-toolkit-desktop_tcm9-291864.pdf
http://cthesigns.co.uk/
http://www.cancerresearchuk.org/health-professional/diagnosis/suspected-cancer-referral-best-practice/%20nice-cancer-referral-guidelines
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3.  The updated NICE guidelines recommend the use of direct access diagnostics  
for many symptoms.

a) Discuss what direct access diagnostics you have available in your area. 

b)  Do you know which of these you are able to access within two weeks?  
If so, please outline this below. 

c)  Identify a member of the practice team to collate this information and make it 
available to all referring clinicians. 

4.  Some patients may present with vague symptoms or what are sometimes termed  
as ‘low risk, but not no risk’ symptoms. As a practice team, discuss and note down:

a) What avenues you have to seek advice on patients that you are concerned about?

b)  What referral pathways you have in place locally for patients with low-risk, but  
not no risk symptoms? 

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral



24

5.  Review the patient notes for all new cancer diagnoses within your practice from  
the past 6 months. This can be done through a review of your practice list and if  
the level of coding within your practice allows, by running searches 13 and 17. 

a)  Using the results of the above searches alongside information contained within 
patient notes, what proportion of these new cancer diagnoses were referred  
using the urgent suspected cancer (two week wait) referral route? 

b)  Using the results of the above searches alongside information contained within 
patient notes, what proportion of these patients were diagnosed following  
an emergency presentation? 

c)  Using the results of the above searches alongside information contained within 
patient notes, what proportion of these patients were diagnosed following  
a routine referral?  

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral
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6.  NICE recognises that patients who are referred on a suspected cancer pathway 
should be given information regarding their referral, and reassurance where 
appropriate to encourage patients to attend appointments5.  
 
With this in mind, all patients should receive a tailored information leaflet when being 
referred via an urgent suspected cancer route. All referrals should be sent electronically  
using email or e-referral when available.

 a)  Do all patients referred on an urgent suspected cancer pathway receive a  
tailored information leaflet from your practice?

   Yes   No

If not, ensure that your practice team has access to a patient information leaflet that can  
be given to patients. 

 b)  Agree to code when patient information is given following an urgent suspect 
cancer referral going forward using this pre-hospital assessment code: 
HNG0215.

 c)  After 6 months, run search 14 to see what proportion of patients referred on a 
urgent suspect cancer referral received a patient information leaflet, according  
to what has been coded in the notes. Include your findings below. 

 d) Are all referrals within your practice sent electronically? 

   Yes   No

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

https://www.healthylondon.org/our-work/cancer/suspected-cancer-referrals/patient-information-leaflets/
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7.  High quality coding, in conjunction with effective safety netting can enable patients 
to be tracked within the practice system, contributing to early diagnosis and 
detection through continuity of clear, high quality records. In addition, high quality 
coding by all members within a practice can improve usability and transferability of 
clinical records, leading to higher quality information for relevant and personalised 
Cancer Care Reviews9. 

 a)  Consider having somebody within your practive complete this learning module 
on good coding practice: Click here to identify any changes that need to be made 
at your practice. Key learning points cover the importance of accurately coding 
symptoms, coding referrals to allow for tracking and using templates to capture 
coded data. Share any considerations with the broader practice team.

 b)  Discuss as a group, how IT system coding is used within your practice in relation 
to cancer and note key points below.

 c)  All urgent suspect cancer referrals should be coded as a fast track cancer referral: 
8HHt. Does your practice have a system in place for coding urgent suspect cancer 
referrals? 

   Yes   No

  Run search 5 and ensure that you use this code, 8HHt going forward and that 
coding remains consistent.

 d)  Six months after starting this toolkit, run search 5 to see what proportion of your 
urgent suspect cancer referrals over the past 6 months have been coded. Reflect 
on any difference in numbers over these 6 months and outline whether there has 
been a significant change in the space provided.  

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

http://learnzone.org.uk/courses/course.php?id=323
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 e)  Is coding for cancer diagnosis within your practice consistent?  
(You may wish to reflect on your learning from the above module)

   Yes   No

 f)  Are cancer treatments always coded to enable the whole practice team to be 
aware that someone may be receiving or may have received chemotherapy  
or radiotherapy? 

   Yes   No

 If yes, what code is used?

8.  Safety Netting has many elements and is an important way to ensure that patients 
are followed up in a timely fashion6: 

  Regarding concerning symptoms, particularly if the patient has presented with concerning 
or unexplained symptoms on multiple occasions

  To ensure that patients have attended appointments with specialists and for further tests  
or investigations

  To establish a system where test results are communicated to the patient in a sensitive  
and timely manner

  To ensure that the practice has a system in place whereby tests that have been requested 
by locums are seen and acted upon

  To support administrative staff to carry out safety netting protocols where appropriate, 
including ensuring that contact details are up to date and recognising the urgency of  
urgent suspect cancer referrals. 

