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“One does not see those who are in the dark.“ 
           — Bertolt Brecht 

The emergence of womb/uterine cancer as a health issue requiring more research, 

public awareness campaigns and information packages is slowly gaining momentum.  

Womb/uterine cancer is a late-comer to public consciousness in relation to other 

female-specific cancers.  Breast cancer awareness undoubtedly leads the way with 

cervical cancer campaigns strengthening their profile. 

This report seeks to bring attention to how change can be more effective when 

medical and social science work together. Such co-ordinated efforts can deliver holistic 

views to multiple audiences and drive agendas to more effectively serve women, their 

families and the communities they live and work in. 

The report draws on research undertaken in the early part of 2013 to bring out of the 

darkness the experiences of women who have or are currently being treated for 

womb/uterine cancer.  

While medical research on womb/uterine cancer is slowly growing in the UK, largely as 

a result of funding by Wellbeing of Women, there is a dearth of social research on 

women with womb/uterine cancer.  

We hope this is just the beginning. 

Jane Dennehy  & Rachel  Beverley-Stevenson 

 Wellbeing of Women is a registered charity, England & Wales 239281, Scotland SC042856 



Introduction 

In the UK the relationship between cancers and charities underscores a generally positive 

philanthropic general public. Yet in much publicity material around donating, the focus is 

on the stories of families and friends who have lost people to cancer. It could be argued 

that a ‘fun run’ or similar is an active response, which allows people to feel they have 

arrested some control of the effects of cancer in their lives.  The cancer charities are 

particularly skilled at harnessing this need in people to ‘do something’, responding with 

organising activity-based fundraising — and long may it continue. 

Womb cancer has yet to connect on any scale with the general public despite an increase 

and predicted future increase 

in diagnoses in the 21st century. 

But because we live in a 

consumer driven world, no demand generally means no supply, which for womb cancer 

means limited awareness, information and financial support.  

One of the overriding findings in this research is that ‘cancer’ has become an all-

encompassing generic term, yet the reality discovered in the stories of women with 

womb cancer is a picture that portrays the experiences of cancer generally — and womb 

cancer specifically — is not generic but as unique and individual as each person 

diagnosed. No two stories — no two experiences  — are the same.  

The report begins by summarising the landscape of media coverage and the work of 

interest groups on womb cancer to present a snapshot of the information available. The 

research findings draw out themes and provide insights helpful to multiple audiences, 

including individual women with womb cancer, their families and friends, healthcare 

professionals and employers of women with womb cancer. 

This research was commissioned by One Medicare in partnership with the Gender Hub 

who conducted the data collection and analysis.  It was undertaken in association with 

Wellbeing of Women the national healthcare charity who fund medical research on 

women-specific illnesses including womb/uterine cancer.    

“No two stories — no two experiences — are the same.” 
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Look who’s talking 

Who Is Talking About Womb Cancer? 

In September 2012, the Eve Appeal (gynaecology cancer research fund) and the National 

Forum of Gynaecological Oncology Nurses (NFGON) worked to produce a womb cancer 

consensus statement supported by Sir Mike Richards CBE, the National Clinical Director 

for Cancer.  

The consensus statement forms part of the Womb Cancer Awareness Project, which is a 

useful start but requires broader dissemination to fulfil its intent.   

The statement provides the following facts: 

♦ Womb cancer is the most common gynaecological cancer in the UK with more 

than 7500 cases diagnosed each year. 

♦ The UK has been reported as having poorer survival rates than other European 

countries. 

♦ The predicted rates of diagnosis are expected to increase by 33-53% by 2020 as a 

result of lifestyle changes. 

♦ The risk factors are being overweight, being over 50, having type 1 or 2 diabetes 

and having excess exposure to oestrogen. 

♦ In the statement it was agreed that public awareness was low and that diagnosis 

relies on invasive investigations. 

♦ What was agreed in the statement is the need to push womb cancer up media, 

policy and research agendas, and to raise awareness to increase early detection. 

Newspapers and Magazines 

Media in the UK, especially newspapers and magazines, remain important for not just 

informing and reflecting news and views but giving voice to different sections of society. 

The Daily Mail has the most stories about womb cancer and these are linked to a variety 

of different research findings. These include: drinking coffee reduces the risk and not 

having any or fewer children,  having a sugary diet and using talcum powder increases the 

risk.  
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Look who’s talking 

Other stories in the Daily Mail comment on new treatments and early detection tests. 

Between  April 2010 and April 2013 twelve womb cancer stories were identified, including 

a recent interview with Emma Forbes, a Wellbeing of Women ambassador. 

Between September and December 2010 a number of  UK regional newspapers picked up 

womb cancer research stories  reporting on the use of the transvaginal ultrasound (TVS) 

as an early detection device and the use of a contraceptive coil to deliver hormones to 

potentially reduce womb cancer growth. 

Good Housekeeping carried an article in its March 2013 edition which covered various 

women specific cancers including womb cancer. 

In April 2012, The Independent carried a story which reported an increase (20%) of women 

dying from womb cancer in the UK in the last decade.  

Websites 

The NHS website has a section on womb and uterine cancer, which also provides links to 

Eve Appeal, Macmillan and Cancer Research UK. On these sites useful information about 

symptoms, diagnosis and treatment can be found with, additional information about the 

impact of treatment on life.  

Wellbeing of Women carry information on endometrial/uterine cancer with a list of 

symptoms, common myths and details about the research they fund.  

Social Media 

The role of Facebook and other social media has been important for sharing information 

and womb cancer is no exception. Womb Cancer Support UK Facebook page was created 

on April 11 2011 and has over 600 likes; the website for the group has 120 members. It 

appears  this is the only specific support group for womb cancer in the UK  and is run by 

two women who have been through womb cancer diagnosis and treatments.  
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Look who’s talking 

Media Related Issues 

What is apparent is how much of the available information on womb/uterine cancer relies 

not just on having internet access but being proficient in English, social media and the use 

of search engines. 

This situation is potentially a challenge, as research predicts rises in womb/uterine cancer 

generally and in particular one high risk group: women from lower socio-economic 

groups, where diet is often nutritionally poor but where literacy rates are also likely to be 

below average.  
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About the project   

The primary aim of this research was to collect the stories of women who had been 

diagnosed and treated for womb cancer. While the core of analysis explores the content 

of the stories to draw out themes, what became evident in the early stages of examining 

social science, medical science and feminist literature was the issue of terminology. In 

order to frame the context of womb cancer it is considered useful to examine discourses 

of women’s reproductive health and how this is understood and discussed by women in 

everyday life.  

The Methodology 

Social scientists often go into people’s lives at difficult and stressful times to record their 

stories and this project is no exception. Yet this makes the project unique. 

Qualitative research is often used to explore areas of the social world where knowledge 

is limited, and womb cancer is an example of such a situation. 

In devising the methodology the key consideration was recognising the sensitivity of the 

subject itself combined with the issue that the women were likely to be at different 

points in their diagnosis, treatment and healing. 

The Methods 

The methods to capture the experiences of women with womb cancer were surveys and 

interviews. Qualitative research was the framework used.  

During the early stages of identifying a sample with the help of Womb Cancer Support 

UK, it became clear that interviews in person or by phone were unlikely to result in a 

suitable sample.  

The women in the support group highly value their anonymity and prefer to 

communicate in a virtual world using Facebook and private groups. 
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About the project   

As a result, a two-pronged approach was designed: firstly a short survey posted on the 

Facebook page of Womb Cancer Support and also their website in March 2013. The 

survey questions were supplied to the founders of the group to ensure they were 

comfortable endorsing the project prior to them posting links on their website and 

Facebook platforms.  

