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Foreword

I publish my annual report in two volumes 
each year: a ‘surveillance’ volume which 
provides an epidemiological picture of the 
public’s health, and an ‘advocacy’ volume 
which presents recommendations for action 
to benefit the public’s health. As the first 
woman Chief Medical Officer I am delighted 
to produce this report which concentrates 
on the health of women and associated 
taboos.

A woman’s life course offers multiple 
opportunities to prevent predictable ill-
health, and address predictable problems. 
I want to ensure that the many ‘taboo’ 
subjects are discussed more easily. Women 
should feel confident to ask about the 
variety of ways they can best manage 
symptoms of incontinence and menopause. 
Employers can lead the way here by 
making it more acceptable for female staff 
to discuss health issues in the workplace. 
Embarrassment should never be a barrier to 
better health.

Tackling obesity in the whole population is 
an accepted public health priority. However, 
I advocate recognising obesity at the level 
of a “national risk”. I congratulate all those 
committed to tackling obesity and improving 
weight management (at both professional 
and personal levels) and I look forward to 
seeing government action through 2016 to 
tackle obesity.

 
Prof Dame Sally C Davies
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Chapter 1

parity of esteem to mental and physical health. Neither can or 
should be ignored, nor considered in isolation.

As the chapters of this report came together, the issue of 
obesity came to the fore as a common theme. A healthy Body 
Mass Index (BMI) is 18.5–24.9, obesity is defined as a BMI 
>30. The prevalence of obesity is over 25% in both women 
and men. It is associated with leading causes of morbidity 
and mortality, such as diabetes, cardiovascular disease and 
cancers.

In women obesity can affect the outcomes of any 
pregnancies they have and impacts on the health of any 
future children they may have. In pregnant women, the 
developmental environment can affect the germline cells in 
the fetus e.g. their eggs (primary oocytes) and so a woman’s 
health whilst she is pregnant also impacts on the health of 
her children and grandchildren. This is a difficult message to 
convey, as it risks burdening women with guilt and onerous 
responsibility; I believe, however, that it can also empower 
women to take positive steps to healthy, stable nutrition and 
physical activity to benefit themselves and their families.

Action is required for women and across society to prevent 
obesity and its associated morbidity and mortality from 
overwhelming our health and social care resources and 
reducing England’s productivity. We must redouble our 
efforts to address education and environmental factors, 
across government, healthcare and wider society, while 
encouraging a greater degree of personal responsibility.

Recommendation 1
I recommend that the Government includes obesity in 
its national risk planning. 

Introduction
Being the first woman Chief Medical Officer has played a part 
in my decision to focus this, my fourth advocacy report, on 
women’s health. There are often issues that are not talked 
about — even ignored. Yet a woman’s life course offers 
multiple opportunities to prevent predictable morbidity and 
mortality and to empower women (and, through them, their 
families) with information to take positive steps towards 
health.

Problems ‘below the waist’ are not generally seen as 
attractive topics for public or political discourse. Women 
are often reluctant to seek help for conditions that are 
common, disabling and taboo, such as urinary and faecal 
incontinence and menopausal symptoms. Violence affects 
women in England’s physical and mental health on a scale 
which demands action across society. We must be able to 
talk about these issues so, in this report, I advocate increased 
awareness, dissemination of information and person-centred 
care in order to help women with hidden morbidity improve 
their quality of life.

Education on sex, relationships, planning a family and 
general health is patchy and, where it does exist, it often 
needs improvement. I hear frequently how the availability 
of evidence-based, cost-effective contraception has 
been affected by restrictions on the basis of age and by 
fragmentation of services. Contraception services and pre-
conception planning are not linked! Meanwhile, data are 
lacking on women’s physical and mental health before, 
during and in the years after pregnancy and linkage of 
existing data to other datasets is limited.

Tackling obesity in the population as a whole has to be a 
national priority, in order to reduce the impact of related, 
non-communicable diseases on healthy life expectancy and 
health services. Reducing obesity in women also has the 
potential to lower the chances that their children will be 
obese.

Measures to address many of these problems are within our 
reach: in areas such as women’s cancers, a fall in mortality 
in cervical cancer has followed the introduction of the 
national screening programme and there will likely be further 
reduction in the future with the national Human Papilloma 
Virus vaccination programme. Maternal mortality has fallen 
year on year to its lowest-ever level.

This report covers violence against women, women’s health 
in their reproductive years and women’s health in later life. 
There will always be some areas that cannot be covered due 
to space constraints, for example, dementia (due to their 
longer life span dementia affects more women than men).

In the chapters of this report, following my previous report 
Public mental health priorities: investing in the evidence, I give 



Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Chapter 1 page 11

Chief Medical Officer’s summary

To address the needs of women affected by violence, we 
need to ensure the awareness of healthcare workers and 
their access to appropriate training. Safe disclosures by 
women, with clear pathways for referral, are essential to 
protect women and their children from further harm. These 
must be underpinned by an understanding that violence 
against women is a determinant of mental and physical 
health. Education on violence against women needs to 
start at the undergraduate level so that healthcare workers 
consider it amongst the determinants of health. Educational 
materials should also be available for postgraduate healthcare 
professionals to continue their learning as they practise.

Recommendation 2
I recommend that the General Medical Council ensures 
that medical undergraduate training equips future 
regulated healthcare professionals to recognise and 
respond to violence against women, and that other 
regulators (General Dental Council and Nursing and 
Midwifery Council) ensure this issue is given due 
prominence.

Recommendation 3
I recommend that Health Education England e-learning 
modules (such as the newly developed set for female 
genital mutilation and those for domestic violence and 
modern slavery) be:

a)  developed for sexual violence, ‘honour’-based 
violence and forced marriages

b)  freely available to all regulated healthcare 
professionals via the e-learning for health portal 
and portals used by other health and social care 
professionals and that there is continuing professional 
development credit for doctors in this area.

There is a danger that increased recognition of the role of 
violence as a determinant of health will lead to increased 
referrals and I am concerned that women may come to 
harm if services are not able to meet this demand. Increased 
referrals could overwhelm specialist services, which may 
not have the capacity to handle them safely. Additionally 
healthcare workers, who often move during their training and 
may work in the community or from multiple sites, may not 
be aware how to safely refer women affected by violence to 
specialist services.

Recommendation 4
I recommend that Clinical Commissioning Groups 
and local authorities ensure that integrated specialist 
health and social care services are in place to meet 
referrals safely for sexual violence, other domestic 
violence, female genital mutilation, ‘honour’-based 
violence, forced marriages and modern slavery.

Violence against women
Chapter 2 	 Gender-based violence against women
Chapter 3 	 Female genital mutilation

Young men are the group most likely to be affected by 
violence, however women are more likely to be affected by 
domestic abuse and sexual violence. Amongst victims of 
homicide, women are far more likely to be killed by partners 
or ex-partners (46% of women killed vs. 7% of men killed).

Violence against women is prevalent at levels which make any 
ideals of ours as a civilised society difficult to reconcile with 
the reality. This violence impacts on the mental and physical 
health of women and also their children. In England, violence 
against women must be considered as a determinant of 
health by those planning and delivering healthcare.

The prevalence of violence is collected annually in the Crime 
Survey for England and Wales (CSEW), as well as in other 
surveys such as the British National Survey of Sexual Attitudes 
and Lifestyle (NATSAL). There is no need to exaggerate 
the scale and impact of this violence which is reported in 
the public domain: in the 2013/14 CSEW, 2.2% of women 
(approximately 355,000) aged 16–59 had experienced some 
form of sexual assault in the last year and 8.5% of women 
(1.4 million) had experienced domestic abuse. Violence 
against women is associated with physical injury, sexually 
transmitted infections, pregnancy, post-traumatic stress 
disorder (PTSD), sexual and mood disorders, self-harm and 
suicide. In England and Wales lifetime rates of violence 
against women are one-third higher than the European Union 
average, which begs the question why?

Certain groups of women are more likely to experience 
violence. For example, sex workers have an increased risk of 
physical and sexual violence and have a higher mortality than 
the general population. Some 95% of women trafficked into 
England for sex work have experienced physical and sexual 
violence. I note recent human trafficking and exploitation 
legislation passed in Northern Ireland which includes a clause 
criminalising paying for sex and the concern that this will have 
detrimental consequences for the safety and health of sex 
workers.

Migration is currently at the forefront of our minds as the 
European Union is faced with the large increase in those 
seeking residence, asylum or both. In a survey of women 
asylum seekers, detained at Yarl’s Wood, three quarters 
reported having been raped prior to seeking asylum and 
nearly half reported experiencing torture. The mental 
and physical health of those held in detention centres 
deteriorates, particularly for survivors of torture with Post-
traumatic stress disorder (PTSD). This is exacerbated by poor 
access to reproductive healthcare and mental health services. 
There is also a lack of policy-relevant evidence as to the 
health needs of asylum seekers.
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Women’s health in the 
reproductive years

Chapter 4 	 Eating disorders
Chapter 5 	 Pre-conception health
Chapter 6 	� Prenatal screening
Chapter 7 	 Perinatal mental health
Chapter 8 	� Post-pregnancy care: missed 

opportunities during the 
reproductive years

Women have a higher lifetime prevalence of eating disorders 
than men. An overconcern about eating, body shape and 
weight underlies many of the eating disorders. Those with 
eating disorders often also have depressive or anxiety features 
and may develop physical complications. The mortality rate is 
doubled in sufferers of bulimia nervosa and increased six-fold 
in sufferers of anorexia nervosa. It is important that treatment 
is accessed early in the course of the eating disorder, 
as recovery is more likely at the stage before the eating 
disorder becomes self-perpetuating and complications have 
developed. The announcement of further funding for services 
in the 2014 Autumn Statement is welcome; these services 
must be evidence-based and available in all areas.

Recommendation 7
I recommend that Clinical Commissioning Groups 
ensure prompt access to evidence-based enhanced 
cognitive behaviour therapy (CBT-E) and family-based 
therapy for eating disorders. This should be available 
in all areas, as in the NICE guidance, and not restricted 
to specific age groups.

Around 80% of women will give birth. The chapters in my 
report on women’s health before, during and after pregnancy 
are related. Women who become pregnant will move through 
the areas covered by these as they plan for and become 
pregnant, and then as they go through the postnatal period 
back to ‘normal’ physiology. On average, women spend over 
30 years needing to avert an unplanned pregnancy.

Pregnancy can reveal conditions such as diabetes and 
hypertension which can manifest due to gestational changes 
in physiology years ahead of when they might otherwise have 
become apparent. Pregnancy is also a time when women 
engage with healthcare professionals and are motivated to 
make positive changes. From the evidence presented in this 
report, it is clear that in England a missed opportunity exists 
for delivering health messages for the short- and long-term 
mental and physical health of mothers and their children.

The 1999 National Teenage Pregnancy Strategy aimed, by 
2010, to halve the rate of conceptions among under-18s in 
England and set a firmly established downward trend in the 
conception rates for under-16s; the under-18 conception rate 
reduced by 41% from 1998–2012, due to a sustained effort by 
local government, health partners and individual practitioners. 
Young women and men could be made aware of concepts and 

Recommendation 5
I recommend that acute hospitals, mental health 
services and GP practices provide information on 
referral pathways for violence against women at their 
workplace inductions for healthcare professionals.

It is estimated that 137,000 women in England are living 
with female genital mutilation (FGM). Mental illnesses such 
as depression and anxiety have been associated with FGM; 
psychological services to address these should be evaluated. 
Women living with FGM have higher rates of pain during 
sex and may experience absence of sexual desire. Their 
pregnancies have increased rates of bleeding after delivery 
and they have increased rates of perinatal death. They may 
also be less likely to access other services, such as cervical 
screening.

The protection of the 70,000 girls in England estimated to 
be at potential risk of FGM is important and awareness and 
attitudes in the diaspora communities need to be better 
understood. FGM occurs in some, but not all, countries in 
Africa, the Middle East and Asia; the extent to which families 
from these countries living in England intend to have FGM 
performed on their children has not been assessed. At 
present, all female children in these families are assumed to 
be at potential risk.

Recommendation 6
I recommend that the social science community applies 
to the Economic and Social Research Council for 
funding to investigate relevant social issues and how 
to change attitudes to FGM in diaspora communities 
in England from countries where female genital 
mutilation is practised.
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could build on this understanding to considerably improve their 
own health – and that of future generations!

Responses to the National Survey of Sexual Attitudes and 
Lifestyles indicated that the three sources that 16–24-year-olds 
preferred to get sex and relationships education from were 
schools, parents and healthcare workers. Evidence shows that 
sex and relationships education (SRE) does not lower the age 
of first sexual intercourse and in many studies has been shown 
to delay it. We need to agree the role of the state in providing 
the model for what a ‘healthy relationship’ is, and how best to 
involve parents in decisions about the content of SRE and to 
signpost the relevant healthcare services. SRE is recommended 
by the Department for Education (DfE) to be delivered as part 
of a programme of personal, social, health and economic 
(PSHE) education.

Changes to the curriculum for PSHE education should be 
evidence-based, and health sections should include material 
such as: effective information on interventions to maintain 
a healthy weight through nutrition and physical activity; the 
positive impacts of healthy decisions in youth on later life 
health and that of the next generation; family planning and 
pathways to access information and contraception services; 
and bystander interventions to reduce violence against 
women. The potential reduction of morbidity and mortality, 
in women and any children they have, from interventions at 
this stage are considerable. PSHE should empower children 
with the information that they need to plan healthier lives. 
I note the Education Select Committee’s recommendation for 
statutory PSHE, the DfE’s responses and the bill for statutory 
PSHE introduced by Caroline Lucas MP, which will have its 
second reading in 2016.

Recommendation 8
I recommend that the Department for Education and 
Department of Health together make integrated 
personal, social, health and economic education 
(PSHE) with sex and relationships education (SRE) a 
routine and, if necessary, statutory part of all children’s 
education.

In April 2012, the Advisory Group on Contraception published 
Sex, lives and commissioning: an audit of the commissioning 
of contraceptive and abortion services in England. This 
showed that, in many areas, access to the full range of 
contraception (including long-acting reversible contraceptives, 
which the National Institute for Health and Care Excellence 
has advised are cost-effective) is restricted to the under-25 
age group. Areas with restricted access were shown to have 
relatively higher abortion rates. Conception rates are rising 
in older age groups, as are the rates of abortion, indicating 
unplanned pregnancies. Contraception services are now 
funded by local authorities and Clinical Commissioning 
Groups (CCGs) as a public health service and there appears 
to be a lack of cross-system leadership to ensure provision of 
evidence-based contraception services to all the women that 
need it.

Recommendation 9
I recommend that NHS England, Local Authorities 
and Clinical Commissioning Groups in their system 
leadership role should ensure provision for a full range 
of contraception services to all women, that is person 
centric and at all reproductive ages.

Basic data regarding the health of women before, during 
and after pregnancy, eg BMI at booking for maternity 
care, have not been routinely collected until recently. The 
National Maternity Services Dataset started this process 
from June 2015, with linkage to infant outcomes. Electronic 
healthcare records are planned for use across the NHS from 
2020, and from 2018 it is planned that patients will be able 
to access and edit their care record. Electronic records can 
be developed to provide the most useful possible data to 
evaluate pre-conception health interventions (such as PSHE 
and SRE), use the outcomes of pregnancy to plan women’s 
future health and support research into women’s health.

Recommendation 10
I recommend that the Royal Colleges of Obstetricians 
and Gynaecologists, Midwives and Paediatrics and 
Child Health and the Department of Health, should 
jointly convene a meeting of stakeholders to determine 
the optimal data items, assessment tools and linkeage 
to child outcomes to capture information about 
women’s mental and physical health before, during 
and in the years after pregnancy.

Pre-natal screening improves the detection of pregnancies 
at risk of adverse outcomes and accounts for only £4 million 
of the annual £2.5 billion maternity care spend in England. 
The exemplar of pre-natal screening is Down syndrome 
screening, which has reduced the number of babies born 
with Down syndrome to 54% of the predicted number. I 
note that the National Screening Committee will examine the 
evidence for gestational diabetes mellitus screening with the 
results of a health technology assessment, due later this year. 
Pregnancy complications for which the evidence has not, to 
date, supported pre-natal screening incur large burdens of 
morbidity, mortality and costs to society. Pre-eclampsia incurs 
£9,000 in immediate additional costs per affected pregnancy, 
the additional direct costs of delivering a baby with fetal 
growth restriction are approximately £2,650 while infants 
born below the third centile for birth weight have double the 
rate of special educational needs at school. Pre-term birth in 
the UK incurs direct costs of £1.24 billion and indirect costs 
of £2.48 billion annually and is the major cause of neonatal 
deaths of normally formed babies. Stillbirth is higher in the 
UK as compared with other high-income countries.

I also note that indemnity against litigation in maternity adds 
£700 to the cost of every delivery and accounts for 34% 
of the NHS Litigation Authority budget. The insufficient 
evidence to support screening for these prevalent and costly 
causes of morbidity and mortality for mothers and children 
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is due to a lack of underpinning research. Anecdotally, there 
is also a lack of private sector/industry funding in this area, 
which compounds the problem. We need research in these 
areas, as well as into the aetiology, diagnosis and treatment 
of pregnancy complications.

Recommendation 11
I recommend that the UK Clinical Research 
Collaboration works with research funders to review 
the research needs and spend in the area of pregnancy. 
Particular research areas highlighted in this report 
include:

�� pre-conception interventions to improve maternal 
and child mental and physical health

�� screening tests, prevention and treatment for pre-
eclampsia, fetal growth restriction and pre-term birth

�� optimum models for antenatal and postnatal care.

Baroness Cumberlege is currently chairing a review of 
maternity services in England, set up after the tragic failings 
identified at Morecambe Bay. I support the aims of the review 
to ‘ensure that the NHS supports and enables women to 
make safe and appropriate choices of maternity care’. The 
current model of postnatal care is not fit for purpose and 
there is little research into alternative, safe and cost-effective 
models. Without further research, there will not be evidence-
based alternatives for the review to recommend.

At present, planning for a healthy pregnancy by individuals 
and their supporting healthcare professional is inconsistent, 
even for those with co-morbidities who would benefit from 
pre-conceptual counselling and advice. There is also minimal 
planning for the postnatal period during pregnancy, eg for 
contraception, when women are probably most motivated 
to make positive decisions for their health and that of their 
children. The transfer of information on the outcomes and 
complications of pregnancy from secondary to primary 
and community care is reported as inconsistent, while 
breastfeeding rates of 1% at six months (the minimum period 
for exclusive breastfeeding recommended by the World 
Health Organization) reflect a failure to support an essential 
activity for infant and maternal health.

The triennial national audits into maternal mortality have 
identified that perinatal mental illness has remained a 
leading cause of maternal death in England. Affecting one 
in five women at some point during pregnancy and the 
postnatal period, mental illness is among the most common 
morbidities of childbearing. Health professionals training in 
perinatal mental health are limited and specialist services are 
available to only half of the population; only 3% of CCGs 
reported that they had a strategy for commissioning specialist 
perinatal mental health services. The NHS England perinatal 
commissioning guide, currently in draft, needs to address 
capacity to ensure timely access to specialist services.

Smoking is the single biggest modifiable risk factor for poor 
birth outcomes and a major cause of inequality in child and 
maternal health. While rates of smoking during pregnancy are 
reducing across England, there are some parts of the country 
where levels remain stubbornly high. I therefore welcome the 
news that Public Health England is exploring opportunities 
to pilot highly targeted social marketing approaches in areas 
with a high prevalence of smoking in pregnancy.

Recommendation 12
I recommend that NHS England and Clinical 
Commissioning Groups ensure that all women have 
prompt access to evidence-based psychological 
interventions for perinatal mental disorders, a local 
perinatal mental health service and regional mother 
and baby inpatient units.

The stigma attached to perinatal mental disorders may 
prevent women from seeking help, or they may be worried 
that mental illness is not compatible with being a good 
mother and that their baby will be taken away from them. 
Measures to address stigma and public awareness and 
to improve health and social care workers’ responses to 
perinatal mental illness could facilitate more women to access 
prompt treatment.

At present, the Mental Health and Learning Disabilities 
Dataset does not include pregnancy. The addition of this 
would provide useful data to audit commissioning and 
delivery of services and would support research into perinatal 
mental health.

Recommendation 13
I recommend that the Health and Social Care 
Information Centre modifies the Mental Health and 
Learning Disabilities Dataset (v.1.0.12) to include 
pregnancy and the post-partum year.
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Women’s health in later life
Chapter 9 	� The psychosocial impact of the 

menopause
Chapter 10 	� Urinary and faecal incontinence and 

prolapse: pelvic floor dysfunction

Millions of women are affected by morbidity which 
may be embarrassing to talk about and convenient for 
healthcare professionals to ignore, such as urinary and faecal 
incontinence, prolapse and the transition to the menopause. 
Awareness of the importance of open discussion of these 
issues for both the public and healthcare professionals is 
likely to be key in addressing the needs of women who may 
otherwise live with considerable impairment to their lives.

All women go through the menopause; in England, 
the average age of onset is 51 years. Symptoms of the 
menopause usually last between four and eight years. 
Evidence indicates that approximately 20-25% of women 
will have vasomotor symptoms which adversely affect 
their perceived quality of personal and working lives. NICE 
guidance published in November 2015 gives an up-to-date 
review of the evidence for clinical diagnosis and treatment of 
the menopause. There are simple self-help measures which 
women can take ahead of and during the menopause to 
improve their experience. Non-pharmaceutical treatments 
such as cognitive behavioural therapy are helpful in reducing 
the impact of menopausal symptoms.

There were 3.5 million women aged 50–65 in employment 
in 2013, however women report that they do not feel able 
to discuss the issues of menopausal symptoms affecting their 
performance at work with their employer. Evidence-based 
advice for employers and women at work will help women 
working during the transition to the menopause. With an 
ageing national workforce, positive action by employers 
would benefit those with symptoms, and contribute to 
employee engagement, productivity and retention.

Recommendation 14
I recommend that the Faculty of Occupational 
Medicine co-ordinates the production of evidence-
based guidelines for employers to ensure that they 
provide appropriate advice and support to women 
experiencing disabling symptoms while going through 
the menopause.

Urinary and faecal incontinence affects the lives of over 
5 million women in the UK. Poor function of the pelvic 
floor also allows prolapse of bowel and bladder into and 
sometimes outside the vagina. Women with incontinence 
change the way that they dress because of it, and modify 
their activities and habits so as to always be near to toilet 
facilities; some simply do not go out – and correspondingly 
have a reduced quality of life.

Prolapse and incontinence affect women’s sex lives and 
relationships and cost the health service and individuals 
millions of pounds each year in pads, catheters, medication 
and other treatments. Six weeks after pregnancy, 33% 
and 10% of women report urinary and faecal incontinence 
respectively; 10 years later 20% of all women who have been 
pregnant still report urinary incontinence and 3% report 
faecal incontinence. This is morbidity, not mortality, but the 
number of women affected is enormous. Because these 
subjects are still taboo, greater  public awareness is needed to 
empower women to access self-help resources and treatment 
pathways.

Recommendation 15
I recommend that Public Health England convenes a 
group of stakeholders to consider ways of

a)  raising awareness of urinary and faecal incontinence 
and prolapse in women, and

b)  improving signposting to resources, self-help 
information and treatment pathways which alleviate 
these conditions.

Measures to provide services for the increased numbers of 
women presenting with symptoms which are likely to arise 
from such a campaign are outlined in Chapter 10. These 
include direct access to physiotherapy and properly resourced 
continence nurse services, and these services may represent 
cost-effective alternatives to GP consultation and referral as 
initial triage and treatment.
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Women and cancer
Chapter 11 	 Female cancer survival in England

In this chapter, the authors focused on ovarian cancer, for 
which one-year survival is significantly worse in England than 
in comparable healthcare systems around the world. They 
also highlight the rise in uterine cancer, linked with the rise 
in obesity and discuss the impact of the national screening 
programme in reducing cervical cancer incidence and 
mortality and future effects of HPV vaccination.

There is debate as to why ovarian cancer survival is lower 
in England than in some peer nations. Early diagnosis is 
difficult for ovarian cancer due to the relatively silent nature 
of the most common type. At this time there is no evidence 
that screening for ovarian cancer improves survival but this 
may change with the publication of the United Kingdom 
Collaborative Trial of Ovarian Cancer Screening later this year.

Relatively low survival from ovarian cancer in the UK does 
not appear to be related to more women presenting with 
advanced stage disease (stage III and IV), but instead to 
lower stage-specific survival. Patient and treatment factors 
contribute to this, however the major prognostic factor 
for advanced ovarian cancer outcome is the extent of 
cytoreduction (the measurable amount of cancer left) after 
primary surgery. The time spent operating and the ability to 
perform advanced surgery are factors in achieving complete 
cytoreduction. In an international randomised control trial 
of treatment for advanced stage disease, operating times in 
the UK were lower than for comparable countries, as were 
rates of complete cytoreduction and survival, suggesting 
less effective surgery. Improvement of surgical treatment of 
advanced-stage disease in England will require development 
of the training of sub-specialist gynaecological oncology 
surgeons and of the skills of those in practice. In addition, 
outcomes of ovarian cancer should be audited nationally, a 
measure which has improved survival in bowel, head and 
neck and oesophageal-gastric cancers.

Recommendation 16
I recommend that the Royal College of Obstetricians 
and Gynaecologists ensures that sub-specialist training 
in gynaecological oncology equips doctors to perform 
optimal surgery for gynaecological cancers and reduce 
mortality from ovarian cancer.

Recommendation 17
I recommend that a national clinical audit should 
be undertaken of treatment and survival trends 
for women with ovarian cancer in England. High 
priority should be given to including this topic  in NHS 
England’s National Clinical Audit and Patient Outcomes 
Programme commissioned by the Healthcare Quality 
Improvement Partnership.

My annual reports are a key part of my statutory duties 
as the Chief Medical Officer and provide opportunities to 
shine a light into areas of missed opportunity as well as to 
report on the state of the public’s health. I really hope the 
recommendations from this report will lead to action and 
deliver improvements to the health of women in England and 
to future generations. My report chapters are commissioned 
from leading academics and clinicians and I am indebted to 
the authors who have given their time and expertise, to those 
who provided advice during the scoping period and to the 
reviewers of the chapters.

The case stories of women’s experiences throughout the 
report bring the issues discussed at population level into 
focus by describing their impact on the lives of individuals 
and I thank the women who have shared their experiences. 
I also want to thank Clinical Practice Research Datalink for 
access to data to supplement several of the chapters and I am 
grateful to the staff and analysts who worked to provide this 
information.
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1. � Key statistics
�� The 2013/14 Crime Survey for England and Wales (CSEW) 
reported that 2.2% of women and 0.7% of men (aged 
16–59) had experienced some form of sexual assault in the 
past year. 

�� The Adult Psychiatric Morbidity Survey in England 2007 
estimated that around 1.5 million adults, of whom 84% 
were women, had experienced extensive physical and 
sexual violence, with an abuse history extending back to 
childhood. Over half of these adults had a common mental 
disorder such as clinical depression or anxiety.

�� The Safeguarding Teenage Intimate Relationships survey 
of 4,500 young people aged 14–17 across the UK 
and four other European countries reported that the 
highest rates of sexual coercion of teenage girls were in 
England, and young people were at least twice as likely 
to have sent a sexual image or text message if they were 
also experiencing violence or coercive control in their 
relationships. 

�� There are estimated to be 80,000 sex workers in the UK, 
of whom 70% have a history of local authority care and 
nearly half have a history of childhood sexual abuse. 85–
90% of sex workers are women, although the proportion 
is 60–70% in central London. The Association of Chief 
Police Officers has estimated that 30,000 women are 
involved in off-street prostitution in England and Wales. 

�� The Home Office estimates that there are 10,000–13,000 
potential victims of modern slavery in the UK; 55% of 
these are female and 35% of all victims are trafficked for 
sexual exploitation. 

�� Between a half and two-thirds of women prisoners suffer 
from depression; women prisoners often have histories of 
domestic violence, sexual abuse and coercion. 

�� In 2014, Women for Refugee Women published the results 
of a survey of 46 women who had sought asylum and had 
been detained; 72% said that they had been raped and 
41% said that they had been tortured. A systematic review 
of asylum seekers’ experiences of violence reported greater 
than 30% exposure to violence, but emphasised the 
enormous gap in good-quality, policy-relevant information 
on asylum, violence and health. 

2. � Overview
Gender-based violence (GBV) violates women’s human rights, 
undermines their ability to participate fully in society and 
has detrimental consequences for their physical and mental 
health. It may take a variety of forms, including domestic 
violence and abuse (DVA), sexual violence, forced marriage, 
and female genital mutilation (FGM).1 Rooted in gender 
inequality and unequal power relations, GBV against women 
is the result of multiple risk factors. The interconnections 
between risk factors and how they lead to experiences of 
GBV and harm can be understood using ecological models. 
These articulate contextual factors at societal, institutional, 
community and individual levels.2 Hagemann-White’s model3 
provides a useful framework for developing strategies for 
prevention because it highlights those factors that are 
conducive to perpetration and increase vulnerability to GBV 
and which therefore need to be disrupted to effectively 
prevent GBV. Preventive measures need to include challenging 
of gender stereotypes, involve men and boys, address the 
needs of vulnerable groups and empower women.4 

This chapter provides an overview of the health impacts 
of GBV for women and to a lesser extent for adolescents. 
It is not intended to be a comprehensive overview. As the 
evidence for prevention and intervention is strongest in 
relation to DVA, we do not focus specifically on this issue. 
Instead we focus on forms of GBV, and groups affected, 
which are not adequately covered in the National Institute 
for Health and Care Excellence (NICE) Domestic Violence and 
Abuse guideline [PH50]. While government policies have 
been developed or are being considered for forms of GBV 
other than DVA,5 there are gaps in pathways for prevention 
and intervention with regard to sexual violence and so-called 
‘honour’-based violence (HBV), and in relation to vulnerable 
groups including sex workers, lesbian, gay and bisexual 
women, women in prison or detention centres and trafficked 
women. In this chapter we focus mainly on these issues and 
groups.

The 2014 NICE DVA public health guideline6 provides a strong 
evidence-based framework for action within health and 
social care that can also apply to other forms of GBV, with 
recommendations on commissioning of services, training and 
care pathways. Implementation of the NICE DVA guideline 
is at an early stage: most areas do not have integrated 
commissioning of DVA services nor referral pathways 
between health services and the DVA sector. Most healthcare 
professionals still have minimal or no training in DVA. The 
scope of the NICE DVA public health guideline did not include 
other forms of GBV, such as sexual violence outside of 
intimate partnerships or multiple forms of GBV experienced 
by women, for instance the overlap between domestic and 
sexual violence, and these are considered in this chapter.

www.gov.uk/government/policies/ending-violence-against-women-and-girls-in-the-uk
http://ec.europa.eu/justice/funding/daphne3/multi-level_interactive_model/understanding_perpetration_start_uinix.html
www.nice.org.uk/guidance/ph50
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such as clinical depression or anxiety. However, only 10% 
were receiving counselling or a talking therapy. A study of 
police data on rape cases indicates that possibly one in four 
cases reported to the police involve rape in the context of 
domestic violence, while at least one in three involve women 
who have experienced historic childhood sexual abuse. 
These different experiences are likely to require different care 
pathways.13

Case study – Gloria’s story
Gloria suffered sexual abuse from her stepfather as a 
child. She left home when she was 16, and met her 
ex‑husband with whom she had three children.