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

 These are the codes that are incorporated into Cancer Care Review templates:

   7L2 Radiotherapy
   7M371 Radiotherapy NEC
   8BAD. Chemotherapy
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 b)  The RM Partners Cancer Vanguard have developed a video to support practices in 
implementing robust safety netting procedures. Once finalised, a link to this video 
will be circulated to you all via your CCG, watch this video and reflect on current 
safety netting procedures within your practice, identifying where improvements 
could be made. Note key alterations below. 

 c)  Ensure that everyone in your practice is using an electronic form of safety netting 
such as those mentioned in the video going forward. 

 d) Considering use of an electronic safety netting tool outline: 

  What safety netting systems you have in place for patients presenting with low-risk  
but not no-risk symptoms? 

 How you have incorporated electronic safety netting in to your practice routine? 

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

 a)  Does your practice have a system to ensure that patients referred via the below 
routes have been seen? 

 An urgent suspected cancer referral:

 Diagnostic investigation:

  Ensure that your responses to this question are shared and discussed with the rest of  
your practice.

  Based on the information provided above, outline whether you feel electronic safety netting 
has contributed to improved coding within your practice.

https://www.royalmarsden.nhs.uk/about-royal-marsden/who-we-are/rm-partners-cancer-vanguard
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9.  The Cancer Decision Support tool (CDS) estimates the risk of a patient having an as 
yet, undiagnosed cancer based on recent investigation results, symptoms and signs. 
It has been recognised as a key driving force for earlier diagnosis of cancer7 and has 
been found to support GPs to ‘think cancer’ in low risk but not no risk situations8. 
For information on how to access the integrated CDS tool within EMIS, titled the 
QCancer tool, please visit the dedicated QCancer page on the EMIS Support Centre. 

 a) Are you aware of the Cancer Decision Support tool? 

   Yes   No

 b)  Use this link to the Macmillan CDS Promotion Pack to familiarise yourself with the 
tool, including details of how to access it.  

   Ensure that the tool is turned on in your practice and disseminate information from  
the CDS Promotion Pack to all clinical staff so they are aware of how to use the tool  
and how it can benefit them. 

 c)  For those patients identified in question 5 as being diagnosed via a routine 
referral, consider using the symptom checker function to calculate their risk of 
cancer at the time of consultation. This calculation can be done by inputting the 
presenting signs, symptoms and any accompanying investigations, the score does 
not need to be saved within the patient file. 

  Reflect on whether using the CDS tool at the time of presentation may have altered your level 
of perceived risk. Note your thoughts in the space provided.    
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‘ GPs reported that 19% of patients would not have been 
referred without use of the eCDS tool.’

https://supportcentre.emishealth.com/app/login?redirect=/news/emis-web-library/using-the-qcancerdecision-%20support-tool/
http://www.macmillan.org.uk/ecds
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10.  Significant Event Analysis (SEA) can be an effective way to identify problems  
in a patient journey that have led to a delay in a diagnosis of cancer and to 
provide solutions to ensure similar problems do not affect other patients. 

 a)  Identify a recent cancer diagnosis where the patient presented either as an 
emergency, or encountered potential delays in the diagnosis. 

   Use the RCGP and Macmillan SEA template to carry out a high-quality SEA ensuring 
that this is robustly anonymised. 

   Discuss this SEA with your practice team at the next clinical meeting, ensuring that 
appropriate reflection is made and any suggested actions are taken forward. 

 b)  Recommendation 25 of the National Cancer Strategy dictates that an SEA should 
be carried out on all patients diagnosed with cancer following an emergency 
admission. As a team, agree a plan to use the RCGP and Macmillan SEA toolkit to 
conduct a case review on all emergency cancer presentations going forward, and 
agree a forum for discussion of these cases. 

Outline a summary of this plan below. 

11. Once diagnosed with cancer, patients may need rapid access to appointments. 

 a)  How easy is it for someone who has received a cancer diagnosis, or who is going 
through treatment for cancer to book an urgent appointment? 

 b)  How might you ensure that practice support staff are made aware of the 
importance of rapid access to appointments for patients with a cancer diagnosis 
to support them to prioritise appropriately?  

Cancer care in primary care: A quality toolkit for general practice – Module Two: Prompt recognition and early referral

http://www.rcgp.org.uk/seatoolkit
https://www.england.nhs.uk/wp-content/uploads/2016/05/cancer-strategy.pdf
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Module Three
Supporting those living with cancer

Perform a search for all cancer diagnoses over the preceding 6 months using search 17.  
What proportion of these patients were contacted at the point of diagnosis? 

After 6 months, repeat search 17 and run search 22 to outline how many people  
were contacted at the time of diagnosis.

Using search 23 and code .8BAV look back at completed Cancer Care Reviews over  
the last 6 months

After 6 months, repeat search 23 and compare your findings with the above

Carry out searches 23, 24a, 24b, 25, 27, 32 and 26 and note findings in the  
space provided

Run search 20 to collate a list of all patients within your practice who received a 
diagnosis of prostate cancer more than five years ago

Have a look at your practice cancer register and carry out search 16 to consider:
  How many patients are on it?

Using search 18, outline how many patients were diagnosed over five years ago?

Using search 19, outline what proportion of patients diagnosed in the past 6 months 
had their treatment modality coded.

Searches for Module Three

Remember to share your work, findings and reflections 
with your entire practice team.
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Improved outcomes for patients diagnosed with cancer have led to it 
increasingly being seen and treated as a long-term condition. Evidence shows 
that 70% of patients with a cancer diagnosis are suffering from at least one 
other long-term condition1. 

