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My guess is that clinicians are quite 
used to sitting opposite wide-eyed 
patients who greet their diagnosis 
with “I’ve never heard of that 

before”. But when the person saying this has just 
been diagnosed with the fourth most common 
cancer in women, perhaps alarm bells should 
start to ring. 

The evidence that women have not heard 
of womb cancer before diagnosis is anecdotal 
– from focus groups, small-scale surveys and 
personal contacts. While the media are full of 
stories about ovarian cancer, breast cancer and 
cervical cancer, there is rarely a mention of 
womb cancer. Yet it is the most common cancer 
in women after breast, lung and bowel. 

There may be many reasons for this, but one 
must be lack of research. The media are prompted 
to cover a particular cancer either because there 
is a high profile “victim” (think Kylie Minogue for 
breast cancer or Jade Goody for cervical cancer) 
or because there is a new research trial either 
starting or finishing. Womb cancer has neither a 
high profile spokesperson nor is there much in the 
way of research. Yet it is a disease that is imposing 
a huge burden on women and health services, and 
one that is set to rise in the future. 

That’s why the Womb Cancer Alliance is an 
important development – and we would urge 
those with a professional or personal interest in 
womb cancer to read on and get involved. 

Womb cancer: the facts
Womb (or uterine/endometrial) cancer is the 
fourth most common cancer in women, with 
around 8,500 diagnosed cases a year – that’s 
an average of 23 women a day [1]. It is the ninth 
most common cause of cancer death with 
around 2,000 deaths a year – that’s nine a day. 
The incidence and mortality are rising – and are 
predicted to rise in coming years. In the UK, the 
incidence increased by 43% since 1993-1995 from 
13.8 per 100,000 female population to 19.7 in 
2007-2009. Mortality also increased by 14% from 
3.2 to 3.7 per 100,000 [2]. 

Womb cancer incidence and mortality rates 
vary across the UK, with new diagnoses most 
common in Wales and Northern Ireland. Despite 
overall improvements in 1- and 5-year survival 
since the early 1990’s, there are variations in 
survival rates across the UK, with most notable 
differences for 5-year survival [2]. Womb cancer 

is a disease associated with age and almost two-
thirds of cancers occur in women aged 55-75. 
Survival is significantly worse in older women. 

Three-quarters (77%) of womb cancers 
diagnosed in the UK are endometrioid 
adenocarcinomas, in which exposure to 
unopposed oestrogen is a significant risk 
factor. This helps explain the lifestyle risk 
factors (obesity, age, diabetes, never having had 
children, taking HRT and tamoxifen therapy for 
breast cancer) and the possible reasons for the 
exponential rise in incidence rates over the past 
two decades. 

Obesity is the most significant risk factor for 
oestrogen-related womb cancers; according to 
Cancer Research UK Data, one-third (34%) of 
womb cancers are linked to being overweight or 
obese [3]. While observers note that increasing 
trends in obesity coincide with increasing womb 
cancer incidence, this is not the full story. 
Scotland has the lowest rate of womb cancer 
in the UK, but some of the highest rates of 
obesity, whereas in Wales and Northern Ireland 
the opposite is true. One explanation may be 
that there are fewer hysterectomies carried out 
in the UK these days, which means that more 
postmenopausal women retain their uterus and 
are at risk of developing the disease. For many 
women who present early with postmenopausal 
bleeding, the outcomes are good. More than 
three-quarters will survive for at least 10 years. 

Not all womb cancers are the oestrogen-
dependent type. Among the less common womb 
cancers are serous carcinoma, clear cell carcinoma 
and carcinosarcoma of the uterus (also known as 
malignant mixed Mullerian tumour, MMMT). These 
are all highly aggressive forms of cancer, typically 
presenting late and with poor prognoses. 

Treatment includes surgery, typically total 
hysterectomy and removal of the Fallopian 
tubes and ovaries, followed by radiotherapy and 
chemotherapy. 

Womb cancer research
There is very little womb cancer-focused research 
taking place in the UK. From a patient perspective 
and looking at publicly accessible information, 
the Macmillan Cancer Support site mentions 
one trial (PORTEC3, looking at radiotherapy and 
chemotherapy after surgery) while the website 
patient.co.uk could find zero trials in the UK.  NHS 
Choices [4] yields a few more – just 16 actively 
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recruiting in April 2015, although many of 
these are very small scale and limited to 
only one hospital.  An active blogger and 
tweeter, DC is in touch with many women 
diagnosed with womb cancer via social 
media. Not one is involved in a clinical trial. 

Perhaps this lack of research is linked 
to perceptions about the disease: 
that most women present early with 
postmenopausal bleeding and can be 
treated successfully, often with surgery 
alone. But, again, this is not the whole 
story. Survival decreases with age, but 
also with stage at diagnosis. The best UK 
data – and they are out of date and from 
a small sample – show that 5-year relative 
survival ranges from 95% at Stage I to 14% 
at Stage IV for patients diagnosed during 
2002-2006 in the former Anglia Cancer 
Network. Even Cancer Research UK, which 
cites these figures in its public website, 
suggests that these data be treated with 
caution [1].