 At the end of the survey the women were invited to supply their details in order to take 

part in a more in-depth interview using their preferred option which was email. (Only one 

person was comfortable talking on the phone and none in person.) 

One of the key issues was to ensure confidentiality and this meant that the only way to 

get the interviews was to engage in an email conversation. To ensure confidentiality, age 

and geographical location was not asked and all the data was held on an encrypted non-

networked computer. 

In the past ten years email interviewing has increasingly been  utilised as an acceptable 

method  of gaining information by social scientists and academics. In this project it 

allowed the respondents to take their time to tell their story and for some this resulted in 

up to five instalments, producing very rich data.  

The Sample 

The first survey with the Womb Cancer Support UK members (WCS) resulted in 44 

responses. Of the 44 surveys, 35 people requested further information, 7 declined and 2 

did not answer. The 35 women were contacted with an in-depth series of questions which 

could be answered in sequence or used as a prompt to tell their stories. 

 A combination of response formats were submitted by ten women over a period of four 

weeks in March/April 2013. 

A similar survey (GHS) was put ‘into the field’ via the Gender Hub networks to examine 

discourses on women’s reproductive health. In a two-week window in March/April 2013, 

69 responses were collected, with respondents originating in the UK, Italy, US, New 

Zealand, Australia, Brazil and Portugal. Most were now living in the UK. 
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Words and meanings 

 

A further survey was sent via One Medicare to their health centres over a three-week 

period in April/May 2013 and resulted in 13 responses from GP’s, Advanced Nurse 

Administrator’s (ANA) and support staff. 

Terminology relating to diseases of women’s reproductive biology has widespread clarity 

in some areas i.e. cervix and cervical cancer, breasts and breast cancer, ovaries and 

ovarian cancer. In the early stages of designing this research it became apparent that not 

everyone used or understood the word ‘womb’. Other terms included ‘uterus’, ‘uterine’ 

and ‘endometrial’.  

♦ Of the 69 responses to the Gender Hub Survey (GHS), 25% use the term ‘womb’, 
42% use ‘uterus ‘and 33% use both terms. 

♦ Of the 44 responses to the Womb Cancer Support Survey (WCS) 40% use ‘womb’, 
7% ‘uterus’, and 53% use both terms. 

♦ Of the 13 responses  from One Medicare 25% use the term ‘womb’, 37.5% use 
‘uterus ‘ and 37.5% use both. 

Aligning with Science 

The preference for ‘uterus ‘appears to originate in its location as a medical term. Using 

‘uterus ‘suggests a conscious desire by some women to move away from the term 

‘womb’.  

 

 

For some women the term womb is interpreted as reinforcing traditional gender roles. 

Women’s health began gaining attention in the 1960s and ‘70s when charities like 

Wellbeing of Women, academics and second wave feminists came together to improve 

the position of women in society. This prompted finding new ways and means to 

empower women to take charge of their bodies using education and awareness of 

female specific health issues. 

 

 

I prefer ‘uterus’ because it’s more scientific. I think ‘womb’ has a connotation that goes along with 

traditional gender roles; woman as caretaker, as protector of children. (GHS) 

I do not think of ‘womb’ as a medical term. In America we use the term ‘uterus’ and I am surprised to 

see/hear it used in the UK by medical professionals and on medical information websites. (GHS) 
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In an age of global information sharing, accepting the interchanging of some terms is 

likely. But it is worth considering whether the use of ‘womb’ only, is bound in an older 

generation compared with those using ‘uterus’ and ‘womb’, or uterus only. 

 

 

 

However, in contrast to the science of the uterus, the term womb for some women 

remains grounded and portrayed as housing the essence of being a woman. 

 

 

Suggesting women who use the term ‘uterus’ are not connected to their reproductive 

self is complex and beyond the scope of this report. If the term ‘uterus’ is viewed purely 

as scientific, it may present a barrier to communicating with women about their bodies. 

Similarly, being neutral about ‘womb’ and ‘uterus’ can also make it difficult to encourage 

women to connect with health awareness messages.  

Women’s reproductive biology is physically hidden, complex and difficult to understand 

because of its unpredictable and changing nature.  

From puberty to menopause women are uniquely positioned to understand when 

physical changes make sense and when they don’t. Yet too often this sense of self is not 

as encouraged as it should be by medical professionals and women generally. 

 

 

 

My female friends and family members and I regularly discuss issues to do with the ‘uterus’. We 

never use the word ‘womb’ and when my mother had a hysterectomy we discussed the removal of 

the ‘uterus’. (GHS) 

I think ‘womb’ has a reproductive connotation (when I was in the ‘womb’) while ‘uterus’ is more 

scientific and neutral, so more suitable if women do no identify with their reproductive self.  (GHS) 

Words and meanings 
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Religious Associations 

Connections between the womb and religion are well documented throughout the 

history of Christianity and the role of the ‘Virgin Mary’. Both respondents below have 

religion as a point of reference for wombs and reflect further associations with 

conservative attitudes.  

 

 

 

 

The spectrum of interpretations emerging from the respondents in relation to the words 

and meanings associated with womb/uterus certainly point to the clear need for clarity in 

awareness and education campaigns . 

Motherhood and Pregnancy 

For some women, pregnancy is the first time their womb or uterus has their full 

attention. What is interesting about the responses below is, while pregnancy books use 

the term uterus, for some women the verbal association of pregnancy and motherhood is 

with the word womb.  

 

 

 

 

 

 

Words and meanings 
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‘Womb’ reminds me of the prayer ‘Hail Mary’, which I learned as a Catholic child. It sounds old- 

fashioned and dated. (GHS) 

The people I hang out with use ‘uterus’ slightly more than ‘womb’. If there’s any distinction, I guess I 

would picture ‘womb’ being used more by fussy/conservative/more religious types who would say 

‘pass away’ instead of die. (GHS) 

I’m pregnant and reading baby books, so ‘uterus’ is most common in my life right now. (GHS) 

I normally associate the word ‘womb’ when women are talking about pregnant women. (GHS) 



 

The contrasting usage in different books and information sources combined with 

different reasons for seeking out such sources illustrates the need to dig deeper into 

what associations people have with words and their meanings. 

The following respondents add their thoughts to the mix. 

 

 

 

Mothers and Daughters 

As the respondent below shares , some mothers with young daughters are using both 

terms, yet the respondent makes a distinction between biology and reproduction, with 

the latter a dimension beyond biology. This reinforces the complex nature of women’s 

bodies not just in function but also in form. 

 

 

The relationship between mothers and daughters is particularly important for teaching 

about where to get information and when to ask for help. Supporting this group with 

materials is likely to be a good investment.  

Furthermore, for girls who do not have mothers able to provide guidance and support, it 

is important to encourage awareness of women’s health generally. 

 

 

 

Words and meanings 

I generally see womb as bit older and more rooted to traditional ideas of motherhood. Whereas, I 

use uterus more regularly, especially in feminist humour, critiquing public discomfort with women’s 

health. (GHS) 

I find the word womb produces a stronger connotation of womanhood and motherhood than 

uterus. (GHS) 

I have two daughters aged 10 and 15 and we often talk about biology and reproduction. Both these 

words come up. (GHS) 
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Day to Day Usage 

While accepting that a large number of people understand both terms, it is important to 

accept that whichever term one uses in day-to-day life is likely to resonate more acutely 

with them.  

 

It should be remembered that not everyone reaches the same point in relation to 

women’s biology at the same time and this extends well beyond adolescence. As this 

respondent shares, her views and sensitivity towards words like womb and uterus have 

progressed since she recognises how disconnected she was from the subject and all it’s 

associated terms.  