NICE produced new guidelines in 2016 for the management of patients with multi-morbidity 
with a focus on reducing treatment burden and unplanned care, to increase quality of life and 
shared decision-making. In addition, more patients are being discharged earlier from secondary 
care for follow up of their cancer to be continued in the community. This is often referred to as 
‘stratified follow up’ and should involve empowering patients to take an active role in their own 
care. Ensuring that we have robust reviews in place for these patients is essential. 

Patients may appreciate a review with someone in their GP practice following a diagnosis of  
cancer. It can be a time to reflect upon the events leading to the diagnosis which can be 
incredibly important, particularly if there is any sense there could have been a delay in  
referral. The GP or Practice Nurse may be able to answer questions about the cancer and  
help to explain the proposed treatment. It is also an opportunity to explore the psychological 
impact of the diagnosis and signpost to other services that may be helpful to the patient  
and their families by allowing them to get the support they need during and after treatment  
as set out in the Recovery Package. 

Macmillan’s Recovery Package is centred around the needs and preferences of each person 
living with cancer with the aim of improving their experience of care and quality of life from 
diagnosis, throughout the cancer care pathway. It does this by helping to identify their physical, 
emotional, practical and financial needs, looking at how these could change in the future. It 
also uses an individual support and care plan to set out the support for the person and any 
actions they, or those caring for them, have taken or will take to address them. The Recovery 
Package makes sure that a simple summary of the treatment received is shared with the person 
who has cancer and their GP practice so both are aware of the potential short and long-
term consequences of the treatment. This eases the person’s transition between hospital and 
community settings. It also ensures any future issues are identified and addressed promptly. 
It provides the person who has cancer with ongoing opportunities to have a conversation 
with someone from their GP practice, so they can build a new support network and raise any 
concerns they may have.

Cancer care in primary care: A quality toolkit for general practice – Module Three: Supporting those living with cancer

Section 1: Cancer Care Reviews 
and Stratified Follow up

Introduction

https://www.nice.org.uk/guidance/ng56
https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/recovery-package
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With the Recovery Package being recognised in the NHS England Cancer strategy there is 
now a huge emphasis on ensuring that ‘every person with cancer has access to the elements 
of the Recovery Package by 2020’. The roll out of these interventions will better support and 
improve the quality of life of people living with and beyond cancer.

For this reason, reviewing patients using a structured template such as the Cancer Care Review 
template integrated in to EMIS Web is incredibly important to ensure appropriate management 
and signposting. An evaluation looking at perceptions of Cancer Care Reviews2 found that 60% 
of Primary Care Professionals viewed Cancer Care Review plans as being useful for patients; 
yet 50% of those interviewed undertook Cancer Care Reviews opportunistically, with only 64% 
having an agreed structure. 

With this in mind, this module encourages the practice team to consider how they organise 
Cancer Care Reviews, what they aim to cover during the review and how they document these 
and the benefits associated with community follow up of some cancers. 

https://www.england.nhs.uk/wp-content/uploads/2017/10/national-cancer-transformation-programme-2016-17-progress.pdf
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1. Cancer Care Reviews

 a)  Diagnosis can be a very difficult time for patients, meaning support from their 
Primary Care team is essential. We know that patients value engagement from 
their GP and the opportunity to discuss their diagnosis and on-going treatment 
with a medical professional that they know and trust3. 

   As a practice, how do you ensure that once a cancer diagnosis is received by one of your 
patients it is accurately coded to the cancer register? 

   Perform a search for all cancer diagnoses over the preceding 6 months using search 17. 
What proportion of these patients were contacted at the point of diagnosis? 

   Was this coded? 

 If so, what code was used? 

  If not, discuss the findings of your search with your practice team and agree a policy going 
forward for all patients to be contacted after a diagnosis of cancer and for this code to be 
used 8CL0.

   See Appendix1 for a letter template that you could use to contact patients. 

   After 6 months, repeat search 17 and run search 22 to outline how many people were 
contacted at the time of diagnosis. Reflect on any differences between these two searches. 
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   How many Cancer Care Reviews were carried out? 

 b)  A recent evaluation4 found that 78% of GP Cancer Care Reviews were carried out 
face to face with 16% done over the phone. Using search 23 and code .8BAV look 
back at completed Cancer Care Reviews over the last 6 months:  

   What percentage of these were carried out: 

 Face to face

 By telephone 

 Unclear

   Ideally, all patients should be offered the opportunity to discuss their cancer diagnosis 
face to face. As a practice, discuss how you feel about the method in which Cancer Care 
Reviews are carried out within your practice. 



36

   Discussion around diagnosis to ensure understanding of this 
   Treatment discussion including possible consequences covering the physical,  

emotional, financial impacts on quality of life and function
  Medication Review
  Prescription entitlements
  Discussion around patient and carer information needs
  Physical activity advice and signposting to local support services
  Signposting to Macmillan Cancer Support and other sources as appropriate

 c)  Evidence5 shows that Macmillan information resources can lead to an  
improved understanding of one’s condition, the ability to make the right  
decisions and fewer feelings of anxiety or loneliness following a cancer  
diagnosis. With this in mind, a good quality Cancer Care Review6 should  
aim to cover the following topics. 

