NICE suspected cancer guidelines: summary
In the UK, about 1 in 3 of the population develops cancer in their lifetime. Many patients present to
primary care with symptoms that could be due to cancer, and we face the difficult challenge of
detecting cancer early while avoiding unnecessary investigation and referral of patients with benign
disease.
Overall, these guidelines (NICE 2015, NG12) have much to celebrate for primary care. They were
updated in 2017 to reflect a change in recommendations from using the guaiac FOB test to using FIT
testing (for early diagnosis of colorectal cancer and in the national screening programme from 2019),
and updated again in 2020 and 2021 to offer more specific guidance on when to request a FIT test.
The new guidelines are based strongly on evidence derived from UK general practice, and they offer
more flexibility and room for clinical judgement; but, because of this, they are complex and tricky to
use. They are also unable, at this stage, to address possible concerns about over-diagnosis and overinvestigation, and we will have to wait some time to assess this.

Why do we need new guidelines?
A BJGP editorial eloquently summarised the problem we faced with the 2005 NICE referral guidelines
(BJGP 2013 DOI:10.3399/bjgp13X660607):
•

The national audit of 2ww referrals showed that only 11% of these were ultimately diagnosed with
cancer.

•

57% of cancers were diagnosed outside the 2ww route.

•

There is overlap of symptoms for different cancers, and selection of the ‘wrong’ 2ww pathway can
delay diagnosis.
Since the previous NICE guidelines on referral for suspected cancer were published (NICE 2005,
CG27), more evidence has become available on the predictive value of symptoms presenting in
primary care. After consultation, NICE has now updated these guidelines, which are strongly
influenced by this primary care research. We have included a summary here.
If we want to detect more cancers at an earlier stage, we need to have a lower threshold for primary
care tests and for referral. Here are the headlines (NICE 2015, NG12).
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Organisational and statistical change
•

The guidelines are presented in two ways – firstly by cancer (lung, oesophageal, etc.) and
then by symptom (abdominal pain, weight loss, etc.).

•

To improve the early detection of cancer, the guideline development group decided to lower
the threshold at which patients with potential symptoms of cancer are referred. The threshold
is expressed as the positive predictive value (PPV). The PPV of a symptom is the proportion of
people with the symptom that actually have the cancer.
o

In the previous guidelines, most of the recommendations were based on symptoms with a PPV of
>5%.

o

In the updated guidelines, many symptoms have PPVs of 3% (and even lower in relation to
children and young people, or primary care tests such as PSA and CXR).

•

There are now specific recommendations about safety-netting and information to give to
patients with suspected cancer.

Clinical changes
•

An FBC is obviously useful to look for anaemia and haematological malignancies, but is
also useful in other cancers.
o

Raised platelets are part of the referral criteria for lung, oesophageal, gastric and endometrial
cancers.

o

A raised white cell count in those with non-visible haematuria is a trigger for bladder cancer
investigations (if aged 60y or older).

•

Colorectal cancer changes:
o

A faecal immunochemical test (FIT) is now recommended for people without rectal bleeding but with
unexplained symptoms that do not meet the criteria for a suspected cancer pathway referral. If the
test is positive, they should be referred along the suspected cancer pathway (DG30 2017). There are
also specific criteria for when we should request FIT – these can be found below.

o

The cut-off for iron deficiency anaemia has been removed (primary care research suggests that
more cases will be picked up using a cut-off of Hb ≤12 in men and Hb ≤11 in women – this was
included in the draft, then removed).

o

Abdominal pain has been added as an important symptom.

o

‘Change in bowel habit’ no longer specifies looser/more frequent stool.

•

We are offered specific guidance on when to do a PSA.

•

Direct access imaging is recommended for suspected pancreatic cancer (CT scan) or CNS
cancer in adults (MRI scan), although many GPs will not yet have access to this.
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When using the guidelines:
•

Start with the patient’s presenting symptom(s). This may suggest several possible cancer
diagnoses.