Gloria describes her ex-husband as controlling. She 
explains how he measured the length of her clothes, 
dictating what she could and could not wear; and how he 
forced her to sleep on the floor at night. Gloria divorced 
him shortly before their 25th wedding anniversary.

In the months that followed their divorce, Gloria’s GP 
referred her to a domestic violence support service. Gloria 
began having one-to-one counselling sessions. Though 
Gloria had received counselling support in the past, she 
had never revealed the abuse she suffered as a child. For 
the first time in her life, she found herself able to speak 
about it.

A year later, Gloria reported her childhood abuse to the 
police. She was referred to a Sexual Assault Referral 
Centre and assigned an Independent Sexual Violence 
Advisor (ISVA). The ISVA helped Gloria manage her sick 
leave with her employer, organised and accompanied 
Gloria on court visits, and helped Gloria make decisions 
about finances. Gloria’s stepfather was found guilty of 
sexual assault and rape, and received fourteen years in 
prison. Gloria says she could not have gone through the 
court case without the ISVA’s support.

During this time, Gloria also started attending a support 
group, where she was able to meet people who had 
suffered similar experiences to her. Gloria says that this 
was her greatest source of emotional support. However, 
due to lack of funding, the support group had to shut 
down.

Gloria’s life is a struggle. She has not felt able to resume 
her counselling sessions. She has cut off most ties with 
her family and rarely meets friends. She is now back 
at work, having had a year off sick. However, she feels 
unsupported by her employer, who, she says, expects her 
to carry on as if nothing ever happened.

There has been increasing attention on new forms of sexual 
violence, such as sending sexual images (not always an act 
of violence) and ‘revenge pornography’ using social media. 
Young people’s relationships in particular can be open to 
abuse through social media.14 The Safeguarding Teenage 

3. � Sexual violence 
The 2013/14 CSEW reported that 2.2% of women had 
experienced some form of sexual assault in the past year, 
mostly less serious sexual assault such as indecent exposure 
and unwanted sexual touching.7 Young women aged 16–19 
were most likely to experience sexual assault. A recent 
European-wide survey of violence against women8 reported 
the UK prevalence of physical and/or sexual violence by 
a partner or a non-partner since the age of 15 as 44%, 
compared with 33% across the entire EU. Physical violence 
in the UK alone was reported as 42% compared with 31% 
across the EU, with sexual violence in the UK alone reported 
as 14% compared with 11% in the EU. 

Of those (male and female) reporting ‘serious sexual assault’ 
in the 2013/14 CSEW, only 17% told the police about the 
incident. The number of sexual offences (64,205) in 2013/14 
was the highest recorded by the police since 2002/03. This 
probably reflects better recording by the police and a greater 
willingness of victims to come forward to report such crimes. 
In addition, publicity surrounding Operation Yewtree is 
thought to have increased the reporting of historical offences.

Nearly half of victims in the 2013/14 CSEW (45%) reported 
suffering physical injuries, mostly bruising, from the 
most recent serious sexual assault incident that they had 
experienced since age 16, while three in five (61%) suffered 
mental or emotional problems, and in 9% of incidents 
the victim attempted suicide as a result.7 Research more 
generally has identified both self-harm and eating disorders 
as self-reported health impacts of rape.9 One US study 
found women who experienced rape were significantly more 
likely to experience post-traumatic stress, sexual, eating 
and/or mood disorders than those who experienced other 
severe, life-threatening events such as car accidents, physical 
attacks or robberies.10 A Swedish study found similarly 
that adolescent girls experienced acute stress levels as a 
consequence of rape, compared with other traumatic events 
such as traffic accidents or attacks by dogs.11

Data from the 2013/14 CSEW show the extensive overlap 
between sexual and domestic violence: 47% of serious sexual 
assaults against women were perpetrated by a male partner 
or ex-partner, while 33% were by someone who was known 
to them, but not a partner or family member. Only 16% 
reported that the offender was a stranger.8 

Analysis of data from the Adult Psychiatric Morbidity Survey 
in England in the Violence, abuse and mental health in 
England: Preliminary evidence briefing found that adults with 
extensive experience of both physical and sexual violence 
were the most likely to describe their health as poor or 
fair.12 Approximately 1.5 million adults, of whom 84% were 
women, had experienced extensive physical and sexual 
violence, with an abuse history extending back to childhood. 
Over half of these individuals had a common mental disorder 

www.stiritup.eu
www.ons.gov.uk/ons/dcp171776_394500.pdf
www.ons.gov.uk/ons/dcp171776_394500.pdf
http://www.vawnet.org
www.natcen.ac.uk/our-research/research/responding-effectively-to-long-term-consequences-of-violence-and-abuse-(reva)/
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4. � ‘Honour’-based violence
HBV is a crime or incident which has or may have been 
committed to protect or defend the perceived honour of 
the family and/or community. HBV tends to be carried out 
by the victim’s family and/or partner and is included within 
the Government’s DVA policy, which includes violence and 
abuse by partners, (ex)partners and family members. It 
may involve domestic violence, sexual violence and forced 
marriage.16 In 2013 the Forced Marriage Unit provided advice 
or support relating to individuals from 74 different countries.17 
Women are particularly vulnerable to HBV, and risk for forced 
marriage appears to be heightened when the individual has 
learning difficulties, a mental illness or is LGBT.17, 18 HBV may 
involve child marriage, with risk of early pregnancies and 
attendant health risks, vulnerability to sexually transmitted 
diseases including HIV/AIDS, and domestic violence. UK 
studies indicate that forced marriage is often hidden behind 
other presenting issues, such as eating disorders and self-
harm, and may result in suicide attempts.19

Intimate Relationships (STIR) project,14 surveying 4,500 young 
people aged 14–17 across the UK, Bulgaria, Cyprus, Italy and 
Norway, found that young people were more likely to have 
sent a sexual image or text message if they were experiencing 
violence or coercive control in their relationships. They were 
at least twice as likely to have sent a sexual image or text 
compared with young people who had not experienced 
such abuses. The highest rates of sexual coercion (ie being 
pressured or forced to accept sexual touching, sexual 
intercourse or other sexual activity) were reported by teenage 
girls in England. While both teenage girls and boys sent 
sexual images, the girls were likely to report negative impacts, 
while the boys did not. There is an absence of wider research 
on the impact of sexual violence via social media, however 
research on cyber bullying (a term that covers violence and 
aggression against young people) found such bullying may 
lead to depressive and suicidal outcomes, with lesbian, gay, 
bisexual and transgender (LGBT) youth especially vulnerable.15

www.cps.gov.uk/legal/h_to_k/honour_based_violence_and_forced_marriage/
www.gov.uk/government/uploads/system/uploads/attachment_data/file/291855/FMU_2013_statistics.pdf
www.gov.uk/government/uploads/system/uploads/attachment_data/file/291855/FMU_2013_statistics.pdf
www.stiritup.eu
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6. � Sex work 
Of the estimated 80,000 sex workers in the UK, 70% have a 
history of local authority care and nearly half have a history 
of childhood sexual abuse.23 An estimated 85–90% of sex 
workers are women, although the proportion is 60–70% 
in central London.24 The Association of Chief Police Officers 
(ACPO) estimated that 30,000 women are involved in off-
street prostitution in England and Wales. ACPO estimated 
that 17,000 of these were migrants; however, there is no 
robust data on migrant sex workers.25 Women involved in 
prostitution are particularly vulnerable to physical and sexual 
violence from clients and others,26, 27 and have a higher 
mortality rate than the general population.28

Case study – Lisa’s story
Lisa is 36 years old. She is currently on probation for 
hitting an ex-partner, who is also female. Lisa says that 
this was the only time that she has ever hit a partner.

Lisa suffered from sexual abuse as a child. She was 
diagnosed with borderline personality disorder in her 
teenage years and was offered psychiatric support. 
Though she used the service when she was younger, she 
found it of little help. Lisa has never been offered support 
for the sexual abuse she suffered. 

In her early twenties, Lisa suffered as a victim of domestic 
violence. She never sought help, as her partner forbade it. 
She says she felt very isolated. 

Lisa says that being a lesbian has made it harder for 
her to access health and support services. Lisa was 
made homeless on one occasion and she recalls how 
her sexuality made it harder for her to find a place to 
stay. Lisa also says that she would have benefited from 
having a local lesbian and gay drop-in centre. The nearest 
centre was too expensive for her to access, and she felt 
uncomfortable talking to her GP.

5. � Lesbian and bisexual women 
It is difficult to provide robust data on the extent of GBV 
concerning women identifying as LGB, due to the ‘hidden’ 
nature of this population. In 2010, data from 1,000 
respondents to the CSEW in 2007/08 and 2008/09 who 
identified as gay, lesbian or bisexual were amalgamated to 
produce a larger sample.20 With regard to sexual assault, 
the CSEW found that lesbian women reported the highest 
prevalence, followed by gay or bisexual men. However, 
the gender of the perpetrators was not made apparent, 
nor their relationship to those victimised, and we therefore 
cannot tell if the lesbians were abused by female partners, 
former male partners or other men. The US National Intimate 
Partner and Sexual Violence Survey (NISVS) does include 
data on perpetrators, showing that sexual violence to 
lesbian and bisexual women was experienced mainly from 
male perpetrators.21 The NISVS found that more than half 
of bisexual women (57.4%) and a third of lesbian women 
(33.5%) who experienced rape, physical violence and/or 
stalking by an intimate partner in their lifetime reported at 
least one negative impact (eg missed at least one day of 
school or work, were fearful, were concerned for their safety 
and/or experienced at least one post-traumatic stress disorder 
symptom). Living in a context of ‘cultural victimisation’, 
associated with homophobia and hate crime, may 
detrimentally impact lesbian and bisexual women’s health 
and wellbeing, and creates barriers to seeking help.22

http://dx.doi.org/10.1300/J155v07n01_01
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7. � Modern slavery 
The Home Office estimates that there are between 10,000 
and 13,000 potential victims of modern slavery in the UK;29 
it further estimates that 55% are female and 35% are 
trafficked for sexual exploitation. Modern slavery describes 
offences of human trafficking, forced labour and domestic 
servitude. The Home Office states that human trafficking is 
the recruitment and movement of people – often through 
deception, coercion, and abuse of vulnerability – for the 
purposes of exploitation.30 Men, women and children are 
trafficked within the UK and from overseas for a variety of 
purposes, including forced sex work, domestic servitude, 
labour (including in construction, agriculture, factories, 
restaurants, car washing and nail salons) and criminal 
activities (including growing cannabis, benefit fraud and 
selling counterfeit goods). 

Although there is limited research on the health needs of 
trafficked people,31 we know that they experience numerous 
health risks prior to, during and following trafficking.32 
Although findings are based on only one European survey, 
95% of women trafficked for sexual exploitation have 
experienced physical and sexual violence.33 Commonly 
reported physical symptoms include headache, back pain, 
stomach pain, dental pain, fatigue, dizziness and memory 
problems.34 There is a high prevalence of post-traumatic stress 
disorder (PTSD), depression and anxiety among trafficked 
women in contact with support services, with increased risk 
if they experienced abuse during trafficking, longer duration 
of trafficking and poor post-trafficking social support.35 No 
research has been conducted to date on methods to improve 
mental health outcomes of trafficked people.

8. � Adult women in prison
Women prisoners often have histories of domestic violence 
and/or sexual abuse, as well as mental illness and addiction 
that may result from, and increase risk for, such abuse.36, 37 
A cohort study of prisoners which included a small group 
of women showed that they were nearly twice as likely to 
be identified as suffering from depression as male prisoners 
(65% versus 37%), and more than three times as likely as 
women in the general population (19%). Those suffering 
from anxiety and depression are significantly more likely to be 
reconvicted in the year after release from custody compared 
with female prisoners without such symptoms, which is not 
the case for male prisoners.38 
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9. � Women asylum seekers and 
irregular migrants

In 2012, 6,071 women came to the UK seeking asylum in 
their own right and 1,902 women who had sought asylum 
were detained. Many women arrive under a male head of 
household and may not be given the opportunity to disclose 
abuse. In a survey of women detained in Yarl’s Wood, three-
quarters said that they had experienced rape and almost half 
had been tortured prior to seeking asylum.39 Internationally, 
migrant women may be at greater risk of reproductive 
health problems and poor pregnancy outcomes,40 not least 
because of the sexual violence that they have experienced. 
Asylum seekers with temporary protection tend to have 
poorer mental health than refugees who have permanent 
residency.41 Mental health problems of asylum seekers are 
amplified by detention, particularly PTSD in survivors of 
torture.42 There is a risk of abuse, including sexual violence, 
in detention.39 Even in the absence of abuse, surveillance by 
male guards can be traumatic for women asylum seekers 
who have experienced sexual violence.39 The deterioration of 
women’s health in detention is exacerbated by poor access to 
reproductive healthcare and mental health services.26

10. � Responses to gender-based 
violence against women 

There is variable evidence for effective responses to GBV. 
Below we give examples of current interventions and 
recommendations at individual, community and system levels. 
The evidence of effectiveness, including cost-effectiveness 
on outcomes, is strongest for DVA interventions, as 
articulated in the NICE DVA public health guideline,7 although 
studies do not usually include vulnerable groups. There 
are recommendations in the NICE guidelines that could be 
applied to sexual violence and to the vulnerable populations 
discussed above, until better evidence is available. The 
most relevant recommendations include creating a safe 
environment in healthcare settings that encourages disclosure 
of violence (NICE DVA recommendation 5), asking about 
violence (NICE DVA recommendation 6), providing referral 
pathways to specialist GBV services, and including GBV in 
undergraduate and postgraduate training and continuing 
professional development (NICE DVA recommendation 17).

The World Health Organization guidelines on responding 
to intimate partner violence and sexual violence against 
women43 show the overlap between an appropriate 
healthcare response to DVA and to sexual violence, with 
many recommendations in common, including the provision 
of compassionate, non-judgemental first-line support to 
patients who have experienced violence, and use of holistic 
targeted responses. Those guidelines also include specific 
recommendations to clinicians about caring for women after 
sexual violence, focusing on the first 5 days after an assault 
(Section 3.1), including HIV and sexually transmitted infection 
prophylaxis, emergency contraception and psychological 
interventions, as well as psychological interventions in the 
longer term (Section 3.2).

10.1  Sexual violence
In the UK, specialist interventions for victims of sexual 
violence are provided through Sexual Assault Referral Centres 
(SARCs), Rape Crisis Centres (RCCs) and Independent Sexual 
Violence Advisers (ISVAs). Generic mental health services 
provide intervention, not necessarily involving specialist 
input.10 RCCs have an important role in providing counselling 
for adult survivors of childhood sexual abuse and other 
victims.29 RCC data indicate that 85% of people accessing 
services at RCCs do not report to the police, with over 
60% of service users seeking support for sexual violence 
that occurred over two years ago. A large proportion of 
these are adult survivors of sexual violence experienced in 
childhood.44 Evaluation of sexual violence services in the UK 
has been minimal, although evaluation of SARCs in the early 
2000s was positive.45 A wider review of evidence46 found: 
moderate evidence for educational and psycho-educational 
sexual violence prevention programmes; moderate evidence 
for rape prevention programmes; and moderate evidence for 
the benefits of assertiveness and risk reduction training in 
preventing sexual violence. There is evidence that cognitive-

www.refugeewomen.co.uk/wp-content/uploads/2014/01/WRWDetained.pdf
www.refugeewomen.co.uk/wp-content/uploads/2014/01/WRWDetained.pdf
www.refugeewomen.co.uk/wp-content/uploads/2014/01/WRWDetained.pdf
www.ons.gov.uk/ons/dcp171776_394500.pdf
http://www.vawnet.org
http://icsor2014.exordo.com/data/message_attachments/722/IV_ICSoR_2014_e-Book.pdf
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behavioural therapy (CBT), eye movement desensitisation and 
reprocessing (EMDR) and psychotherapy can reduce PTSD 
and associated symptoms. Also, ‘Bystander interventions’, 
which aim to shift attitudinal norms and GBV perpetrator 
behaviour, have shown some effectiveness in involving boys 
and men in prevention.47

10.2  ‘Honour’-based violence
Practitioners find it difficult to know how to respond to 
HBV.48, 49 Despite HBV constituting abuse, issues of culture 
and the desire to maintain good community relations may be 
given priority over intervention in the abuse.50 Practitioners 
working with victims of forced marriage and HBV need to 
consider the ‘one chance’ rule. That is, they may only have 
one opportunity to speak to a potential victim.51 There are 
national and some local specialist services providing support 
for victims of HBV.*aHowever, studies on the effectiveness 
of such interventions are limited. Southall Black Sisters have 
developed a ‘hybrid’ model of psychotherapy for survivors 
that combines established humanistic, cognitive-behaviourist 
and psychodynamic therapies, and takes into account the 
impact of pressures arising from notions of ‘shame’ and 
‘honour’, and of racism. It appears that this may be effective 
in reducing PTSD.52

10.3  Sex work
The Home Office ‘Ugly Mugs’ pilot scheme identified violent 
clients and shared information in order to prevent further 
violence against sex workers and to enable reporting. 
Evaluation found increases in awareness about violence 
against sex workers and increased likelihood of reporting 
to the police.53 Drug use is a particular problem for women 
involved in on-street prostitution, with type of drugs used 
and their effects having direct implications for interventions, 
prevention and care pathways.27, 54 A review of GBV 
approaches and services46 found no evaluation of prevention 
responses, identification or referral, and weak evidence that 
empowering women by involving them in other paid work 
combined with health education (specifically concerning HIV) 
reduced risky sexual encounters, increased use of protective 
prophylactics or reduced drug use.55 There was promising 
evidence on outreach services,56 echoing a Home Office 
evaluation,27 in which outreach to engage sex workers, 
combined with one-to-one work and fast-track drug services 
within a holistic approach geared to individual needs, allowed 
women and young people to become more stable, to stay 
healthy and to have opportunities to leave sex work. These 
services have been established in several UK cities, including 
London57 and Bristol.58 Interventions should be proactive 
regarding mental health (ie psychological distress, post-
trauma reactions and diagnosable illnesses) and healthcare 
professionals should receive training about the specific needs 
of sex workers and their related health problems. General 
practitioners, emergency department clinicians and mental 
health professionals should know about referral pathways 

*	 Forced Marriage Unit 020 7008 0151, Karma Nirvana 0800 5999 247, 
Southall Black Sisters 020 8571 0800

and specialist support services, as encounters with these 
professionals may provide the opportunity for sex workers to 
have access to various types of support.59 

10.4  Modern slavery 
Trafficked people experience a range of health risks prior 
to, during and following their trafficking experiences,23 but 
there is no research on effectiveness of psychological, social 
or welfare interventions to support psychological wellbeing 
and recovery. Within health services, it would be beneficial 
if clinicians were aware of the signs of trafficking among 
patients and aware of the availability of the UK national 
helpline.†bA study of the experiences of European victims of 
trafficking found that 28% encountered healthcare providers 
while they were in the trafficking situation; unfortunately 
all opportunities for intervention were missed.25 A medical 
student project entitled Can modern medicine do anything 
for modern day slavery? is making the case for inclusion 
of trafficking into the undergraduate curriculum,60 and 
developing training materials.61

10.5  Prison
The complex needs of women prisoners resulting from 
previous domestic abuse and sexual violence, mental health 
and addiction problems, requires holistic, personalised 
support. Such an approach could be cost-saving, and 
possibly more so if delivered to adolescents.62 The possible 
link between women’s experiences of domestic and sexual 
violence and abuse and their offending behaviour should be 
taken into account when designing local service provision 
for women victims and offenders. Co-ordinated services 
bringing together police, health, women’s services and 
local authorities to provide tailored support, such as with 
the Hull Women’s Triage Pathfinder Project, have begun to 
show evidence of positive impact, with fewer women being 
charged and very low re-offending rates.37 

10.6  Women asylum seekers and irregular 
migrants
With regards to GBV experienced by women asylum seekers 
or irregular migrants, there is a strong moral and health-
based case for not detaining women who have experienced 
rape, sexual violence and other forms of torture. Specifically, 
asylum seekers who have been abused have high prevalence 
of mental health problems, which is likely to be exacerbated 
by detention and the inadequate mental health services 
available for detainees. Women who are registered under a 
male head of household should be given an opportunity to 
report current or past abuse and be supported in referral and 
access to SARCs. Detention and dispersal of pregnant asylum 
seekers and irregular migrants who have committed no crime 
has the potential to damage the health of mother and fetus.63 

†	 Modern Slavery Helpline 0300 303 8151 (phone the police on 999 for 
emergencies)

http://sheffielddact.org.uk/domestic-abuse/wp-content/uploads/sites/3/2013/05/Forced-Marriage-and-Honour-Based-Violence-Sheffield-Protocol.pdf
www.southallblacksisters.org.uk/sbs/sas-report-copyright-sbs.pdf
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http://www.revolving-doors.org.uk/documents/girls-penal-system/
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11. � Authors’ suggestions for 
policy

�� Gaps in healthcare professional GBV training could be 
addressed. For instance, information about modern 
slavery could be included in undergraduate and relevant 
(ie general practice, obstetrics and emergency medicine) 
postgraduate training and the Modern Slavery Helpline 
could be more prominently displayed in healthcare 
settings.

�� GBV requires professionals to provide compassionate, non-
judgemental first-line support. Use of holistic, targeted 
responses that include specialist support is appropriate as a 
general approach.

�� GBV prevention policy could include initiatives that 
challenge gender stereotypes, involve men and boys, 
address the needs of vulnerable groups and empower 
women through holistic support and economic inclusion.

�� The NICE 2014 DVA guideline could be used as a starting 
point to develop integrated commissioning of GBV services 
and supported referral pathways between health services 
and the GBV sector, taking into account the overlaps 
between different experiences of GBV, specific needs of 
different victims/survivors and their needs at individual, 
community and system levels. These services and pathways 
should ensure inclusion of marginalised groups; inclusion 
means proactive and outreach access to these services, as 
well as programmes within those services that address the 
specific needs of these groups.

�� The implementation of the NICE DVA guideline should 
be monitored, particularly with regard to local integrated 
cross-sectoral commissioning strategies and referral 
pathways between healthcare and specialist GBV services. 
Adequate funding is required in order to maintain services 
shown to be cost-effective.64 

�� Commission specialist sexual violence services in all areas 
to link with SARCs.

�� The authors of this chapter are of the opinion that it is 
inadvisable to detain those asylum seekers and irregular 
migrants who have experienced rape, sexual violence or 
other forms of torture, and those who are pregnant.
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1. � Key statistics
�� In 2011, researchers at City University London estimated 
that there were circa 137,000 adult survivors of FGM living 
in England and Wales.

�� In 2011, researchers at City University London estimated 
that there were 70,000 girls under 15 living in England and 
Wales who had undergone, or were at risk of, FGM.

�� In 2014, the World Health Organization (WHO) estimated 
that more than 125 million women worldwide are living 
with the consequences of FGM.

�� In 2014, the WHO stated that, globally, the trend towards 
‘medicalisation’ was increasing, with more than 18% of all 
FGM performed by healthcare providers.

�� In 2011, researchers at City University London estimated 
that, since 2008, women with FGM have made up about 
1.5 per cent of all women giving birth in England and 
Wales each year.

�� Of the 14 FGM clinics listed on the NHS England and NHS 
Choices websites, 9 are in London.

2. � Introduction
In July 2014, the Public Health Minister for England 
announced the launch of the Department of Health and 
NHS England FGM Prevention Programme. The programme 
of work focuses on prevention and care, with the ultimate 
aim being to get a better response to FGM from the health 
services.1 The programme was welcomed by activists, 
community groups and health professionals who have 
campaigned in the UK since the practice of performing FGM 
became illegal in 1985. Health professionals, especially in 
obstetrics and gynaecology, have seen increasing numbers 
of women from FGM-practising communities. A key aspect 
of the programme has been the collection and publication of 
monthly figures from the Health and Social Care Information 
Centre (HSCIC) of the numbers of cases of FGM reported 
by health professionals.2 These data are essential for service 
planning and prevention strategies (see Table 3.1).

The figures, however, have been misinterpreted. For example, 
the former Minister of State for Crime Prevention said in an 
interview that with recording from acute trusts, ‘…we now 
know that there have been 2,000 cases of FGM in England 
and Wales’.3 This could suggest that FGM is performed in 
the UK and that trained health professionals are ignoring 
it or are ineffective at identifying cases for prosecution. It 
is vital to understand that the majority of cases included 
in current prevalence data are not new but are women 
who have undergone FGM in childhood outside the UK. 
Women with FGM tend to present to health professionals 
either with symptoms such as inability to have sex or 
during investigations for an unrelated condition, including 
pregnancy.

Table 3.1 � Number of FGM cases reported by acute 
trusts in England to the Department of 
Health, September to December 2014

Sept Oct Nov Dec

Newly identified 
cases*

467 455 466 558

Active cases** 1,279 1,468 1,803 2,146

% of eligible trusts 
reporting data

78% 69% 79% 83%

*	 Patients first identified during the reporting period as having undergone 
FGM.

**	Patients identified as having a history of any FGM type prior to the 
reporting period and still being actively seen/treated for FGM-related 
conditions or any other non-related condition at the end of the month. 
This does not include newly identified patients.

Data collection is essential, as the risk for girls living within 
the diaspora communities is real, but remains unquantified. 
Indicators for the practice continuing in the UK have not 
been studied. Data collection has been introduced rapidly as 
part of other requirements for health professionals and it will 
take time for all health professionals to be educated in the 
recognition of FGM and the importance of data collection. 
Given current misconceptions surrounding this data, there 
is a need to ensure appropriate care for FGM survivors and 
a sensible approach to prevention. This may be aided by 
doctors understanding the health impacts of FGM in the 
UK population, their own responsibilities for reporting and 
recording FGM, and the methodology of FGM data collection 
and the implications of published figures.

www.gov.uk/government/news/new-fgm-measures-launched-to-care-protect-prevent
http://www.hscic.gov.uk/fgm
www.bbc.co.uk/programmes/b0512h6m
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4. � Prevalence

4.1	 Estimated prevalence data
There is little information on FGM among communities 
relocated to high-income countries. The Office of Population 
Censuses and Surveys figures have been used to derive 
prevalence estimates from numbers of migrants born in 
countries where FGM is practised and where rates of FGM are 
known. In 2011, there were an estimated 137,000 survivors 
of FGM in England and Wales.7 In addition, 70,000 girls under 
15 are thought to have had or be at risk of FGM.8 While some 
studies suggest a decline in FGM,9 other sources suggest that 
it continues but with some differences in age and type.5

4.2	 Measured data
Acute trusts within the NHS are now required to collect 
data on patients seen with FGM2 and this requirement has 
recently been extended to general practice and mental health 
trusts. With no extra funding, trusts must make their own 
internal arrangements for data collection. The quality of the 
data is currently variable but data collection could become 
more accurate thanks to a background of increasing FGM 
awareness and education. As yet, it is too early to analyse 
patterns of FGM but possible uses include identification 
of ‘hotspots’ of FGM for targeting clinical services and 
prevention work and to identify potential mismatches 
in areas where prevalence is expected to be high but is 
reported to be low.

5. � Research data on health 
implications

There is little robust evidence on the health impact of FGM. 
Most population-based studies are retrospective, relying 
on women’s recollections of their past FGM. Women know 
that they have had FGM but may not always know exactly 
what has been done10 and studies have not included girls 
who die due to the procedure. Women may be unwilling to 
disclose symptoms due to the sensitive nature of the subject, 
or because FGM symptoms such as urinary obstruction may 
be so chronic that women assume that these are normal, or 
because of the legal status of the practice. This may include 
not bringing their daughters, who had FGM before they 
entered the UK, to a consultation with a health professional 
for fear of the legal consequences, which may lead to delays 
in medical care.

3. � What is FGM?
FGM is a tradition practised in some, but not all, countries 
in Africa, Asia and the Middle East. Although no religious 
scripts prescribe FGM, practitioners often believe that the 
practice has religious support. In most societies where it is 
performed, FGM is considered a cultural tradition and this 
is often used as an argument for its continuation. FGM 
(also known as circumcision or cutting) is almost always 
performed on children and estimates suggest that more 
than 125 million girls and women worldwide are living 
with the consequences.4 It is defined as ‘all procedures 
that involve partial or total removal of the external female 
genitalia or other injury to the female genital organs for non-
medical reasons’ (see Table 3.2).4 There is wide misperception 
about the social benefits for the community.5,6 FGM has no 
health benefits and can cause serious damage to the physical 
and psychological health of women and girls.

Patterns are changing, with reported increased use in some 
countries of health providers in order to perform ‘medicalised 
FGM’. Previously FGM was most commonly performed by 
traditional cutters on individual, or groups of, children, often 
at a celebration without anaesthetic or sterile conditions. The 
child is restrained while the external genitalia are cut/removed 
and/or stitched with a knife, scalpel or other sharp tool. 
In Egypt, where 91% of girls undergo FGM, 77% of cases 
were reported to have been performed by a trained medical 
practitioner (most commonly a doctor).5 WHO figures suggest 
that over 18% of FGM is performed by health providers.4

Table 3.2  WHO classification of FGM

Type 1 Clitoridectomy:
Partial or total removal of the clitoris (a small, 
sensitive and erectile part of the female 
genitals) and in rare cases only the prepuce (the 
fold of skin surrounding the clitoris).

Type 2 Excision:
Partial or total removal or the clitoris and labia 
minora with or without removal or the labia 
majora (the labia are the ‘lips’ that surround the 
vagina).

Type 3 Infibulation:
Narrowing of the vaginal opening through the 
creation of a covering seal. The seal is formed 
by cutting and repositioning the labia minora or 
majora with or without removal of the clitoris.

Type 4 Other:
All other harmful procedures to the genitals 
for non-medical reasons, eg pricking, piercing, 
incision, scraping and cauterising the genital 
area.

www.forwarduk.org.uk/download/96
www.equalitynow.org
www.unicef.org/media/files/FGCM_Lo_res.pdf
http://www.hscic.gov.uk/fgm
www.who.int/mediacentre/factsheets/fs241/en/
www.who.int/mediacentre/factsheets/fs241/en/
www.unicef.org/media/files/FGCM_Lo_res.pdf
www.theguardian.com/world/2015/feb/06/female-genital-mutilation-egypt
www.unicef.org/media/files/FGCM_Lo_res.pdf
www.who.int/mediacentre/factsheets/fs241/en/
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7. � Health implications

7.1	 Immediate effects
All reports on immediate complications of FGM come from 
Africa and there are no reports from England. Possible 
explanations for this may be that children are sent abroad for 
FGM and do not return to the UK until recovered, or a trend 
towards less invasive forms of FGM (ie type 4) with fewer 
complications. Immediate effects include haemorrhage and 
infection, including wound infection, septicaemia, tetanus 
and gangrene.12 Although deaths have been reported, actual 
rates are unknown. Infection may occur due to the use of 
shared and unsterile tools and may include the transmission 
of blood-borne infections (eg HIV, hepatitis B and C and 
syphilis), although some of these infections are endemic 
where FGM is prevalent. Damage to adjacent organs such as 
the urethra may occur during FGM.