 

 

 

Womanhood: Beyond the Biology 

Mapping different perspectives is useful for understanding how society and its norms can 

influence individuals. The respondent below is not just very comfortable with the word 

womb she espouses an essence of something beyond biology which she does not 

associate with uterus.   

 

 

 

I used to think ‘womb’ and ‘uterus’ were ugly, unwieldy words. I think it’s really useful not to be 

embarrassed about female reproductive biology or to have it as a taboo subject. I think its talked 

about (seriously and jovially) much less than male reproductive biology and many people still seem 

to think there’s something dirty and uncivilised about it. (GHS) 

Words and meanings 

I have always loved the word ‘womb’ there is something ethereal, natural and beautiful about that 

word. It always reminds me of the word woman and it can immediately conjure up a sense of peace 

and shelter. ‘Uterus’ I only use when referring to a more medical issue. (GHS) 

I have nothing against the word ‘womb’, but I never use it. (GHS) 
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Similarly, this respondent shares the idea women own their ‘womb’ and how this is 

distinct from the medical fraternity who own the word ‘uterus’. This insight is shared by a 

number of women in the project and will be discussed in later sections.  

 

 

 

This concept of ownership is further explored by this respondent, who shares her 

experience of having to fight with a surgeon to claim the right to keep her uterus. She 

saw no reason to remove it when her issue was an ovarian cyst. 

 

 

 

I Was Diagnosed With… 

The respondents in this section have all been diagnosed with some form of womb cancer 

and their experiences are used to share how the use of different words can be confusing 

in a situation which was highly personal and stressful.   

The preference for the word ‘womb’ is strong for the first two respondents.  For one 

woman womb was easier to understand suggesting her knowledge of her biology was 

framed by the term ‘womb’ rather than ‘uterus’. The second woman strongly associates 

with her womb as being where the cancer was and therefore it was her womb that was 

removed.  

Words and meanings 

I personally feel that ‘womb’ cancer is easier to understand. (WCS) 

I prefer ‘womb’. That’s where the cancer was, that’s what they removed. (WCS) 

It’s just as well that I don’t have problems talking about my womb since when I had surgery to remove an 

ovarian cyst, the consultant was keen to also remove my uterus ‘to save problems in the future’. He 

thought since I was 48, I would be keen to take up his offer. I had to be very assertive to ensure he did no 

such thing. (GHS) 
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I would say ‘womb’ is a more generally used lay term and something which women ‘own’ as a body 

part. In my experience most [educated} women are happy with and understand the term ‘uterus’ 

but often use it as a more distant term relating to medicine and science and less personal to them. 

(GHS) 



Introducing ‘endometrial’ as a third term certainly added confusion to the respondents 

below when they were diagnosed with endometrial cancer. It is hard enough to imagine 

how to process a cancer diagnosis without confusion about what part of you actually is 

cancerous. 

 

Being conscious of multiple terms and using them in day-to-day language is not the same 

thing. For this next respondent confusion is understandable when she is presented with 

processing the whole family of terms. 

 

 

On reflection, there is clearly a sense of frustration with doctors using terminology which 

is not widely understood by patients. The point is well made in the observation below 

comparing other terminology of female biology. 

 

 

 

 

It is testament to the following respondent’s sense of purpose that we see her 

lobbying for ‘womb’ as the term to be used by medical professionals. Finding a 

balance between the different terms will continue to be problematic given the 

range of views explored in this report.  

Further work is required to bring some clarity to the issue of terminology and 

encourage better communications between medical professionals and women. 

 

Words and meanings 

I had never consciously heard of ‘uterine ‘but know of ‘uterus’ and ‘womb’. However, I was told I had 

endometrial cancer. (WCS) 

If we don’t call it mammarian cancer we shouldn’t be calling it endometrial/uterine cancer. It is in a 

womb. Womb cancer is the right name.  

When I was initially diagnosed I had no idea where my endometrius was until I asked. What is the point 

of confusing cancer patients?  Does it serve any medical purpose to confuse them or make it hard to 

find support and resources? (WCS) 

‘Endometrial’ was [the] term used when I got diagnosed; it’s very confusing with all the different terms. (WCS) 

I have endometrial cancer and [am] not sure why it has three names for the same thing. (WCS) 
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Struggling with medical jargon is obviously a challenge and this is compounded when 

different doctors write not just different words but different diagnoses.  

The respondent below, diagnosed with endometrial carcinoma, is dealing with 

treatments, recovery and returning to work.  

 

To get sick notes that say different things is confusing not just to the patient but to the 

person receiving the sick notes. Among the confusion of terms are inconsistencies that 

could be addressed by medical professionals. 

The information age appears to know no bounds, yet, as shared by the respondent 

below, information about womb cancers is limited. The UK was exposed as offering 

limited information, often driving people to American discussion boards. This example 

illustrates how individuals get individual cancers and while that cancer might be of the 

womb, there are any number of other variables. 

 

 

 

The issue of information and how it is provided will be discussed in more detail in the next 

section. 

 

Words and meanings 

On my sick notes one doctor put ‘post-operative stress’, the other ‘endometrial carcinoma’. (WCS) 

I have been diagnosed with papillary serous carcinoma and could find little information except it is 

rare and aggressive. I gleaned most information from American discussion boards. Cancer UK has 

one line and Macmillan sent me the same information. (WCS) 

Endometrial cancer was the term most commonly used when I was diagnosed ten years ago. Since 

then I have been lobbying for ‘womb’ to be used by medical professionals. If they can call a breast, a 

breast, they can call a womb, a womb. (WCS) 
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Information - Right Message, Right Place, Right Time 

All respondents answered questions about whether there was enough information 

available about womb cancer. Almost everyone (98%) from the three different samples 

answered with a resounding – NO.  

The top three sources for general women’s health information are the internet, doctors, 

other health professionals and friends/family.  

For the women who were diagnosed with womb cancer the top two sources for 

information were websites/social media and oncology consultants. Cancer research 

websites are the most popular search criteria for a third of the women.  

Quality Not Quantity 

That knowledge is power is certainly true, yet access to vast amounts of information does 

not translate to having knowledge. The respondents below reflect how difficult it is to 

understand available information and how misunderstandings can result. 

The first two women have experience in women’s health from campaigning and 

educational perspectives and suggest some information can be misleading without some 

knowledge and expertise in the subject. 

 

 

 

An example of how information can be distressing is shared by a respondent who, on 

diagnosis, and without any information from the medical professionals, went to the 

Cancer UK website and read about life expectancy. 

 

 

Information 

Even the consultant that diagnosed me, the hospital and the GP gave me no information. I was so 

scared; I had a breakdown when I went onto the cancer UK website (still not over the scare) that said 

five years life expectancy was good. (WCS) 

If I didn’t work at a reproductive rights organisation, I think I could easily be misled. (GHS) 

I did work for a women’s health charity for a number of years so I know who to ask and where to 

look. (GHS) 
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Information 

The next respondents are honest about how, without appropriate knowledge and the 

right sources of information, individuals are at the mercy of search engines spouting 

websites that are difficult to assess for accuracy and quality content traceable back to 

credible sources. 

 

 

 

The information gap in respect of womb/uterus cancer is glaring, and across all the 

groups where data was collected this was almost unanimous. But in a digital age, 

information is a broad concept and so it is important that information provided is well 

researched and meets specific needs.  

Building Awareness 

Building awareness about women’s health issues generally may be overlooked by 

different organisations, believing there is enough information available and consequently 

assuming a degree of basic knowledge.  

Below, a medical student appears to support the notion that while accurate information 

is available, significant gaps exist.  