  Reflect on the above list as a practice team and consider which aspects you currently cover 
with patients following a cancer diagnosis and/or treatment, and which may need to be 
incorporated in to future discussions. Detail this information below including any actions 
going forward. 

Cancer care in primary care: A quality toolkit for general practice – Module Three: Supporting those living with cancer

After 6 months, repeat search 23 and compare your findings with the above.

   How many Cancer Care Reviews were carried out? 

   What percentage of these were carried out: 

 Face to face

 By telephone 

 Unclear

https://be.macmillan.org.uk/be/default.aspx
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  Cancer Care Review template (Search 23) 

 e)  At the beginning of this project, complete the following searches for the preceding 
6 months. In the space provided below, note your findings in relation to the 
number of new cancer diagnoses within your practice over this period to allow  
for comparison.

  Cancer Care Review with Psychological Support (Search 24a)

  Cancer Cancer Review with Employment Support (Search 24b)
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   Cancer Care Review with Benefits Support (Search 25)

   Familiarise yourself with this updated Cancer Care Review template, particularly the 
recent additions of a patient information leaflet and prescription exemption information 
which can be printed out and given to patients following their Cancer Care Review. 

 d)  Search for the Macmillan Cancer Care Review template within your EMIS system 
by following this pathway: Templates & Protocols > EMIS Library > Primary Care 
Template > Macmillan Cancer templates folder in EMIS Library. 

  Cancer Diagnosis Discussed (8CL0) (Search 27)

  Cancer Information offered (.677H) (Search 32)

   Discussion about complications of treatment (8CP3) (Search 26)
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2. Work and cancer
  Individuals can choose to carry on working during treatment for cancer (with reduced 

hours or flexibility to allow for appointments and recovery), or can return to work following 
treatment for cancer with support from their employer. The law7 states that employers have to 
consider making reasonable adjustments to help patients to create a ’new normal‘. 

 a) Do you currently discuss returning to, or remaining in work with cancer patients? 

   Yes   No

 b)  Familiarise yourself with the guidance that Macmillan offers to healthcare 
professionals on supporting patients living with cancer to remain in or return  
to their jobs. Following this, reflect as a team on whether you would now 
feel more confident discussing work and cancer with your patients. Note any 
responses below. 

 f)  Ensure all members of the Practice team are using the Cancer Care Review 
template and suggested codes going forward. Repeat the above searches after  
a period of 6 months and note any differences below, reflecting on this.

https://be.macmillan.org.uk/be/s-573-work-and-cancer.aspx


39

 b)  Many patients, in particular those with prostate, breast or colorectal cancer 
are moving to supported self-management. There will be changes such as this 
happening within your area. 

   Find out more about these changes and agree a safe system within your practice to 
ensure that patient management plans are enacted going forward. 

   As a practice team, reflect on the potential benefits and risks for these patients and detail 
any thoughts in the space provided below. 
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3. Stratified follow-up

 a)  Run search 20 to collate a list of all patients within your practice who received a 
diagnosis of prostate cancer more than five years ago. Using the records of five of 
these patients, respond with ‘yes’ or ‘no’ in the table below. 

Patient Has a formal 
management plan  
in place?

Has regular PSA tests?Is still under 
Secondary Care 
follow up?

1

2

3

4

5
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Section 2: Late effects of cancer 
and consequences of treatment

1. Consequences of cancer and it’s treatment

  Make a list of what you perceive to be some of the most common long-term 
consequences of cancer and its treatment.

 a)  Spend some time familiarising yourself with the  
Macmillan and RCGP Consequences of Cancer Toolkit. 
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Use the infographic on page 41 to see how you did

http://www.rcgp.org.uk/clinical-and-research/toolkits/consequences-of-cancer-toolkit.aspx
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Prevalence of long-term consequences8

= 100,000 people

Around

350,000
people in England living  
with severe fatigue

Around

200,000
people living with moderate 
to severe pain after treatment 
to cure their cancer

Around

150,000
affected by urinary problems 
such as incontinence

Around

90,000
experiencing gastrointestinal 
problems, including faecal 
incontinence, diarrhoea  
and bleeding
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  How many patients are on it?

 b) Have a look at your Practice cancer register and carry out search 16 to consider:

   Using search 18, outline how many patients were diagnosed over five years ago.
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 c)  For those patients identified as being diagnosed more than five years ago, select 
five and examine their records. Using the Macmillan and RCGP Consequences of 
Cancer Treatment toolkit if useful, complete the below table. Take this table to your 
next Practice meeting and reflect on the answers given as a group. 

Patient Is it clear 
from the 
notes that this 
patient had a 
previous cancer 
diagnosis? 

Is it clear what 
treatment 
this patient 
received? 

Did this patient 
receive a Cancer 
Care Review?

List three 
potential 
consequences of 
treatment that 
you would need 
to be aware of 
for each patient.

1

2

3

4

5

With this 
information, do 
you think any 
of the patient’s 
recent health 
concerns could 
be related to 
their previous 
cancer and/or 
treatment?
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http://www.rcgp.org.uk/clinical-and-research/toolkits/consequences-of-cancer-toolkit.aspx
http://www.rcgp.org.uk/clinical-and-research/toolkits/consequences-of-cancer-toolkit.aspx
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   Familiarise yourself with Macmillan’s tips for managing heart health during and  
after treatment. 

