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It’s time for change

Thousands of people die due to cancer diagnosis delays in the UK every year.1 Children and 
parents, friends and family… cancer delays devastate each and every one of us indiscriminately. 

But if other developed countries can treat people quickly, why can’t we?2  

Mission Remission is a community-run charity of cancer survivors. We’re campaigning for 
policy change that will help ensure faster diagnosis. We hope you’ll add your voice to our call: 
Something’s Not Right!

We’ll make recommendations addressing the areas contributing to delays, including issues 
with referral guidance, data, and how the system listens to mistakes.

Our awareness campaign will help worried patients gain the confidence to say ‘Something’s 
Not Right’ and will ensure doctors know to take their words and symptoms seriously. 

My wife faced six GP appointments before they referred her 
for tests. It was only when I said ‘enough is enough’ that 
they took her symptoms seriously. They discovered she 
had stage 4 lung cancer, which was too late to treat.

Without her, nothing will ever be the same. Not a day 
has passed by without the darkest of thoughts. I don’t 
know how to deal with my emotions. I’m told that the 
rawness will abate, but I don’t even sleep anymore.

-Richard, who recently lost his wife



Four Key Issues

Record numbers of cancer patients wait too long for treatment.3 When people face delays, 
their cancer is likely more advanced, and, crucially, less treatable.4 This needs to change. 

We’ve spent the past three years speaking to hundreds of patients, clinicians, and health 
commissioners to identify the issues. Looking beyond the much-publicised NHS funding 
discussions, this is what we’ve found:

Lack of Information & Loss of Autonomy
 � People don’t always raise symptoms with their doctor when they appear. Often, 

they’re worried about over-burdening the NHS, or being perceived negatively. British 
culture discourages us from admitting when something’s not right.5

 � People report feeling ‘lost in the system’. They’re unsure which NHS services they’re 
allowed to request, when to return if symptoms don’t clear up, and where to seek 
advice if they become lost while waiting for scans.

Slow Referrals
 � GPs state cancer symptoms are difficult to diagnose. Often, they aren’t making prompt 

referrals.6

 � Referrals are often classed as ‘routine’, despite the patient showing signs of cancer. It 
means patients wait several months, rather than weeks for scans.

The Wrong Data 
 � Cancer treatment targets are based on the wrong data – they exclude the majority of 

those who go on to have cancer.  They only track those referred as having suspected 
cancer, however over 50% of cancer patients are never suspected of having the 
disease (up until their diagnosis).7 National learning from these targets are therefore 
missing most people.

 � Data is siloed, not tracking the total sum of waiting time through the system, only 
reflecting waits in individual clinical settings (i.e. solely in GPs, or a hospital). Thus, 
clinicians aren’t able to make informed decisions on compounded waiting times, nor 
are health leaders making informed decisions on possible improvements.  

Dissemination, Learning & Collaboration
 � There are few opportunities for patients to report mistakes so 

learning can result, and little opportunity to collaborate on 
improvements. There are no systems in place to consider 
suggestions from the public for policy changes.

I was referred to a psychiatrist and told that my symptoms were in my head. 
They said I was just stressed out because of uni. Eventually they found an 

8cm tumour.
-Hodgkins Lymphoma Survivor



Campaign for Change
‘Something’s Not Right’ is a two-pronged cross-media campaign focusing on solutions to 
these issues. Initial findings8 already suggest policy recommendations we’re looking forward 
to exploring and pushing further:

 � ‘Something’s Not Right’ – Feel, Say, Act – We’ll encourage people and clinicians to 
use and recognise the words, ‘Something’s not Right’ to trigger swift diagnosis. It’ll 
invite deeper discussions on detailed symptoms.

 � The Birth of ‘Health-Keeping’ - To prevent being lost in the system, individuals need 
useful, personalised communication. In the same way individuals do their ‘banking’, 
they should be able to do their ‘health-keeping’. To achieve this, we need truly useful 
health data that doesn’t just help clinicians make decisions on care, but helps patients 
lead autonomous, healthy, happy lives. Patients should be given information on:

 � The next steps and timings on the treatment journey 
 � When to return if symptoms don’t resolve or worsen
 � What services are available on the NHS
 � Who is responsible and where to go for help
 � The decisions they can make to help themselves 

 � Symptom Trackers – Investment needs to be made so that technology is in the 
hands of patients. The development of symptom trackers will allow people to track 
symptoms themselves. This will allow them to feel more in control of their bodies, 
and allow the system to track diagnosis and treatment from the very first sign when 
Something’s Not Right.