 

 

 

The delivery of information in the UK often relies on health charities to fill the gaps that 

mainstream health providers are unable to fulfil. Information provision requires 

resources, which are currently under intense pressure in all sectors, placing limits on what 

can be achieved. 

Furthermore the delivery of such information is not always easy to access. Resolving both 

these issues could certainly make a huge impact on the lives of men and women who are 

seeking clear information about women’s health. 

Because I am a medical student I am well informed and know where to find accurate information. I 

do find that many things aren’t talked about or mentioned – for example the fairly high rate of 

dyspareunia (painful sex) and its potential causes. (GHS) 

It’s easy to get most health info if you can understand it. (GHS) 

A lot of the available information seems to be riddled with assumptions and myths that have 

nothing to do with reality. It’s hard to find objective information. (GHS) 
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Information 

It is also important to recognise when designing awareness campaigns that information is 

not always passed on from one generation to another.  

This respondent makes an important contribution to thinking about how each generation 

is distinct from the ones before. In an age that is highly sexualised it is widely 

acknowledged that some young women are sexually literate but biologically illiterate. As 

such, messages to young girls and women need to reflect an understanding of emerging 

cultural influences. 

 

 

 

Comparisons with other awareness campaigns are a logical place to begin an analysis of 

what information is available about womb cancer. As the next respondents point out, if 

they had known about womb cancer they would have been in a stronger position to 

understand their own symptoms and get to their doctor.  

 

 

 

 

 

Time continues to be an important factor in the fight against any cancer, as an early 

diagnosis is always preferable. The relationship between time and awareness is therefore 

key. This means  there is a need for more targeted information about symptoms.  

 

While women in their 20’s seem increasingly aware of STIs and the like, they don’t seem to have 

much understanding of their own biology or physiology. They seem very dependent on medical 

professionals to interpret their bodies for them. (GHS) 

More national campaigns. Every woman knows about breast/cervical/ovarian cancer,  but hardly any 

know about womb cancer – unless they have it. (WCS) 

I feel that there is hardly any information available regarding womb cancer. I would like to see a pro-

active initiative to make women more aware of the signs and symptoms… If I had known this, I 

would have gone to my GP earlier and, hopefully, it would have stopped it spreading. I left it too late 

and it had spread. (WCS) 
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Information 

Breaking Down Stereotypes 

High risk groups often become the stereotype for specific cancers. Womb cancer 

currently has a number of associated characteristics which refer to age (older) and body 

type (overweight). In Western society this profile is often associated with marginalised 

and discarded women who have become invisible to society at large. Recent employment 

tribunals that feature older women and TV broadcasters who claim to have been sacked 

because of their age bear witness to such on-going marginalisation.  

The following comments from three women diagnosed with womb cancer demonstrate 

how prominent stereotyping is and how, for some women, such stereotyping can delay 

diagnosis. 

 

 

 

 

 

 

While information about symptoms is vital,  we need to make people aware that a clear 

test for one type of cancer does not mean an all clear from other cancers. The following 

woman shares her experience of how a lack of connected information is potentially 

dangerous. 

 

 

 

Although I had heard about it, I was ignorant. I assumed, because I had a clear smear test a few weeks 

before I started to stain, I was OK. There is not enough awareness of this condition. (WCS) 

There needs to be so much more information out there so as to destroy the myths and stereotypes 

of the women who suffer from this disease. (WCS) 

Posters and leaflets on signs and symptoms making sure women realise it isn’t a disease which 

effects women over 60. It can happen at any age. (WCS) 

I don’t think GPs have enough information and also medical people should not categorise it by right 

age, size etc. (WCS) 
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Information 

 

 

Cancer statistics have long been used to educate the public and to secure funding 

and attract donations.  Such cancer statistics are often presented in terms of life 

expectancy rates. It was therefore not a surprise that people with a cancer diagnosis 

gravitate toward this information as they try and process  and understand their 

diagnosis. But with better and more accessible information about womb cancer, 

women and their families are less likely to be at the mercy of naked statistics and 

dramatic internet stories.  

 

 

 

 

 

 

 

Womb Cancer Has Specific Information Needs 

Womb cancer, like other cancers, has a road map that usually begins with a diagnosis: a 

series of treatments often including an operation, chemotherapy and radiotherapy, 

followed by a period of recovery and then healing.  

For women with womb cancer, it is likely they will face a hysterectomy, and with that 

comes surgically induced menopause, if they have not already reached this biological 

point. A number of the women felt uninformed about menopause as an outcome and 

experienced a huge information gap. 

Stay positive, ask questions, and don’t get scared by the bad stories on the internet and worry about 

things that might not happen to you. (WCS) 

All cancer patients should be wary of statistics. When a consultant says you only have two years to live, a 

patient can reply that she is an individual and is going to be among the people who live much longer. It 

worked for me. The most important gift of all in cancer is HOPE. Please do not assume the worst. (WCS) 

Even when the consultant diagnosed me, I got no information. Also got nothing from the hospital or my 

GP. I was so scared I had a breakdown when I went onto the cancer UK website and read that five years’ 

life expectancy is good. (WCS) 

It is easier to access information about other female cancers than womb cancer. Even some 

professionals seem to be under the impression it is an older woman’s disease. (WCS) 
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Information 

 

 

 

 

When women are sent home to recover it is clear that recovery is not quite so 

simple. Many women need to  rebuild their lives. As such, information which 

supports and advises women of the possible challenges emotionally and physically 

was  identified by respondents as important but lacking.  As one woman shares, 

depression was an issue for which she was ill-prepared.  

While depression may affect cancer patients generally, womb cancer’s low profile 

may possibly deny patients ready access to broader cancer information; that already 

exists.  

Bringing attention not just to womb cancer as a set of symptoms and treatments but to 

the whole roadmap from diagnosis to healthy living is important. This can ensure where 

possible resources — especially information — can be more effectively shared.  

As the respondent above shares, it is possible to be given good information that 

addresses the needs identified by other women. This is a bright spot that should be built 

upon. However, without the desire to share existing best practice, bright spots cannot be 

developed, and getting good information continues to be a matter of chance. 

Three years on still suffering, need more information about aftercare. Depression affects many women 

after cancer. (WCS) 

There is nothing before diagnosis, Macmillan have a book you are given, but nothing in the follow up. 

(WCS) 

Although there is quite a lot of information out there, I feel there is very little regarding the warning 

signs etc as well as a distinct lack of information regarding problems that may be experienced i.e. the 

effects of surgical menopause. (WCS) 

Definitely need information about the aftereffects of surgical menopause. (WCS) 

I was given a folder from my hospital that had lots of information; what happened, treatments and 

aftereffects. (WCS) 
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The Voices of Womb Cancer’s Women 

This section shines a light on the experiences of women diagnosed with womb cancer.  

While it gives individual respondents an opportunity to mark a point in time by recording 

their history of an event, what is clear is how every person thrust into a diagnosis of 

womb cancer (and, likely, all cancers) experiences a period of destabilisation in all aspects 

of their lives.  

It also provides the researchers with first-hand material with which to build a cohesive 

and illuminating description of a situation. 

At the end of this section will be points for consideration that are intended to inform 

further discussion, debate and action.  

Diagnosis 

For the women in this project, their GP was the first point of contact for their health 

concerns. While we would all like to believe we are entitled to receive the best health 

services, such an ideal remains aspirational. What emerges in some of the stories are 

patterns of attitudes and behaviours that should concern health professionals, medical 

and social researchers and those groups/charities that advocate and work on issues of 

women’s health. 

I Am Not Being Listened To 

A number of women expressed that their GP was slow (or reluctant) to listen and this has 

long term impacts on the relationships between doctors and their patients.  