   Share these tips with the broader practice team and discuss any changes in practice  
that you could make as a result of this information. Include a summary of this  
discussion below. 

 d) Many cancer treatments increase the risk of cardiovascular disease: 

   Are you aware of the benefits that physical activity can have with regards to  
consequences of cancer treatment?

   Yes   No

 e)  Physical activity can help patients to recover physically and mentally from cancer 
treatment, and has been shown to decrease the chance of recurrence and of 
acquiring a second cancer9.

   Do you discuss physical activity in your Cancer Care Reviews and other interactions  
with cancer patients? 

   Yes   No

   Are you aware of local physical activity services that you can refer patients to? 

   Yes   No

   Discuss as a practice how you could ensure that physical activity support and  
signposting is incorporated in to discussions with patients following a cancer  
diagnosis. Detail your thoughts below. 

https://www.macmillan.org.uk/documents/aboutus/health_professionals/consequencesoftreatment/hearthealthguide.pdf
https://www.macmillan.org.uk/documents/aboutus/health_professionals/consequencesoftreatment/hearthealthguide.pdf
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 f)  Many patients experience psychological consequences of cancer and it’s 
treatment which can affect quality of life from diagnosis onwards10. Are you 
aware of local psychological support services available for patients in your area? 

   Yes   No

  If yes, please provide a summary of the local services available. 

   If not, contact your local cancer lead to consider what support services are available  
to you. Ensure that this information is shared with the broader practice team. 

  Carrying out Cancer Care Reviews? 

 a)  Practice Nurses now lead on a large proportion of chronic disease management, 
and cancer is increasingly viewed as a long-term condition for many people.  
As a practice team, discuss how practice nurses could play a greater role in cancer 
care within your practice and note your responses below. 

  Opportunistic prevention advice? 

  Managing the long-term consequences of cancer? 

   Other?

2. The role of the practice as a whole. 
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  Increased knowledge of cancer as a disease and of cancer treatment.  
   Increased awareness of how to support people with cancer to self-manage  

(health and lifestyle), like patients with other chronic conditions. 
  Increased confidence in the ability to manage cancer as a chronic condition.
   Increased knowledge of the indicators of recurrence and what to do when  

indicators appear. 
   Greater insight and confidence around the ongoing needs of cancer patients and how  

to encourage them to be proactive and/or take action in managing their condition. 

 b)  Some practices now include cancer in their annual Long-Term Conditions review. 
An evaluation of a group of Practice Nurses trained in treating cancer as a long-
term condition revealed an11: 

 Have the nurses at your practice received any training in cancer? 

   Yes   No

 If not, based on the above, is this something you would consider? 

   Yes   No

 c) Do you hold regular practice meetings where new cancer cases are discussed?

   Yes   No

 d)  Are you aware of local Macmillan information and support services within your 
area that these patients could be signposted to? 

   Yes   No

 You can use our ‘In your area’ tool to find out what’s available locally.

3. Treatment Summaries
  Coding treatment modality allows relevant information about a patient’s condition to be 

recorded and shared in an efficient way. We know that individuals who have previously 
had cancer are at a greater risk of health problems related to their cancer treatment. 
It is therefore important to clearly record treatment modality to ensure that potential 
consequences of cancer treatment can be identified and managed effectively12.

 a)  Earlier on in this module, you performed search 17 for all new cancer diagnoses  
in the previous 6 months. 

   Using search 19, outline what proportion of these patients had their treatment  
modality coded.

https://www.macmillan.org.uk/in-your-area/choose-location.html
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   If the majority of these patients have not had their treatment modality coded, consider 
how you could do this as a practice and note down possible options below. This could 
involve using the Macmillan Cancer Care Review template on EMIS more often as this 
offers a quick way to code this information. 

   6 months after completing this search, carry out search 19 again to consider all  
new cancer diagnoses from the past six months. How many had their treatment  
modality coded? 

 b)  While we are aware that it is not yet common practice, a Treatment Summary  
(see Appendix 2) should be completed in secondary care after each phase of active 
treatment13. The aim of this summary is to improve communication between cancer 
services and primary care by providing the practice team and the patient with a 
concise document outlining the treatment received, ongoing care plan, potential 
consequences of treatment and any recommended actions for the GP and primary 
care team. 

   Have you received a treatment summary for any patients who were diagnosed in the  
past 12 months? 

   Yes   No

  An evaluation14 considering use of the Treatment Summary found that 79% of  
GPs thought it was useful or very useful, with 50% stating that it would change their 
management of a patient in primary care and 90% calling for its continued use.

https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/recovery-package?returnUrl=https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/recovery-package#297725
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Module Four
Identification and support for  
people with advanced serious illness

What proportion on your supportive and palliative care register have been reviewed 
using this template? (Search 30 may be helpful) 

Searches for Module Four

Remember to share your work, findings and reflections 
with your entire practice team.
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This module focuses on Advance Care Planning (ACP) and appropriate information 
sharing using Electronic Palliative Care Coordination Systems (EPaCCs) or Enhanced 
Summary Care Record (SCR) for advanced serious illness including treatable but not 
curable cancer. 