•

o

Cross-reference symptoms to the guideline for each cancer suggested.

o

If the patient presents with multiple symptoms, look at the guideline relating to each symptom.

The guidelines are flexible and expect GPs to use their clinical acumen. If you have a
high suspicion of cancer, act on the suspicion even if the patient does not meet the
criteria. Equally, if you have a high suspicion, do not be reassured by a negative
test.

Remember as you read these: one of the reasons they are so complex is
because they are attempting to capture clinical acumen and the
complexities of the diagnostic process on a piece of paper. I think what
they are saying is ‘Be a doctor!’, and here are some broader guidelines that
will help you to access more urgent investigations for a wider selection of
your patients. We urgently need an integrated IT package to support the
use of these, and Macmillan is on the case.
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Safety-netting
NICE reminds us of the importance of safety-netting, specifically:
•

Ensure the results of investigations are reviewed and acted on by the person who ordered the test
(or specifically handed over to another appropriate person).

•

Remember the possibility of false negative results, particularly CXRs, FOBs and CA 125.

•

Consider a planned review with people with symptoms that are associated with an increased risk
for cancer but who do not meet referral criteria.
o

Plan this within a specific timeframe agreed with the patient.

o

Give patients information about what new symptoms to look out for and what to do if symptoms
worsen, recur or persist.

What IT support is available?
Given that the guidance is so unwieldy, there is a real need for a pragmatic and easy-to-use IT
support package which helps us pick out at-risk patients without flicking through more than 100 pages
of symptom protocols! Macmillan is on the case, and hopefully NICE-specific packages will be
available soon.
At the current time, there are options that help to pick out high-risk patients:
•

The QCancer database can be freely used by patients and professionals (see Useful websites
below).

•

Symptom Checker (based on QCancer) is currently being integrated into EMIS, and it is hoped that
Vision and other packages will follow. This can be used for individual patients.

•

Cancer Decision Support tool is an extension of the above which is currently in development with
Macmillan. It will run the Symptom Checker as a batch process and flag patients as high risk,
enabling surgeries to consider proactively contacting them and arranging further investigations.
This is similar to systems that have been used to identify patients at high risk of diabetes. However, it
is a much more difficult conversation to phone a patient and say that they need further assessment for
possible cancer!
Having said all this, the reason the NICE guidance is so complex is because it is trying to
cover every possible scenario and to put clinical acumen onto paper. Hopefully, in many
cases, it will support a more urgent referral based on our gut feeling – if we can just find the
right section of the guidance to quote…!

Here we present the guidance first by type of cancer, and, further on, by symptoms/signs.
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Recommendations by type of cancer
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Recommendations by symptoms or signs
Patients present to us with symptoms and signs that may have several malignancies as
differential diagnoses. NICE has recognised this by presenting its recommendations as an
A–Z of symptoms and signs with possible underlying cancers. We have summarised below
what we think are the more common primary care presentations where there are important
cancer differentials to consider.
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SUMMARY Suspected cancer referral: NICE guidelines
•

Updated to take account of best primary care evidence.

•

Now use lower PPV thresholds of 3% for symptoms for adult cancer, and even lower in
childhood cancer and for recommending primary care tests.

•

FBC has an important role in looking for:
o

Anaemia (colorectal cancer).

o

Raised platelets (lung, endometrial, oesophageal and gastric).

o

Raised white cell count (bladder cancer).

•

Colorectal cancer referral guidelines have changed substantially (see Colorectal
cancer article)
o

Faecal immunochemical testing is recommended as a rule out test in low but not no risk people.

o

Removed cut-off for iron deficiency anaemia (think 11g/dL women, 12g/dL in men).

o

Abdominal pain and any change in bowel habit now important.

•

Direct access imaging for pancreatic (CT) and CNS (MRI) cancers is recommended.

•

Guidelines are presented by symptom as well as cancer site – this is comprehensive but
difficult to use.

•

A supportive IT package is urgently required – until this is available, RATs and QCancer
may be helpful
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