Annie shares how it took two years to be referred and that the catalyst for action was the 

introduction of  the option to ‘go private’. 

 Personally, I feel very let down by my GP…it was only after I had said enough is enough (after two 

years) we need to investigate further (and I would pay privately) did he refer me. (Annie) 
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Lisa also had to push for action.  

 

 

 

 

 

Such a pattern of inaction can be accentuated by the stereotypes of womb cancer that 

may prevent doctors from looking beyond the symptoms and looking for a reason. For 

too long women have been dismissed as having hormonal reasons for their ill-health. 

Such attitudes need to be adjusted in society and in the delivery of medical services.  

Lisa’s story has communication failures throughout. It is unimaginable to be told over the 

phone the treatment (a hysterectomy) before being given a diagnosis. Such a story 

presents a picture of a medical professional who is disconnected from the person, the 

patient, Lisa — a woman with a life, friends and family. 

Penny, unfortunately, was a recipient of several GPs’ unconscious bias and stereotypes 

regarding menopausal women being hormonal and unable to assess their own physical 

changes. Sadly, it was not until Penny started haemorrhaging that medical action was 

initiated. 

 

 

 

 

Took my textbook symptoms to two different GPs’ and was told, ‘it’s your age’, ‘it’s a normal part of 

menopause’ and best of all perhaps, ‘it’s your imagination’. Five years after my first visit and 

haemorrhaging uncontrollably a third GP acknowledged it wasn’t normal. (Penny) 

After several visits to my GP I was prescribed iron tablets for anaemia. I eventually persuaded them to 

give me an ultrasound which showed a polyp, which was removed. I was told to go back to my GP if 

there were any further problems.  

Two weeks later I got a phone call at work to say I had an appointment to see a gynae consultant. That 

evening the consultant called and said I would be needing a hysterectomy but would discuss the 

reasons on Monday. I was told I had womb cancer but did not fit the profile being younger and 

smaller. (Lisa) 
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In a similar way, Eve was told that her symptoms were hormonal.  

 

 

 

When people are seeking answers for unexplained symptoms, time is likely to seem 

endless and Eve does suggest that four months was four months too long. Without a 

clear process and schedule of appointments it is understandable waiting times are 

considered unacceptable.  

Actions Speak Louder Than Words 

The core message of many cancer awareness programmes is the repeated advice to visit 

your GP with concerns, especially when one experiences physical changes. For Belinda, 

Kate and Val their GPs instigated examinations of the symptoms to find out what was 

wrong. What these experiences reveal is a pattern of good practice by many GPs, who in 

seeking answers and recognising their role as gatekeepers, refer women for tests and on 

to medical specialists. 

 

 

 

 

 

I visited my GP on another matter and mentioned some bleeding. Within a few weeks I received an 

appointment for the gynaecological department…when I came back to talk to the consultant, I saw 

by the box of tissues on the desk that it was not going to be good news. (Belinda) 

I saw my GP about something else and mentioned my spotting. He felt that I needed to get it checked 

out urgently and referred me to the hospital. Within a week I had an appointment and after a scan 

and hysteroscopy I was diagnosed. (Kate)  

My GP was extremely effective and my appointments for scans and biopsies came through really 

quickly. I can only thank him. He did everything he could. (Val) 

My GP assured me my symptoms were nothing to worry about and [were] probably a hormonal 

problem. But I returned to the GP and was referred to a gynaecologist; this was four months after I 

first presented with symptoms. Four months after diagnosis I went into hospital for the 
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The value of GPs pushing women to have regular smear tests is clearly beneficial. 

However, it should always be understood that smear tests only detect abnormal cells in the 

cervix and having a clear test does not mean a woman is free of other gynaecological 

cancers (e.g. womb/uterine cancer).  

If Only Getting a Diagnosis Was Straightforward 

It is often hospitals and not GPs, who become the primary care provider as symptoms 

worsen. Perhaps with more information about womb cancer Mia may have been in a 

better position to seek medical advice earlier and lessen the major impact of being 

admitted as an emergency.   

 

 

Dawn shares her story of getting a diagnosis after she had tests and was discharged with 

a clean bill of health.  In what reads like a litany of bad and insensitive communications 

and processes, Dawn was recalled to the hospital for an MRI. Unable to get answers she 

used the internet to find out why she might need an MRI scan. 

 

 

 

My diagnosis came from a routine smear test and was called to the hospital for a colposcopy. When I 

got my diagnosis I was numb and it seemed like it wasn’t happening to me. I felt like I was going 

through the motions but not taking it in. (Clem) 

I went to my GP and was treated for a urinary infection, but when the tests came back negative, my 

GP referred [me] to a gynaecologist. I then had a hysteroscopy which I was told was normal in the 

form of a letter to my GP.  

I then received a call from the consultant’s office wanting me to make an appointment – I said ‘I had 

been discharged’ – but alarm bells started going off.  

The next day I received an appointment for an MRI scan; I didn’t know why but went to NHS website 

where it said MRI is [the] next step if cancer is found. When I saw the consultant she apologised for all 

that had happened. (Dawn) 

I was admitted to hospital as an emergency and was then referred to a gynaecologist, so my GP was 

not involved. (Mia) 
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While the consultant apologised, the question remains; what was done to ensure such 

events were not repeated? This is a remarkably calm and considered reflection. A 

testament to Dawn’s resilience, her story contributes valuable insights to how diagnosis 

of womb cancer can occur.  

Hair Loss 

For some women hair loss from chemotherapy is a concern. Others seemingly less so... 

 

Belinda’s experience was different. Her chemotherapy was cut short because of the 

detrimental impact on her, yet it was too late to avoid losing her hair. 

 

 

Hair loss for women is a very public sign and is regularly identified with someone 

undergoing cancer treatments. Yet women of all ages continue to be bombarded with 

images of what is considered physically attractive and acceptable. Baldness for women is 

rarely a lifestyle choice unlike for men. Hair loss remains a social taboo for women which 

hides behind wigs and scarves shielding the reason for the baldness.  

Hysterectomy – Effects and Outcomes 

For women it can be argued there are distinct biological milestones which are not always 

easy to understand (puberty, pregnancy and menopause) because they are different for 

every woman. The demand for information is a logical requirement at each stage. 

Evidently there is a considerable amount of information about puberty and even more for 

pregnancy, yet menopause seems to have been forgotten for women generally. 

I had a radical hysterectomy. This was followed by chemotherapy which, affected me badly. This was 

stopped but unfortunately I had lost my hair by then. (Belinda) 

I actually found losing my hair quite liberating. It was like saying goodbye to the hair also meant saying 

goodbye to the cancer. (Mia) 

26 



Having a hysterectomy disrupts a woman’s rhythm in any number of ways. Eve shares 

how she sought information from the Hysterectomy Association. 

 

 

 

For some people information is a comforting place to begin the process of coming to 

terms with what is happening. Penny asked for some literature and was told to ‘Google 

it’. Furthermore she shares how marginalised she felt being a single woman and going 

through her womb cancer alone.  

 

 

 

 

 

 

 

 

When I got my diagnosis, I asked for some literature and was told they didn’t have any and to Google 

it. What I did read told me to discuss my feelings, my physical changes, my emotional upheavals and 

my fears with my partner.  

It got to the point where I broke down in tears because I felt I was the only cancer patient in the 

history of the world who didn’t have a partner. I felt totally marginalised by the fact there was 

nothing available for single women.  (Penny) 

Voices in the dark  
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The Hysterectomy Association were especially helpful to me and sent a lot of very useful information 

in the weeks preceding my operation. I had a course of radiotherapy and brachytherapy and had 

severe side effects for the next two or three months. (Eve)  
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Travelling for Treatment 

It is easy to overlook that some women must travel away from home for treatments 

and can find it very isolating.  