As patterns of illness change due to advances in medical treatments and technology, the role of 
the GP in supportive, palliative and end of life care is ever more challenging. Multi-morbidity 
and complexity are rising and more people, of all ages and with a wide range of conditions, 
can be considered to have physical, psychological, social, and spiritual supportive and palliative 
care needs1. Prolonged functional decline results in difficulties identifying the end of life, 
particularly for those with non-malignant conditions, but also for those with treatable but not 
curable cancer. GPs are more likely to be able to identify patients in the last years of their life, 
rather than the last year.

The term “palliative care” has become synonymous with end of life care; however, the General 
Medical Council defines people as “approaching the end of life” when they are likely to die 
within the next 12 months2. This was the basis of the ‘find your 1%’ campaign as this group is 
approximately 1% of a GP’s registered list3. This group includes those:

1. Whose death is imminent (expected within a few hours or days)

2.  With advanced, progressive, incurable conditions; general frailty and co-existing conditions; 
including those where there is a risk of dying from a sudden acute crisis in their condition.

The term ‘supportive care’ is used to describe care given to improve the quality of life of patients 
who have a serious or life-threatening disease, but who may well live longer than one year.  
The goal of supportive care is to prevent or treat as early as possible the symptoms of a  
disease, side effects caused by treatment of a disease, and psychological, social, and spiritual 
problems related to a disease or its treatment4. This group can form up to 2% of a GP’s 
registered list, and are often the same people that have been identified as being at risk of 
unplanned hospital admissions.

A proactive approach to care, with the opportunity for individual care planning and open and 
honest conversations with patients and their families is necessary.

Integrating a supportive and palliative approach earlier on into chronic disease pathways, 
rather than only at the end, can improve the quality of a patient’s experience.

Analysis of data from the National Survey of Bereaved People in England in 2015 
(Voices) confirmed that ACP was strongly associated with lower rates of hospital death and 
improvements in a range of quality outcomes.

Introduction

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

https://www.macmillan.org.uk/information-and-support/organising/planning-for-the-future-with-advanced-cancer
http://www.endoflifecare-intelligence.org.uk/resources/publications/epaccs_in_england
https://digital.nhs.uk/summary-care-records/additional-information#
https://digital.nhs.uk/summary-care-records/additional-information#
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
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ACP is possible if it becomes ‘everyone’s business’ in a healthcare community. Community 
nurses, care administrators and volunteers, as well as GPs, all play a valuable role in 
supporting the process. 

ACP is voluntary, and due to its sensitive nature should only be offered if the patient wants to 
talk, and if time is available for a meaningful conversation to be had. When ACP has been 
undertaken, a document such as the Preferred Priorities of Care could be used to record  
and share important information, providing the patient gives consent. 

Many people with cancer, as well as those with other life limiting disease, will benefit from 
the early offer of ACP conversations. For example, those undergoing active treatment with 
chemotherapy or radiotherapy for treatable, but not curable disease can often fail to get an 
opportunity to discuss wishes and concerns. 

Electronic Palliative Care Co-ordination systems (EPaCCs) or equivalent systems are an 
electronic way to capture and share information from ACP with other health professionals 
working in unscheduled care. EPaCCS are electronic registers, tools, and processes for sharing 
data that aim to enable access to information about dying patients. Striking outcomes have 
been reported around EPaCCS, such as 77.8% of ‘Coordinate My Care’ patients dying in their 
preferred place5. EPaCCS and similar alternatives have, however, been extremely challenging  
to develop and implement. 

Additional information in Summary Care Records can also provide good end of life data. 
Sharing a patient’s wishes can help to prevent avoidable admissions to hospital and also  
futile or unwanted attempts at resuscitation6.

This module encourages GP Practices to examine the quality of information contained within 
their electronic patient records, and to consider how effectively that information is being shared 
with other appropriate professionals. It is also designed to encourage an analysis of symptom 
control and care planning for those in the last years of life as well as the last weeks and days.

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

https://be.macmillan.org.uk/be/p-20526-preferred-priorities-for-care-ppc-document.aspx
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1)  Approximately 1% of patients on a GP’s registered list will die each year7. Supportive 
and palliative care registers help practices to identify when patients are in the last 
years of life (not just the last year), indicating when the offer of ACP conversations 
should be considered. 

   What proportion of your practice population are currently on a supportive and  
palliative care register? (Search will be in the QOF GP Contract so not included  
in the list of EMIS searches).

   As a practice, how do you identify patients who may be suitable for addition to the 
supportive and palliative care register?

2)  Do you consider the addition of patients who have a treatable but not curable cancer 
within your practice to the register? This could include those with metastatic prostate 
or breast cancer for example. 

   Yes   No

   If yes, how do you identify these patients?

3a)  Are you aware of the Macmillan Palliative Care Template within your IT system?

   Yes   No

 b)  What proportion on your supportive and palliative care register have been 
reviewed using this template? (Search 30 may be helpful)

 c) Who carried out these reviews?