7.2	 Longer-term health issues
FGM can cause obstetric, gynaecological and psychological 
problems. Obstetric outcomes for mother and baby include 
increased rates of post-partum haemorrhage, perineal trauma 
and perinatal death.13 Obstetric interventions can reduce 
some adverse impacts.14 Gynaecological conditions include 
genital scarring, keloid and clitoral cysts and recurrent urinary 
tract infections.15 Embarrassment can prevent women from 
seeking routine screening, such as cervical smear tests.16 FGM 
can damage sexual function by narrowing the vagina, making 
sex difficult or painful and by removal of the clitoris and other 
sensitive sexual tissue, leading to reduction of sensation and 
pleasure. A systematic review and meta-analysis of studies 
from Africa, Saudi Arabia and Israel found that women with 
FGM were more likely to report dyspareunia, absence of 
sexual desire and reduced sexual satisfaction.17 Mental health 
problems such as anxiety and depression have been linked 
to FGM. A small study from Senegal suggested that FGM 
can also be associated with Post-Traumatic Stress Disorder 
(PTSD) although this finding needs further evaluation before 
applying it to other groups.18, 19

6. � Trends
International research has identified that the age at which 
FGM is being performed has remained fairly stable. Where 
change has occurred, the most common trend is to perform 
FGM at a younger age,5 which ensures less objection or 
disclosure.5 Type 4 FGM, where a small cut or prick is made 
on or lateral to the clitoris, is more common, known by some 
communities as ‘Sunna’. This causes little tissue damage 
and little or no scarring, so may be impossible to distinguish 
confidently from tiny irregularities due to congenital variation. 
This trend towards medicalised type 4 FGM has been 
confirmed in a series of 27 girls under the age of 18 seen in 
the only UK clinic for children with FGM.11

Case study – Armana’s story
Armana was born in Eritrea. She underwent infibulation 
when she was two months old, as is normal for all girls in 
her tribe.

Armana says she felt pain from it for most of her life. She 
says it hurt to pass urine and have periods; and it hurt to 
sit down for any long period of time, to run up the stairs 
and play sports with her friends.

The customs of Armana’s tribe mean that, at thirteen 
years old, girls have to marry or become soldiers. 
Armana’s parents feared for their daughter, and they 
helped Armana run away. Armama travelled by herself 
to Sudan, and then took a boat to Europe. After many 
months of travelling, she arrived in the UK.

Armana now lives with a foster family in England. With 
the help of her foster mother, she has been able to 
undergo a de-infibulation operation. Armana says she 
feels much happier now: she says she can pass urine 
and have periods without pain; she can sit in her lessons 
without having to get up; and she can play football with 
the rest of her classmates.

Armana wants to encourage more girls who have 
undergone FGM to seek help. She says that even though 
it was hard, it was worth it, because she feels so much 
happier as a result.

www.who.int/reproductivehealth/publications/fgm/who_fch_wmh_00.2/en/
www.unicef.org/media/files/FGCM_Lo_res.pdf
www.unicef.org/media/files/FGCM_Lo_res.pdf
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Clitoral reconstruction

A recent report claims that reconstructive surgery to the 
clitoris seems to be associated with reduced pain and 
restored pleasure.21 Current studies are of poor quality, with 
the majority of patients lost to follow-up and no methodical 
psychosexual assessment.22 Nonetheless, increasing numbers 
of women are seeking out clitoral reconstruction. Excised 
clitoral tissue cannot be restored and further surgery may lead 
to more scarring and sensation loss. However it is possible 
that reconstruction as a cosmetic procedure to restore 
appearance may have some positive psychological benefits. 
Requests for clitoral reconstruction should be approached 
with caution until high-quality research is available.

8.3  Mental health services
Complex PTSD is an anxiety disorder caused by very stressful, 
frightening or distressing events and has been associated with 
FGM.19 It requires specialist interventions, which may include 
medication. Psychosexual problems are likely to require 
multidisciplinary management. Family difficulties require 
appropriate input from practitioners in family and children’s 
services.

Some women and girls may benefit from psychological 
intervention and peer support groups. These should be 
evaluated in survivors of FGM. At present, there is little 
training for existing mental health care professionals to offer 
help to girls and women with specific needs arising from FGM.

8. � Clinical management

8.1  FGM in pregnancy
It is mandatory that all pregnant women, irrespective of 
country of origin, should be asked about FGM. Referral to 
an obstetrician or midwife with responsibility for FGM allows 
a genital inspection to determine the type of FGM. A de-
infibulation procedure may be required in women found to 
have type 3 FGM, where the vaginal opening is obscured by 
scar tissue. It is usually recommended that de-infibulation is 
performed in the second trimester, although this is due to 
concern that staff may not be familiar with de-infibulation 
rather than because of any medical benefit. Women 
themselves often express a preference to be de-infibulated 
during labour, as would be customary in their country of origin.

Re-infibulation (closure of the vagina after delivery in order 
to render intercourse difficult) is sometimes requested by the 
woman but should not be performed; re-infibulation is illegal 
as defined by the Female Genital Mutilation Act 2003. This 
was the basis of the recent (2015) prosecution of two men, 
who were acquitted. WHO guidelines recommend permanent 
de-infibulation and include re-infibulation under the 
definition of type 3 FGM, but do not state that it would be 
unlawful.4 Women with FGM are at increased risk of perineal 
trauma, including labial tears which may require suturing.14

The recent (2015) acquittal of a junior obstetric trainee 
charged with FGM has left doctors and midwives unsure of 
what may be done to the vulva.20 This case is likely to mean 
that the post-delivery management of women with FGM will 
be different to those without FGM, as staff may be reluctant 
to suture vulval tears in such women, even if medically 
indicated.

8.2  Reconstructive surgery

De-infibulation

FGM cannot be ‘reversed’, as surgery cannot restore absent 
tissue or reduce scarring. However, surgery may relieve some 
of the physical symptoms. The most frequently performed 
procedure is a de-infibulation in type 3 FGM, where scar 
tissue obscuring the vaginal opening is divided. This is a minor 
surgical procedure usually performed under local anaesthetic 
in both pregnant and non-pregnant women. While there 
are no reported studies of the benefits of de-infibulation, 
it is likely to facilitate labour management and reduce 
perineal trauma. It also allows painless penetrative vaginal 
intercourse and relieves the outflow of urine and menstrual 
blood. Genital surgery may be required to remove large, 
uncomfortable and unsightly clitoral cysts which can develop 
following FGM.

www.sciencedirect.com/science/article/pii/S0020729215000028
www.who.int/mediacentre/factsheets/fs241/en/
www.thetimes.co.uk
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9. � Services
Existing services have developed historically because of the 
commitment of an individual health professional determined 
to improve care for their local population. Of the 14 clinics 
listed on the NHS England and NHS Choices websites, 9 are 
in London. Clinics are limited in the populations they serve, as 
those based within maternity often only see pregnant women 
and there is only one clinic in the UK for children, based in 
London. However, new prevalence data should allow local 
service planning.

The Department of Health (DH) has recently published 
specifications for commissioning services to support women 
and girls with FGM.23 The new specifications include 
recommendations for service provision in both high and 
low prevalence areas in England. Each trust should have 
a designated FGM health professional and a clear referral 
pathway to a specialist FGM clinic, which may be in another 
hospital depending on patterns of migration and need. FGM 
has physical and psychological consequences and services 
must therefore be multi-disciplinary. Women with FGM most 
commonly present to women’s health services and so services 
should include an obstetrician/gynaecologist and access to 
de-infibulation should be available if required.24,25 Children 
with FGM should be seen by or with a paediatrician with 
relevant expertise and experience, as well as knowledge of 
safeguarding.26

10. � New requirements for 
recording and reporting

10.1  Recording
Recording is based on clinical history alone. A genital 
examination is not essential although this does enable 
the type of FGM to be identified and the woman advised 
accordingly. FGM should be documented in the patient’s 
notes as would be consistent with good clinical practice and 
Royal College of Obstetricians and Gynaecologists (RCOG) 
guidance.25 From April 2014, acute trusts have been required 
to submit monthly anonymous data to DH. From April 2015, it 
has become mandatory to submit the DH enhanced dataset, 
which contains patient identifiers. This dataset includes more 
detail; genital piercings of any kind are included under type 
4 FGM.2 Women should be informed that these data are 
collected and disclosed to the HSCIC.25 Concerns have been 
raised about confidentiality and it is likely that some services 
such as sexual health services will be exempt from returning 
identifiable FGM data on adult women, given their legal 
obligations regarding confidentiality.

10.2  Reporting
Reporting refers to informing social services and/or the 
police about a child or woman with FGM. It is already the 
responsibility of all health professionals (including doctors) to 
refer a child with or at risk of FGM; this is clearly outlined in 
national guidance.27 Mandatory reporting to the police of all 
under-18s found to have confirmed FGM was included in the 
Serious Crime Bill and is now law. If an under-18 is suspected 
but not confirmed to have FGM, a referral should be made 
to a social services duty team, now usually the MASH (multi-
agency safeguarding hub). Sanctions – currently unspecified 
but which might include referral to a regulatory body – will 
be applied to clinicians for failure to report. This change in 
the law comes at a time when teaching materials for health 
professionals on detection and management of FGM in 
children have only recently become available.28,29,30

Mandatory reporting does not apply to women over the age 
of 18. If a woman is found to have FGM, health professionals 
must assess the risk of FGM to other family members. In the 
case of a pregnant woman, the risk assessment should be 
part of maternity care, including informing her GP and writing 
in the baby’s red book at birth. In March 2015, DH published 
guidance for professionals on FGM risk and safeguarding.31 
This document includes a risk assessment framework tool and 
specific advice on documentation and information sharing.

10.3  Education
The undergraduate medical syllabus for most medical schools, 
and the RCOG recommendations for the undergraduate core 
curriculum, do not include FGM. FGM has been included 
in the RCOG postgraduate syllabus since 2007, although 
the module can be completed without seeing an affected 
woman. The Royal College of Paediatrics and Child Health 
intercollegiate guidance includes FGM at all levels of child 
protection training. Health Education England (HEE) has 
launched an open-access introductory e-learning module on 
FGM30 as part of the FGM Prevention Programme. Further 
modules on more complex aspects of FGM were released in 
March 2015.30 Multi-agency Practice Guidelines27 and the NHS 
Choices website31 have further information.

www.gov.uk/government/uploads/system/uploads/attachment_data/file/418549/2903842_DH_FGM_Commissioning_Accessible.pdf
www.rcn.org.uk/__data/assets/pdf_file/0010/608914/RCNguidance_FGM_WEB2.pdf
http://www.hscic.gov.uk/fgm
www.gov.uk/government/uploads/system/uploads/attachment_data/file/380125/MultiAgencyPracticeGuidelinesNov14.pdf
http://www.e-lfh.org.uk
www.nhs.uk/conditions/female-genital-mutilation/
http://www.e-lfh.org.uk
http://www.e-lfh.org.uk
www.gov.uk/government/uploads/system/uploads/attachment_data/file/380125/MultiAgencyPracticeGuidelinesNov14.pdf
www.nhs.uk/conditions/female-genital-mutilation/
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11. � Conclusions
FGM has an impact on the practice of all doctors working 
within the NHS. New requirements for recording and 
reporting FGM need to be underpinned by the appropriate 
knowledge and skills. However, it is important that the 
intense political pressure on doctors to record and report 
FGM does not lead to alienation of patients with FGM, 
as this will isolate the very group of women and girls 
that they seek to protect. Doctors will need to seek out 
available resources as part of their compulsory continuing 
professional development. The new HEE FGM e-learning 
modules provide comprehensive information, although are 
not currently mandatory. Emerging prevalence data is crucial 
to the development of specific local healthcare services for 
survivors of FGM and targeting of educational work within 
communities.

Groups from within FGM-practising communities have 
worked tirelessly for many years to protect girls against 
FGM, along with many charities. The largest such charity in 
the UK, FORWARD,32 works to safeguard girls at risk and 
support affected women by direct community engagement, 
advocacy and strategic partnerships. Initiatives include 
training, community programmes and education in schools 
for teachers, pupils and parents. Each local children’s 
safeguarding board should include the voluntary sector/
community groups in its local multi-agency programme to 
end FGM, as this is a crucial inroad to grassroots activists 
and other influential local groups. It is essential that new 
initiatives do not sideline community groups. Without their 
involvement, progress cannot be made in preventing FGM 
and there is a risk that if communities become stigmatised, 
then the practice may go underground. Links between acute 
services and the community can be fragile and difficult to 
maintain.

12. � Authors’ key messages for 
policy

�� Consider how best to commission multi-disciplinary 
services for women and girls with FGM in high-prevalence 
areas, and with clear pathways for referral from low-
prevalence areas.

�� Priority research areas include:

–– exploration of changing attitudes to FGM in diaspora 
community groups

–– defining the most appropriate timing of de-infibulation 
in pregnancy

–– carrying out scientific evaluation of the benefits of 
clitoral reconstruction in women who have undergone 
FGM.

�� The authors of this chapter suggest that psychology 
interventions should be evaluated for woman and girls 
with FGM; the HEE introductory e-learning module 
(‘E-learning to improve awareness and understanding of 
FGM’) should be mandatory for all NHS staff (clinical and 
non-clinical).

�� The authors of this chapter suggest that all under-18s with 
suspected or confirmed FGM should be seen by or with 
a paediatrician with relevant expertise and experience, as 
well as knowledge of safeguarding.

www.forwarduk.org.uk/key-issues/fgm/
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1. � Key statistics
�� In February 2015, The Costs of Eating Disorders — Social, 
Health and Economic Impacts estimated that more than 
725,000 people in the UK are affected by an eating 
disorder.

�� The National Institute of Health and Clinical Excellence 
estimates around 89% of those affected by an eating 
disorder are female.

�� NHS Choices estimates that

–– anorexia nervosa affects around 1 in 250 women and 
1 in 2,000 (it usually develops around the age of 16 
or 17)

–– bulimia nervosa is around two to three times more 
common than anorexia nervosa, and 90% of people 
with the condition are female (it usually develops 
around the age of 18 or 19)

–– binge eating affects males and females equally, and  
affects around 5% of the adult population (it usually 
develops later in life, between the ages of 30 and 40)

2. � Introduction
The eating disorders are a group of mental health problems 
in which a persistent disturbance of eating is the most 
prominent feature. In the past they were equated with 
anorexia nervosa (AN), a view that made sense until the 
late 1970s when bulimia nervosa (BN) was recognised1 and 
was found to be much more common. The picture changed 
again in the 2000s when recognition was given to a form of 
overeating long known to be associated with obesity,2 now 
termed binge eating disorder (BED).3 At much the same time, 
it was realised that even more common than BN and BED 
were ‘atypical’ states in which the features of AN and BN 
are combined in other ways.4 (There is no consensus on how 
best to denote these states and the terminology has changed 
at intervals. In this chapter we refer to them as the ‘other 
eating disorders’ or the OEDs.) With this proliferation of 
eating disorder diagnoses, it is easy to overlook the important 
fact that the eating disorders other than BED (ie AN, BN and 
the OEDs) have much in common. Indeed, there are more 
similarities than differences. This crucial point has important 
implications for their understanding and management.
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The course of AN varies greatly. It may be self-limiting; it 
may require some form of intervention; or it may prove 
treatment-resistant and persist for many years.7, 8, 9 It can be 
life-threatening. For those with longstanding AN the outlook 
becomes increasingly poor over time, although recovery can 
still occur.10 In the early years, it is common for AN to evolve 
into BN or an OED.

3.3  Bulimia nervosa
BN generally starts in late adolescence or early adulthood. 
It begins in much the same way as AN, but after some 
months or years the dieting becomes punctuated by repeated 
episodes of binge eating with the result that any weight 
lost tends to be regained. (‘Binges’ are episodes of eating 
in which large amounts of food are consumed and there is 
a sense of loss of control at the time.) The binges are often 
followed by self-induced vomiting or laxative misuse in an 
attempt to minimise the amount of food absorbed.

Once fully developed, BN tends to be self-perpetuating. It 
may persist for years or even decades with adverse effects 
on self-esteem, career and relationships. It is common for 
sufferers to delay seeking help due to the shame associated 
with binge eating,11 and it is easy for them to keep the 
problem secret as their weight is generally unremarkable.

3.4  Other eating disorders
Most OEDs are very similar to AN and BN.12, 13 There is the 
same over-concern about eating, shape and weight, and the 
same tendency to engage in persistent and extreme dieting 
and other forms of weight-control behaviour. Most of the 
OEDs are mixed states in which the features of AN and BN 
are combined in such a way that it is not possible to make 
either diagnosis. Body weight may be low if the dietary 
restriction is marked.

Many people with an OED have a history of AN or BN, or 
both, reflecting the diagnostic migration that is common 
among the eating disorders9,14 (see Figure 4.2, informed by 
Fairburn and Harrison15).The OEDs are as impairing as BN: 
the level of eating disorder features is the same, as is their 
duration and their impact on everyday functioning.12

One small subgroup also merits mentioning. Services 
specialising in the treatment of young children and 
adolescents with eating problems see some patients who 
restrict their eating but not in an attempt to modify their 
shape or weight. These states vary in nature and have not 
been well characterised. They have recently been termed 
‘avoidant/restrictive food intake disorder’.3 Estimates of their 
prevalence in specialist clinics for children range from 1.5% to 
14%.16, 17 In our experience, they are rarely seen in adults.

3. � Eating disorders and their 
management

3.1  Clinical features
Figure 4.1 shows the typical distribution of the four eating 
disorder diagnoses among adult outpatients.4 The OEDs 
are the most common diagnosis, followed by BN and then 
AN. Eating disorder services see relatively few cases of BED. 
Among adolescents, the diagnostic distribution differs (ie that 
AN is more common than BN), but the OEDs remain the most 
common diagnosis.5 BED is not often seen in this age group.5 
AN, BN and the OEDs mainly affect girls or young women: 
about one in ten patients is male.3 In contrast, men constitute 
about a third of patients with BED. A typical distribution of 
the eating disorder diagnoses among adult outpatients6 is 
shown here (Figure 4.1).

Figure 4.1 � Typical distribution of the eating disorder 
diagnoses among adult outpatients in England

BED
AN

BN
OEDs

Source Christopher G. Fairburn, Professor of Psychiatry, University of Oxford

3.2  Anorexia nervosa
AN typically starts in early to mid-adolescence with a period 
of dieting that gets out of control and becomes persistent, 
inflexible and extreme.3 Progressive weight loss results and is 
accompanied by over-concern about body shape and weight, 
although this may not be acknowledged and may be absent 
at the outset. There is a fear of weight gain and fatness, and 
this drives further dieting. The dieting may be accompanied 
by other forms of weight-control behaviour including 
over-exercising, self-induced vomiting and laxative misuse. 
Typically, sufferers do not acknowledge having a problem; 
their low weight and extreme weight-control behaviour are 
consistent with their desire to maintain strict control over 
their eating, shape and weight.
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5. � Distribution and 
determinants

In a meta-analysis of eating disorder epidemiology, which 
included studies from the US, Australia and Scandinavia, the 
lifetime prevalence of AN was about 0.5%–1.0% in women 
and <0.5% in men; that of BN was about 0.5%–3.0% in 
women and 0.5% in men; the World Health Organization 
(WHO) world mental health survey estimated the prevalence 
of BED was about 3.5% in women and 2.0% in men.23, 24 
Among women aged 16 to 35 years, the point prevalence 
of BN is between 1% and 2% and that of the OEDs as high 
as 5%.

Incidence of eating disorders in the UK increased from 2000 
to 2009;23 however, this may be due to greater help-seeking, 
better detection and changes in diagnostic practice.23, 25

The aetiology of the eating disorders is poorly understood. 
A variety of risk factors have been identified but how 
they operate and interact is not known.15, 26, 27, 28 The most 
prominent general risk factors for AN and BN are being 
young and female, and living in a ‘Western’ culture in 
which slimness is prized and dieting is common. Even in 
the relatively homogeneous environment of England, those 
with an Asian background appear to be under-represented 
in referrals to eating disorder clinics, although this could 
be the result of referral bias rather than a lower prevalence 
rate.29, 30 The personality traits of perfectionism and low 
self-esteem also appear to increase the risk of AN and BN, as 
does a family history of depression or an eating disorder. In 
common with many psychiatric disorders, adverse childhood 
experiences are also associated with an increase in risk. A 
family history of substance misuse or obesity specifically 
increases the risk of binge eating as does an early menarche 
and a history of impulsivity. Family genetic studies indicate 
that there is an important genetic contribution28 and there 
appears to be cross-transmission between AN, BN and the 
OEDs suggesting shared familial liability;31 that is, there is 
heightened vulnerability to developing an eating disorder but 
not a particular eating disorder. The molecular genetic studies 
have yielded inconsistent findings, probably in part because 
of small sample sizes and problems in selecting and defining 
the phenotypes of interest.28

Figure 4.2 � A schematic representation of the diagnostic 
‘migration’ that characterises the eating 
disorders

BED AN

BN

OEDs

Scale

Approx. 33%

Source Christopher G. Fairburn, Professor of Psychiatry, University of Oxford

3.5  Binge eating disorder
BED differs from the other eating disorders. Unlike AN, BN 
and the OEDs, there is no tendency to engage in persistent 
dieting and no over-concern about eating, shape and weight. 
Rather, there are recurrent bouts of uncontrolled overeating 
that occur against a background of a general tendency to 
overeat, much as in many cases of obesity. Indeed, many 
people with BED are overweight or have obesity.18 The 
demographic distribution of BED is also distinctive in that 
the majority of patients are middle-aged and, as mentioned 
above, about a third are male.18, 19 The course of BED is also 
quite different.9 Rather than being persistent, it is generally 
phasic with extended periods, often lasting many months, 
free from the eating disorder.

4. � Co-morbidity and mortality
Eating disorders rarely exist in isolation. Most sufferers 
have accompanying depressive and anxiety features and 
these may be sufficiently severe to be viewed as co-morbid 
conditions. A subgroup engages in self-harm and substance 
misuse.3 Physical complications develop in those who are 
very underweight and those who engage in extreme weight-
control behaviour such as frequent self-induced vomiting.20, 21 
The mortality rate is raised compared with that expected, 
allowing for age and gender.22 In AN the risk of death from 
all causes is increased six-fold and in BN it is doubled. Most 
deaths in AN are attributable to the physical consequences of 
the disorder but one in five is due to suicide.
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6.3  Pharmacological treatments
There is a limited role for medication.38, 39 There are no 
empirically-supported pharmacological treatments for 
AN. A variety of drugs have been investigated, including 
antidepressants, antihistamines and, most recently, atypical 
antipsychotics,40 but none has proved to be of clinical 
value. The situation is different in BN where antidepressant 
medication produces a decrease in the frequency of binge 
eating but it is not clear whether this effect is lasting.39 
A variety of drugs influence the frequency of binge eating 
in BED41 but they are not a first-line treatment, given the 
effectiveness of psychological interventions. With the 
exception of the anticonvulsant topiramate, they have little 
effect on co-morbid obesity.

6. � Help-seeking and detection
Many people with an eating disorder do not seek 
treatment.24, 32, 33 Those with AN may not be fully aware that 
they have a problem or they may attempt to hide it. Those 
with BN often keep their problem secret. Delays of five years 
or more between onset and presentation are common, 
during which time functioning often becomes increasingly 
impaired. 

When people do present for treatment they do so 
tentatively. Typically, patients with AN come at the insistence 
of concerned others whereas those with BN or an OED 
attend of their accord, although they may present indirectly 
complaining of features associated with the disorder such 
as depression, menstrual problems or gastrointestinal 
disturbance.34 Under these circumstances, making the correct 
diagnosis may not be straightforward. The attitude of the 
clinician during these appointments is of great importance,35 
not least because patients can be easily put off from pursuing 
further treatment.

6.1  Management
Some eating disorders can be managed in primary care. 
This is true of many cases of BED and the simpler cases 
of BN and the OEDs, but the majority of patients require 
more specialised help. This can generally take place on an 
outpatient basis. 

A small proportion of cases require hospitalisation at some 
stage, most of whom have AN. This is needed for those who 
require medical complications to be addressed or weight loss 
to be arrested, and for severe cases that have not benefitted 
from outpatient care. In addition, some are admitted for the 
management of co-existing mental health problems such as 
severe depression. The threshold for admitting adolescents 
is lower than that for adults as their physical health is more 
readily compromised.36 A small minority of admissions have to 
be compulsory.37

As we discuss below, not everyone responds to treatment. 
Among those who do not respond are some patients who 
remain ill and severely impaired for many years. Their needs 
must not be forgotten.

6.2  Evidence-based treatment and prevention
Evidence-based treatment is possible in many cases. The 
leading treatments are psychological in nature and are 
primarily designed to be delivered on an outpatient basis.
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6.4  Psychological treatments
We will start with the treatment of adults with BN as this has 
been the subject of most research.

Bulimia nervosa

While the disorder was originally described as ‘intractable’,1 
it is now clear that it can be treated, the leading evidence-
based intervention being a specific form of cognitive 
behavioural therapy (CBT-BN).42, 43 This treatment was 
the first psychological treatment (for any condition) to be 
endorsed by NICE44 and it is endorsed by many other national 
clinical guidelines.

Binge eating disorder

There is an emerging body of research on the treatment of 
BED.45 It appears to respond well to a variety of psychological 
interventions including CBT-BN, interpersonal psychotherapy 
(IPT) and guided self-help.

All non-underweight eating disorders

Recently CBT-BN has been superseded by an ‘enhanced’ 
transdiagnostic version of the treatment termed ‘CBT-E’46, 47 
that can be used with any form of eating disorder. CBT-E 
appears to be more potent than its predecessor with two-
thirds of non-underweight eating disorder patients (ie 
those with BN, BED or an OED) making a sustained full 
response despite an average duration of eating disorder 
of nine years48, 49 (see Figure 4.3). Similar response rates 
are being reported from ‘real world’ clinical settings.50, 51, 

52 The response rate among patients who are significantly 
underweight (BMI <17.5) is lower53, 54 but, as discussed below, 
it appears comparable to that obtained with other leading 
treatments.

Anorexia nervosa

There have been relatively few studies of the treatment of 
adults with AN. In part this is because of logistical problems 
including its relative rarity and the lengthy duration of 
most interventions.55 A number of treatments have modest 
evidence to support them,56 including CBT,57, 58 CBT-E,53, 54, 59 
a novel cognitive-interpersonal therapy,60, 61 a form of focal 
psychodynamic psychotherapy59 and a combination of 
education, general clinical management and supportive 
psychotherapy.57, 58, 61 None of these treatments achieves 
a response rate comparable to those seen in BN, BED and 
the OEDs.

Younger patients

The focus of the research on younger patients has been 
on AN.45, 56 The sole evidence-based treatment is a specific 
form of family therapy commonly termed family-based 
treatment (FBT) or the ‘Maudsley Method’.62 It requires the 
involvement of both the patient and his or her parents. FBT 
has a moderately strong evidence base and it achieves a full 
response rate in the region of 50%.

It is generally agreed that an alternative to FBT is needed, 
given the demands of the treatment in terms of parental 
involvement63, 64 and the importance of prompt treatment 
given the seriousness of the disorder and the unfavourable 
relationship between duration and treatment outcome.65 
One candidate is CBT-E64 as it can be used with this age 
group54, 66, 67 and appears to be as effective.35 A direct 
comparison of CBT-E with FBT would be of great interest, 
especially if moderators of treatment response were to 
emerge that would guide the allocation of patients to these 
two very different treatments.

Figure 4.3 � Intent-to-treat remission rates obtained in non-underweight eating disorder patients treated with CBT-E 
(two separate samples) or IPT49
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There has been much less research on the treatment of BN in 
younger patients. FBT and guided self-help both have limited 
supporting evidence.68, 69 There have been no studies of the 
treatment of the OEDs in this age group. The research on 
the prevention of eating disorders is described in outline in 
Box 4.1.

Box 4.1 � The research on the prevention of 
eating disorders

The research on the prevention of eating disorders 
has mostly focused on the evaluation of programmes 
designed to reduce concerns about body shape, a 
risk factor for developing an eating disorder. The 
group targeted has been adolescent girls and young 
women (12 to 29 years). It is clear that some of these 
programmes can reduce concerns about body shape70 
but it has not been demonstrated that this has an impact 
on the subsequent likelihood of developing an eating 
disorder.

This preventive strategy can be questioned as body image 
concerns are one among many risk factors for developing 
an eating disorder and the magnitude and universality of 
its contribution is far from clear.71 An alternative strategy 
would be to help adolescents avoid engaging in strict 
dieting as this behaviour is the prodrome of the majority 
of eating disorders. Unfortunately, it would be a complex 
message to convey, not least because it might appear to 
run counter to interventions designed to reduce the rate 
of obesity among this age group.

7. � Eating disorders and the 
National Health Service

The UK has a strong international reputation for its research 
on eating disorders. The leading evidence-based treatments, 
FBT and CBT-BN, were developed in London and Oxford 
respectively. It is therefore disappointing that treatment 
provision within the NHS struggles to provide these 
treatments. There are a variety of problems: specialist services 
are patchy in their distribution; waiting times for treatment 
are frequently long; the evidence-based treatments are 
often not available or only in simplified unevaluated forms; 
outcome data are rarely or inadequately collected; there is, in 
some places, undue emphasis on inpatient care; and hospital 
stays are on average excessively long.72

There is no single solution to these difficulties. An increase in 
resources would undoubtedly help and the recent provision 
of additional funds for improving access to treatment for 
young patients announced in the 2014 Autumn Statement is 
most welcome. However, the better use of existing resources 
might also make a substantial difference.73, 74

8. � Looking forwards
There is increasing evidence that psychological treatments 
for other mental health problems can be delivered online, 
with response rates not dissimilar to those obtained with 
face-to-face treatment.75 Eating disorders may be particularly 
well suited to this mode of treatment delivery as the age 
group primarily affected is one that is used to accessing 
information and services in this way. Online, direct-to-
sufferer, interventions might be especially useful in the early 
stages of an eating disorder when they could serve as a form 
of secondary prevention since they would sidestep many 
barriers to help-seeking such as shame and embarrassment, 
and the desire for anonymity.  Research on such interventions 
is just beginning.76  As matters stand, none of the online 
interventions for eating disorders has good evidence to 
support it70, 77 and, remarkably, there have been no studies 
of the many smartphone apps (over 800) that claim to be 
designed for this user group.78  This is regrettable as they 
could do more harm than good. 

www.gov.uk/government/topical-events/autumn-statement-2014
www.england.nhs.uk/wp-content/uploads/2015/07/cyp-eating-disorders-access-waiting-time-standard-comm-guid.pdf
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9. � Conclusions
Eating disorders are a cause of substantial physical and 
psychosocial morbidity among adolescent girls and young 
adult women. They are much less common among men. 
Their aetiology is complex and ill understood. There is a 
genetic predisposition, and certain specific environmental 
risk factors have been implicated. They typically begin in 
adolescence and may run a chronic course. Their effect is 
pervasive since they interfere with psychological, physical and 
social functioning. Once established, they are difficult to treat 
and impose a significant burden on health services. Evidence-
based treatment is possible in most cases. The leading 
treatment for adolescents is a specific form of family therapy. 
A transdiagnostic form of cognitive behavioural therapy is the 
leading treatment for adults.