While it is important to build awareness of symptoms of the womb cancer, it is also 

important to share with a wider audience what happens after diagnosis. Offering support 

and friendship by simply sitting with someone during treatments may be something that 

people might consider when they say ‘if there is anything I can do...’ 

Moving out of the Safety Zone 

During treatment women are under the protection of a health system which is safe and 

happens outside of normal life. Such protection is a comfort for people who are ill like 

Kate, but leaving can trigger insecurities. 

 

 

 

Lisa also found leaving the hospital difficult and describes feeling lost and vulnerable. 

 

 

 

 

I found the treatment generally OK although some days I was very tired. I didn’t get upset during this 

time as I needed to stay strong and positive. I felt very lost and vulnerable when it all finished because 

I was going to the hospital every day and feeling safe with the staff and this had become a way of life 

for me. I felt no one else understood what I had been through. (Lisa) 

I responded badly to the treatment. Physically I coped well and didn’t suffer too badly from side 

effects. Emotionally I could not believe this had happened to me. I felt like as soon as the treatment 

was finished I was released back into the wild with very little support. I think cancer leaves you with 

darkness in your soul. (Kate) 
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I had to travel for the treatment and fortunately I had a friend who lived nearby who came and sat 

with me during the chemo sessions. (Kate) 



Voices in the dark  

Val also had a sharp return to being responsible for herself when she was told to go to 

Boots to find out about HRT. 

 

Different kinds of support appear to be important at certain times, be they diagnosis, 

follow-up treatment or the early days of returning to one’s own life. It is at these points 

when family and friends are important. The provision of information about what to 

expect and how to help would be a useful contribution, especially when drawing on the 

words of women who have been through the same/similar diagnosis and treatment.  

While many women are able to focus on their healing process, other women with womb 

cancer have care responsibilities for children, partners and other family members. 

Similarly, many women with womb cancer have jobs and businesses which require their 

attention. 

 

 

 

While no one would dispute the worry Clem experienced with having young and 

vulnerable children who struggled with their mother’s illness, not all women are 

fortunate in having good support systems. Each woman diagnosed with womb/uterine 

cancer has an individual set of circumstances that they often need to manage while 

concurrently fighting ill-health.  

By sharing some of the voices of women with womb cancer, the complexities of recovery 

and healing are revealed in their many different guises and demonstrate how important 

women are to happy families, communities and businesses. 

 

My husband was very supportive and strong all the way through. His employer supported him fully 

and gave him time to take me to all appointments. My children found it a very difficult time and they 

became withdrawn in their own ways. My youngest was supported by her school while I had to calm 

my other daughter. (Clem) 
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I was told I’d be spoken to about HRT, but I was told to go to Boots to find out anything. (Val) 



Telling People 

Getting the news you have womb cancer is unimaginable, but what comes next for many 

people is having to tell family, friends and employers. Planning who to tell and how to tell 

them and then to anticipate their responses is difficult.  

Annie’s experience reinforces how people have to relive their diagnosis over and over 

again just at a point when they are getting used to the idea themselves.  

 

 

For Penny telling people meant coping with the embarrassment of discussing what is a 

very private and intimate area of one’s body. 

 

 

However, Eve only told her husband about the reason she was having a hysterectomy, 

preferring only to tell other people about the cancer when additional treatment became 

necessary. 

 

 

While Lisa was supported by her family, it is evident she was disappointed by those 

people, her friends, who did not come to see her or simply told her she was going to be 

fine. Dismissing people in such a way is unlikely to be personal and more likely to be a 

reflection of the person’s inability to deal with such intimate matters. 

 

 

My husband and family and most of my friends have been wonderfully supportive and caring; 

however, a few people reacted in unexpected ways. One friend never came to visit me once and 

another told me I was going to be fine, when I was far from fine. (Lisa) 
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I told people I was having a hysterectomy but not about the cancer. The only person who knew was 

my husband. However, when the pathology results came back and it revealed I needed further 

treatment I told people about the cancer. (Eve) 
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It was hard to tell people. I was embarrassed in a way. I started off with I’ve got to have a 

hysterectomy and explained the reason once they’d got used to the first idea. (Penny) 

It was worse telling people than actually hearing the bad news myself and then having to relive it 

every time I told someone new. (Annie) 
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Telling children, whatever their age is a conversation no mother wants to have to 

have.  

 

 

Hearing that you have womb/uterine cancer, having to absorb it and then tell people is 

the first challenge that women have to encounter. This is compounded by the fact that  

the womb/uterus is an intimate part of a woman’s body and is intrinsically tied to notions 

of reproduction, sense of femininity and sense of self. The highly personal nature of 

womb/uterine cancer can make it difficult for women diagnosed and their family, friends 

and colleagues to discuss. Sadly, this scenario pushes womb/uterine cancer back into the 

shadows. 

What Do You Wish You Had Known? 

This question was asked to gain some insights into how the women processed their 

experiences with womb cancer. Taking the time to reflect on what has happened to you 

as a person can offer the best chance to those without the experience to gain some deep 

understanding. 

Not Just Tired 

Permanent Aftereffects 

I wish I had known that I would not just feel tired with chemotherapy, but would feel absolutely 

exhausted with not an ounce of energy. (Belinda) 
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It was a few days after the diagnosis that I told my children as I did not want to tell them over the phone. I 

wanted to tell them together, but this didn’t happen so I saw them on the same day and told them face to 

face. I told them straight that I had womb cancer and was going to have a hysterectomy. (Dawn) 

I wish I had known in advance that I would be left with the permanent bowel problems which affect my 

quality of life as I am very restricted as to where and when I can go out. Even though I did not have 

chemotherapy, quite a lot of my hair did fall out as a result of the radiation.  I was not warned about this 

at all. (Eve) 
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Not Just the Hair on My Head 

 

 

No Support  

Overcoming Betrayal 

 

Emotionally Devastated 

 

 

Clinical Not Holistic Evidence 

Support from Other Women with Womb Cancer 

 

 

 

I wish I had known the check-ups are only for clinical evidence of disease.  There’s no interest in 

anything else, no holistic approach and any issues are dismissed as panic attacks. (Val) 

I wish I had known that cancer is emotionally devastating. It’s not just information you need but 

aftercare and better access to counselling. (Kate) 

I wish I had known how betrayed I would feel by the doctors who ignored me and how hard it is to 

ever be able to trust medical practitioners again. (Penny) 

I wish I had known there was no support for me or my husband. I wish I had been able to talk to other 

women going through the same thing. I went to a local cancer support group and it was all elderly 

ladies who had breast cancer. I was the youngest there by twenty years. (Mia) 

I wish I had known that I would lose my other bodily hair – eyebrows and eyelashes etc. I know it 

sounds daft but they didn’t actually mention that bit when they tell you your hair is going to fall out. It 

never registered. (Mia) 

I wish I had found other people in the same position to discuss things sooner. Friends and family 

were very supportive but it is difficult for them to fully understand. They are very caring but there 

are some things and feelings you really need answers to and only someone who has had the same 

experience can answer them. (Clem) 
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Case Study 

Title:    Role of lipid-type (fat-like) molecules in womb/uterine cancer 

Research Lead:   Dr Nic Orsi, St James University Hospital, Leeds 

Grant Awarded 2010:  Wellbeing of Women (WoW), £250,210 over 30 months 

 

Background 

♦ The most common form of womb/uterine cancer develops from a benign stage known as ‘endometrial 

hyperplasia’ which is an abnormal thickening of the womb lining. 