 � Treatment Targets – Using data from symptom trackers and GP appointments, 
targets should track people from the first sign ‘Something’s Not Right’, so the whole 
pathway is evaluated.  And targets should be based on reality. There should be a 
target that tracks all cancer patients, not just the minority who are referred as ‘urgent’.

 � Dissemination of Ideas – National learning needs to occur, and the dissemination of 
ideas should be paramount to NHS transformation. Dissemination should be a priority 
everywhere: between research institutions & healthcare providers; between providers 
in different settings; and between clinicians themselves.

 � An Innovation Fund – To collaborate with the public and the voluntary sector, we’ll 
call on the NHS to develop an innovation fund, so people can pitch people-powered 
ideas for change.

I went to the GP for over a year, all the while 
feeling unbearable pain. They told me I had 

sciatica, but after I went to A&E they found I 
had lymphoma. I have a CT scan and biopsy 

tomorrow. My fingers are crossed for a 
positive outcome… as far as it can be.

-Paula, facing lymphoma treatment



How Will We Make This Happen?
A Community Movement – Our community of cancer survivors is 12,000 strong, with over 100 
people in our advocacy team raring to go. Both in person and online, we’ll work together to call 
for change, through social media, political campaigning, regional health advocacy, and peer 
support. We’ll share powerful stories and films of our community and their ideas for change. 

Survey: Long Term Effects of Late Diagnosis – We need more research on the long-term 
effects of delayed diagnosis for those that do survive. Surgery, chemotherapy, and radiotherapy 
are often more invasive for more advanced cancers. Many of our community now face serious 
physical and psychological ill-health due to diagnosis delays, preventing them from leading 
normal, healthy lives after cancer. 

Working with a research organisation, we’ll identify the impact of late diagnosis on the severity 
of long-term effects of cancer for 250 survivors, seeking ideas for change and opportunities 
for improvements. This will provide a media hook for our wider campaign.

‘Something’s Not Right’ Media Campaign – We’ll work hard to ensure our campaign features 
prominently in the national media, building on our strong connections. We’ve already had 
campaigns run in the Mail, Telegraph, and Guardian, as well as regional and specialist health 
papers.

Petition - Government & Politicians – Working from the survey results, we’ll petition the 
government seeking targeted solutions to the issues raised. 

I’d already waited a year for my GPs to believe me and to 
refer me for hospital tests. But the referral they made wasn’t 
an urgent one, so I waited over five months in the hospital 
system too. Not even A&E would help me. Due to all the time 
it took, my cancer was advanced and my treatment was 
really aggressive. I’ll face life-long health problems now.

-Brain cancer survivor
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In this world of guidelines and pathways there’s a 
worrying loss of trust. We don’t give importance 
to what patients are saying, or how they feel 
about their own body. We’re losing trust in 
the clinician’s art or skill too. With the forms 
and checklists, the words ‘something’s not 
right’ fall between the cracks. Referrals get 
downgraded, quite literally, because the 
computer says no.

- GP & breast cancer survivor

We Need Your Help
To achieve change, we need to unite behind this mission. If you could support with any 
contribution, you can help save thousands of lives: 

 � £200 – will help us pay for our monthly advocacy meetings, so that our campaigners 
are supported to advocate for change in their local areas and with politicians, united 
in their call that ‘Something’s Not Right’.

 � £2,500 – will pay for developing, marketing, and analysing the survey results so 
that we can identify the long-term effects of delayed diagnosis, and so the ideas of 
patients can inform recommendations for improvements.

 � £25,000 – will allow us to recruit an organiser to lead the project: working with our 
community; delivering advocacy groups; reaching out to key advocates, health 
leaders, and politicians; and running the media and social media campaign.

www.justgiving.com/missionremission

http://www.justgiving.com/missionremission