In our view, eating disorder services need to be thought 
through afresh, with the entire local population of sufferers 
being the unit of attention. The primary goal should be that 
patients receive well-delivered, evidence-based interventions 
as promptly as possible.79 Other commitments, including 
looking after those who have not benefitted from treatment, 
should not distract or detract from this goal. With this model 
of treatment provision, eating disorders would be treated 
when they are most treatable, in the early years,8, 9 before 
they have become highly self-perpetuating and before 
secondary problems have developed. To achieve this goal, 
help-seeking needs to be accelerated possibly through the 
development of online resources designed to engage and 
inform. As noted above, it might be possible to treat simpler 
cases entirely online.

The role of inpatient services needs particularly careful 
thought as they are so costly. The research on their efficacy 
and utility provides meagre support for their use other than 
for physical stabilisation. Improvement tends to be largely 
limited to weight gain,80 relapse is common81 and there is 
little support for lengthy admissions.82, 83 There will always 
be a need for inpatient provision for exceptional cases but 
it may well be possible to reduce the number and length of 
admissions and redeploy resources accordingly.

The development of optimal outpatient services will require 
substantial numbers of therapists to be appropriately 
distributed across the country. Some could be redeployed 
from inpatient units; others could be new recruits. Experience 
suggests that even CBT-E, one of the more complex 
psychological treatments, can be delivered by therapists 
with limited prior experience if they are properly trained and 
supervised. In the past their training would have been a rate-
limiting step in scaling up treatment provision, but this may 
no longer be the case (see Box 4.2).

Box 4.2  Scaling up therapist training
The training of therapists is a major barrier to 
the widespread dissemination of psychological 
treatments.84, 85 The conventional method is labour-
intensive and costly, and results in few people being 
trained. It typically involves an introductory ‘workshop’ 
given by an expert followed by supervision from 
someone proficient in the treatment. Neither is scalable. 
Few experts are available to give workshops nor are many 
people sufficiently experienced to provide supervision.

‘Web-centred training’ is a new form of training that 
provides a potential solution as it is designed to train 
large numbers of geographically dispersed therapists. It 
centres on the use of a specially designed website which 
describes and illustrates the treatment in great detail and 
incorporates tasks to help trainees grasp key concepts 
and master the main procedures. It can be used on its 
own (unguided training) or it can be accompanied by 
support from a non-specialist (guided training). Two such 
websites have been developed, one on CBT-E and the 
other on behavioural activation for depression.86

The initial studies of web-centred training have focused 
on CBT-E. The experience to date (N = 130 trainees) 
suggests that it is popular and that by the end of 
the training period about half the trainees score over 
a validated threshold on an e-measure of therapist 
competence.87

10. � Authors’ suggestions for 
policy

1.	To accelerate help-seeking, online resources need to be 
developed that engage and inform sufferers, and provide 
treatment for simpler cases.

2.	Outpatient services should focus on delivering the leading 
evidence-based treatments as promptly as possible. This 
will require substantial numbers of trained and supervised 
therapists to be appropriately distributed across the 
country.

3.	The role of inpatient services needs to be reconsidered. It 
may well be possible to reduce the number and length of 
admissions, and to redeploy resources accordingly.
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have a Body Mass Index (BMI) that is 18.5 to 24.9
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1. � Key statistics
�� In England in 2013, over 36% of women aged 16–24 and 
50% of women aged 25–34 were overweight or obese.

�� In 2013, more than one-third of children aged 2–15 were 
overweight or obese.

�� Having multiple early-life risk factors is associated with a 
more than four-fold increased risk of being overweight or 
obese in later childhood.

�� Although more than two-thirds of pregnancies leading 
to live births are planned to some degree, the majority 
of women do little to change their lifestyle to prepare for 
pregnancy.

2. � Overview
In England we face an increasing burden of non-
communicable diseases (NCDs), especially those related 
to obesity, including type 2 diabetes, cardiovascular 
disease, asthma and endometrial cancer. This chapter 
highlights the evidence which has led to recognition of 
the missed opportunity to promote health in women of 
reproductive age, particularly in the pre-conception period. 
It also highlights the move towards identifying effective 
interventions to improve the health of mothers and children. 
Key points include the following:

�� The recent increase in obesity among women of 
reproductive age – in England in 2013, 50.8% of 
women aged 25–34 were overweight or obese – not 
only influences their health,1 but also increases the 
risk of complications during pregnancy and is likely to 
compromise the health of their children2 (Figure 5.1).

�� Maternal obesity is one of several influences that appear 
to underlie the fetal or pre-conceptional origins of later 
risk of NCDs,3,4 and it is now widely recognised that a 
focus on pre-conception health offers an important newly 
recognised opportunity for improving the health of the 
nation.

�� While pregnancy no longer carries the significant risk of 
death that it did in the early years of the 20th century, 
unplanned pregnancy remains common in women 
across the reproductive age range, with 57% ending in 
termination.5

�� In 2013/14 there were about twice as many referrals for 
psychological therapy in women aged 15–24 as in men.6 

Maternal mental health before and during pregnancy is a 
particular cause of concern,7-9, 10,11 representing a further 
opportunity for improving the health of women.

�� There are significant economic benefits which will accrue 
from meeting the challenge of preventing NCDs, which 
incur considerable health costs. For the risk factor obesity, 
the McKinsey Global Institute estimates that a programme 
of interventions to reverse its rising prevalence could 
save the NHS $1.2 billion/year.12 NCDs associated with 
obesity can reduce economic productivity, and obesity 
in children and adolescents can impair neurocognitive 
development.13,14

�� Meeting the challenge posed by obesity and NCDs has 
important social and equity implications, because the 
exacerbating factors are particularly prevalent in women 
with low educational attainment or socio-economic 
status,15 and in some ethnic and long-term (>1 year) 
immigrant groups.15,16 NCDs generate a vicious cycle which 
perpetuates and may widen social inequalities in health.17

www.hscic.gov.uk/catalogue/PUB16076/HSE2013-Ch10-Adult-anth-meas.pdf
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Many young people are overweight or obese25 and have 
markers of cardiovascular risk such as an abnormal lipid 
profile, insulin/glucose levels and blood pressure.26

Beyond the health implications for the individuals themselves, 
suboptimal behaviour patterns and cardiovascular risk in 
adolescents have repercussions for the development and 
health of the next generation, who will start life on a steeper 
trajectory of NCD risk (Figure 5.1). Access to and uptake of 
healthcare, and contraception to assist in planning the timing 
of pregnancy, are fragmentary in women of childbearing age, 
especially in adolescents (Box 5.2), and it is not surprising that 
adolescent pregnancies often have poor outcomes such as 
low birthweight.27 If they consider their health, adolescents 
defer any action to improve it until some indeterminate time 
in the future.28,29 Yet they and their partners want the best for 
their children (see Box 5.3), so there is clearly an unmet need.

Promoting adolescent health should reduce health 
inequalities30,31 and have beneficial implications for the rights 
of women, eg for contraception and the right to education 
and work, and also those of children32,33 (see also Chapter 12, 
‘A Human Rights Approach to Women’s Health’). Most 
adolescents have little or no knowledge of the need to 
prepare for pregnancy and may not be sufficiently physically 
or psychologically mature to support it.34

3. � Current status of 
pre‑conception healthcare

The majority of future parents do little or nothing to prepare 
for pregnancy18 even though more than two-thirds of 
pregnancies leading to births in the UK are planned to some 
extent.19 A high proportion of women have an unhealthy 
lifestyle before pregnancy,20 with poor diet, low levels of 
physical activity, smoking, excessive alcohol consumption and 
use of recreational drugs.21 Poor mental health is common 
in individuals with an unhealthy lifestyle.22 Moreover, many 
women are affected by domestic violence before and during 
pregnancy, with adverse impacts on obstetric, maternal and 
child outcomes.

There is evidence that early signs of cardiometabolic risk 
in children such as carotid intima-media thickening and 
increased aortic pulse wave velocity are related to their 
mother’s nutrition in pregnancy23 and, conversely, that a 
healthy diet in the mother can have beneficial effects on 
childhood cardiovascular function.24

The challenge of pre-conception healthcare is particularly 
prominent in adolescents (those aged 10–19). Adolescence is 
a period when many behaviour patterns become established. 

Figure 5.1 � Life course model of Non Communicable Disease (NCD) prevention, showing the importance of 
intervention in adolescents and young adults
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4. � Why a new focus on pre-
conception is so important

Increasing evidence indicates that the pre-conception period 
is a crucial time for development of future NCD risk in the 
offspring.35,36 Fortunately, however, many risk factors known 
to affect offspring development adversely are modifiable. 
Healthy pregnancies are favoured by entering pregnancy with 
a normal BMI, healthy diet (eg eating fruit or vegetables at 
least three times each day), being physically active and in 
good mental health, not smoking, and avoiding alcohol and 
recreational drugs.1 Obese women have lower fertility rates 
and greater risk of early miscarriage,1 and the oocytes and 
early embryos of obese mothers show an increased incidence 
of metabolic and developmental abnormalities.37

During pregnancy, obesity confers greater risk of 
metabolic disease such as gestational diabetes, of perinatal 
complications, and of later NCDs such as diabetes and 
hypertension in both the mother and her child.38 Conversely, 
inadequate food intake and low maternal weight are linked 
to low birthweight,39 as is micronutrient deficiency, especially 
of folate.34,40 While some health professionals give advice 
on the need for adequate folate status in preventing neural 
tube defects, many do not,19,41 and few are aware that it 
is routinely needed for good fetal growth.27,42 Smoking in 
pregnancy is associated with poor fetal growth and low 
birthweight, and with obesity in childhood.43-45 Although 
there are substantial regional differences, smoking has 
generally declined in the UK. Nonetheless, in 2014 the Health 
and Social Care Information Centre reported that 12.7% of 
women self-identified as smoking in pregnancy.46

As noted in the Annual Report of the Chief Medical Officer 
2012. Our children deserve better: prevention pays,24 there is 
growing awareness of the Developmental Origins of Health 
and Disease concept, and with this come new opportunities 
for implementation of interventions to halt or reverse upward 
trends in NCDs.4 This research into the developmental 
origins of health and disease has shown how suboptimal 
elements of the environment to which the embryo, fetus 
or newborn baby is exposed, such as unbalanced maternal 
diet, poor mental health, obesity, smoking or stress, can 
affect the baby’s growth and development.11,47-49 While the 
effects of these factors are not necessarily obvious at birth, 
they can influence the long-term risk of obesity, diabetes 
and cardiovascular disease, as well as developmental and 
psychological disturbances, especially when the child grows 
up in an obesogenic environment.4 Asthma and other lung 
diseases, mental illness, cognitive decline and some forms 
of cancer have also been linked with unhealthy early life 
environmental exposures.4 This novel trans-generational 
mode of disease ‘inheritance’ from parents to children is likely 
to account for a greater proportion of risk in the population 
than fixed genetic effects;50 moreover, it provides new scope 
for prevention.51

Box 5.1  Accessing maternity care early
Pregnant teenagers and young fathers are less likely than 
older people to access maternity care early in pregnancy.

Source	 Department for Children, Schools and Families 
(2008). Teenage parents: who cares? A guide to 
commissioning and delivering maternity services 
for young parents.

In 2013/14, 75% of pregnant women were seen for their 
first antenatal assessment within 12 weeks of gestation, 
where this date is known and data are available. Data for 
about 30% of deliveries are not known.

Source	 Health and Social Care Information Centre

Box 5.2  Quote from mother, aged 30
‘I don’t know, you just assume that you just 
get pregnant and then you go to your GP and 
everything falls in place from there. I didn’t know 
that there were things that you should be doing 
prior to becoming pregnant. You don’t really plan 
it... although I was planning it.’

Source	 Barrett G. Why do women invest in pre-
pregnancy health and care? A qualitative 
investigation with women attending maternity 
service. BMC Pregnancy and Childbirth 2015: 
In Press.

Box 5.3  The wish to be good parents
‘Some time ago, I asked to meet a group of 15 year 
old pupils in one of Birkenhead’s most challenged 
schools… I asked each of them to list for me 
which six outcomes they most wanted to gain for 
themselves from attending school.

‘Their replies both shocked and delighted me. 
Without exception, all of these young citizens stated 
that they wanted their school to be a safe place, 
to help teach them what was involved in building 
long-term friendships and to equip them with the 
necessary skills to gain a good job. Most surprisingly, 
all of the pupils listed as one of their remaining 
requests the wish to be taught how to be good 
parents.’

Source	 Field F (2010). The foundation years: preventing 
poor children becoming poor adults. The report 
of the Independent Review on Poverty and Life 
Chances. London: TSO.

www.nice.org.uk/guidance/cg62/chapter/1-recommendations
www.hscic.gov.uk/pubs/wsstd1314q4
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5. � What can be done to 
promote pre‑conception 
care and health?

Box 5.4  Elements for successful childhoods
‘Essential elements for successful childhoods include 
engaged, supportive parents and teachers, and 
early health, nutrition and learning. We should not 
underestimate the role of the parent and the power 
that comes from providing parents with information, 
resources and choice. Ensuring that parents have the 
knowledge and resources for providing a stimulating 
home environment is just as important, if not 
more important, as anything that happens in the 
classroom when children enter school.’

Source	 Heckman J. Speech at the White House:  
www.heckmanequation.org/content/white-
house-summit-early-education

5.1  Focus on pregnancy planning
A key step in improving pre-conception health and care is to 
recognise that most pregnancies leading to live births are, 
at least to some extent, planned,56 and that the window of 
opportunity to intervene is often much wider than assumed.57 
Women seldom volunteer to health professionals that they 
are planning to become pregnant, but they frequently come 
into contact with services for related reasons, eg buying 
a fertility or pregnancy test from a community pharmacy, 
attending a community contraceptive service for removal 
of a contraceptive device or implant, or visiting their GP or 
early pregnancy unit after miscarriage. These present ideal 
opportunities for pre-conception health interventions, such 
as giving simple written information, advice and supplies (eg 
folic acid and vitamin supplementation) or access to mobile 
health platforms to promote pre-conception health, but these 
are frequently missed.

Another missed opportunity includes baby checks for infants 
or pre-nursery children, when about one in five mothers 
are likely to be planning another pregnancy.19 By asking 
about pregnancy intention in these contexts, healthcare 
professionals could identify many more women wishing, 
albeit at various levels of intent, to conceive again in the near-
to-medium future.

Unplanned pregnancy is associated with a range of adverse 
outcomes, including low birthweight, prematurity and 
postnatal depression.58,59 The importance of identifying 
women with greater or lesser levels of pregnancy planning 

If public health interventions to prevent obesity, to optimise 
nutrition, physical activity, and mental and sexual health, and 
to stop smoking and use of recreational drugs do not start 
before a woman becomes pregnant, later interventions to 
reduce NCD risk in the next generation may be less effective 
(Figure 5.2). Modelling by health economists demonstrates 
the substantial financial leverage which can be gained from 
investing in health at this time in the life course.52,53

Once pregnant, many women are motivated to adopt healthy 
behaviours,54 but the first contact with antenatal care may 
come too late to ensure a healthy pregnancy and longer-term 
outcomes: for example, a link has been shown between poor 
first trimester fetal growth and increased cardiovascular risk 
in primary school children.55

Promotion of health before conception requires that the 
general public and health professionals become better 
acquainted with the ways by which this is likely to be 
achieved. Current delivery of pre-conception care by health 
professionals is patchy,19 and women’s compliance with 
pre-conception health guidelines remains low18 even among 
women with a clear intention of becoming pregnant, 
revealing multiple missed opportunities for improving 
maternal and child health.19

www.heckmanequation.org/content/white-house-summit-early-education
www.heckmanequation.org/content/white-house-summit-early-education
www.ipsos-mori.com/researchpublications/publications/1345/What-do-people-want-need-and-expect-from-public-services.aspx
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is underscored by evidence that pregnancy planning is not a 
binary (‘yes or no’) concept. Using a validated measure (the 
London Measure of Unplanned Pregnancy, or LMUP, which 
scores the degree of pregnancy planning from 0 to 12) in 
routine antenatal care could help UK health professionals to 
identify women who could benefit from additional support to 
minimise the risk of such adverse outcomes (see Box 5.5).

Box 5.5  Monitoring interventions
Monitoring the effectiveness of intervening at scale is 
important, and can be achieved by using a validated 
robust measure that scores (from 0 to 12) the extent 
to which a current or recent pregnancy was planned 
(the London Measure of Unplanned Pregnancy – www.
lmup.com). The measure is sensitive enough to detect 
changes in pregnancy planning and, by definition, the 
incidence of unplanned pregnancy over time, across 
diverse populations and in response to intervention. 
Other outcomes which could be included in a package 
to monitor effectiveness include the mother’s BMI, 
gestational age at booking and whether she is taking 
folic acid supplement.

Box 5.6  Information in different formats
‘I like the apps really. Yeah, I’ve had loads of 
leaflets, loads of books and booklets and stuff, 
especially from my family nurse. She gave 
me loads of leaflets and booklets. And did you 
read any of the books or the leaflet...? No, I didn’t 
actually. If it come with a video or something 
I probably would have watched it, but it’s just 
reading. But not if it’s all reading... books...? Yeah, 
it’s boring reading books, no one wants to 
read a book.’

Source	 LYW5 interview transcript; Rundle et al. (2014). 
An exploratory study of young women’s food 
choices and compliance with supplementation 
recommendations during pregnancy. Report 
to Tommy’s Diet and Teen Pregnancy Steering 
Group.

Box 5.7 � Responses from Southampton 
teenagers to the question:

Thinking about yourself and your own life, what 
is the most important thing you have learnt from 
coming to LifeLab today?

‘That at our age if we change our lifestyle then we 
can more than halve our chance of getting an illness 
later on in life.’

‘How my lifestyle will affect my children.’

‘I need to start losing a little weight and have more 
control over my life.’

‘That your child’s health starts when your life starts.’

‘How unhealthy my lifestyle actually is and the small 
changes that need to be made just to make sure I’m 
at less of a risk.’

‘That I’m a lot more unhealthy than I thought I was, 
and as a result I may take a healthier life style in the 
future.’

Source	 Grace M, Woods-Townsend K, Griffiths J, 
Godfrey K et al. Developing teenagers’ views 
on their health and the health of their future 
children. Health Education 2012: 112; 543–559.

5.2 � Bring pregnancy prevention and 
pregnancy planning under one 
reproductive health umbrella

The extensive benefits of good contraceptive care are often 
underappreciated. At the global level, use of contraception 
has already reduced maternal deaths by 40% and ensuring 
access to contraception for all women wishing to avoid a 
pregnancy worldwide would reduce maternal deaths by 
a further 30%.60 Contraception is also important in the 
postnatal period to avoid short inter-pregnancy intervals: 
an interval of less than six months is an independent risk 
factor for preterm delivery and neonatal death in the next 
pregnancy.5

In the UK, teenage pregnancy rates have been falling for 
the last two decades but, for women of all ages, around a 
third of all births and 45% of all pregnancies are unplanned 
or ambivalent, and termination rates have changed 
little.61 Social and demographic changes have resulted in 
many women choosing to delay pregnancy or have no 
children.62 Longer intervals between first sexual intercourse 
and childbearing mean that women in Britain will spend 
on average 30 years of their life preventing unplanned 
pregnancy.62 Long acting reversible contraception, which 
includes intrauterine contraceptives, contraceptive implants 

http://www.lmup.com
http://www.lmup.com
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and injections, is 20–100 times more effective in preventing 
pregnancy than contraceptive pills or barrier methods and 
is cost effective.63 Nonetheless, many women still think that 
their contraceptive options are limited to condoms or the 
pill. Commissioning of contraceptive services in England has 
become very fragmented since the introduction of the Health 
and Social Care Act 2012, which has adversely influenced 
access to and choice of contraception for women wishing to 
avoid pregnancy, as highlighted by the Advisory Group on 
Contraception report, Sex, Lives and Commissioning II.

Most women experience a range of pregnancy intentions 
from complete avoidance to attainment of pregnancy at 
different stages in their lives. The implication for health 
services is that, by strengthening the provision and alignment 
of contraceptive care and pregnancy planning, women could 
be helped to have children by choice rather than chance, and 
the authors suggest that their pre-conception health could be 
simultaneously improved.
Currently, the organisation of women’s health services 
reflects the organisation of traditional medical specialties 
rather than an integrated approach to sexual and 
reproductive healthcare. For example, the lack of cohesion 
between family planning services and maternity care means 
that everything between prevention of pregnancy and care 
during pregnancy is often overlooked.63,65

The four Ps (pregnancy prevention, pregnancy planning, 
pregnancy preparation, and preparing for parenthood) 
(Box 5.8) constitute unifying aspects of reproductive and 
family health that can be addressed at multiple points during 
the life course when women’s interactions with health 
services are relatively frequent and predictable (compared 
with men). Considering the four Ps provides an example of 
an integrated approach which could overcome the current 
‘silo working’.

Discussion of the four Ps, rather than just contraceptive 
methods, could become a core element of school sex and 
relationship education. Primary and community healthcare 
providers (including GPs, nurses, pharmacists, community 
midwives, health visiting teams, and sexual and reproductive 
health specialists) need only a modest level of training, 
as in the Community Sexual and Reproductive Health 
(CSRH) curriculum, to improve their confidence and skills 
in discussing pre-conception health and care66,67 (Box 5.9). 
Healthcare providers in these settings have the opportunity 
to ask women whether they are considering having a baby, 
especially in those with existing health conditions such as 
diabetes, epilepsy and mental disorders, and in women 
requesting pre-pregnancy advice, pregnancy tests or 
removal of intrauterine contraceptives or implants. There is 
experience in the USA where promotion of a Reproductive 
Life Plan is more widely used to assist couples in making 
informed decisions about the intention to have children, with 
a view to reducing infant mortality and ethnic disparities 
in reproductive health,68 and an oral contraceptive pill 
containing folic acid is available.

Box 5.8  The four Ps
�� Pregnancy planning

�� Pregnancy prevention

�� Pregnancy preparation

�� Preparing for parenthood

Box 5.9  Healthy Conversation Skills
Every day millions of women of childbearing age 
in the UK have contact with health and social care 
practitioners. These contacts provide opportunities to 
engage women in thinking about their health and in 
planning for pregnancy. Healthy Conversation Skills, a 
brief programme of training developed in Southampton, 
equips practitioners with skills in engaging and motivating 
people to change their lifestyles. The training changes 
the way practitioners interact to a style that empowers 
clients to problem-solve and make lifestyle changes, 
and increases women’s confidence that they can adopt 
health-promoting behaviours.

Source	 Lawrence W, Black C, Tinati T, Cradock S et al. 
‘Making every contact count’: evaluation of 
the impact of an intervention to train health 
and social care practitioners in skills to support 
health behaviour change. Journal of Health 
Psychology 2014.

5.3  Improve health literacy and behaviours
Recent data show that levels of physical activity among 
teenagers are falling: in 2008 14% of girls aged 13–15 met 
the recommended level of physical activity; in 2012 this 
had fallen to 8%.46 Health literacy and healthy behaviours 
(coupled with the avoidance of harmful behaviours) 
in women of reproductive age could be influenced by 
campaigns using a range of media including the internet, 
social media and app-based programs.70 This could empower 
women not only by improving health literacy but also 
motivation71 where it is poor. Such a campaign is likely to be 
more easily responded to by women who are media-literate, 
often those with greater educational attainment and socio-
economic status, and therefore specific measures will be 
needed to access hard-to-reach groups, including migrants 
and ethnic minorities (for example, via family intervention as 
opposed to traditional clinical care72).

Formal educational programmes delivered through schools 
have only had small effects on, for example, levels of obesity. 

73 However, integration of new curriculum components 
with context-specific learning may be a promising way 
of improving the capacity of young people to obtain and 
understand the basic health information and services needed 
to make appropriate health decisions (ie their health literacy) 
and of motivating them to change their behaviour. 74-79

Public health interventions focused on the prevention of 
obesity in children have achieved some success.80 Recent 

www.nice.org.uk/guidance/cg30/evidence/cg30-longacting-reversible-contraception-full-guideline3
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data show that 48% of 16–24 year olds use fitness apps 
on a regular basis, although only 12% use the internet to 
search for healthy living information (source: TNS face-to-face 
omnibus survey, 17–21 January 2014, in HSCIC report, The 
health and care of young people, June 2015). Interventions 
may be even more effective if positive messages about 
health promotion through physical activity, diet and a less 
sedentary lifestyle, as opposed to negative messaging about 
risk, are used81 (see also Chapter 4 OF THIS REPORT, ‘Eating 
disorders’). For children and adolescents, interventions to 
achieve a healthy BMI, better diet, physical activity and 
mental wellbeing, with the avoidance of smoking, alcohol 
and recreational drugs, could also be more effective in 
family82,83 or combined school and community settings.57

The evidence about behaviour change coming from health 
psychology research suggests that interventions to alter 
‘choice architecture’, such as product labelling, sizing and 
placement in retail outlets, can change some population-level 
behaviours in ways that improve public health.84 Co-creation 
of interventions with both client and provider groups in 
order to meet the needs of both85 may reduce the risk of 
introducing interventions that are irrelevant to the target 
population or the imposition of extra workload on already 
hard-pressed health professionals.

5.4 � Use multi-agency working to build 
effective partnerships

The importance of partnerships involving schools, further 
education, employers, parents and healthcare providers 
is demonstrated by the Teenage Pregnancy Strategy.86 A 
model of co-production is more likely to meet the needs 
and aspirations of the public56 and is now seen as crucial 
to improving public services.87 This co-production could 
include schools and schools of education, programmes for 
continuing professional development of teachers, curriculum 
modification by the Department of Education and teaching 
organisations, and local government, community and 
commercial organisations for the provision of facilities for 
children, especially for physical activity. In addition, schools 
could be linked with the wider community and family 
activities, including sports, recreation and faith programmes, 
but also higher education institutions, healthcare providers 
and researchers.

Engagement of programmes in adolescent health, sexual 
and reproductive health, pre-conception, antenatal and 
postpartum services could provide a pathway of healthcare 
which allows multiple points of access and continuity of 
care. This might be achieved through sustained provision of 
community health facilities such as Sure Start and Children’s 
Centres as well as youth and other social services.

Partnership with charitable and philanthropic organisations, 
the media and some carefully regulated private sector 
organisations, along with role models or celebrity 
endorsement, may help to give concepts of pre-conception 
health visibility and impact, and to adapt them for various 
ages and settings.

6. � Conclusion
Awareness of pre-conception health, pregnancy prevention, 
pregnancy planning and uptake of interventions before 
pregnancy are related but distinct issues. We believe that 
improvement in all areas is required for a step change in pre-
conception health and pregnancy outcomes (reproductive 
health) and that this in turn calls for a comprehensive strategy 
directed at schools, youth services, health services and the 
wider public. In our key messages for policy we make five 
interrelated suggestions. These suggestions form part of 
the opportunity for a new wave in public health.88 Other 
current proposals would support this more specific agenda89 
and they are in accord with current thinking in global health 
promotion by the World Health Organization and other 
bodies,31,90-93 the UN Secretary General’s Every Woman Every 
Child initiative90 and the Sustainable Development Goals.94 
There is an opportunity for the UK National Health Service to 
improve its population’s health by increasing pre-conception 
health promotion.

www.ipsos-mori.com/researchpublications/publications/1345/What-do-people-want-need-and-expect-from-public-services.aspx
www.everywomaneverychild.org/global-strategy-2
www.everywomaneverychild.org/global-strategy-2
https://sustainabledevelopment.un.org/sdgsproposal
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7. � Authors’ suggestions for 
policy

1.	Make the pre-conception health of women of 
reproductive age a public health priority.

This could comprise development, piloting and evaluation 
of packages of interventions as discussed above, coupled 
with an awareness-raising campaign to make the assessment 
of pregnancy prevention and promotion of pre-conception 
health a wide-reaching movement. Embedding a truly 
multi-disciplinary approach demands multi-departmental 
engagement, including the Department of Health; the 
Department for Education; the Department for Communities 
and Local Government; the Department for Culture, Media 
and Sport; and the Department for Business, Innovation 
and Skills. This would permit development of the plan, 
setting clear targets and deliverable dates and establishing 
evaluation procedures.

2.	Create a new integrated health delivery system.

This would aim to meet the needs of women of reproductive 
age in the pregnancy prevention, pre-conception, antenatal, 
and intra- and interpartum phases of their lives, involving the 
full range of health professionals. Integration of this system 
with sexual and reproductive health services, primary care 
and wider community-based opportunities would permit 
the delivery of clear, consistent advice and care. This could 
be developed with the relevant health professional groups 
(including GPs, midwives, health visitors, consultants in sexual 
and reproductive health, obstetricians and gynaecologists) to 
ensure that it fits with their respective professional roles and 
motivations, and to avoid the external imposition of extra 
duties and long check lists on already heavy workloads.

3.	Strengthen commitment to integrating pregnancy 
prevention, pregnancy planning and pregnancy care.

This could be achieved by creating a single organisation, or 
a closer alliance of the Faculty of Sexual and Reproductive 
Health and the Royal College of Obstetricians and 
Gynaecologists, which recognises the leadership and 
contribution of both community- based specialists in sexual 
and reproductive health and hospital-based obstetricians 
and gynaecologists in achieving a broader vision of 
women’s health.95

4.	Bring together key data.

Key data (including use of contraception, pregnancy 
outcomes, sexually transmitted infections (including HIV), 
diagnoses, and cervical screening/vaccination and LMUP 
data), which are currently held separately by the Health 
and Social Care Information Centre and Public Health 
England, should be brought together to enable changes in 
reproductive health outcomes to be monitored, over time and 
between population subgroups, by local health and public 
health services.

5.	Promote health literacy about the importance of the 
pre-conception period.

This could be done through education programmes in schools 
such as sex and relationship education linked to community-
based initiatives involving a range of organisations and 
sponsors. This investment would draw on experience, 
such as the Family Nurse Partnership programme96 which 
is based on the US Nurse-Family Partnership, with a range 
of outcomes from pregnancy spacing, partner violence, 
childcare and parental mental health, and would need to be 
evaluated through short-term outcomes used for existing pre-
conception interventions.86,97-99

www.rcog.org.uk/en/guidelines-research-services/guidelines/sip27/
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1. � Key statistics
�� The majority of adverse outcomes (eg very preterm 
deliveries and stillbirths) are not related to known risk 
factors; eg less than 20% of the variability in the risk of 
stillbirth can currently be detected at the start of antenatal 
care.

�� The costs of long-term morbidity and mortality from 
adverse perinatal outcomes are extremely high; eg the 
direct sequelae of preterm birth cost the public sector 
£1.24 billion annually, with an additional £2.48 billion 
indirect costs (including later costs such as education and 
loss of parental work).

�� Litigation related to maternity care accounts for a third 
of all NHS claims: a recent decade (2000 to 2010) of 
maternity claims cost more than £3.1 billion, with some 
individual claims >£6 million.

�� Improved screening has reduced the rate of live births 
of children with Down’s syndrome in the UK to 54% of 
expected values, with fewer losses due to unnecessary 
invasive tests.

�� Each year in the UK, approximately 7,000 babies are 
stillborn or die in the first year of life. Many could 
potentially have been saved had they been detected as 
growth-restricted in utero. Immediate peripartum costs for 
each growth-restricted term infant are £2,650 greater than 
for an infant of normal growth. Fetal growth restriction 
increases the risk of cerebral palsy, which carries an 
estimated lifetime cost of at least £588,000 per child.