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

  Deciding on a prognosis is increasingly challenging with the high incidence of comorbidity 
in our ageing population. The SPICT or The Gold Standards Framework introduction to 
proactive indicator guidance may be a useful resource for this.

http://www.spict.org.uk/the-spict/
http://www.goldstandardsframework.org.uk/Introduction-to-new-updated-PIG
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4)  Does your practice use prompts, such as a coded Cancer Care Review  prompt or  
Frailty Index (eFI) to promote the offer of ACP discussions and inclusion in a register? 

   Yes   No

If no, discuss as a Practice what the added value may be in this.

5)  Is written material available to support ACP conversations, such as the booklet  
‘Your Life, Your Choices, Planning Ahead’?

   Yes   No

If yes, please list what information is available and if not, visit Be.Macmillan  
to order relevant resources. 

6)  Patients value care that is high quality and coordinated. Efficient meetings in a 
primary care setting are of great importance in ensuring that the physical, social, 
psychological and spiritual dimensions of care are delivered effectively.

 a) How often do you hold supportive and palliative care meetings? 

 b) Who attends these meetings? Please tick all that apply

   District Nurses    Practice Nurses

   Community Matrons   Community Specialist Palliative Care Nurses

   GPs    Palliative Care Consultants

   GP Registrars   Practice Manager

   Medical Students   Other members of Practice team

   Clinical Nurse Specialists

 c) As a practice how do you record the discussions you have in these meetings?

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

 You may want to start using this code 98G going forward.

https://www.macmillan.org.uk/_images/carrying-out-an-effective-ccr_tcm9-297613.pdf
https://www.england.nhs.uk/publication/toolkit-for-general-practice-in-supporting-older-people-living-with-frailty/
https://be.macmillan.org.uk/be/p-20337-your-life-and-your-choices-plan-ahead-england-and-wales.aspx
https://be.macmillan.org.uk/be/default.aspx
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8)  General Practice is facing challenges with regard to increasing demand and  
limited resources. Delegation of tasks to trained personnel can make the process  
of improving supportive and palliative care more achievable. 

   Do you have a trained co-ordinator or administrator to help run meetings and to 
communicate outcomes to relevant colleagues?

   Yes   No

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

d)  An effective supportive and palliative care meeting should be prepared for in 
advance, should prioritise patients according to need and emphasise the importance 
of communication with the patient and their family among other things.

   Using this top tips resource as a guide, consider if and how the quality of these 
meetings within your practice could be improved. List your thoughts below. 

7a)  Most areas have introduced a form of Electronic Palliative Care Coordination 
Systems (EPaCCs). What proportion of patients on your supportive and palliative 
care register have been added to this system? 

 b) Do you code when out of hours services are notified about a patient? 

   Yes   No

 If not you may want to use this code going forward .9e0

9)  Carers play a vital role in supporting people with cancer and it is important that  
their needs for information, advice and support are addressed.8

 a) Do you have a dedicated carers lead within your practice? 

   Yes   No

 b) Do you have a process for identifying and supporting carers within your practice? 

   Yes (please outline the process)   No

https://www.macmillan.org.uk/_images/top-tips-supportive-and-palliative-care-meetings_tcm9-315966.pdf
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10)  A recent pilot found that 60% of the GPs involved did not feel ‘confident’, or  
‘very confident’ in initiating conversations around end of life, although many  
were experienced in providing end of life care. After initiating conversations  
around end of life care, these GPs felt relief and satisfaction with nine out of  
ten patients continuing the conversation9.

   Have you and the rest of the practice team received training in having important 
conversations about individualising care for patients in the last years of life?

   Yes   No

   If yes, did you find this useful and what was the source of training?

   If not, would it be useful for you to access further training on this if it  
was offered by your CCG? 

   Yes   No

11)  We know that people nearing the end of life who document their decisions in a 
personalised plan will experience better care10.

   Review the 10 Top Tips for Advance Care Planning as a practice team and  
discuss how you could structure future conversations around advance care planning. 
Outline key actions below. 

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

 c)  Macmillan GPs have developed a set of tips for supporting carers within Primary 
Care. At your next practice meeting familiarise yourself with these tips and consider 
whether any existing processes within your practice could be improved, or any new 
processes put in place as a result. List your thoughts below. 

https://www.macmillan.org.uk/_images/ten-tips-advance-care-planning_tcm9-300169.pdf
https://www.macmillan.org.uk/_images/top-tips-supporting-carers_tcm9-300126.pdf
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12)  With the support of your administrative team if appropriate, look at patients  
who have died within the last 6 months. How many of these were on the supportive 
and palliative care register? 

  On reflection, are there any patients who were not on the register but who you feel should  
have been?

   Yes   No

Answers given below will need to be taken to a practice meeting to be discussed. 

13)  With the support of your administrative team if appropriate, select five patients 
who have recently died and who were on your supportive and palliative care 
register. Of the five records from patients who have died:

a)  Is there evidence of advance care planning (ACP)? 

b)  Is there evidence of DNACPR? 

c)  How many of these five patients had key information shared electronically on EPaCCs, SCR 
or an alternative system?

d)  Early consideration of prescribing anticipatory ‘just in case’ medications is considered 
to be good practice to help with pain control etc.11 How many records show evidence of 
anticipatory medication being prescribed, or considered?

e)  How many of these five patient records, which include detail about the patient’s wishes 
show that the patient died in the place of their choice? 