♦ Eicosanoids are a large family of lipid (fat-like) molecules regulating many normal processes in the 

body. Certain eicosanoids play a role in the development of many cancers and one of the aims of this 

project was to determine which were bad and which were good.    

 

The Project 
The research team measured 48 eicosanoids in over 200 tissue samples, taken from normal wombs, wombs 

with endometrial hyperplasia and with endometrial cancer tissues.  

 

The Technology 
A combination of high-performance liquid chromatography and mass spectrometry enabled the research 

team to simultaneously measure multiple molecules in body tissues and fluids contributing to further 

understanding, the role played by eicosanoids in womb/uterine cancer.  As part of the WoW-funded work, 

the researchers were looking at genome-wide changes in gene expression associated with the development 

of womb/uterine cancer. 

 

The Tissue Bank 

♦ With the support of gynaecological/oncological consultants, surgeons and pathologists at St James 

Hospital, Leeds led by Richard Hutson, a world-class tissue bank of womb/uterine cancers now exists.  

♦ During the period of the research 95% of the women invited to take part agreed. 

♦ New protocols and methods developed and tested using some of the funding have resulted in the 

time between removing tissue from the body and freezing being just 30 minutes.  

♦ Having such tissue provides the research team with ‘super rich’ data to investigate the eicosanoids 

and their roles in the development of womb/uterine cancer. 

 

Outputs 
At the time of writing this report the data was in the final stages of analysis with a view to publishing the 

results in 2013/2014. 

 

Success factors 

♦ In 2013/2014 the research team will include six students (undergraduate and postgraduate) who have 

chosen to specialise in womb/uterine cancer during their clinical training.  

 

♦ Such a dramatic increase (600% in one year) demonstrates how important this area of gynaecological 

cancer is and how its profile is growing within the medical research community. 

Medical research 
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Medical and Social Research Working Together 

The aim of this report is  to shed light on the work of medical and social researchers who 

with medical practitioners, charities and funders can make a difference in the lives of 

women diagnosed with womb/uterine cancer. 

 

 

 

 

 

Making a Contribution 

Annie and Lisa, like a number of women are very positive about taking part in medical 

research suggesting a ‘feel good factor’ about making a contribution. 

Education and teaching is an important aspect of learning more about womb cancer.  

 

 

 

My scans were unusually clear and I was asked for permission by the senior radiologist for them to 

be used for teaching purposes which I did. (Val) 

I put my name forward and signed a disclaimer to take part in some research. It makes me feel good 

knowing that in some small way I am contributing to researching the disease and its cause. I would 

love to help more if needed. (Annie) 

I was asked at my first follow-up if I would allow some tissue samples and blood results to be used for 

research. I agreed to this and would agree to any further research in this area. (Lisa) 
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We are very committed to developing a strong research portfolio into uterine cancer and raising its profile in 

the academic community. In addition, we believe that inspiring young clinicians to undertake research in this 

area as part of their training will contribute to ensuring longevity to the battle against womb cancer.  

 

We are also have a very patient-centred focus to our research: on the one hand, this allows us to better     

understand women’s needs at the time of diagnosis but it also offers us a great opportunity to raise public 

awareness of this common yet little known cancer. (Nic Orsi, Senior Research Fellow, St James University 

Hospital, Leeds) 
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Simply knowing the name and specific purpose of the project seems to bring a sense of 

ownership.  

 

 

 

I Want to Be Informed 

Access to information and the opportunity for knowledge transfer is a key driver for 

many of the women illustrated by the comments from Belinda and Mia. 

 

 

 

 

 

For Penny, information about medical research provides some comfort knowing that 

causes are being investigated. 

 

Difficulties of Research 

Research in whatever context has its difficulties and how respondents are treated 

needs to be a priority. Clem shares a story which should be a reminder to all 

researchers that when people agree to take part they begin to build a relationship 

with the project. A lack of communication certainly did not give Clem the positive 

aspects of contributing; it is simply a failing of those involved.  

I think it is very important to know about medical research and being kept informed. Having cancer 

and going through the process has such an impact on your life it is important to know what is going 

on. (Belinda) 

As an individual I would like to know more about womb cancer research and what was happening. I 

spend ages trawling the internet for information and I think it’s important to know about research 

so I can share the information. (Mia) 

I have taken part in the Kings College project assessing female sexual difficulties after pelvic surgery. 

I am happy to get involved in anything which helps other women who are going through womb 

cancer treatment. (Mia) 
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No one has given me any information about what research, if any, is being done to discover a cause 

or cure. I have spent much of my time feeling very isolated and alone. (Penny) 
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Research – It’s Not for Me 

While many of the women were happy to take part in research if asked, Dawn is 

very honest in sharing how for her it would be too difficult.  

 

 

 

What Dawn articulates illustrates the valid point that in every aspect of womb cancer, 

different people have different responses.  

However, there is a collective view that medical research is important and valuable and 

underpins a sense of future hope for causes to be identified and cures to be found. 

Living with Cancer 

While research, awareness and information are important and require attention, it is also 

important to bring a focus back to the women living with cancer. The women in this study 

have been honest in sharing their thoughts and feelings.                                           

Discovering the ‘New Normal’ 

One of the emerging patterns coming out of the women’s stories is feeling ‘tired and 

weak’. While such feelings can logically be explained by the physical struggles of fighting 

womb cancer, it is important to recognise the emotional and psychological toll.  

 

I’m not involved in any cancer research -— I don’t think I could be. I feel it would just keep reminding me 

that I had cancer and it might come back. I think that research being done in the UK is vital, but feel too 

much of it relies on charity and not enough is done through the government. (Dawn) 

When I came around after surgery I was asked if I wanted to take part in research. I agreed to this.  

Samples of what had been removed were sent off but three labs couldn’t work out what stage I was, so 

after three months it was decided I couldn’t go on the research. I was upset by all this and I didn’t have 

much support from the hospital during this time. It was me contacting them to find out what was going 

on. (Clem) 
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The length of time it takes to find what one woman on the study described as ‘the 

new normal’ is going to be different for every woman. For Penny it was a year after 

being diagnosed that her world fell apart and she needed help.  

 

 

Not knowing when one is going to need support makes is very difficult for services to be 

available and responsive. But groups like the Womb Cancer Group are possibly best 

placed to ‘be there’ and are encouraging women to help other women. An association 

between GPs and cancer specific support groups appears to be useful for encouraging 

long term recovery and healing.   

Chemo Brain 

Attention is increasingly being given to a link between chemotherapy and memory. 

Awareness about this possible side effect should be more publicly available so employers, 

families and friends can understand and be patient about what may be going on with the 

person recovering from any cancer. 

 

 

 

 

Our society does not place enough value on carers. For many families caring, worrying 

and living with cancer is tough. But some additional stresses could be alleviated  by 

providing information that illuminates changes in behaviours and attitudes in the person 

with cancer.    

I think everyone expects you to be the person you were before and I think sometimes I feel I am 

not…I am weaker. I don’t feel like a woman as the things that make me female are gone. (Annie)  

I think I do suffer a bit from chemo brain in that I am sure my memory is not as good as it was and 

sometimes it feels like I am in a fog. (Belinda) 

Even now almost three years on from the chemo I still have problems. I used to have a perfect short 

and long term memory but now it’s awful. I struggle to remember what day of the week it is and 

where I put things. (Mia) 
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I suffered a little meltdown one year after my diagnosis and took advantage of Macmillan counselling and 

some antidepressants. I gave up on the tablets, as I didn’t want to numb myself to everything. (Penny) 
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Sense of Womanhood 

Womb/uterine cancer is unique in that one treatment -— a hysterectomy — can induce 

menopause if the woman has not already reached this point in her life. As discussed in 

other parts of the report, for some women their womb/uterus is a central part of who 

they are as a woman. 