2. � Introduction
Total maternity care spending in England exceeds £2.5 billion 
annually,1 yet the amount currently spent on prenatal 
screening is just under £4 million.2 Screening that can 
improve detection of pregnancies at risk of adverse outcomes 
so that they will consequently receive targeted care has the 
potential to improve outcomes and be highly cost-effective. In 
this chapter, we consider prenatal care to involve all aspects 
of care up to birth, including intrapartum care. We illustrate 
these issues using four common conditions:

�� gestational diabetes

�� preterm birth

�� placental dysfunction

�� complicated first birth

2.1  Immediate costs of obstetric pathologies

Gestational diabetes

Gestational diabetes mellitus (GDM) is increasingly prevalent 
due to changes in the childbearing population (eg increasing 
maternal age and obesity3, 4), as well as changing thresholds 
for diagnosis. GDM carries increased risks of adverse perinatal 
outcomes, particularly shoulder dystocia and stillbirth. 
The immediate healthcare costs of gestational diabetic 
pregnancies were increased by 25% (€1,300) and 34% 
(€2,000) respectively compared with women without GDM in 
Finnish and Irish cohorts.5,6

Preterm birth

Preterm birth accounts for 60–80% of neonatal deaths of 
normally formed babies7 and is among the top 20 UK causes 
of premature mortality.8 Over 60,000 infants annually in the 
UK require neonatal intensive care. For every individual baby 
born healthy but before 30 weeks, basic care costs typically 
run to >£20,000,9 and many times higher in cases with 
multiple co-morbidities. The direct sequelae of preterm birth 
cost £1.24 billion annually, with an additional £2.48 billion 
indirect costs (including loss of parental work, education 
costs etc).10 Preterm births occur both spontaneously and via 
iatrogenic intervention; however, currently available data in 
the UK do not allow a reliable separation of the attributable 
costs. A major part of the economic cost of fetal growth 
restriction and severe pre-eclampsia arises from iatrogenic 
preterm delivery.

Placental dysfunction

Stillbirth and fetal growth restriction (FGR) are important 
direct sequelae of placental dysfunction. Stillbirth rates in the 
UK remain higher than might be expected in a high-income 
country, at 4.2/1,000 births,11 compared with the average 
of 3.9/1,000 births in high-income regions worldwide.12 The 
total direct antenatal, intrapartum and postnatal cost of 
delivering a term baby known to have FGR is approximately 

http://webarchive.nationalarchives.gov.uk/20150408175925/http://www.screening.nhs.uk/publications
http://www.ncbi.nlm.nih.gov/pubmed/22827919
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3631875/
https://www.gov.uk/government/news/chief-medical-officer-prevention-pays-our-children-deserve-better
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adjusted life-years per 100,000 individuals.8 Impairment 
requiring ongoing economic assistance into early adulthood 
is strongly related to the degree of preterm birth: 13.2% for 
births at 24–28 weeks and 5.6% for births at 29–32 weeks. 
However, mild preterm birth (33–36 weeks) and early term 
birth (37–38 weeks) accounted for 74% of the total disability 
associated with preterm birth, due to their high prevalence. 
The total societal costs (benefits required and taxes lost) 
which could be attributed to early delivery in 2002 in Sweden 
was estimated at €65 million.29

Placental dysfunction

Children born below the 3rd centile for birthweight have 
double the rate of special educational needs at school 
compared with children of average weight,30 although the 
economic costs cannot reliably be isolated. Furthermore, 
being born small and undergoing catch-up growth in 
childhood is a risk factor for disease later in life, primarily 
cardiovascular disease, obesity and metabolic dysfunction – a 
phenomenon known as developmental programming.31 For 
mothers who experience pre-eclampsia during pregnancy, 
there is a 3.7-fold increased risk of hypertension and a  
~2-fold increased risk of ischaemic heart disease.32 Achieving 
a 1% reduction in the risk of cardiovascular disease for the 
population as whole by any means would result in £30 million 
annual savings in healthcare spending.33

Complicated first birth

Some 5% of births in the UK are complicated by hypoxia.18 
More than 3,000 quality-adjusted life-years are lost annually 
to cerebral palsy from obstetric complications resulting 
in fetal hypoxia, at estimated costs of £62.9 million.34 
Primary Caesarean sections (defined as a Caesarean section 
performed for a woman who has not had a previous 
Caesarean delivery35) are the single largest indication for 
subsequent elective Caesarean sections in the UK. Between 
0.8% and 1.5% of women develop abnormal placentation in 
a subsequent pregnancy after a primary Caesarean, carrying 
substantial risks including severe haemorrhage and intensive 
care admission.36

£2,650 more than a normally grown baby.13 Placental 
dysfunction may also result in pre-eclampsia, the immediate 
additional costs of which run to £9,000 per affected 
pregnancy.14

Complicated first birth

For mothers, a complicated first birth carries increased 
morbidity, including haemorrhage, infection and prolonged 
hospital stay.15, 16 The rate of intrapartum Caesarean section 
is approximately five times higher in nulliparous women than 
in women who have had a previous vaginal delivery. The 
immediate episode cost of a primary Caesarean section has 
been estimated to be between £500 and £1,500 higher than 
the cost of a normal delivery.17 In excess of 45,000 first-time 
mothers are delivered by Caesarean annually, representing 
a total increased cost of £36 million.18 Approximately 8% 
of stillbirths occur intrapartum, resulting in the loss of 
approximately 300 babies annually.

2.2  Maternity care and litigation
One in 600 births in the UK results in a clinical negligence 
claim. The average cost of insurance against litigation per 
delivery in the UK is £700 (20% of the total delivery cost).1, 19 
Litigation related to maternity care accounts for a third of 
the total value of all NHS claims. Clinical negligence claims 
with an incident date of between 1 April 2000 and 31 March 
2010 resulted in 5,087 maternity claims totalling more than 
£3.1 billion, with some individual claims >£6 million.19

2.3  Life-long consequences of obstetric 
pathologies

Gestational diabetes

Annual healthcare costs for women with GDM remain 
15% higher (an additional £487 per woman per year) for 
two to five years post-delivery than for normo-glycaemic 
pregnancies, regardless of birth outcome.20 Women 
diagnosed with GDM have a seven-fold increased risk of 
developing type 2 diabetes in later life,21 with associated 
annual costs per woman of at least £2,644.22 For infants 
of diabetic mothers, long-term morbidity from adverse 
birth outcomes, particularly hypoxia secondary to shoulder 
dystocia, may be profound (see Case study A) and costly. 
The average direct neonatal cost of a macrosomic infant is 
£2,392.23 The hyperglycaemic intrauterine environment may 
alter developmental programming, leading to increased rates 
of obesity and metabolic dysfunction in childhood and adult 
life.24, 25

Preterm birth

At least 25% of children born before 27 weeks have 
neurodevelopmental impairment at 3 years.26 In childhood, 
extreme preterm birth (<26 weeks) carries additional costs 
of £5,658 annually per child27 and, by age 11, each survivor 
still requires £2,500 extra public spending annually.28 
Complications from preterm birth account for 217 disability-

www.hscic.gov.uk/catalogue/PUB12744
http://etheses.bham.ac.uk/1319/1/Morris11PhD.pdf
www.hscic.gov.uk/catalogue/PUB12744
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3.2  Pathways to ensuring a high minimum 
quality of care
National standards for maternity care are produced by 
several institutions (including NICE and the Royal College 
of Obstetricians and Gynaecologists (RCOG)), which are 
intended to reduce local variation in antenatal care. A rolling 
programme of national audits, co-ordinated via MBRRACE-
UK (Mothers and Babies: Reducing Risk through Audits and 
Confidential Enquiries across the UK), the National Perinatal 
Epidemiology Unit and the RCOG, analyses national trends in 
care provision and adverse outcomes. The ongoing adoption 
of maternity dashboards to monitor performance is endorsed 
by the RCOG, allowing units to benchmark their performance 
against set minimum-quality criteria.

Presently, less than 40% of all trusts belong to a formally 
organised maternity network with a dedicated co-ordinator – 
designed to improve utilisation and capacity of services – but 
93% of trusts belong to an equivalent neonatal network.1 
Expansion of such a network would also provide scope for 
a national data collection system with comprehensive and 
high-quality perinatal outcome data. This would enable 
both timely central identification of trusts which are outliers 
against RCOG benchmarking criteria,38 and also allow the 
efficacy of any new screening tests that are introduced to 
be evaluated. The largest variation in quality of maternity 
care arises intrapartum, where the emergency Caesarean 
section rate varies between 11.3% and 18.1%.1 The RCOG 
recommends increased consultant-delivered intrapartum care 
in an attempt to ensure high-quality provision throughout 
all maternity services; however, these standards are met by 
<50% of maternity units.39 In light of evidence suggesting 
that increased midwifery staffing for women in labour 
improves maternal outcomes,40 midwifery staffing nationwide 
is an important benchmark of care (see Figure 6.1).

3. � The consequences of failing 
to apply what we know

3.1  Gestational diabetes – a case study
A 32-year-old woman of Bangladeshi origin was designated 
‘low-risk’ in her first pregnancy and had routine midwife-
led maternity care. A glucose tolerance test for gestational 
diabetes was not performed. She laboured spontaneously 
at term. After prolonged pushing, forceps delivery was 
undertaken. The head was delivered, but the shoulders 
failed to follow (ie shoulder dystocia). The 4.1 kg baby 
was eventually born in poor condition after 6 minutes of 
hypoxia. Full resuscitation was performed; however, there 
was evidence of hypoxic-ischaemic encephalopathy on MRI 
scan. At 5 years old, he has moderate neurodevelopmental 
delay. Maternal blood sent on the day following delivery 
demonstrated elevated levels of glycated haemoglobin, and 
hence a very high likelihood of undiagnosed gestational 
diabetes during the pregnancy.37

This case illustrates the importance of stringent application 
of screening tests for gestational diabetes. An oral glucose 
tolerance test is recommended for all women at high risk of 
developing gestational diabetes (in this case the patient’s 
ethnic origin). Had the diagnosis of gestational diabetes 
been made, then the birthweight would very likely have 
been reduced (through improved glycaemic control and 
planned earlier delivery) and it is very likely that severe fetal 
hypoxia would have been avoided. A short-term saving for 
the obstetric unit led to a huge long-term cost in litigation, 
health and social care, as well as a devastating impact on the 
mother and her family.

Figure 6.1  Midwife-to-birth ratio, England, 2002 to 2012
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growth restriction and preterm birth, much of the difficulty 
in developing screening tests arises from an incomplete 
understanding of the underlying aetiology.

4.4  Developing new and better screening 
tests

Gestational diabetes

At present, women are offered screening on the basis of 
risk factors; however, glucose tolerance testing might be of 
value for the whole population in the first trimester.49 The 
rationale for earlier testing is, first, that tighter glycaemic 
control may prevent adverse fetal outcomes,50, 51 and, second, 
that future maternal health may be improved by avoiding 
hyperglycaemia.52 Given that treating gestational diabetes can 
reduce the incidence of shoulder dystocia by 50%,53 and the 
average cost of litigation for a single case of shoulder dystocia 
alone is in excess of £4 million,19 a universal screening 
programme could potentially be cost-effective, although 
a full evaluation would require evidence that the benefits 
outweighed any risks, and was cost-effective.

Preterm birth

Screening tests for preterm birth exist, such as vaginal swabs 
to detect fetal fibronectin and ultrasonic measurement of 
cervical length. Both have limited predictive value in low-
risk populations,54, 55 but are suitable for use in high-risk 
populations, eg women with a history of prior preterm birth. 
Interventions exist which may be effective in reducing the risk 
of preterm birth, such as vaginal progesterones and cervical 
cerclage. However, there are limited data from large-scale 
trials of screening and intervention to prevent preterm birth in 
low-risk or unselected women.

Placental dysfunction

Two broad approaches to prenatal screening for placental 
dysfunction have been explored: (1) early pregnancy 
measurement of biomarkers predicting later dysfunction; 
and (2) later measurement of fetal growth and Doppler 
ultrasound blood flow measurements to detect dysfunction 
that has already occurred. A national evidence-based 
guideline exists to guide clinical management56 – the problem 
is identifying the at-risk population. A number of first-
trimester biomarkers have been described that predict late 
complications of pregnancy such as FGR and stillbirth.57, 58 
However, these markers have limited value as screening 
tests at present due to low positive predictive value. Later in 
pregnancy, fetal growth is currently assessed via ultrasound 
in selected women based on risk factors, or assessment of 
symphysis fundal height in low-risk women. This practice 
is based on a Cochrane Review which found that ‘late 
pregnancy ultrasound in low-risk or unselected populations 
does not confer benefit on mother or baby’.59 However, a 
study published in the Lancet in 2015 demonstrated that 
universal screening using ultrasound increased the detection 
rate of small-for-gestational-age babies three-fold and 

4. � Horizon scanning: targeting 
care through better risk 
assessment

4.1  The exemplar of pregnancy screening: 
assessment of Down’s syndrome risk
In the 1970s, screening for Down’s syndrome was carried out 
on the basis of maternal age alone, giving a 30% detection 
rate for 5% false positives. As technology developed in 
the 1980s, serum biomarkers in the second trimester were 
added to the screening test, improving the detection rate to 
60%–65% at a false positive rate of 5%. Later, screening 
moved into the first trimester, combining ultrasonic nuchal 
translucency measurements and new biomarkers to give a 
detection rate of 85%–95% for <2% false positives.41 The 
rate of live births of children with Down’s syndrome in the 
UK has reduced to 54% of expected values.42 The future of 
Down’s syndrome screening lies in measuring free fetal DNA 
in the maternal circulation and initial assessments suggest 
sensitivity and specificity close to 100%.43

4.2  Placental dysfunction – a case study
A low-risk, 38-year-old nulliparous Caucasian woman 
presented with reduced fetal movements at 37 weeks. 
She had accepted all routine antenatal care and screening 
offered. An ultrasound scan revealed intrauterine fetal 
death. After induction of labour, an uncomplicated vaginal 
delivery of a 1.6 kg (<3rd centile for gestational age) stillborn 
baby girl ensued. Inspection of the placenta demonstrated 
areas of calcification and infarction. Autopsy and genetic 
analysis demonstrated that the baby had no structural or 
chromosomal abnormality. Identification of FGR could have 
allowed earlier delivery with a very high chance of many 
years of healthy life gained. Although the societal costs of 
this case are low, it illustrates an example where relatively 
modest healthcare expenditure could have led to many years 
of healthy life gained. This is in contrast to many other areas 
of medicine where significant expenditure leads to relatively 
modest reductions in morbidity and mortality.

Currently in the UK, universal screening for FGR is limited 
to measurement of the size of the uterus with a tape 
measure, which is known to have a poor detection rate.44 
Similarly, symphysis fundal height is the primary method of 
universal screening recommended in the US,45 Canada46 and 
New Zealand.47

4.3  Screening of low-risk women: benefits 
and pitfalls
The majority of adverse outcomes, including stillbirths, are 
not attributable to pre-existing maternal risk factors which 
can be identified at booking for antenatal care.48 For many 
adverse outcomes in maternity care, including stillbirth, fetal 
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identified a fetal growth-restricted group at increased risk of 
adverse outcomes.60 Although numerous screening tests for 
pre-eclampsia have been studied, in rigorous health economic 
analysis none of the 27 evaluated tests (either biomarkers or 
ultrasound indices) was sufficiently accurate to be adopted on 
a population basis.14

Complicated first birth

Prediction of intrapartum complications could inform aspects 
of obstetric care, such as the birth setting, timing and mode 
of delivery. Up to 45% of women beginning their first labour 
at home require intrapartum transfer for complications.61 
The ability to screen accurately for likelihood of the risk of 
complications (such as failure to progress in labour) could 
lower the rate of transfer. However, no highly discriminatory 
screening test exists. Induction of labour is a key intervention 
in the management of fetal and maternal risk.62 While recent 
studies show that induction is associated with reduced 
likelihood of emergency Caesarean section,62, 63 it carries an 
additional cost (estimated as £190 in a first labour) compared 
with the spontaneous onset of labour.17 Improving methods 
to induce labour, particularly on an outpatient basis, could 
be a major step towards reducing Caesarean section rates. 
The current standard of care for intrapartum fetal monitoring 
is intermittent auscultation of the fetal heart. Continuous 
electronic monitoring throughout labour reduces the risk 
of neonatal seizures64 but is not universally employed in the 
UK due to a lack of evidence regarding prevention of other 
adverse neonatal outcomes.

4.5  Evaluating new screening programs and 
subsequent interventions
All screening has the potential to increase costs and cause 
harm. Novel approaches are required to address these 
methodological challenges. One recent example is a new 
initiative encompassing both a screening and intervention 
trial for women with reduced fetal movements in Scotland. 
The intervention was implemented using a stepped-wedged 
randomised-controlled trial at the level of obstetric units.65 
This is a useful future strategy where individual patient-level 
trials are impractical.

5. � Conclusions
Complications of pregnancy carry significant burdens of 
morbidity, mortality and cost, both immediately and in the 
longer-term. The majority of adverse outcomes that occur in 
women are not related to known risk factors. Screening and 
intervening to prevent these outcomes present enormous 
challenges, but also enormous opportunities. Finally, the 
consequences of adverse outcomes, in terms of litigation and 
lifelong consequences for families are profound. Dissociation 
between provision of care and the management of the 
consequences of its failure is widespread. This can lead to 
short-term and modest economies leading to long-term 
and substantial societal burdens. Better feedback from 
agencies dealing with, say, litigation to both providers and 
commissioners of care may have beneficial effects on the 
total societal burden caused by pregnancy complications.

6. � Authors’ key messages for 
policy

�� The consequences of failures of maternity care are 
associated with increased costs in the short, medium and 
long term; therefore, spending on maternity care should 
be maintained or enhanced.

�� Currently, research into the causes, prevention and 
treatment of complications of the second half of 
pregnancy are not prioritised by the Medical Research 
Council. Pregnancy complications should be identified as a 
high priority for UK government research funding.

�� Specific cases have arisen where provision of care has 
failed in some trusts, leading to higher rates of severe 
adverse events. However, there is no national data 
collection system that allows identification of outliers, due 
to the lack of comprehensive, high-quality and complete 
maternity outcomes data in England. Creation of such 
a database should be prioritised. As well as facilitating 
audit, with appropriate permissions it could be a powerful 
resource for research.

www.crh.ed.ac.uk/affirm/files/2014/08/AFFIRM-protocol-V4_31-March-2014_Approved.pdf
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1. � Key statistics
�� Perinatal mental illnesses are very common, affecting 1 in 
5 women at some point during the perinatal period (during 
pregnancy and the first year after birth).

�� Perinatal mental illness can have a devastating impact, the 
all cause mortality for these women is 21.6 per 100 000 
pregnancies, ruing pregnancy and the year after delivery.

�� Perinatal mental illnesses are associated with risks of 
negative child outcomes, which can persist into late 
adolescence and adulthood. However, these risks are more 
likely in children of women with chronic mental illness or 
who are living in poverty.

�� Perinatal mental health services are inequitably distributed 
in England; only 3% of Clinical Commissioning Groups 
have a strategy for commissioning specialist perinatal 
mental health services, despite women in nearly half of the 
UK having little or no access to specialist perinatal mental 
health services.

2. � Overview
Mental illness is among the most common morbidities of 
childbearing.1 It is estimated that 1 in 5 women will develop 
a mental illness during pregnancy or in the year after birth. 
Help is not easily available as many health professionals lack 
knowledge about perinatal mental health, and there is limited 
availability of specialist services that are tailored to women’s 
mental health needs during pregnancy and postpartum,2 in 
contrast to the availability of specialist physical health services 
(for example for diabetes) during pregnancy. If left untreated, 
mental illnesses are associated with significant long-term 
implications for the health of the women, their children, 
families and wider society.3, 4

The Maternal Mental Health Alliance will produce updated 
maps of pertinent services for women in December 2015.
Please see http://maternalmentalhealthalliance.org.uk/

http://maternalmentalhealthalliance.org.uk/
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4. � Aetiology of perinatal 
mental illnesses

Previous traumatic experiences, low support and limited 
information from healthcare staff during childbirth18, 19 
and obstetric complications have been implicated in the 
development of PTSD after childbirth.19 However, most 
perinatal mental illnesses have causes that are similar to 
mental illnesses at other times in a woman’s life. These 
include genetic factors, a history of mental illness, low 
socio-economic status, migration status, poor or no partner 
support20, 21 and a history of childhood or adulthood abuse.1 
Hence many of the risk factors reflect well-established social 
determinants of health.

3. � Epidemiology
Depression and anxiety are the most common mental 
illnesses in pregnancy and the year after childbirth (‘the 
perinatal period’), with 20% of women experiencing 
symptoms of mental illness at some point during this 
period.1, 5 There is debate as to whether there is a peak in the 
incidence (ie new onset cases) of depression in the postnatal 
period, compared with other times in a woman’s life.1 One 
US study reported that around half the cases of ‘postnatal 
depression’ identified had actually started earlier (ie during 
or before pregnancy)6 and identification of depression may 
be easier after childbirth when there are many contacts with 
professionals for both the mother and her baby. However, 
longitudinal studies using medical records and data on 
admissions for severe depression suggest that there is an 
increase in the incidence (new cases) of depression after 
childbirth compared with the period before pregnancy, 
during pregnancy or after the first postnatal year.7, 8

Anxiety is often also prevalent,9 with generalised anxiety 
disorder being the commonest type of anxiety disorder. 
Other illnesses which can occur include obsessive–compulsive 
disorder, post-traumatic stress disorder (PTSD) and 
tokophobia (extreme fear of giving birth).5 The prevalence 
of binge eating disorder was found to be higher during 
pregnancy in a Brazilian cohort10 but the prevalence of 
anorexia nervosa, bulimia nervosa and other eating disorders 
is lower.11, 12 There is little research on personality disorder 
in the perinatal period, but one Swedish study suggests a 
prevalence of 6% in pregnancy13 and associations with worse 
mental health13 and child mental health outcomes.14

Importantly, the perinatal period is associated with increased 
risk of severe mental illnesses15 compared with both pre-
pregnancy and after the first year after birth. A relapse 
of severe mental illness, or onset in the perinatal period, 
can lead to severe psychological morbidity, an inability 
to care for the infant and other members of the family, 
rarely suicide, and (more rarely) infanticide.15, 16 Postpartum 
psychosis – severe episodes of mood disorder which develop 
quickly in the early postpartum period – affects around 1 in 
1,000 women15 who have given birth and usually requires 
admission, ideally to a specialised psychiatric Mother and 
Baby Unit. Women with a history of bipolar disorder are at 
particular risk – 20% of mothers with bipolar disorder have 
a postpartum psychosis,17 but it can also occur in women 
with no previous psychiatric history.7 Women with psychotic 
illnesses such as schizophrenia or bipolar disorder are also at 
risk of relapse throughout the perinatal period if they stop 
prophylactic medication or experience stressors that are 
associated with risk of relapse.15
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risk of premature delivery (<37 weeks’ gestation), child 
emotional problems, externalising disorders in childhood, 
insecure attachment and lower levels of general cognitive 
development.3 Important moderating factors include low 
socio-economic status26, 27 and the education level of 
the mother,28 low social and emotional support29 and/
or persistent chronic maternal depression.3 Co‑morbidities 
commonly associated with perinatal mental illnesses, such as 
domestic violence,30 obesity31 and smoking3 can accentuate 
the risk of poor obstetric and longer-term adverse outcomes 
for both mother and child. The research literature and the 
media have a long history of focusing on how women’s 
behaviours and symptoms affect their offspring – this ‘mother 
blaming culture’ does not address these complex social 
problems and could harm women further.

Recent modelling of the economic cost of perinatal mental 
illness suggests that each annual cohort of births in the UK is 
associated with a cost of £8.1 billion, with 72% of this cost 
related to infant and childhood morbidity and mortality. Over 
a fifth of total costs are borne by the public sector with the 
bulk of these falling on the NHS and social services.2

Deficits in maternal–infant interactions are key mediators 
in the relationship between postnatal illnesses and adverse 
child cognitive, behavioural and emotional outcomes, but 
there is limited research on the effectiveness of interventions 
to address these deficits in women with perinatal 
mental illness.3, 5

5. � Impact
Perinatal mental illness is associated with long-term psychiatric 
morbidity so that around 30% of women diagnosed with 
postnatal depression still have depression beyond the first year 
after childbirth22 and a significant proportion of women who 
experience perinatal depression and/or anxiety will develop 
recurrent long-term mental illnesses.4

The human cost of perinatal mental illness has tragically been 
illustrated by the triennial Confidential Enquiries into Maternal 
Deaths. Over the last 15 years, since psychiatric causes of death 
were included, these reports have shown that suicide is one 
of the leading causes of maternal death in the UK.23, 24 The 
Confidential Enquiries have been a great driver for reducing 
maternal mortality but, although there has been a reduction 
in mortality from physical causes such as haemorrhage, deaths 
due to psychiatric causes have not fallen.24 Furthermore, 
sampled data from the Clinical Practice and Research 
Datalink covering the period 2007 – 2014 showed that all-
cause mortality rates for women with mental illness during 
pregnancy and up to 12 months postpartum was 31.14 
deaths/100 000 pregnancies (95%CI 10.01-72.30), around 
2 fold higher than those reported in women without a record 
of mental health illness recorded in the same period.25

There is a growing evidence base on associated negative 
outcomes for the fetus and child3 which include increased 

Figure 7.1 Possible mechanisms underlying the association of parental psychiatric disorders and child outcomes

Red surrounding line indicates socio-economic factors which have influence on all other mechanisms. Dotted lines show 
genetic processes. Solid lines show interactions. Orange colours refer to the child. Blue colours refer to the parents. Green 
represents genetic processes.

Source Adapted from Figure 1, Stein A et al. Effects of perinatal mental disorders on the fetus and child. The Lancet. 2014
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Although the majority of the prescriptions were for epilepsy, 
some are clearly being used as mood stabilisers and there is 
evidence that NICE guidance is also not being followed by 
mental health professionals.5, 36 The NICE guidance5 and a 
recent Medicines and Healthcare products Regulatory Agency 
(MHRA) drug safety update36 recommend that valproate 
should not be prescribed to women who are pregnant or of 
childbearing potential for acute or long‑term treatment of a 
mental health problem.

NICE recommends that pregnant women with suspected 
or known severe mental illness should be referred to a 
secondary mental health service, preferably a specialist 
perinatal mental health service, for assessment and 
treatment.37 Specialist perinatal mental health services provide 
expert advice on the risks and benefits of psychotropic 
medication treatment or prophylaxis for mental illness 
during pregnancy and breastfeeding. Inpatient Mother and 
Baby Units are in place, though with some regional gaps 
in provision, for women needing psychiatric admission to 
promote recovery of the mother and help her with her 
relationship with the baby.5 It is concerning that, despite the 
risk of relapse with potentially devastating consequences for 
women with severe mental illness,38, 39 pregnancy is a major 
reason for medication discontinuation37, 40, 41 and women 
are far more likely to discontinue psychotropic medication 
suddenly if it is prescribed for a severe mental illness than if 
the same medication is prescribed for a serious physical illness 
such as epilepsy.41

6. � Treatment
The National Institute for Health and Care Excellence 
(NICE) (2014) recommends a stepped care approach in the 
treatment of perinatal mental illnesses with the majority 
being supported and treated in primary care by GPs, 
midwives, health visitors and primary care psychological 
therapy services (also known as IAPT – Improving Access to 
Psychological Therapies). Women with more severe illnesses 
should be treated in secondary care.

NICE and the Confidential Enquiries into Maternal Deaths 
highlight the opportunity to optimise outcomes by pre-
conception counselling. This allows general interventions 
such as smoking cessation to be offered and the opportunity 
to plan how any existing physical and mental illnesses can 
be managed in pregnancy, in order to optimise pregnancy 
outcomes. NICE (2014) recommends that all health 
professionals in contact with women of childbearing age who 
have current, or a history of, mental illness should offer, or 
refer them for, pre-conception advice. There is evidence from 
the Confidential Enquiries into Maternal Deaths that many 
of the women who died as a result of mental illness required 
different management and/or specialised services during 
pregnancy, but did not receive any pre-pregnancy counselling 
or specific individualised perinatal mental health advice.24 It is 
estimated that in 52% of cases improvements to care, such as 
extra supervision and care within a perinatal care plan, may 
have made a difference to outcomes.24

In addition, professionals in contact with pregnant women 
need to be able to identify women with possible mental 
illnesses, and refer them appropriately for assessment and 
treatment.5, 33 Evidence-based effective interventions for 
mental illnesses and associated risk factors are available 
and include psychosocial interventions, psychological 
therapies and psychotropic medication.1, 5, 15, 32, 34 However, 
the threshold for pharmacological interventions is higher 
during pregnancy and breastfeeding due to the uncertainty 
regarding possible risks to the fetus and nursed infant, 
and psychological therapies should therefore be first line 
treatment for most women presenting with mild or moderate 
illnesses.5

Discussions regarding medication for women of childbearing 
age need to include information and advice on whether 
the medication is potentially problematic for a future 
pregnancy. Sampled CPRD data analysed for this report 
found that prescribing SSRI antidepressants in pregnancy has 
significantly increased over time (2007-14) with most recent 
estimates of 5573.05 (95%CI 5234.71-5925.79) per 100 000 
pregnancies.35 Children exposed in utero to valproate are 
at a high risk of significant neurodevelopmental problems 
(in 30–40% of cases) and/or congenital malformations (in 
approximately 10% of cases). However, data from the Clinical 
Practice Research Datalink suggest that approximately 35,000 
women aged 14 to 45 a year had a prescription for sodium 
valproate between 2010 and 2012. Of these, at least 375 a 
year had a prescription for sodium valproate while pregnant.35 
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their emotional isolation46, 50–52 and difficulties in sharing 
their worries and anxieties during pregnancy.48 In addition, 
as highlighted in several independent inquiries into the 
deaths of mothers who took their own lives,53, 54 women who 
are at risk of relapse of a severe mental illness but are well 
when seen in pregnancy are often expected to know when 
and how to contact services, rather than the responsibility 
being held across services with the family. Many health 
professionals were unaware of the increased postpartum risk 
of severe mental illness.26 Problems with the referral process 
and access to perinatal mental health services, the disparity 
in professional appreciation of the severity of symptoms, and 
issues with continuity of care and follow-up (especially in 
women who did not attend maternity appointments or were 
not at their address for midwifery postnatal visits) have also 
been highlighted.55

7. � Service response
Perinatal mental illnesses are poorly recognised and 
understood by maternity and primary care health 
professionals, despite frequent contact in the perinatal period 
by maternity care, primary care and health visiting services.5 
Training of professionals in contact with pregnant women 
and mothers often fails to include perinatal mental health, or 
focuses only on postnatal depression. In a recent survey of 
GPs, 40% said that they had never had any specific teaching 
on perinatal mental health during their careers.42 CPRD data 
analysed for this report indicates substantial under-recording 
(so presumably under-identification) of perinatal mental 
disorders in primary care – during the period when the GP 
Quality Outcomes Framework asked GPs to use screening 
tools for depression, rates recorded were only around 25/100 
pregnancies (2007-9) (epidemiological studies would suggest 
this should be 4 times higher), and more recently significantly 
fewer have been recorded eg in 2014/15 only 5.96/1000 
(95%CI 4.81-7.14).43 The identification of mental illness in 
pregnancy and postpartum has only recently been highlighted 
as a core competency for both obstetricians and midwives.44 
The Royal College of Psychiatrists’ Faculty of Perinatal 
Psychiatry Executive has raised concerns about the lack of 
training in perinatal mental health for general psychiatrists 
and the lack of recognised specialty training for those wishing 
to specialise in perinatal psychiatry. 45 The lack of a perinatal 
specifier (ie whether a woman is pregnant or has had a 
child in the last year) in the Minimum Mental Health Dataset 
has also contributed to difficulties in mental health service 
awareness of this group and therefore development of 
services to meet the particular needs of this group.