   Reflect on whether this is going well for patients at your practice.

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness
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15)  Identify five patients from your supportive and palliative care register who are likely 
to be in the last weeks/days of life.

  Of the five records from patients with advanced disease and likely to be in the last 
weeks/days of life. 

a)  How many records show evidence of having had a discussion with a health professional 
about their individual needs and wishes (ACP)?

b)  If there evidence of discussions around DNACPR? 

c)  How many of these five patients have key information shared electronically on EPaCCs, 
SCR or an alternative system?

d)  Early consideration of prescribing anticipatory ‘just in case’ medications is considered  
to be good practice to help with pain control etc.11 How many of these patients would it  
be appropriate to prescribe anticipatory medication for and if so has this been done?

e)  Do the patients have a documented preferred place of care/death?

f)  Call a practice meeting, or use part of a Supportive and Palliative Care Practice Meeting,  
to reflect on the responses given for both sections above and if necessary form a plan to 
improve ACP including documentation and sharing of this information going forward. 
Detail information about your current plan or improvement plan below. 

Cancer care in primary care: A quality toolkit for general practice – Identification and support for people with advanced serious illness

14)  Do you have a bereavement protocol in place to make sure patients have access to 
bereavement care when someone close to them has died? See Appendix 3 for an 
example of what this could look like. 

   Yes   No
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Further reading/useful resources

  http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/
MAC15371BereavementE01P04lowres20160129MC.pdf

  https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/
palliative-end-of-life-care.html#299994

  https://www.macmillan.org.uk/_images/no-regrets-talking-about-death-report_tcm9-
311059.pdf

  http://endoflifecareambitions.org.uk/

  http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/
MAC15371BereavementE01P04lowres20160129MC.pdf 
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http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/MAC15371BereavementE01P04lowres20160129MC.pdf
http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/MAC15371BereavementE01P04lowres20160129MC.pdf
https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/palliative-end-of-life-care.html#299994
https://www.macmillan.org.uk/about-us/health-professionals/programmes-and-services/palliative-end-of-life-care.html#299994
https://www.macmillan.org.uk/_images/no-regrets-talking-about-death-report_tcm9-311059.pdf
https://www.macmillan.org.uk/_images/no-regrets-talking-about-death-report_tcm9-311059.pdf
http://endoflifecareambitions.org.uk/
http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/MAC15371BereavementE01P04lowres20160129MC.pdf
http://be.macmillan.org.uk/Downloads/CancerInformation/LivingWithAndAfterCancer/MAC15371BereavementE01P04lowres20160129MC.pdf
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Appendix 1
1. Template letter following diagnosis
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Appendix 1(continued)
2.  Template letter when main course of treatment has  

finished/Treatment Summary received

Cancer care in primary care: A quality toolkit for general practice – Appendix
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Appendix 2
Treatment Summary template

Cancer care in primary care: A quality toolkit for general practice – Appendix
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Appendix 3
Springwell Medical Group
Protocol for notification of death

Cancer care in primary care: A quality toolkit for general practice – Appendix

Actions for Reception/Admin Staff
  Once informed of a patient death the following steps should be taken:
  E-mail all practice staff (there is a group All Staff on the Emis system).
  Leave a message for the District Nurses via SPOC (5025837)
  Record patient died and location as significant active on the Emis system.
  Print out an RIP patient summary for Michele to take to the partners meeting.
  Inform by telephone the hospital records department.
  If diabetic patient complete notification form to the screening department  

(found on Alchemy in the Diabetes Folder)
  Prescribing staff to inform chemist if relevant.
  Check if patient has ambulance booking. If yes ring to Ambulance Service to cancel.
  Look in Patient Tasks to see if there is anything outstanding. If there is complete.

Actions for Practice Manager
  Record details in the relevant book.
  Add to the agenda for the next partner’s weekly meeting.
  Partners to decide if telephone call or visit appropriate.
  If the patient has a Health & Social Care Plan inform Integrated Teams Care Co-coordinator 

via e-mail.
  Send a sympathy card and information on local bereavement services to the family.

Reviewed 23.2.2107.
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You’ll know that cancer can affect everything. Health, relationships, 
finances, and more. At Macmillan, we’ve been helping to ease  
the practical and emotional consequences of cancer since 1911.  
Today you can call on us whenever you feel the people in your care 
would benefit from extra support.  

As the UK’s leading cancer support charity, we can provide a range  
of services to complement your vital work, giving you the resources  
you need to help people live as full a life as possible

Working with you, we can be there for people during treatment, help  
with job and money worries and will always make time to listen if 
someone needs to talk. Whatever’s needed – be it help with benefit 
applications or emotional support for the whole family – we can work 
together to transform how people live life with cancer.

From diagnosis, for as long as we’re needed, we’re here to help  
you support the people in your care and their loved ones.  
Visit macmillan.org.uk/professionals for more information  
about our services.

Macmillan Cancer Support, registered charity in England and Wales (261017),
Scotland (SC039907) and the Isle of Man (604). Also operating in Northern Ireland. MAC16991_v2
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