Belinda, is a woman who did not realise the connection with her womb until it was 

removed. 

 

 

 

Menopause is invisible in society. But being denied the signs of change and the time to 

process those changes in the cycle of womanhood is a double whammy for those women 

with womb cancer who experience surgically induced menopause. 

 

 

Eve, in contrast to Belinda does not feel less of woman but raises the important 

discussion of sex and not knowing whether womb cancer was going to end this activity 

and what is very important to many women.  

 

 

I think it is hard to be catapulted into the menopause…we all know it will happen but it is very harsh 

when your body feels like it is being punished. I feel very envious of women who have eased into this 

stage of their life and I hope it will all ease up soon. (Lisa) 

I don’t feel any less of a woman because my womb has been removed. I had rather feared that sex 

might be off the agenda. Happily I was wrong about that! (Eve) 

38 

I feel that I have changed as a woman post op. I did not understand before that a woman’s womb is 

such an important part of her and changes her when it is gone. If she hasn’t had children she will  

have a dreadful sense of deprivation and loss, and if she has children she has to face the fact that the 

womb that carried her child became diseased and is no longer there. (Belinda) 
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For Mia and Penny, their sense of womanhood has not changed, but they share 

contrasting outcomes: relief for Mia to be free from heavy bleeding and Penny 

generally feels lost. 

Cancer rocks the world for those diagnosed. However, once the wounds of operations 

are healed and treatments are completed a second phase of healing begins and 

predicting how this is experienced by people is impossible to know. But a better outcome 

is likely if the structures for support are recognised as being worthy of investment in 

terms of volunteers and collective action, as appropriate. 

Life Carries On 

Juggling work, home and cancer is a triple dilemma for some women with womb cancer. 

Clem shares her experiences and illustrates that no matter how much support one has, 

there are still many aspects of life that remain the responsibility of woman with cancer. 

What is evident about living with womb cancer is how complex the issues of diagnosis, 

treatment and recovery are for women. 

 

 

 

I was off work for three months and financially this had an impact. The recovery took time and I still feel 

tired after a full busy week – I still don’t feel like I am at full strength. I have had to have more biopsies due 

to bleeding – you get to a point where you begin to deal with it then the stress of new bleeding comes, 

some days it feels like you will never be free and it really gets you in a low mood. (Clem) 
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I don’t feel any different as a woman, but I do feel lost. I won’t know for another three years 

whether I can consider myself cancer free. (Penny) 

Having womb cancer hasn’t changed who I am as a woman; I don’t feel any less of a woman for 

having had a hysterectomy. Cancer aside, the hysterectomy was the best thing I ever did; it put an 

end to years of heavy bleeding. (Mia) 



 

Bringing womb/uterine cancer out of the darkness and exposing the stereotypes which  

prevent it from being understood in the mainstream is an important agenda which requires  

further development.  

 

Women need to be more aware of the symptoms of womb cancer so they can seek help and 

get an early diagnosis.   

 

Women need to have better information available to them about their reproductive health 

from puberty onwards. 

 

Society needs to better connect womb/uterine cancer with women who we can identify 

with  because these women are our grandmothers, mothers, aunts, partners, wives, friends 

and colleagues.  

Conclusion 
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Next  Steps 

The following points draw on issues that have emerged during the collection and analysis of 

primary and secondary data. Each point is intended to generate debate and discussion from 

interested parties and stakeholders to facilitate further action  and collaborations towards 

educating people about the symptoms and treatments of  womb/uterine cancer. 

POINT FOR CONSIDERATION 

Unconscious bias has gained much attention in the private and public sector in relation to 

recruitment and promotion processes. The concept seeks to accept that we are all socially 

conditioned and that such influences affect how we see other people. What unconscious bias 

training does is challenge us as individuals to recognise when our own bias impacts negatively 

on our professional and business performance.  

POINT FOR CONSIDERATION 

Awareness campaigns for gynaecological cancers should consider communicating points of 

difference between one type of cancer and another.  For example, a cervical smear does not 

test for womb/uterine cancer. 

 

 

This is one example of the value of bringing together different groups and charities working in 

this area to ensure that messages are co-ordinated and can bring attention to women’s 

reproductive health as a complex and interrelated system of organs. 

An urgent review is needed on the ‘words of womb cancer’ by interested parties, so that a  

vocabulary can be agreed for general use.  

Wellbeing of Women who fund medical research into womb cancer, do not use the term on 

the website page dedicated to this subject. They use endometrial/uterine cancer. 

 

Although I had heard about it I was ignorant; I assumed because I had a clear smear test a few weeks 

before I started to stain I was OK. There is not enough awareness of this condition. (WCS) 
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Next  Steps 

POINT FOR CONSIDERATION 

Messages as to what is valued as physically attractive are targeted at younger and younger girls 

through multiple media channels. It is important these messages are challenged and 

contextualised.  

Hair loss because of chemotherapy is one aspect of this debate and illustrates how far-reaching 

the consequences are.   

Women have an important contribution to make to such debates and to showing the importance 

of extending the conversation beyond media and advertising to help educate society about 

women’s health and ill-health. 

POINT FOR CONSIDERATION 

The number of single women and men in society is increasing.  It is worth pointing out that 

being single is a choice for some or a result of circumstances such as divorce or death. 

Information should be smarter in recognising this diversity. 

POINT FOR CONSIDERATION  

Women’s health is important because women play a pivotal role in families and communities. For 

businesses who have invested in their female workforce supporting them to be healthy protects 

that investment. For communities who rely on women to carry out the majority of the care for the 

young and old it is important society places more value on their contribution by supporting their 

health. 

POINT FOR CONSIDERATION 

Support and knowledge-sharing usually comes from formalised support groups and up until 

2011, there was no support group for womb cancer women in the UK. While the current 

group is attracting more and more women, it would benefit from connections with charities 

like Wellbeing of Women. The group would also benefit from some promotion within GP 

practices and community centres so women diagnosed with womb cancer know such 

support exists. . 
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Next Steps 

POINT FOR CONSIDERATION 

Positioning gynaecological cancers as the ‘intimate’ cancers may be beneficial in helping people 

understand how much more difficult it is for women to talk about their cancers. Cervical cancer has 

certainly brought attention to this issue, but more work is needed to break down the barriers 

society has in talking about the health of women’s reproductive organs. Messages should begin 

with boys and girls as part of the sex education (PHSE) process and continue.   

POINT FOR CONSIDERATION 

Highlighting medical and social research in this field has many advantages: it 

♦ Builds awareness 

♦ Increases Knowledge 

♦ Shows something is being done 

♦ Encourages direct participation 

Taking womb cancer out of the darkness and into the mainstream could strategically be achieved 

by using the call for information from the women in this study to make a positive contribution to 

connecting the whole picture: research, research funders, medical practitioners, policy makers, 

information and support groups. 

POINT FOR CONSIDERATION 

Exploring the experiences of women with gynaecological cancers and full-time work or businesses 

could certainly be valuable for employers, banks who support small businesses and policies around 

sick pay. A number of the women in this study exhausted their sickness allocation and had to use 

holiday time for treatments.  

POINT FOR CONSIDERATION 

Employees diagnosed with cancer are a challenge for employers and bringing attention to how 

flexible time and similar policies applied to parental care could be utilised in the workplace would 

have mutual benefits. 

While there are more women in the workplace and numerically in more senior positions, 

connecting campaigns on women’s health with women’s networks and other corporate partners 

would be worth exploring.  
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