Acknowledging this problem, the recent Health Education 
England mandate46 highlights work with the Nursing and 
Midwifery Council and the Royal College of Midwives to 
ensure that midwives in training have a core training module 
focusing on perinatal mental health. The mandate also 
commissions future development of a continuing professional 
education framework for the existing maternity and early 
years workforce, and work with the relevant medical colleges 
to support specific perinatal mental health training being 
incorporated into the syllabus for doctors in postgraduate 
training.46 At present the Royal College of Obstetricians and 
Gynaecologists is addressing perinatal mental health by 
making changes in its curriculum for postgraduate exams. 
In addition, a multi-agency training package written by the 
Institute of Health Visiting has been delivering scheduled 
training sessions for (predominantly health visitor) Perinatal 
Champions and Maternity Perinatal Champions.47

Women value good co-ordination and communication 
between health professionals48, 49 and NICE guidance 
highlights the need for co-ordinated care and the 
development of an integrated care plan for women with 
perinatal mental illnesses.34 However, too often this is not 
the experience offered by services: women commonly report 
that fragmented provision of healthcare has contributed to 
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9. � Stigma
The stigma surrounding mental illness exacerbates women’s 
problems by preventing them from being open about their 
worries and seeking the help they need.65 Many women 
worry that having a mental illness is not perceived as 
compatible with being a good mother and represents a 
sign of failure. 65, 66 Women with mental illnesses struggle 
with feelings of shame and fear that the baby may be taken 
away and, as a result, may choose not to disclose their 
feelings, leading potentially to untreated and worsening 
symptoms.64–66 Even more worrying is that discrimination 
and ignorance are also common among health professionals, 
with women reporting that health professionals are often too 
busy or unwilling to listen to them and are judgemental and 
dismissive of attempts to communicate emotional distress.67

Parents with mental illness also experience stigma from 
children’s services and the legal system where their pathology 
is emphasised rather than their parenting abilities.68–71 Many 
studies have found that the public views people with mental 
illness as responsible for their disorders and believes that they 
are to blame for the symptoms and disabilities that result.72 
Parents with severe mental illness such as schizophrenia 
or bipolar disorder experience stigma from mental health 
professionals and are rarely asked about parenting or helped 
to access parenting support.73 Mothers are more likely than 
fathers to perceive and internalise stigma associated with the 
impact of their mental illness on their parenting.74

To date, most large-scale anti-stigma campaigns have not 
included perinatal mental health, despite evidence that 
women anticipate more discrimination than men around 
being a parent with mental illness.75 Improvements in public 
attitudes and intended behaviour have been observed over 
the course of the latest national anti-stigma campaign 
(Time To Change).76 However, although the actual reported 
experience of discrimination has fallen, there has been no 
change in how patients anticipate that they will experience 
discrimination.77 It remains to be seen whether these anti-
stigma programmes can impact on women’s fears.

8. � Access to services
There is a patchy service with little or no specialist perinatal 
mental health provision in large parts of the country:2, 56 
in almost half of the UK, women and their families do not 
have access to specialist perinatal mental health services.2 
It has also recently been reported that just 3% of Clinical 
Commissioning Groups (CCGs) in England have a strategy for 
commissioning perinatal mental health services and that a 
large majority have no plans to develop one.57

Recent NHS England guidance on new mental health access 
and waiting time standards for 2015/16 state that 75% of 
people referred to the Improved Access to Psychological 
Therapies programme should be treated within 6 weeks of 
referral, and 95% within 18 weeks of referral.58 NICE CG192 
recommends particularly prompt access to treatment for 
pregnant and postpartum women.5 However, currently there 
is a lack of both capacity and of perinatally competent staff 
within services.34

Access to services is also problematic for specific groups. 
Black Caribbean women are less likely to receive treatment for 
perinatal depression than their white British counterparts.59 
Postnatal depression is more common in migrant (refugee, 
asylum seeking, immigrant) women when compared with 
native born women.60, 61 This is of considerable importance 
given the growing numbers of babies born to women who 
have recently migrated to the UK; indeed, the proportion 
of births in England and Wales to non-UK born women 
increased from 16% in 2001 to 26% in 2011.62 These women 
are not a homogenous group and have individual risk 
factors. Factors that affect levels of depression include low 
social support, life events and social adjustment as well as 
cultural postpartum issues, and language and communication 
difficulties.60, 62 Barriers to seeking help also include having 
no recourse to public funds, or being a victim of human 
trafficking,63 or dispersal of asylum seekers or refused asylum 
seekers (as those requiring support and accommodation may 
be sent anywhere in the UK).64
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11. � Conclusion
Mental illnesses are the commonest morbidities of the 
perinatal period1 and are associated with significant long-term 
psychiatric morbidity and mortality.25 There is also a growing 
evidence base of associated negative outcomes for the child3 
and a significant financial burden for society.2 Evidence-based 
effective interventions are available but health professionals’ 
lack of perinatal mental health knowledge41 and difficulties in 
identification of risks before women become pregnant lead to 
missed opportunities for intervention. The stigma surrounding 
perinatal mental illnesses may prevent women from seeking 
help65 and media misinformation fuels anxiety around 
treatment.82 The lack of comprehensive information for 
women may also compound this problem. Furthermore, there 
are many areas of the country with no access to specialist 
services2 and, despite this, only a minority of CCGs have a 
strategy for commissioning perinatal mental health services.56 
It has been suggested that, in order to address the significant 
burden of perinatal mental illnesses, wide-ranging changes 
in society’s perceptions of the problem, training of health 
professionals and commissioning of service provision will be 
required.33 NICE guidance5 and commissioning guidance33 
set out what high-quality care should look like, but in some 
areas there are few or no integrated care pathways involving 
adequately trained, competent staff, or specialist services. It is 
clear that, if existing guidance was implemented, high-quality 
care could be provided.

10. � Public awareness
Information available to the public has traditionally focused 
on postnatal depression and many women complain of a 
lack of information on other perinatal mental illnesses.47, 78, 79 
In addition, although there are several decision tools for 
physical health interventions such as Caesarean section 
in pregnancy,80 there are no such tools for mental health 
interventions such as psychotropic medication.81 The media 
may aggravate women’s anxieties by publishing alarming 
truncated accounts of scientific research. One Canadian 
study82 examined the impact of a drug safety update on the 
potential adverse effects of antidepressants on newborns 
and its subsequent reporting in the media. Women taking 
an antidepressant called a national helpline and all reported 
anxiety, with some discontinuing antidepressants (some 
abruptly) without a clear risk–benefit analysis discussion with 
accurate information from a health professional.

Resources have, however, been developed by statutory 
and professional bodies – for example, the Royal College 
of Psychiatrists’ leaflets on mental health in pregnancy and 
postpartum psychosis83 and NICE CG192 information for 
the public.84 The UK Teratology Information Service (UKTIS) 
provides a national service on all aspects of the toxicity of 
drugs and chemicals in pregnancy, with information provided 
for health professionals and women online.85 Relevant 
charities have also developed resources – for example, 
Action on Postpartum Psychosis has produced a series of 
guides on the disorder with the help of women who have 
experienced postpartum psychosis and their partners,86 and 
the National Centre for Mental Health in Wales in conjunction 
with Action on Postpartum Psychosis (APP) and Bipolar UK 
have developed a leaflet on bipolar disorder, pregnancy and 
childbirth.87

http://everyonesbusiness.org.uk/?page_id=349
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12. � Authors’ suggestions for 
policy

�� Reduce stigma. Include perinatal mental health stigma 
in anti-stigma campaigns and target schools, children’s 
centres and maternity services to address women’s fears. 
Support and evaluate such programmes.

�� Train all health professionals in contact with women in 
the perinatal period to identify and treat, or refer for 
treatment, women with perinatal mental illnesses in 
accordance with NICE guidance.

�� Primary and secondary mental health care professionals 
need to provide, or refer appropriately for, pre-pregnancy 
advice for childbearing aged women with a past, current 
or new mental illness.

�� Education providers should ensure that health professionals 
in contact with pregnant and/or postpartum women (eg 
in primary care including psychological therapy services, 
maternity care, secondary community and inpatient mental 
health services) have perinatal competencies included 
within training curricula.

�� NHS England and Clinical Commissioning Groups should 
ensure that women in all parts of England have access to 
specialist perinatal mental health services, both inpatient 
Mother and Baby Units and perinatal mental health 
community teams.

�� Develop decision aids to help clinicians and women with 
complex decisions relating to the management of perinatal 
mental illnesses such as medication in pregnancy.

�� Universal resources should integrate information about 
physical and mental health, thus potentially de-stigmatising 
mental illnesses, while also providing a range of 
information.

�� Professionals need to be aware of cultural differences and 
health inequalities and how these may impact on the risk 
of developing a perinatal mental disorder and accessing 
services.

�� Develop referral and care pathways that ensure timely 
assessment and treatment for women with or at risk of 
severe mental illness.

�� Ensure that women with the whole range of mental 
health problems (including personality disorders) in 
pregnancy and postnatally have NICE-compliant access 
to psychological therapies. Create a service development 
perinatal work stream within Improving Access to 
Psychological Therapies (IAPT), similar to the ones created 
for old age or children and young people.

�� Ensure that all women with, or at risk of, perinatal mental 
illnesses have an integrated care plan, and promote good 
integrated care pathways involving all relevant agencies, 
the women and their families.
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Case Study – London Perinatal Mental Health Network
Due to patchy, varying quality and inequitable provision of perinatal mental health services in London, a joint Mental 
Health and Maternity Services Workshop decided in January 2013 that a Pan London Network would be developed to 
agree common structures and processes for the organisation and delivery of perinatal mental healthcare at Tiers 1–4. 
Modest funding from NHS London enabled a Network Coordinator to be seconded for one day a week, supported by a 
steering group and three Perinatal Mental Health Clinical Networks for North East, North West and South London. The 
networks are aligned with the three psychiatric Mother and Baby Units; 10 Mental Health Trusts; six Maternity Networks; 
32 Clinical Commissioning Groups; three Local Education Training Boards; and three Academic Health Sciences Centres. 
The chairs of the three Perinatal Mental Health Clinical Networks sit on the Pan London Perinatal Mental Health Network 
so that they can report on the progress of the Networks, which all have the same priorities. Over 160 people from a 
variety of organisations have joined the Networks to date, including representatives from perinatal and parent infant 
mental health services; midwifery; obstetrics; health visiting; social care; the third sector; service users; and commissioners. 
The London Perinatal Mental Health Networks are accountable to the Clinical Director of the London Mental Health 
Strategic Clinical Network (SCN) and are supported by the London Maternity SCN and the London Children’s SCN.

The London Perinatal Mental Health Networks’ priorities were:

�� To develop standardised London-wide perinatal mental health training. Health Education North Central and East 
London (HENCEL) funded the development of comprehensive tiered training and education packages (by the end of 
March 2015) and in total around 1,000 training sessions will be offered.

�� To develop a London Perinatal Mental Health Care Pathway and standard protocols. A Pan London Mother and Baby 
Unit admission protocol had already been developed and circulated among commissioners. A draft care pathway is 
currently out for consultation.

�� To undertake a Pan London Perinatal Mental Health Needs Assessment. The Network has developed a database 
detailing service provision and gaps in 32 boroughs.

�� To develop a London perinatal information-sharing ‘Electronic Hub’. Information will be held on the Royal College of 
Psychiatrists’ website in the Perinatal Quality Network area.

In addition, two conferences have been held with over 250 participants and the Pan London Network and the three 
Clinical Networks have met regularly every three months. As a result of the work of the Network, London Mental Health 
SCN has made perinatal mental health one of its key priorities for 2015/16. This will be driven by the Mental Health 
Transformation Board, who will be able to influence all the CCGs in relation to perinatal mental health and will give 
authority to the agreement of a London commissioning pathway.
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13. � Glossary

Term Definition

Adjustment 
disorder

An adjustment disorder is characterised by the development of emotional or behavioural symptoms 
in response to an identifiable stressor (or stressors) occurring within three months of the onset of the 
stressor. A stressor is anything that causes a great deal of stress in the person’s life. The stress-related 
disturbance does not meet the criteria for another specific mental disorder.

Anxiety 
disorders

Disorders characterised by anxiety. Generalised anxiety disorder is the commonest of the anxiety 
disorders and is characterised by excessive worry about a number of different events, associated 
with heightened tension. For the disorder to be diagnosed, symptoms should be present for at 
least six months and should cause clinically significant distress or impairment in social, occupational 
or other important areas of functioning. Other anxiety disorders include phobias, panic disorder, 
obsessive–compulsive disorder and body dysmorphic disorder.

Bipolar disorder A mood disorder characterised by episodes of mania (abnormally elevated mood or irritability 
and related symptoms with severe functional impairment or psychotic symptoms) or hypomania 
(abnormally elevated mood or irritability and related symptoms with decreased or increased function) 
and episodes of depressed mood.

Common 
mental disorders

This term refers to anxiety disorders and depression.

Depression Both the International Classification of Diseases (ICD) (World Health Organization) and the Diagnostic 
and Statistical Manual of Mental Disorders (DSM) (US) diagnostic systems require at least one (DSM-
IV) or two (ICD-10) key symptoms (low mood, loss of interest and pleasure or loss of energy) to be 
present. Severity of the disorder is determined by both the number and severity of symptoms, as 
well as the degree of functional impairment. Formal diagnosis using the ICD-10 classification system 
requires at least four out of ten depressive symptoms, whereas the DSM-IV system requires at least 
five out of nine for a diagnosis of major depression (referred to in this chapter as ‘depression’). 
Symptoms should be present for at least two weeks and each symptom should be present at 
sufficient severity for most of every day.

Direct causes of 
death

Term used in the Confidential Enquiries into Maternal Deaths in the UK to describe medical conditions 
that could only be the result of pregnancy such as obstetric haemorrhage.

Indirect causes 
of death

Term used in the Confidential Enquiries into Maternal Deaths in the UK to describe pre-existing or 
new medical or mental health conditions aggravated by pregnancy/postpartum period.

Mental illness A clinically recognisable set of symptoms or behaviour associated in most cases with distress and with 
interference with personal functions.

Perinatal period The period spanning pregnancy and the year after birth.

Postpartum The year after birth.

Postpartum 
psychosis

Severe mental illness of sudden onset in the postpartum period, characterised by mood disturbance 
(mania and/or depression) and psychotic symptoms such as hallucinations or delusions.

Psychiatric 
causes of death

Term used in the Confidential Enquiries into Maternal Deaths to describe deaths that arise directly 
from a mental health disorder, suicide or accidental overdose of drugs of abuse, as well as deaths 
from medical or other causes that are closely related. The latter include physical consequences of 
substance misuse and delays in diagnosis, and treatment because of the presence or assumption of a 
mental disorder, accidents and violence.

http://psychcentral.com/disorders/
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Term Definition

Psychotic 
disorder

A mental illness characterised by symptoms such as hallucinations, delusions and disordered thinking, 
eg schizophrenia.

Psychotic 
symptoms

Include hallucinations and delusions.

Serious mental 
illness (SMI)

Includes schizophrenia and bipolar disorder but any illness involving severe symptoms may be 
included.

Tokophobia Anxiety disorder characterised by extreme fear of childbirth.
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1. � Key statistics
�� There were 646,904 deliveries in England during the 
financial year 2013/14. Some 69.2% of delivery episodes 
had a total inpatient stay of ≤2 days.

�� In 2013/14, 8.3% of Asian and Asian British women had 
infants of low birth weight compared with 6.3% of black 
and black British women and 5.1% of white women.

�� Three-quarters of women who died during or within the 
first 6 weeks after pregnancy in 2009–12 had pre-existing 
physical or mental health problems.

�� Perinatal mental illness in the UK is estimated to carry costs 
to society of around £8.1 billion for each one-year cohort 
of births.

�� 90% of 4,571 women who completed a UK-wide survey 
of experiences of maternity care received a GP postnatal 
check 4 to 8 weeks after birth.

�� In 2010, in England, the prevalence of breastfeeding was 
81% at birth, falling to 69% at one week. Only 1% of 
women were exclusively breastfeeding at 6 months.

�� Analysis of all deaths of women during pregnancy or in 
the year after the end of pregnancy in 2009–13 found 
that 325 (34%) of 971 maternal deaths occurred within 6 
weeks of birth and 547 (56%) after 6 weeks and up to 12 
months post birth.

2. � Overview
Postnatal care is usually concluded by 6–8 weeks post birth, 
which marks the formal end of maternity care in England.1 
The aim of care is to enhance birth recovery, promote 
maternal and infant physical and psychological health, and 
support infant feeding.1 The current timing and content 
of postnatal care originated in the early 20th century in 
response to the then high maternal mortality rate. It has since 
been subject to minimal revision, despite a dramatic decline in 
maternal mortality, increasingly early postnatal discharge, and 
evidence of widespread and persistent maternal morbidity.2 
The health profile of women giving birth in 2015, including 
older age at first pregnancy, increased use of Assisted 
Reproductive Technology (ART), and higher prevalence of 
obesity and other medical complications3, 4 is not reflected in 
postnatal care provision. The authors consider that current 
postnatal care is not fit for purpose, lacking any basis in either 
evidence or maternal need. 

The number of deliveries in England increased over the last 
decade, apart from a small decline in 2013/14 (Figure 8.1). 

Over the same period Caesarean section deliveries increased 
from 23.5% to 26.2%3 (Figure 2). Maternal factors such as 
being obese or overweight, older age and conditions such 
as diabetes or hypertensive disorders increase both the risk 
of intervention5, 6, 7 and longer-term health problems8 which 
current care fails to address.

Figure 8.1  Deliveries in England 2005–14
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Table 8.1 �Timing of deaths of women in the UK in 
relation to pregnancy 2009–13

Time period of deaths in the pregnancy 
care pathway

Total (n=973) 
Frequency (%)

Antenatal period 98 (10)

Postnatal day of delivery 84 (9)

Postnatal 1–41 days after delivery 246 (25)

Postnatal 42–182 days after delivery 246 (25)

Postnatal 183–364 days after delivery 299 (31)
Source:  Knight M on behalf of MBRRACE-UK (personal communication).

For many women recovery after pregnancy is seemingly 
uncomplicated, yet incontinence, perineal pain, anxiety 
and depression are common and can persist for months 
or years.8, 9 Maternal mental health problems, if untreated, 
may have consequences for infant development10, 11 and 
there is poor provision of specialist perinatal mental health 
services.12 During 2009–13, 90% of UK maternal deaths 
occurred post birth,13 with late deaths (after 6 weeks and 
up to one year after end of pregnancy) more likely to 
include psychiatric causes, emphasising the importance of 
early postnatal identification and management (Table 8.1). 
These data and evidence that severe maternal morbidity 
(a potentially life-threatening condition or complication) 
is increasing14, 15 highlight the importance of maintaining 
a high index of suspicion for symptoms and signs of 
deteriorating health post pregnancy.4
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www.everyonesbusiness.org.uk
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4. � Women’s views of care
Fragmentation, poor planning and communication between 
healthcare teams are reflected in women’s views of postnatal 
care.16, 26, 27 Of 1,260 first-time mothers in one survey of 
postnatal care, one in eight were highly critical of their care.27 
An online survey of 4,000 self-selected women found that 
a third reported that their 6-week routine GP appointment 
did not meet their emotional needs and almost half said 
that it was not thorough enough.28 Midwives appearing ‘too 
rushed’, cancelling home visits or offering insufficient advice 
on emotional recovery, infant feeding and birth recovery have 
also been reported.17

Case study – Bryony’s story
Bryony chose to have her delivery at the midwife-led 
unit in her nearest town. However, a complication during 
labour meant that she had to be taken to the nearest 
hospital, 25 miles away, by emergency ambulance.

At the hospital, Bryony gave birth without any major 
problems, although she required stitches due to tearing. 
For the first night, Bryony stayed on the hospital’s 
postnatal ward, which she describes as hot, noisy and 
crowded. She recalls how she felt unsupported with 
breastfeeding her baby, confused about what medication 
she was supposed to be taking, and unsure as to when 
and where she was meant to have meals. The next day, 
Bryony was transferred back to the midwife-led unit 
for one more night, where she says she felt much more 
supported. 

Bryony then went home. For the next two weeks, she 
had regular midwife appointments. However, due to low 
resources, the midwives were unable to visit her. Instead, 
she had to make the trips to the midwife-led unit herself. 
Though her partner drove, Bryony recalls the ride being 
uncomfortable, particularly with her stitches.

Bryony describes the midwives’ attentiveness to her 
baby as excellent. However, she believes that she would 
have benefited from more attention, and explains 
how the midwives asked little about her physical 
and psychological wellbeing. She also thinks that the 
midwives discharged her from their care too early, taking 
only her baby’s wellbeing into account.

3. � Routine care currently 
offered after pregnancy

All women are offered routine postnatal contacts with 
healthcare professionals based in secondary and primary 
settings as part of universal NHS care. Services are 
fragmented16, 17 with poor data linkage across sectors 
and little evidence of whether care planning on transfer 
between health professionals occurs, despite policy 
recommendations.1, 18, 19 Midwives have a statutory duty to 
attend all women20 and provide most early postnatal care, 
with obstetric input reserved for medically complicated 
pregnancies. Maternity support workers are increasingly used 
to undertake aspects of routine postnatal care, with little 
evaluation of their role or training needs. 

Women are usually discharged from hospital within 48 hours 
of birth and from midwifery care at 10–14 days, when care 
is transferred to health visitors. A GP appointment, offered 
at around 6 weeks, traditionally marks the end of maternity 
care but few studies have addressed the effectiveness of 
this appointment.2, 21 Sampled data from the Clinical Practice 
Research Datalink indicates that in 179,588 deliveries 
between 2008 and 2014, 73.5% (131,924) had a post-natal 
examination documented with their GP. The remainder 
may not have been recorded in the electronic healthcare 
record, had their examination in secondary care or another 
clinical setting, de-registered prior to the examination or 
not had did not have the examination undertaken.  In over 
80% (109,245) of deliveries with a  postnatal examination 
recorded, this was documented up to 8 weeks following 
discharge.

Revisions to the GP contract in 2004 removed an item of 
service payment for maternity care which, together with 
the introduction of direct access to midwives when women 
are first pregnant, has led to a decline in GP involvement.16 
This raises issues about GPs’ skills and competencies in 
providing effective care given their pivotal role in managing 
the long-term consequences of health risks identified in 
pregnancy and postpartum. Of note is that the current 
NHS England Standard General Medical Services Contract 
defines the duration of GP contact as only the first 14 days 
post pregnancy.22 Women who have a stillbirth or neonatal 
death are cared for within the same outdated model of 
care, despite specific recommendations that they should 
have contacts with a bereavement midwife/health visitor.23 
A postnatal GP check should also be offered, although a 
recent survey of such cases found that many women were 
not offered this.24 Care following pregnancy termination 
or miscarriage should also be planned based on individual 
circumstances.25 

www.nct.org.uk/press-release/nct-netmums-research-finds-six-week-postnatal-check-unsatisfactory
www.cqc.org.uk/sites/default/files/documents/maternity_report_for_publication.pdf
www.cqc.org.uk/sites/default/files/documents/maternity_report_for_publication.pdf


Chapter title

Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Chapter 8 page 100

Chapter 8

6. � Common maternal 
morbidities 

6.1  Incontinence
About a third of women experience urinary incontinence 
after pregnancy and between two-thirds and three-quarters 
of these women still report it 12 years later.30 Faecal 
incontinence of varying severity occurs in up to 10% of 
women after birth, and over a third of women with this still 
report it 12 years later.30 Most women with incontinence 
after birth report not seeking treatment, highlighting why 
postnatal women need to be specifically asked about health 
symptoms so they can be managed appropriately.

6.2  Perineal pain
Perineal laceration is the most common complication of 
birth.3 The National Institute for Health and Care Excellence 
(NICE) recommends that women are asked about perineal 
healing at each contact, that they should be advised about 
wound care to reduce potential infection, and that the 
perineum should be observed to monitor healing and prompt 
early identification of infection or wound dehiscence.1 
Women with third- or fourth-degree tears should be offered 
obstetrician follow-up.31 

6.3  Mental health problems
Depression is experienced by around 13% of postnatal 
women.32 Other mental health symptoms such as anxiety, 
bi-polar disorder, eating disorders and obsessive compulsive 
disorders may be co-morbid with depression.33, 34 Women 
should be asked at each postnatal contact about their 
emotional health and encouraged to discuss how they are 
feeling without fear of stigma.34 Approaches to management 
are described in Chapter 7 of this report, ‘Perinatal mental 
health’. 

5. � Revisions to routine 
postnatal care

There is evidence that alternative models of post-pregnancy 
care could benefit the general population of women giving 
birth. However this does not provide evidence of what model 
of care would improve outcomes for women with known 
medical, mental health and social needs. A large randomised 
controlled trial in the West Midlands compared standard 
postnatal care with a re-designed model of extended 
midwifery-led community care focused on maternal need 
and identification and management of common morbidity.2 
Midwives delivering the revised model undertook a final 
contact at 10–12 weeks which replaced the GP 6-week 
check. Findings showed that women who received re-
designed care were less likely than women who had usual 
care to report mental health problems or use non-routine GP 
services for themselves or their infants during the first year 
post birth, a clinically and cost-effective difference.2 A trial 
which assessed maternal psychological health and other 
outcomes following training of health visitors to systematically 
identify symptoms of depression and deliver psychologically 
informed sessions for women at risk of depression compared 
with usual contacts, was also effective in reducing the 
proportion of at risk women with a high Edinburgh Postnatal 
Depression Score (≥12) at 6 months postnatal.29 The findings 
of these trials have not been translated into routine practice.

Opportunities to identify common and more severe maternal 
morbidity and promote positive lifestyle interventions 
continue to be missed, with clear need to revise postnatal 
care. Service revision could include, for example, postnatal 
‘triage’ on transfer from secondary to primary care to 
determine appropriate pathways based on individual 
women’s needs. Low risk women could receive core care 
from their midwife and health visitor, including a flexible final 
contact; for women with additional needs, earlier contacts 
with their health visitor and/or GP could be planned and 
women with most complex medical or social needs could 
benefit from multi-disciplinary team (MDT) review with 
longer-term follow-up needs discussed with their GP. There 
is no research evidence to guide any of these suggested 
changes and obtaining robust evidence prior to a radical re-
think of the care pathway is essential.

The following examples of common and severe morbidity 
illustrate why revisions to routine post-pregnancy care are 
a priority if women’s health needs are to be met. The role 
of primary care services, including the GP, is crucial for the 
management of pre-existing medical conditions, such as 
hypertensive disorders, diabetes and mental health problems, 
as well as management of similar pregnancy onset conditions. 
Evidence of how best to provide this level of support is 
lacking.
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7. � Severe maternal morbidities

7.1  Hypertensive disorders
A multicentre retrospective analysis of 3,988 women with 
pre-eclampsia showed that 229 (5.7%) were diagnosed 
during the postpartum period and 151 women were 
readmitted, the average time from birth to readmission 
ranging from 1 to 24 days.35 Eclampsia can also present after 
delivery with reported proportions of postpartum cases of 
32%36 and 36%.37 Recurrence of subsequent pregnancy 
hypertensive disorders and effects on lifetime risk of 
cardiovascular disease and hypertension should be discussed 
with women.38 An individual patient data meta-analysis 
found that recurrence of hypertensive pregnancy disorder in 
a subsequent pregnancy was 20.7%.39 Pre-eclampsia was 
identified as a risk factor for later hypertension in a cohort 
of women followed for a mean of 14.1 years (OR 3.70 [2.70 
to 5.05]).40 A retrospective cohort study of 129,290 births in 
Scotland between 1981 and 1985 found that women with 
pre-eclampsia had an increased risk of subsequent ischaemic 
heart disease (OR 2.0 [1.5–2.5]).41 There is a dearth of 
evidence-based guidance on appropriate follow-up of women 
at increased risk post pregnancy of poorer health during 
their life course. A key example of this is the exclusion of 
pregnancy hypertension from the QRisk2 tool.42 

7.2  Diabetes
NICE (2015) recommends that women with gestational 
diabetes (GDM) whose blood glucose levels return to normal 
after pregnancy are offered weight control, diet and exercise 
advice, and have fasting plasma glucose measured at 6–13 
weeks postnatally to exclude diabetes.43 If not performed by 
13 weeks, a fasting plasma glucose or HbA1c test should be 
offered, with an annual HbA1c test for women diagnosed 
with GDM who have a negative postnatal test for diabetes. 
Women diagnosed with GDM had a 7-fold increase in type 
2 diabetes in one meta-analysis.44 Again, there is a paucity 
of research into strategies to address this. The effects on 
glycaemic control for women with insulin-treated pre-existing 
diabetes who breastfeed should be discussed.43  

7.3  Cardiac disease
Cardiac disease affects 0.2%–4% of women during 
pregnancy45 and was the largest single cause of maternal 
death in the most recent confidential enquiry.4 Evidence to 
inform postnatal management and follow-up of women with 
a pregnancy complicated by cardiac disease is lacking.46 

7.4  Epilepsy
During 2009–12, 14 maternal deaths in the UK were 
attributed to epilepsy or seizures; 12 of these women died 
from sudden unexpected death in epilepsy (SUDEP).47 
Women with epilepsy may have more maternity-related 
seizures due to altered medication compliance, poor sleep 
and changes in the bio-availability of their medication. 
Women require advice on reducing risk from seizures by 

not bathing or sleeping alone47 and should never be placed 
in a single room on the inpatient ward. They are similarly 
vulnerable postnatally and require appropriate advice about 
medication. Contact with multi-disciplinary epilepsy services 
(which do not yet exist in all regions) via an epilepsy nurse or 
midwifery specialist must be maintained after delivery, but 
there is no evidence about how best to deliver this alongside 
their other postnatal care needs.

7.5  Sepsis
There is limited research on incidence of postnatal wound or 
genital tract infection, despite concerns about sepsis-related 
mortality.4 In a prospective case control study in UK obstetric- 
led units (June 2011 to May 2012), 31% of postnatal women 
(114/365) with severe maternal sepsis were readmitted,48 
highlighting the need to raise awareness of this. Clinicians 
must ‘think sepsis’ in women who are unwell, taking urgent 
action if sepsis is suspected.4 When considering appropriate 
practitioner(s) to deliver new models of postnatal care, the 
importance of identifying sepsis and other rare but serious 
postnatal complications are key. 