The paucity of data is a recurring theme 
in womb cancer. In general, UK clinicians 
are using international FIGO (International 
Federation of Gynaecology and Obsetrics) 

staging guidelines [5], but the most recent 
report on gynecological data quality and 
completeness shows there are still gaps 
[6], particularly on ethnicity.

The prevailing lack of research is 
reflected on biomedical literature 
databases, including PubMed, Medline 
and Embasse. There is no consensus about 
what womb cancer should be called, 
with different countries, specialties and 
groups variously using womb, uterine 
and endometrial cancer – which makes 
searching for published evidence trickier. 
Nonetheless, a search for ‘endometrial 
cancer’ yields around a tenth of results 
compared, for example, to a search for 
‘breast cancer’. Top ranking journals, which 
publish only the best research from an 
international perspective, similarly identify 
a shockingly disproportionate dearth of 
data supporting advances in understanding 
of the causes of womb cancer, how it might 
be prevented, and progress in screening, 
diagnosis and treatment (Figure 1). 

Perhaps because of this, changes 
in clinical practice are taking place 
without robust evidence to support 

them. For instance, as many as 23% of all 
hysterectomies in the US are performed 
robotically, many of them for womb 
cancer and for women with very high 
body mass indices (BMI). Yet a recent 
Cochrane review [7] found that not only 
was there no advantage to robotic surgery, 
but that none of the studies included 
women with womb cancer. The Cochrane 
Review highlights how such treatment 
decisions for womb cancer lack evidence 
to support change and may be driven by 
industry or physicians with conflicts of 
interest recommending new technologies 
to patients without honest discussion of 
the evidence [8].

The Womb Cancer Alliance
Good-quality research that addresses 
the needs of patients and caregivers (and 
informs clinical guidelines) is needed 
urgently. This is why in 2014, a group of 
healthcare professionals, patients and 
charity representatives came together to 
form the Womb Cancer Alliance, based at 
the University of Manchester [9]. 
Our mission is to: 
• Identify the important womb cancer 

research questions that matter to 
patients, carers and clinicians

• Determine the ‘top 10’ research 
priorities and set about sourcing funds 
to address them

• Raise public awareness about womb 
cancer

To this end, we are conducting a national 
survey to identify womb cancer research 
questions that are important to patients, 
their carers and healthcare professionals 
with clinical experience of womb cancer 
[9]. Because there is so little womb cancer 
research underway, we don’t really know 
where to start. That’s where we would 
like you to get involved. We need you to 
help us identify the unanswered questions 
that matter so that we can direct research 
effort appropriately. 

WOMB CANCER

Figure 1: Knowledge gaps in womb cancer. Further research is needed urgently to improve our understanding of what causes 
womb cancer; how it might be prevented, screened for and treated; and how it should be managed when it recurs.

Table 1. The Priority Setting Process: establishing the ‘top ten’ research priorities in womb cancer

1 Womb Cancer Alliance assembled with patients, healthcare professionals, charity representatives and a James Lind Alliance advisor

2 Protocol drawn up, website established, ethical approval for national survey obtained, stakeholders and partners assembled 

3 Survey launched; questions collated from patients, carers and healthcare professionals

4 Questions collated, sorted and checked; duplicates deleted; existing literature searched to determine which are genuine uncertainties 
and which have already been answered by research

5 Long list drawn up by Steering Group, using established methodology

6 Prioritisation survey launched on line; long list whittled down to a short list

7 Final Priority Setting Workshop; final ‘top ten’ research priorities determined 

8 ‘Top ten’ research priorities in womb cancer published in academic journal and disseminated to patients and the public
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In collaboration with the James Lind 
Alliance [10], we are following proven 
methodology to gather questions via 
an open online survey (Table 1). These 
will be collated, sorted, and checked to 
remove duplicates and ensure that they are 
genuinely unanswered questions. A shortlist 
will be posted online, and stakeholders 
will be asked to rank research questions in 
order of importance. The ‘top 10’ will be 
established during a final priority-setting 
workshop in December 2015. Workshop 
participants will include members of the 
Womb Cancer Alliance and any survey 
respondents who wish to be involved. 
Patients, their families, and caregivers will be 
particularly welcome.

Key points: 
• Womb cancer is common yet few women have heard of it pre-diagnosis

• The incidence and mortality are rising

• There is a lack of research including good quality clinical trials in womb cancer 

• Some changes in clinical practice are taking place without research or evidence 
to support them

• The Womb Cancer Alliance is surveying patients and healthcare professionals to 
identify top research priorities 

• Your input to this survey is invited at http://www.cancer.manchester.ac.uk/
wombcanceralliance/survey/ 

• The question gathering survey is now closed. The prioritisation survey will be 
open from 1st October to 30th November 2015. Please participate in the survey 
and help set the national direction of womb cancer research
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