7.6  Severe mental health problems
Affective psychosis and severe depressive illness are 
major causes of indirect maternal death and chronic 
morbidity.49 Untreated maternal depression impacts on child 
development, with a high risk of recurrence of depression in 
subsequent pregnancies.34 Women with risk factors for severe 
postnatal mental health problems require pregnancy and 
postnatal care planning, with care co-ordinated across health 
sectors, including ‘chasing’ if a planned contact is missed. 
For severe mental health problems referral, preferably to 
specialist perinatal mental health services is needed, ensuring 
GP follow-up on discharge from the perinatal team.34 
(See Chapter 7 of this report, ‘Perinatal mental health’.)

www.qrisk.org
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8. � Monitoring complex 
medical conditions

Complex medical conditions in pregnancy impact on 
postnatal health, subsequent pregnancies and longer-
term health.2 Although evidence of effective interventions 
is required, GPs should ensure that recommendations 
for follow-up are implemented, supported by relevant 
information when women are discharged from secondary 
care. Future health risks should be discussed and pre-
pregnancy counselling and positive lifestyle interventions 
emphasised.1, 38, 50

Case study – Emma’s story
Emma has epilepsy. When she fell pregnant at 29 years 
old, she was assigned a high-risk team of specialist 
midwives, a specialist nurse and a consultant to conduct 
her antenatal and postnatal care. Emma faced no major 
complications throughout pregnancy and birth, although 
she had a planned Caesarean section because her baby 
was breech.

Emma’s biggest difficulties arose with breastfeeding. 
Within a few weeks of leaving hospital, she was suffering 
with engorged breasts and her baby was uncomfortable 
feeding, often pulling away while choking. 

As the midwives only came to visit her once a week, 
Emma sought help from local ‘milk spots’, a community 
service where a midwife and experienced mother offer 
support with feeding. Since the service ran three times 
a week, Emma found support quickly. She says that she 
would have found it very hard to continue breastfeeding 
if she had not received help quickly. She also adds 
that she did not feel prepared for how painful and 
emotionally tiring breastfeeding would be.

Emma says that the best thing about the care she 
received was its continuity. She describes the comfort 
she felt in having the same team support her throughout 
her antenatal and postnatal care. Emma adds that all 
of her friends have had different experiences in this 
respect, with many finding their care significantly more 
fragmented.

9. � Breastfeeding
The benefits of breastfeeding are well documented.51, 52, 53, 54 
Despite increases in initiation in England (83% in 2010 
from 78% in 200555), only 1% of women were exclusively 
breastfeeding at 6 months postnatally.55 This is the minimum 
period recommended by the World Health Organization56 
based on a systematic review which showed protection 
against infant gastroenteritis, delayed resumption of menses 
and lower maternal postpartum weight retention.57 Studies 
have consistently found that breastfeeding protects infants 
against gastroenteritis, SIDs and respiratory disease, as well 
as protecting women against breast cancer.52, 58, 59 Poorer 
cognitive development and behavioural problems have 
been reported among children who were never breastfed 
compared with those who were.60 In England, younger 
women of white British ethnicity with fewer educational 
qualifications and living in more economically deprived 
settings are less likely to start or continue breastfeeding.55 
In 2010, only 58% of women under 20 years of age 
commenced breastfeeding compared with 87% of women 
aged 30 and over.55 Robust evidence of how to increase and 
sustain breastfeeding, especially in disadvantaged women, is 
lacking, as well as research into how transition of care from 
midwives to health visitors could be enhanced to support 
women who breastfeed.

10. � Contraception
Unplanned pregnancies are common and a key public health 
indicator, associated with poorer outcomes for women 
and their children compared with outcomes of planned 
pregnancies.61 NICE recommends that resumption of 
contraception is discussed with women in the first postnatal 
week, with protection advised from day 21 as ovulation may 
occur as early as day 28.1 Changes to commissioning have 
occurred as a consequence of the Health and Social Care 
Act 2012. The All-Party Parliamentary Group on Sexual and 
Reproductive Health reviewed the commissioning of sexual 
and reproductive health services in 2012. It recommended 
that the Department of Health set out how contraceptive 
services be commissioned and that Public Health England 
assess the indicators used in the Public Health Outcomes 
Framework to monitor sexual and reproductive health.62  

Responsibility for procurement of services, including those 
providing long-acting reversible contraception (LARC), is 
now with local authorities; this could limit access to services 
previously available to women from their local general 
practice. LARC methods are more clinically and cost-effective 
than the combined oral contraceptive pill but are less 
commonly used.63 Increasing access to LARC post pregnancy 
would provide better choice for women with respect to 
planning and spacing a future pregnancy, and could be 
discussed prior to delivery and fitted at birth (see Box 8.1).

www.fpa.org.uk/sites/default/files/healthy-women-healthy-lives-executive-summary-july-2012.pdf
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11. � Conclusion
Postnatal contacts offer opportunities to identify and 
implement effective care to reduce maternal morbidity and 
promote longer-term physical and mental health, including 
improved outcomes of subsequent pregnancies and family 
health. Current service provision and content is not utilising 
these opportunities.

There is a paucity of robust evidence underpinning the 
current organisation and provision of postnatal care: research 
is urgently needed into the appropriate interventions to 
include in a comprehensive package of care, assessing and 
addressing the individual needs of all women. In addition 
to the evidence gaps, the following elements could be 
investigated in a commissioned programme of research 
or a themed call through the National Institute for Health 
Research, reflecting the Medical Research Council Complex 
Interventions framework. Areas for priority research themes 
include: 

�� optimal models of MDT management for women with 
medically and/or socially complex pregnancy to promote 
integrated care 

�� the role of triage of women on transfer from place of birth

�� variation in the timing and routes of access to postnatal 
contacts

�� the benefit of the 6–8 week postnatal check and timing of 
discharge from maternity care

�� evaluation of the role of maternity support workers.

12. � Authors’ suggestions for 
policy

�� To offer women and infants the ‘best start’, policymakers 
need to prioritise interventions to improve services for 
women after birth alongside priority accorded to antenatal 
and intrapartum care. Greater investment in the postnatal 
maternity care workforce in primary, secondary and tertiary 
services, including mental health services, is urgently 
required 

�� All healthcare professionals need appropriate skills and 
competencies to identify common and severe physical and 
psychological maternal morbidity and to know how to take 
action. The changing health profile of women giving birth 
has consequences for clinical training. Clinical training must 
adapt appropriately. This is a particular issue in primary 
care. A good example of teaching resources already 
available includes work developed by healthtalk.org based 
on the experiences of women who had severe medical 
complications in pregnancy (www.healthtalk.org/peoples-
experiences/pregnancy-children/conditions-threaten-
womens-lives-childbirth-pregnancy/topics).

�� Restrictions on access to contraceptive services could be 
detrimental to women’s physical and psychological health 
and should be removed.

�� Clinical commissioners and service providers should 
monitor and report postnatal readmission rates for women 
and infants.

�� Data to inform postnatal outcomes for maternal and 
infant health are inadequate. The establishment of a 
robust maternity dataset which includes data on postnatal 
systems, processes and outcomes and which links across 
secondary and primary care providers is needed.

�� The current national maternity review presents an 
opportunity to consider how postnatal care could make 
a demonstrable difference to outcomes for women, their 
babies and families. 

www.healthtalk.org/peoples-experiences/pregnancy-children/conditions-threaten-womens-lives-childbirth-pregnancy/topics
www.healthtalk.org/peoples-experiences/pregnancy-children/conditions-threaten-womens-lives-childbirth-pregnancy/topics
www.healthtalk.org/peoples-experiences/pregnancy-children/conditions-threaten-womens-lives-childbirth-pregnancy/topics
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Box 8.1 Public Health England Missed Opportunity Programme: cost-effectiveness analysis

Option a)  Increase access to LARC methods across the population

Increased access to contraception, particularly LARC methods, for women of all ages, particularly focused on those areas 
where current provision is patchy due to lack of provision in primary care and limited access in more specialist services. 

Option b)  LARC post birth within maternity services

Encouraging and enabling women to use a LARC immediately after giving birth, to support women plan and space 
subsequent pregnancies.

Option c)  LARC consultations before a woman’s abortion

Encouraging and enabling women to use a LARC immediately after an abortion, there is evidence that this can reduce 
repeat abortion.

Costs for all three options would be needed for training staff  (including doctors, nurses and midwives) to fit and counsel 
women on use of these methods and additional funding for the method itself which has higher upfront costs. There will 
also be the cost of developing a basic on line training package for non-specialists to raise the profile of the benefits of 
effective contraception. 

Savings for all three options would follow from a reduction in unplanned pregnancies. When women switch from the 
oral contraceptive pill to LARC there is an improvement in the failure rates for typical usage, thus there would be fewer 
unplanned pregnancies. These savings will be captured as direct NHS savings through fewer abortions, miscarriages and 
births and there are also benefits to the wider public purse. 

In year 2016/17 2017/18 2018/19 2019/20 2020/21

(Gross) cost saving in £ million 10.7 19.9 29.1 38.2 47.7

Option 1 (GP focus: from pill to LARC) 2.0 3.6 5.2 6.8 8.4

Option 2 (LARC encouraged in maternity pathway) 2.4 4.9 6.4 8.4 10.5

Option 3 (LARC encouraged in abortion pathway) 6.4 11.9 17.4 23.0 28.5

2015/16 2016/17 2017/18 2018/19 2019/20 2020/21

Gross cost savings 
opportunity in £ million 
(range)

0 10.6
(3.2–58.3)

19.6
(6.0–113.2)

28.8
(8.7–168.0)

37.8
(11.5–222.8)

46.9
(14.2–277.7)

Investment costs (range) 0 12.7
(6.4–18.7)

16.5
(9.6–23.8)

20.4
(12.9–28.9)

24.2
(16.2–34.0)

28.1
(19.4–39.1)

Net savings opportunity 
(range)

0 -2.0
(-3.1–39.6)

3.2
(-3.7–89.4)

8.4
(-4.2–139.1)

13.6
(-4.7–188.9)

18.8
(-5.3–238.5)
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Psychosocial factors and the menopause

1. � Key statistics
�� The menopause is defined as the last menstrual period that 
occurs: on average this happens in British women at the 
age of 51 years.

�� There are over 3.5 million women aged between the ages 
of 50 and 65, in employment, in the UK.

�� Most women do not report the impact of menopausal 
symptoms as bothersome, but three-quarters of 
women do still seek advice about how to manage their 
menopausal symptoms.

�� An estimated 20–25% of women find that vasomotor 
symptoms and related symptoms such as sleep disruption, 
fatigue and difficulty concentrating adversely affect the 
quality of both their personal and working lives.

Definitions
In this chapter:

�� ‘menopause’ refers to the last menstrual period that 
occurs

�� ‘menopause transition’ refers to regular 
menstruation, but with:

a)	change in cycle length, or

b)	two or more missed periods, and

c)	 at least one intermenstrual interval ≥ 60 days

�� ‘post-menopause’ refers to 12 months after the final 
menstrual period.

Informed by: Harlow SD, Gass M, Hall JE, Lobo R et al. Executive 
summary of the stages of Reproductive Ageing Workshop +10. 
Menopause 2012; 19 (4): 105–15.

2. � Introduction
In Britain, nearly three-quarters of women seek advice about 
menopausal symptoms, although for most the impact of 
those symptoms is not self-reported as bothersome.1 For 
an estimated 20–25% of women, however, vasomotor 
symptoms (VMS) (or hot flushes and night sweats) and 
related symptoms such as sleep disruption, fatigue and 
difficulty concentrating adversely affect the quality 
of both their personal and working lives.2, 3, 4, 5, 6, 7 Multiple, 
often interacting, factors – physical, psychological, work 
related and social – may determine the experience of the 
menopause for women and affect whether or not they 
decide to seek advice or treatment.4

The diagnosis and clinical management of the menopause are 
addressed elsewhere and will be further covered by National 
Institute for Health and Care Excellence (NICE) guidance due 
to be published in November 2015. This chapter considers 
psychosocial factors relevant to the experience of the 
menopause and suggests strategies to improve women’s 
quality of life during this time. Psychosocial factors may 
determine what sort of advice and treatment, if any, women 
seek. An understanding of these factors opens up avenues 
for non-clinical approaches, such as cognitive behavioural 
therapy (CBT), to reduce troublesome symptoms. This 
may be helpful for women for whom hormonal treatment 
is contraindicated, or for those who prefer not to use 
such treatments.

Although hormonal treatment is considered an effective 
treatment for women with severe vasomotor symptoms,8 
its usage has varied over recent decades as a consequence 
of uncertainty about risks and benefits. In a study of 
10,000 women, 90% of those who discontinued hormonal 
treatment reported a return of VMS and sought alternative 
strategies.9, 10 It is hoped that highlighting the psychosocial 
correlates of problematic menopause, and non-clinical 
strategies for improving quality of life during this time, will 
be useful for women, their families, healthcare practitioners 
and employers. Non-clinical strategies could include, for 
example, moderate exercise.11
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4. � Culture and attitudes
Cross-cultural studies demonstrate wide variations in 
symptom perception and reporting in women from different 
ethnic origins and living in different countries; for example, 
women in western countries tend to report more hot flushes 
compared with those living in India, Japan and China.13 
Explanations of these differences include lifestyle, social 
factors and reproductive patterns, as well as beliefs and 
attitudes to ageing and the menopause, and the roles and 
social status of mid-life and older women.

Health professionals might underestimate the extent to 
which the meaning of the menopause and attitudes towards 
treatment are influenced by religion, ethnicity, medical 
practices and personal values. For example, not having 
menstrual periods, the lack of a need for contraception or 
the burden of repeated pregnancies is often met with relief.14 
There are also cultural differences in women’s attributions 
of different types of symptoms (eg visual problems and 
high blood pressure) to the menopause, which in turn could 
result in some women not seeking or receiving appropriate 
healthcare.15 Negative beliefs and attitudes, and expectations 
held before the menopause predict symptom experience 
during the menopause.16, 17 Broader cultural and social 
attitudes can influence the meaning of the menopause for 
the individual woman and impact upon her experience of it.

Negative cognitive and emotional appraisals about hot 
flushes (social embarrassment, disgust, feeling out of control 
and frustration) and behavioural reactions (such as avoiding 
social situations) are associated with more problematic flushes 
and sweats.18, 19, 20 In turn, these may have a negative 
impact on sleep quality, emotional, social and work-related 
functioning, and women’s abilities to deal with symptoms.

3. � Menopause symptoms
The menopause literally means the last menstrual period 
that occurs; on average this happens in British women at 
the age of 51. However, the timing and experience of the 
menopause are highly variable and can be affected by, for 
example, surgery or disease. While many symptoms are 
attributed to the menopause, such as irritability, memory 
problems, low mood, tiredness, aching limbs, loss of energy 
and dry skin, these are not specific to the menopause. 
Vasomotor symptoms are the main early physical symptoms 
of the menopause; they are typically described as sudden 
feelings of heat in the chest, neck and face, usually 
accompanied by skin redness and profuse perspiration and/or 
palpitations, and sometimes followed by shivering while body 
temperature returns to normal. They vary in frequency and 
may last between a few seconds to an hour.4 They may also 
be instrumental in how women experience other attributed 
symptoms, such as sleep disturbance and fatigue. Vasomotor 
symptoms usually continue for between four and eight years 
although they may persist for ten years.9, 12
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6. � Impact on personal life
Mid-life is typically a life stage when women are dealing 
with demanding life events and responsibilities, such 
as work, health problems, caring for elderly relatives, 
bereavement, dealing with adolescent children, and resulting 
changes in personal roles and social relationships. Within 
this context menopausal symptoms can cause discomfort, 
social embarrassment and disruption of sleeping patterns, 
which impact on quality of life.26 Various factors predict 
the extent to which vasomotor symptoms are problematic 
or troublesome; for example, their chronicity, past surgical 
menopause (oophorectomy or hysterectomy), higher body 
mass index, lower physical activity levels, smoking and 
ethnicity.4, 27

Although there is wide variation among women, libido 
and sexual functioning can be affected by ageing, the 
menopause and other factors, such as depression, anxiety, 
stress, relationship problems, negative beliefs about ageing 
and sexuality, partners’ sexual functioning, poor body image 
and certain medications.27, 28 Vaginal dryness, associated 
with lower levels of oestrogen, can significantly increase the 
likelihood of painful intercourse (dyspareunia), which in turn 
can reduce sexual responsivity and the desire for sex.29 Not 
surprisingly, good communication and emotional support 
within a relationship have been found to be helpful.30

Women experiencing troublesome menopausal 
symptoms report significantly lower levels of health-related 
quality of life and greater use of healthcare services than 
women without symptoms.6 Evidence also suggests that 
it is the rating of how intense or problematic vasomotor 
symptoms are, rather than their frequency, that is associated 
with a reduction in health-related quality of life.31

5. � Lifestyle
With regard to lifestyle, smoking has been associated with an 
earlier menopause, as well as more frequent hot flushes,4 and 
caffeine use with more frequent flushes.21 Physically active 
women tend to report higher quality of life and fewer hot 
flushes compared with inactive women.22 However, when 
exercise or physical activity has been evaluated in randomised 
controlled trials as an intervention, it is not effective in 
specifically alleviating hot flushes and night sweats, but may 
improve aspects of quality of life such as sleep and depression 
in post-menopausal women.11, 23

Evidence from a prospective study of nearly 27,000 working 
women suggested that mid-life and older women who 
reported increased physical activity demonstrated a reduced 
subsequent risk of mental ill-health (as measured by the 
General Health Questionnaire) in comparison with those who 
did not increase physical activity. This protective effect of 
increased physical activity did not hold for younger women.24 
It may be that weight control plays a role: weight tends to 
increase with age and, while there is a redistribution of fat 
during the menopause to the abdomen, weight gain is not 
a necessary consequence of the menopause; there is some 
evidence that weight loss, by means of exercise and a healthy 
diet, can lead to improvements in quality of life and also to 
improvements in vasomotor symptoms.25
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8. � Working lives
There are over 3.5 million women in employment aged 
between 50 and 65 in the UK, many of whom are in senior 
roles and at the peak of their careers.38, 39 In a recent UK 
study of nearly 900 working women, the main symptoms 
which women attributed to their menopause that caused 
them difficulties at work were poor concentration, 
tiredness, poor memory, feeling low/depressed and 
lowered confidence.5 Of these, lowered confidence, 
poor concentration and poor memory were particularly 
troublesome for them at work in comparison with their  
non-working lives.

Women have encountered criticism and ridicule about 
menopausal symptoms from co‑workers and managers.40, 41 
It is important not to underestimate the accumulated and 
negative consequences for mental health of these often 
unintentional slights that are experienced by marginalised 
groups.42, 43 They are difficult to dismiss and to confront. 
Women are generally reluctant to divulge their menopausal 
status or symptoms, but particularly so at work, where fear 
of stigmatisation is common, and where poise and control 
are highly valued.44 This is especially the case where their 
manager is male, or is younger than them, whether male 
or female.5, 44

Some women feel that their menopausal status opens them 
up to being stereotyped and prefer not to reveal age- and 
gender-related matters at work. When women take sickness 
absence because of menopausal symptoms, they do not 
always divulge the real reason to their manager. However, 
when women do disclose difficulties to co-workers and line 
managers, their subsequent support is highly valued.5

8.1  Performance at work
Working women have reported that menopause symptoms, 
such as tiredness and difficulty concentrating, impact 
negatively on their work performance4, 45 and some 
report that they work harder to compensate for these 
difficulties so that performance is not negatively affected.5 
Prospective studies of cognitive performance during 
menopause transition are scant, but any impact on cognition 
is likely to be subtle and transient.46

Some evidence suggests that menopause symptoms may 
have a detrimental effect on work capacity for some women, 
particularly if depressive symptoms are also reported,6, 7, 47, 48, 

49 but more research is needed to clarify whether women’s 
actual performance is affected.39 A study that sought line 
managers’ views of women’s performance concluded that 
most continued to do their job well during these years.50

7. � Mental health
In addition, a range of psychological and social factors are 
associated with more troublesome vasomotor symptoms, 
such as current stress, anxiety and depression during and 
prior to the menopause, certain beliefs about the menopause 
and its symptoms, low socio-economic status and low levels 
of education.17, 18, 31

In general, depression is more prevalent during mid-age for 
adult men and women, although women have a greater 
risk of depression than men.32 Evidence from the Household 
Survey for England suggests that this mid-life increase in 
depression is more common among lower income groups 
for both men and women, thus emphasising the role of 
social influences.33 Past depression is the main predictor of 
depressive symptoms during the menopause.34 Depressed 
mood should not be attributed automatically to a hormonal 
cause or to the menopause. Mishra and Kuh (2012) 
looked at changes in psychological symptoms (including 
depression) across the stages of the menopause for women 
in the 1946 British Birth Cohort Study; they found that 
10% of women may be at a higher risk of such symptoms 
during the transition to the menopause, but that this 
risk tends to decrease post menopause, ie for most it is 
relatively transient.1 Factors associated with psychological 
symptoms and depressed mood for mid-life women include 
past history of psychological problems, social factors 
(educational and occupational status), poor health, surgical 
menopause, stressful life events, cigarette smoking, chronic or 
severe vasomotor symptoms, attitudes to the menopause and 
ageing, and early life circumstances and experiences.1, 35, 36

An early menopause can be distressing due to its impact 
on fertility and concerns about health.29 There are also 
complex interactions between depression and menopause-
specific changes, for example two-way interactions between 
troublesome hot flushes and depression or stress. Although 
hormonal changes during menopause might partly account 
for the increased risk of depression, overall it is important to 
consider the psychosocial context of women’s lives, and the 
interactions between such factors and menopause-specific 
changes; in other words, a biopsychosocial approach is 
recommended.37

www.ons.gov.uk/ons/rel/lms/labour-market-statistics/may-2015/index.html
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8.2  Menopausal symptoms at work
At work, hot flushes are reported as a source of distress 
and embarrassment for some women, leaving them feeling 
at odds with their desired professional image. Concerns 
about the reactions of others and fear of social stigma 
are common at work and in social situations.54 Certain 
situations at work are reported to precipitate or exacerbate 
vasomotor symptoms: for example, formal meetings, high 
visibility work such as presentations, and working in hot 
and poorly ventilated environments.5 Many women work in 
environments where it is not possible to open windows for 
fresh air, or where doing so in shared offices or workspaces 
risks creating interpersonal difficulties.

Working women have reported that seeking to reduce the 
impact of troublesome menopausal symptoms on their 
working lives was the main (or one of the main) reasons 
why they decided to try hormone treatment.5 The majority 
of these reported that hormone treatment enabled them to 
cope better with work.

9. � Conclusion
Given the influence of both physiological and psychosocial 
factors on the experience of the menopause, we would argue 
that public health strategies might usefully target the broader 
psychosocial factors that impact upon women’s quality of 
life during the menopause transition and post menopause. 
The challenge is to develop approaches that can engage with 
a variety of experiences, values and lifestyles that normalise 
the menopause, but at the same time provide information 
and strategies for those women who have troublesome 
symptoms.

9.1  Improving education and awareness
There is evidence that women who participate in 
psychoeducational and health promotion programmes have 
more accurate knowledge, more positive attitudes regarding 
menopause, less discomfort associated with changes at these 
stages, and more frequent engagement in healthy habits 
than women who do not participate in these programmes.55 
Women may simply want information and discussion about 
what might be expected as well as the options that are 
available to them; not all choose medical treatment. NICE 
guidance on diagnosis and management of the menopause 
(due to be published in November 2015) should offer 
an up-to-date synthesis of the evidence on clinical 
assessment and management. Further resources include 
‘A Practitioner’s Toolkit for Managing the Menopause’56 
which offers algorithms for the reasons why a woman might 
present, determination of menopausal status, issues that 
might influence treatment decision-making, hormonal and 
non-hormonal treatment options, and advice on symptom 
management and patient review. Healthtalk.org is an online 
resource for women and healthcare practitioners where 
information about women’s experiences of the menopause 
can be accessed.57

9.2  Health promotion around the menopause
The menopause is a time when women frequently seek 
advice from their doctors. It is also arguably an important 
opportunity to encourage positive health-related behaviours 
such as stress reduction, smoking cessation, dietary intake 
and increasing physical activity. Such changes might benefit 
women going through the menopause transition as well as 
offer prevention of longer-term health problems. Targeting 
women at 40 or 45 in preparation for the menopause has 
been advocated.58, 59

9.3  Treatment options
On an individual level, while hormone treatment is clearly 
helpful for some women in dealing with severe symptoms,32 
many are reluctant to use it. Provision of balanced 
information about the risks and benefits of hormone 
treatment and alternatives is important. Psychological 
interventions, such as CBT, can be offered to reduce anxiety 
or improve mood.32 CBT has also been developed specifically 
for hot flushes and night sweats, including psychoeducation 
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and evidence-based CBT for hot flushes, stress, night 
sweats and sleep. This approach has been shown to reduce 
significantly the impact of hot flushes and night sweats in 
randomised controlled trials with breast cancer patients59, 60 
and with well women.61 It can also improve mood and quality 
of life. Self-help CBT, with minimal guidance from health 
professionals, has been found to be as effective as group 
CBT for these symptoms.62 It appears to work by changing 
cognitive appraisals (women’s perceptions, attitudes and 
beliefs about the menopause and symptoms) as well as using 
helpful behavioural strategies, such as using calm breathing. 
Accepting symptoms and not reacting with frustration, or 
anxiety, are associated with less problematic flushes and 
sweats.19, 20 Thus, CBT can be a safe and effective self-
management strategy, or an alternative approach to medical 
treatments.63, 64

An example of how CBT helped one woman is given in the 
case study “Sarah’s story”.

9.4  Improving working lives
With regard to working life, women have reported a wide 
range of individual coping strategies to be helpful during the 
menopause. These include psychological (distraction, making 
light of matters); social (talking with other women who have 
gone through the menopause); informational (increasing 
knowledge about the menopause); practical (double checking 
work, making lists); organisational (changing working hours, 
adopting a more flexible approach to tasks); and changing 
health behaviours related to exercise, sleep and diet.5

Possible benefit may lie in exploring women’s attributions 
of co-workers’ and line managers’ perceptions to the 
menopause in general, and to hot flushes in particular. A 
study with 290 working men and women (aged 25–45) 
enquired as to their attributions and reactions to a 
hypothetical scenario of a female work colleague displaying 
hot flush symptoms. The majority did not attribute redness 
or profuse sweating to the menopause, but to various 
other causes such as stress, a cold, or a hot room. Perhaps 
not surprisingly, women were more likely to attribute such 
symptoms to the menopause than men were. Importantly, 
however, reactions were generally neutral, empathic or 
positive.54 These findings suggest that women’s beliefs about 
others’ reactions may be unduly negative;** this evidence is 
used to reassure women in CBT for hot flushes.63, 64

*	 Stress is commonly understood as a state of emotional strain or tension 
resulting from adverse or demanding circumstances or life events. Data 
suggest that work-related stress is widespread, and estimated to be the 
largest cause of work-related sickness absence in Britain. It may lower the 
threshold for vasomotor symptoms, trigger mental and physical illness, or 
exacerbate existing conditions (Health and Safety Executive, 2015).

9.5  Advice available for employers
The British Occupational Health Research Foundation has 
published evidence-based advice for employers about the 
menopause and work.65 Based upon what women say would 
be helpful, they advocate:

�� greater awareness of managers about the menopause as a 
possible occupational health issue

�� flexibility of working hours and working arrangements

�� better access to informal and formal sources of support

�� improvements in workplace temperature and ventilation.

The Trades Union Congress has produced similar advice 
for union representatives.66 However, managers cannot 
provide support or offer suitable adjustments if they are not 
made aware of problems. It is important for employers to 
foster a culture where it is acceptable to discuss menopause 
symptoms (and any other health problem) that may impact 
on working life. Employers could provide training for 
managers on the menopause and other health issues relevant 
to the management of an age-diverse workforce. Providing 
information about coping with the menopause at work and 
facilitating the establishment of a support network, much 
of which could be online,67 conveys a reassuring message. 
Larger employers could call upon the services of occupational 
health functions.

An example of how expert advice at work helped one 
woman is given in the case study “Fiona’s story”.

www.bohrf.org.uk/downloads/Work_and_the_Menopause-A_Guide_for_Managers.pdf
www.tuc.org.uk/equality-issues/gender-equality/supporting-women-through-menopause
www.tuc.org.uk/equality-issues/gender-equality/supporting-women-through-menopause
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Case study — Sarah’s story
Sarah was having an average of eight severe hot flushes 
during the day, as well as night sweats. Her sleep was 
adversely affected to the extent that she often felt too 
tired to engage in social activities.  Relationships within 
the family were becoming strained. She found hot flushes 
embarrassing, particularly in meetings at work. She began 
to feel that the symptoms were taking over her life. Sarah 
undertook a short course of cognitive behavioural therapy 
for hot flushes which involved learning strategies to relax, 
focusing on her breathing at the onset of a hot flush, 
and learning how to deal with stressful situations more 
effectively. She also learnt how to challenge her usual 
negative thoughts about hot flushes and the menopause. 
She found these approaches helpful and reported that her 
flushes became milder and less frequent.

Afterwards she said: ‘I would say that it’s been excellent 
for me. I initially thought that I could do absolutely 
nothing to help myself with menopausal symptoms… I 
really thought that everyone was staring at me when I 
was hot and bothered. Realising that I could control things 
has been excellent for me… I know that I have now got 
the tools to deal with it. When I feel a hot flush coming 
on, I know not to panic about it, just to use my breathing 
exercises. I’m still having them but I don’t let them worry 
me really. I just think, ‘Here you come… gone in a minute,’ 
which is a good thing.’

Case study — Fiona’s story
Fiona, a 51-year-old administrative assistant, was 
referred to the Occupational Health Department by her 
manager. He had raised concerns about her behaviour 
and performance which he felt had deteriorated over 
a three-month period. She had previously been an 
excellent employee but had started coming to work late 
and was making mistakes. In addition, she had recently 
started covering up her mouth when talking to him. 
He requested an occupational health assessment to see 
if there were any underlying health issues that could 
account for these problems. He particularly wanted 
to know if Fiona had an undisclosed alcohol problem 
(possibly covering up her mouth to disguise the smell of 
alcohol on her breath).

Fiona saw the Occupational Health Consultant Physician 
(OHP) and gave the following story. She had started 
experiencing hot flushes around four months previously. 
These were now occurring several times a night, with 
significant sleep disruption. In addition, she had noticed 
an unpleasant taste in her mouth and was worried that 
other people might think she had bad breath, which 
is why she had started covering up her mouth. She 
had been teetotal all her life and was amazed that her 
manager had thought she might be drinking to excess.

The OHP explained that her symptoms were likely to 
be due to the menopause and that, as well as causing 
night sweats, changing hormone levels could affect 
salivary glands and lead to a dry mouth, bitter taste and 
bad breath. Fiona was very relieved that there was an 
explanation for her symptoms and in retrospect was 
amazed that she had not worked this out for herself. 
She was given an information sheet on the menopause, 
advice on how to cope with hot flushes and a dry 
mouth, and websites for further support. It was also 
recommended that she went to discuss her symptoms 
with her GP.

She was worried that her young male manager would 
not be knowledgeable or sympathetic about the 
menopause, but gave consent for the OHP to speak to 
him. The OHP informed the manager that Fiona was 
suffering from menopausal symptoms that were affecting 
her sleep, leading to her oversleeping in the morning and 
being late for work. The chronic tiredness was affecting 
her concentration and she admitted she had made 
a few mistakes. It was also explained that she had a 
menopausal associated problem with a dry mouth, which 
was why she had been covering up her mouth.

The manager was reassured that she did not have an 
alcohol problem and that she had been given help and 
support to cope better with her symptoms.

Once the manager was aware of the problem (and was 
relieved that serious health problems had been excluded), 
this allowed a dialogue to start about how to support 
Fiona. The OHP wondered whether flexible working 
might be an option if Fiona had experienced a bad night, 
and her manager was able to accommodate this. He 
was also given an information sheet on the menopause 
explaining how to support employees during this period 
of their lives.

Fiona returned for review a month later and was feeling 
significantly better. Although she was still experiencing 
hot flushes she now understood their cause and had 
tools to help her deal with them. Her dry mouth had 
improved with regular drinks and chewing sugar- free 
gum. The relationship with her manager had significantly 
improved and he had agreed to flexible working so that 
she could come in late if she had had a bad night and 
then stay working later. She was less tired and had not 
made any further mistakes. She had also seen her GP and 
had discussed the pros and cons of hormone treatment, 
and was aware that this was an option for the future, 
depending on her symptoms.
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1. � Key statistics
�� Over 5 million women are affected by incontinence in the 
UK.

�� 50% of women between 18 and 65 years of age reporting 
incontinence are moderately or greatly bothered by it.

�� 27% perform ‘toilet mapping’ and will avoid areas where 
access to toilets may be limited.

�� Approximately 23% state that it affects their sex life, 23% 
say that it reduces their activity and 25% feel embarrassed 
or frustrated.

�� 31% dress differently because of their symptoms.

�� Urinary incontinence adversely impacts on other  
co-morbidities and workplace absences.

�� Incontinence is associated with falls and strokes in women 
over 80 years of age.

2. � Introduction
Having children is a significant part of many women’s lives. 
But, in a proportion of women, pregnancy and childbirth 
may impact adversely on the pelvic floor, leading to gross 
disturbances of bladder, bowel and sexual function. 
Incontinence and prolapse arise from dysfunction of the 
pelvic floor. These effects persist in a significant proportion 
of women in later years.1,2 Women with incontinence may 
minimise their symptoms, be unwilling to consult their doctor 
and feel that their problems are not taken seriously by their 
healthcare providers.2 Failing to recognise issues early enough 
to institute simple therapy, such as physiotherapy, may result 
in significant long-term consequences, necessitating the need 
for multiple hospital appointments, long-term medication, 
expensive pad provision, surgery and, in some cases, 
institutionalised care.

The structures comprising the pelvic floor and the function 
of each muscle group can be seen in Figure 10.1. During 
childbirth (the head is outlined in blue in Figure 10.1), the 
perineal body distends and then recoils.3
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Figure 10.1 � The pelvic floor showing different muscle groups and their function (blue circle represents position of 
fetal head in childbirth)

Source  Adapted from an original image in Thieme Atlas of Anatomy (General Anatomy and Musculoskeletal System) THIEME 2007



Chapter title

Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Chapter 10 page 124

Chapter 10

4. � Prevalence
In 1996, it was estimated that 50% of the adult female 
population in the UK (some 16.1 million women) were living 
with daily symptoms of pelvic floor dysfunction that had been 
present for at least six months, but a more recent study puts 
this figure at 40% of the population for urinary incontinence 
and roughly 8% for utero-vaginal prolapse.16 The exact 
prevalence for pelvic organ prolapse is difficult to estimate, 
however in one study of over 27,000 post-menopausal 
women over 50, 40% had some degree of prolapse. 
Estimates of prevalence of urinary incontinence in women 
vary between 25% and 45% in most studies.17

5. � Incontinence

5.1  Urinary incontinence
Prevalence estimates for urinary incontinence vary widely, 
due to differences in populations sampled, definition and 
measurement of incontinence and survey methodology.18,19 
Prevalence data from a Norwegian cohort have been used 
in National Institute for Health Research Health Technology 
Assessments and the 2013 National Collaborating Centre 
for Women and Child Health’s 2013 Urinary Incontinence 
guidance.20

It is estimated that 5 million women in the UK over the age 
of 20 suffer from urinary incontinence, which manifests 
as stress urinary incontinence, overactivity of the bladder 
(+/- urgency urinary incontinence) or voiding dysfunction 
with resultant overflow incontinence. The aetiological factors 
specific to women’s life course are pregnancy, childbirth and 
the menopause. Oestrogen deficiency, which starts at the 
menopause or when breastfeeding, has a direct effect on 
pelvic floor and pelvic organ function by altering the collagen.21

In women over the age of 80, 36% are living with urinary 
incontinence.22 Many of them are unable to look after 
themselves at home because of this, particularly if cognition 
is affected, and are looked after in residential institutions. The 
greater the severity of urinary incontinence, the more negative 
the impact on a woman’s health-related quality of life.23

5.2  Faecal incontinence
Faecal incontinence remains a greater taboo subject than 
urinary incontinence; it is quite prevalent, with an estimated 
1–10% of adults living with this condition.24,25 The incidence 
is higher in women, in the postnatal period,16 in older 
adults and nursing home residents, and there is a strong 
association with urinary incontinence, which often co-exists 
in the same patient.26 Faecal incontinence is a marker for 
increased mortality in older adults; in a study of patients after 
stroke, 12-month mortality was 20% compared with 8% in 
continent residents27 and was a marker for terminal illness in 
patients admitted to acute elderly care wards.28

Incontinence and prolapse result from pelvic floor 
dysfunction, which occurs when the complex structures of 
the pelvic floor and the pelvic organs are damaged. As a 
consequence, bladder or bowel incontinence and pelvic organ 
prolapse may occur along with deterioration in the ability 
of the bladder, bowel and vagina to function normally. The 
latter are generically known as bladder, bowel and sexual 
dysfunction.

Typically, bladder dysfunction presents with stress urinary 
incontinence (involuntary loss of urine on exertion), urgency 
often with urgency urinary incontinence (involuntary loss of 
urine associated with urgency), or mixed urinary incontinence 
(a combination of both stress urinary incontinence and urge 
urinary incontinence) together with problems with daytime 
urinary frequency and/or nighttime disturbance of sleep due 
to urinary frequency. Bowel dysfunction can manifest as 
faecal urgency, faecal incontinence of liquids, solids or flatus, 
constipation or obstructed defecation. Sexual dysfunction 
can present as disturbance of pelvic floor sensation during/
preceding sexual intercourse, pain, vaginal laxity and 
obstructed penetration. Pelvic organ prolapse presents as a 
pelvic pressure, ‘something coming down’, a bulge, a need 
for splinting in order to defecate or lower backache.

3. � Aetiology
The aetiology of pelvic floor failure is multi-factorial. Genetic 
conditions which affect the collagen in the body, such as joint 
hypermobility syndrome, can predispose to incontinence and 
prolapse due to failure of the pelvic floor muscles to support 
the structures of the pelvis.4,5 Pregnancy, with its challenges 
of hormonal influence, increased weight and ligament laxity, 
plays an important role, as does a prolonged second stage 
of labour,6,7 operative vaginal delivery,8 larger babies and 
multiple births. Ageing and the menopause,9 obesity10 and 
neurological conditions may cause pelvic floor damage. 
Chronic conditions leading to increased intra-abdominal 
pressure (eg chronic constipation or chronic bronchitis),11 
female genital mutilation,12 previous radical pelvic surgery13 
and radiotherapy also play a role.14 Maintaining strength in 
these muscles is crucial to minimising pelvic floor failure and 
its consequences.15
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7.  Impact

7.1  The patient
The impact of pelvic floor dysfunction and all its ramifications 
on women’s lives can be quite devastating. It can affect 
their ability to work and their personal, sexual and social 
relationships (examples are given in 1. Key statistics, at the 
start of this chapter).

7.2  Impact on society
A retrospective study from the USA of urgency urinary 
incontinence (UUI) in employees versus those without UUI, 
between 2001 and 2011, showed that:

�� employees with UUI (predominantly women) had 
statistically significantly higher sick leave (30%), short-term 
disability costs (74%), more sick days (22%) and short-
term disability (99%) days than controls (all p≤0.02).32

�� employees with UUI had 47% greater total absence costs 
and 63% more absence days than employees without 
UUI.32

In a 2005 multinational study, the annual cost-of-illness 
estimate for overactive bladder with or without UUI in the UK 
was over €1 billion, in Germany €1.2 billion in Sweden €333 
million.33 Routine care, nursing home admissions and lost 
productivity due to UUI were major contributors to the cost. 
This evidence demonstrates a substantial economic burden of 
UUI both on patients and on society.17

6. � Pelvic organ prolapse

6.1  Aetiology
Pelvic organ prolapse may affect one or all compartments 
of the vagina. If this includes the anterior vaginal 
compartment, which includes the bladder (cystocoele) and 
urethra (urethrocoele), it is usually associated with bladder 
dysfunction. If prolapse affects the posterior compartment, 
which includes the rectum (rectocoele), it is often associated 
with ano-rectal dysfunction. If the middle or apical 
compartment is involved this may includes prolapse of the 
uterus, the vaginal vault (post-hysterectomy) or occasionally 
small bowel prolapse into the pouch of Douglas (enterocoele) 
(see Figure 10.2) and will present with symptoms dependent 
on the structure which is prolapsing. Damage to the perineal 
body gives rise to deficiency and predisposes to defects 
not only of the rectocoele, which is expected, but also the 
enterocoele at a higher vaginal level.

6.2  Prevalence
Pelvic organ prolapse is common in women, affecting 30.8% 
of parous women over 50 years of age, with a lifetime 
prevalence risk estimated at 30–50%.29 Not all prolapse is 
symptomatic. A recent community dwelling study of a cohort 
of 1,832 women, reported that symptoms of a bulge/lump 
into the vagina and a bulge/lump out of the vagina were 
present in 8.4% and 4.9%, respectively.30 In a cohort of 
parous Scottish women, the lifetime risk for surgery for pelvic 
organ prolapse was 4.4% by the age of 80.31

	
  Figure  10.2 �  Diagrams of Pelvic Organ Prolapse
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8.2  Management principles
Management of incontinence is determined by the type. The 
usual approaches are as follows:

�� Advise women with urinary incontinence or overactive 
bladder (urgency) and who have a BMI >30 to lose weight.

�� Stress urinary incontinence – pelvic floor muscle 
rehabilitation physiotherapy, anti-incontinence devices, 
pharmacotherapy in some cases (though not usually used) 
and surgery such as mid-urethral tapes/meshes or bladder 
neck suspension procedures.

�� Overactive bladder UUI – behavioural modification such as 
fluid control, changes in diet to avoid irritative food types, 
pelvic-floor muscle exercises, medications, Botox injections 
to the bladder and more recently posterior tibial nerve 
stimulation. Spinal stimulation implants are also used in 
severe cases.

�� Mixed incontinence – behavioural modification, 
physiotherapy, anticholinergic drugs, beta-
sympathomimetic drugs and surgery.

�� Overflow incontinence – behavioural modification, 
catheterisation regimens and surgery.

�� Functional incontinence – treatment of the underlying 
cause.43

�� Faecal incontinence – pelvic floor physiotherapy, 
medication, behavioural modification, rectal irrigation and 
toileting aids such as anal plugs.

�� The use of topical oestrogens in oestrogen deficiency 
states may also be helpful.

In general, the first choice for treatment is the least invasive, 
with the least number of potential complications for the 
patient. Examples of non-invasive treatments include 
lifestyle advice, behavioural modification, pelvic floor 
physiotherapy and medication. Intravaginal oestrogens for the 
treatment of overactive bladder symptoms may be useful in 
postmenopausal women with vaginal atrophy. However, such 
treatments may not give the best outcome in all situations. 
In specific situations, surgery may be indicated in managing 
urinary incontinence. Absorbent products, handheld urinals 
and toileting aids should not be considered as a treatment 
for urinary incontinence, but they do play a supportive role in 
continence care and should be used appropriately.44

Treatment for prolapse depends on the type, but the broad 
principles of treatment are lifestyle changes, behavioural 
modifications, pelvic floor physiotherapy, the use of devices 
such as vaginal pessaries and, lastly, surgery.

7.3  The NHS
The cost of incontinence and prolapse to the NHS is known 
to exceed £200 million annually,34 which needs to be seen 
within the context of the Government’s total expenditure. 
Total healthcare expenditure has risen from £81.4 billion in 
2002 to £144.5 billion in 2012. Health expenditure per capita 
in England has risen from £1,712 in 2008/09 to £1,912 in 
2012/13.35 Bearing in mind that in 2014 the cost of managing 
incontinence per capita in the NHS was £248 in women 
affected and the total allocated was £1,912, it accounted for 
13% of per capita health expenditure in these women.34,36

However, this figure is unlikely to capture all the healthcare 
and individual costs of incontinence:

�� In the UK in 2004, the cost of managing adults in the 
community with incontinence was £425 million.37

�� A variety of pads and pants have been used as a coping 
strategy but the costs can be high, both to the NHS and 
to the patient.38–40 Figures from the NHS supply chain, 
representing an estimated 75% of the acute and 55% 
of the community female incontinence pad market, 
indicate that overall spending (men and women) on 
incontinence pads was £29.6 million from February 2014 
to January 2015.41

�� Sampled data on 1,074,576 women aged 18 and older 
from the Clinical Practice Research Datalink showed 
that 21,692 (2.0%) of women were prescribed the 
anticholinergics darifenacin, fesoterodine, oxybutynin, 
propiverine, solifenacin, tolterodine or trospium for 
overactive bladder +/- UUI (termed ‘bladder instability’ in 
this dataset), in financial year 2014/2015. This represented 
a total annualised drug cost of £3,884,074 and an average 
annual drug cost of £179 per treated woman.42

8. � Rationalising treatment

8.1  Developing a strategy for life
Improvement in the incontinence and prolapse situation for 
women in England is likely to require a change in approach; 
young girls and women need to be made aware of the 
likelihood of developing pelvic floor dysfunction and then 
they could be educated in how to reduce the chances of it 
occurring and how to treat symptoms when they arise. If 
they do occur, a patient-centred approach to treatment plans 
should be adopted, starting as soon as symptoms begin in 
order to stave off worsening problems in later years, and it 
could also reduce the impact of pelvic floor dysfunction.
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9. � Prevention

9.1  Raise awareness and education in women
A lack of awareness about incontinence and other aspects of 
pelvic floor dysfunction in the general population was evident 
in a cohort study of US women.45 The association with 
ageing, obesity46–50 and childbirth seem to be the only widely 
known facts about incontinence.51 Less clear is its association 
with genetics/collagen type, constipation, neurological 
conditions,52 radical pelvic surgery,53–55 radiotherapy53,56–58 
and female genital mutilation.12,59 By understanding the links 
with modifiable factors such as obesity and constipation 
and addressing them with early, simple advice, preventative 
strategies could be instituted.

9.2  Integration of community and social care
A significant amount of continence and prolapse 
management can be carried out within the community; the 
current pathway for women seeking treatment for pelvic 
floor dysfunction is through their general practitioner. An 
integrated approach, combining enhanced community 
services – linked with social support – and hospital care, 
has been described by the All Party Parliamentary Group 
on Continence Care’s 2011 publication, Commissioning on 
Continence. This group constructed a prevention pyramid 
(see Figure 10.3)54 which illustrates measures for improving 
continence care in the UK.60 The role of other healthcare 
providers in triaging and treating women and in providing 
integrated services could be evaluated to meet some of the 
highlighted areas. Projects are being piloted to allow women 
to self-refer to physiotherapy clinics for treatment by the 
Chartered Society of Physiotherapy.61

9.3  Enhancing the role of physiotherapists
Physiotherapy is by far the most cost-effective intervention 
for preventing and treating incontinence and prolapse.36 
In a study involving 14 European nations, information on 
the incontinence resources used was gathered on all adult 
women seeking treatment for urinary incontinence (n=9847). 
It was found that conservative treatments, particularly pelvic 
floor muscle exercises, were more commonly used in patients 
in the UK and Ireland. GPs in the UK instituted care with 
mean total UI-related costs of £260 per patient. In other 
countries, the use of protective pads was more common, 
costing £375–£480 per patient, with treatment by specialists 
and GPs.36

Physiotherapy may be used as a preventative and therapeutic 
strategy for women from adolescence onwards and clear 
guidelines on behavioural interventions, such as losing weight 
and treating constipation to reduce impact on the pelvic 
floor, can be instituted.62 Physiotherapy helps people affected 
by injury, illness or disability through movement and exercise; 
manual therapy, education and advice. These modalities are 
all employed by the specialist pelvic floor physiotherapist to 
treat patients with pelvic floor dysfunction.

Other conservative therapies, such as vaginal pessaries (which 
offer symptomatic improvement for women with pelvic 
organ prolapse or urinary incontinence) are encouraged, as 
they are accessible in the community setting. They are less 
expensive than specialist care in hospitals and can be used by 
appropriately trained nurse practitioners, continence advisers 
or physiotherapists.63

9.4  Enhancing the role of continence nurses
Continence nurses or continence advisers use a wide range of 
diagnostic tools to reach a definitive symptomatic/symptoms-
based diagnosis, including quality-of-life questionnaires and 
frequency–volume charts. They can offer advice which may 
improve or cure bladder/bowel/sexual problems.64 Nurse-led 
continence services or continence adviser clinics provide an 
integrated bladder and bowel dysfunction service to patients 
registered within community practices. These services offer 
four main activities for patients:

1.	Community-based specialist continence and bladder 
and bowel dysfunction clinics – aimed at continence 
promotion, and improvement or resolution of the pelvic 
floor complaint.

2.	Provision of NHS incontinence products such as pads, 
pants or catheters for patients unsuitable for interventional 
treatment, or who have failed to respond to intervention 
(including residential homes for older people).

3.	Provision and management of prolapse and continence 
using aids, such as vaginal pessaries.

4.	Telephone advice, education and support for the local 
community and healthcare/social care services.

Nurse and/or physiotherapist-led models of care can be 
appropriate in conservatively treating and preventing bladder/
bowel/sexual dysfunction. However, these require evaluation 
in England.

Case study – �Postpartum stress urinary 
incontinence

A 33-year-old woman presented with a history of stress 
urinary incontinence to her GP, following the birth of her 
first child. She was seen within a local continence service 
and advised on behavioural strategies such as monitoring 
her fluid intake, reducing caffeine and performing pelvic 
floor physiotherapy. By following this advice she was 
able to maintain continence until she had completed 
her family at age 37. Thereafter, she realised that she 
was having increasing problems despite conservative 
measures which had served her well for several years. At 
this point she was referred to hospital to consider other 
options, including surgery.
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Figure 10.3  Incontinence Prevention Pyramid

Source All Party Parliamentary Working Group for Continence Care Report  (2011)
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10.  Conclusion
Incontinence and prolapse have well-defined aetiological 
profiles and may be amenable to preventative strategies, 
which could begin with educating the general public, in 
particular women and girls. Conditions associated with pelvic 
floor dysfunction have significant impact on the individual, 
the NHS and society. By instituting preventative strategies, it 
is possible to reduce such impact and improve the individual’s 
quality of life.

Opportunities for direct access to conservative treatments 
may obviate the need for women to attend GP surgeries and 
hospitals. The costs to the NHS may then be reduced and 
access to care enhanced but, more importantly, women could 
be empowered to prevent incontinence and prolapse in the 
first place.

In those for whom conservative therapy may not have been 
effective, there may be a role for the following: intravaginal 
oestrogen therapy (for those with post-menopausal 
urogenital changes), pharmacotherapy (for those with 
overactive bladder symptoms) and surgery (for those with 
complex bladder/bowel dysfunction and/or prolapse). 
However, these should only be used as a last resort.

11. � Author’s suggestions for 
policy

�� Commission research to establish the prevalence of urinary 
incontinence, faecal incontinence and prolapse in England, 
in order to guide service provision.

�� Establish public health and clinical management 
programmes to improve awareness of urinary incontinence, 
faecal incontinence and prolapse and highlight the need 
for prevention, early diagnosis, self-help and management.

�� Introduce public health programmes promoting pelvic floor 
education in achieving good bladder and bowel habits.

�� Evaluate nurse-led clinics, community continence services 
and physiotherapy referral services that patients can access 
directly.

�� Establish high-quality tertiary referral centres that can 
provide the necessary multi-disciplinary approach to 
women with complex or recurrent problems who have 
failed to respond to local/conservative intervention.
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2. � Overview
This chapter will focus on ovarian cancer, uterine cancer and 
cervical cancer, including those who are not served by the 
screening or vaccination programmes.

The goals of modern cancer care are to

�� reduce the incidence of cancer

�� diagnose cancer at the earliest stage possible

�� deliver optimal treatment for maximal survival benefit 

�� reduce morbidity.

Cancer survival is a key metric of the efficacy of a healthcare 
system.1 Survival in England and the United Kingdom as a 
whole is lower than in comparable countries – particularly for 
ovarian cancer.1, 2, 3, 4  For example, if survival rates for those 
diagnosed with women’s cancers between 1995 and 1999 
had matched the best countries in Europe, 13,912 deaths 
could have been avoided.5

Outcomes for breast cancer have been steadily improving 
and the survival gap between the UK and better performing 
countries appears to be closing.3 This is likely to be due to 
improved diagnosis, better treatments and efficient screening. 
Since 2010 any patient with breast symptoms is seen in a 
rapid access clinic, whereas for other tumour sites rapid 
access clinics are reserved for those perceived to be at high 
risk of cancer. Debate continues in the scientific community 
concerning the ages for breast screening and its role, but 
this is well covered by other publications.6 Breast cancer is 
also well resourced in terms of research, patient information, 
charitable funding and support.7

Vulval and vaginal cancers are rare (1,262 cases were 
diagnosed in 2012), and compared with other European 
countries our survival rate is similar.2

Thus women with breast, vulval and vaginal cancers in 
England, when compared with other high income countries, 
are at less risk than those with ovarian, uterine and cervical 
cancers. 

Cervical cancer has seen enormous reductions in incidence 
and mortality since the introduction of the screening 
programme, but there remain groups of women who are at 
risk of this largely preventable cancer. Ovarian cancer has low 
survival in absolute terms and also relative to other countries. 
Uterine cancer has an increasing incidence both due to the 
ageing population and the obesity epidemic.8 

 

1. � Key statistics
�� Half of all women will develop a cancer at some point in 
their lifetime. 

�� In 2012, 172,563 women in England were diagnosed with 
cancer, and just over a third of the cancers diagnosed 
were ‘women’s cancers’, including (in descending order of 
prevalence of diagnosis) breast, uterine, ovarian/peritoneal, 
cervical, vulval and vaginal cancers.

�� A quarter of women diagnosed with women’s cancers in 
2012 are likely to die from their cancer within five years of 
their diagnosis. 

�� In 2013, 261,205 women died – 26.2% of these deaths 
were due to cancers, of which 6.5% were ‘women’s 
cancers’.

�� Cancer survival is a key metric of the efficacy of a 
healthcare system. In the UK, one year survival for the 
most common stage at diagnosis of ovarian cancer (stage 
III) is 70.3% compared with 77.5% in Norway and 82.3% 
in Canada, which have a similar stage distribution.

�� The majority of uterine cancers (>70%) are grade 1/2 
endometrioid cancers (type 1 tumours) associated with 
obesity and oestrogen excess. It is predicted that the 
number of new diagnoses in the UK will rise to around 
11,000 in 2030.
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Early diagnosis and screening
Ovarian cancer has been called ‘the silent killer’ as most 
patients (>70%) present with advanced disease with non-
specific symptoms.11 This has led to awareness campaigns 
to increase the diagnosis of early stage ovarian cancer and 
improve survival. Unfortunately evidence that early diagnosis 
improves outcomes is lacking. This is probably due to the 
most common form of ovarian cancer (type II) typically 

3. � Ovarian cancer
Ovarian cancer is the second most common gynaecological 
cancer and the most lethal: 6,483 women in England were 
diagnosed with ovarian cancer in 2012 and there were 3,988 
deaths in 2013.9, 10 Survival in England and the UK is among 
the lowest in the OECD nations, with five year net survival 
around 36%.3
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Figure 11.3  Five year net survival ovarian cancer rate 2005–09  
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Figure 11.1  Five year net survival ovarian cancer rate 2005–09 
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presenting with intra-abdominal spread, and ovarian cancer 
symptoms which are either incidental or due to disseminated 
disease.12, 13 

Table 11.1 Types of ovarian cancer

Type 1 (25%) Type 2 (75%)

�� Low-grade serous

�� Low-grade endometrioid

�� Clear cell

�� Mucinous

�� Transitional 

�� High-grade serous

�� High-grade endometrioid

�� Undifferentiated 

�� MMMT/carcinosarcoma

(MMMT – Malignant mixed Mullerian tumour)

The less common type I ovarian cancers usually present at 
an early stage with a pelvic mass and, as they follow a more 
indolent course, are more amenable to early diagnosis.

There is no evidence that population screening for ovarian 
cancer reduces ovarian cancer mortality; however, it may 
result in more complications from unnecessary surgery.14 
There is an ongoing UK population-based trial of screening 
for ovarian cancer whose data are reaching maturity.15 

Improving diagnosis of patients with non-
specific symptoms
Early diagnosis initiatives may not increase the proportion 
of early stage ovarian cancer diagnoses due to the adverse 
tumour biology of ovarian cancer. Initiatives to promote 
early diagnosis are, however, important for cancer in general 
and they may help expedite the diagnosis and treatment 
of advanced stage ovarian cancer. However, we feel that 
attempting to educate GPs so that they suspect ovarian 
cancer early is an unachievable aim for three reasons: 

�� Ovarian cancer is a very rare disease in primary care (about 
one case every five years per GP). 

�� It is debatable whether early ovarian cancer is ever 
associated with the classic symptoms of the disease 
(abdominal bloating, non-specific abdominal discomfort). 
Signs of early ovarian cancer include pelvic discomfort 
and the finding of a pelvic mass that may, or may not, be 
associated with symptoms. 

�� When patients do have the classic abdominal symptoms 
they usually have advanced disease.12

We recognise that expecting GPs to perform pelvic 
examinations to detect early disease (either benign or 
malignant) in their routine clinics is a considerable challenge, 
if not unachievable. Greater availability of pelvic examination 
and assessment in the community, eg community 
gynaecological clinics or direct access transvaginal ultrasound, 
would require review of referral pathways. 

A recent survey reports that with an identical clinical vignette 
representing an ovarian cancer patient, fewer than 40% of 
GPs in England would refer or investigate compared with over 
60% in Australia and Canada – both countries with better 
ovarian cancer survival. Furthermore, only a third of GPs in 
England were able to get specialist advice within 48 hours 
compared with the other two countries.16

The existing pathways for suspected cancer referral in 
England do not reflect the actual route by which women 
receive a diagnosis of ovarian cancer; one third of patients 
are diagnosed as an emergency compared with only 23% via 
rapid diagnostic clinics.17

 

 

 

Figure 11.2  Proportion of ovarian cancers diagnosed by route

Source Elliss-Brookes et al. 2012

TWW = Two Week Wait
DCO = Death Certificate Only
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Most cancer patients, especially those with ovarian 
cancer, are not diagnosed via urgent referral pathways. 
Pathways for the assessment and investigation of non-
specific abdominal symptoms may allow rapid assessment, 
diagnosis and treatment of both advanced ovarian cancer 
and other diseases – both malignant and benign. Denmark, 
like England, has low cancer survival but has successfully 
implemented early diagnosis strategies and has improved its 
cancer survival at a greater rate than England.19 

One component of this is the Danish ‘three-legged strategy’ 
whereby GPs can refer to: 1) an urgent referral pathway; 
2) No/Yes clinics – where GPs can have rapid access to 
investigations such as colonoscopy, CT or ultrasound; and 
3) a diagnostic centre for assessment and investigation 
of non-specific symptoms such as weight loss, fatigue, 
unspecific pain, nausea, ‘problems with general health’ and a 
GP’s ‘gut feeling’.20 Interestingly, ‘gut feeling’ was one of the 
strongest predictors of the diagnosis of cancer in primary care 
in a Danish study.21, 22 
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for ovarian cancer in the year before diagnosis plotted with ovarian cancer incidence per 100,000 population



Chapter title

Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Chapter 11 page 138

Chapter 11

Treatment of ovarian cancer
The relatively low survival rate in the UK does not appear to 
be due to there being more patients with advanced stage 
disease at diagnosis but the lower stage-specific survival of 
patients with stage III and IV ovarian cancer. For example, 
in the UK one year survival for the most common stage at 
diagnosis of ovarian cancer (stage III) is 70.3% compared 
with 77.5% in Norway and 82.3% in Canada, which have a 
similar stage distribution.4 The UK has more stage I/II patients 
(36.1% vs 34.3% and 30.2%) and fewer stage III/IV (63.9% 
vs 65.7% and 69.7%) patients than Canada and Norway 
respectively.

As diagnosis of ovarian cancer at an early stage does 
not appear to be as effective in improving survival when 
compared with cancers with clear symptomatology and 
relatively easy diagnosis such as breast, uterine and cervical 
cancers, it is likely that treatment variation is the main 
contributor to low survival in the UK.

The most important predictor of ovarian cancer survival in 
advanced ovarian cancer disease is the volume of residual 
disease after primary or delayed primary debulking surgery: 
those with no residual disease have the best prognosis, an 
observation that has been consistent in all clinical trials since 
the mid 1970s.23, 24, 25 This is therefore the goal for surgical 
treatment. Achieving this goal is a major challenge for the 
NHS and there is some urgent need to address this. There 
are three elements that contribute to achieving no residual 
disease at surgery: patient factors; the surgeon; and the 
organisation of surgical and hospital services within the NHS.

Figure 11.4 � The structure of the Danish three-legged diagnostic strategy for ovarian cancer
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patients with signs

and symptoms
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Figure 11.5 � Stage distribution – ovarian cancer (Maringe et al. 2012)

Figure 11.6 � Stage specific one year net survival (Maringe et al. 2012)
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Patient factors
The abdominopelvic surgery required to clear patients of 
macroscopic (visible) disease often involves multiple visceral 
procedures including small and large bowel resections, 
diaphragmatic peritoneal stripping, and para-aortic and pelvic 
lymphadenectomy. Patients with increased co-morbidity and/
or older people may not be able to tolerate these procedures 
safely and are less likely to receive guideline-compliant care.26 
Major resection rates for ovarian cancer are lower in older 
patients – 26% in women aged 80 and above compared 
with 63% in those aged 60–69.27 In 2012, a third of ovarian 
cancer patients were aged over 75; this group had the lowest 
survival rate and this appears to be mainly due to surgical 
under-treatment.

Surgeon factors
The majority of patients present with advanced disease and 
they often have tumours in the upper abdomen. In order to 
completely remove all visible ovarian cancer, complex surgical 
procedures are often required. It is encouraging that since the 
Improving Outcome Guidance was published in 1999 there 
has been increased centralisation of ovarian cancer surgery 
in England. In 2009, 36% of patients received surgery by 
gynaecologists who had received specialist training and were 
accredited by the General Medical Council compared with 
5% in 2000 (p<0.001).28 

Despite this, a recent survey of UK gynaecological oncology 
surgeons reported that over 70% of surgeons said that their 
patients did not receive diaphragmatic surgery and 22% did 

not perform para-aortic nodal dissection – both factors are a 
major determinant of complete cytoreduction and improved 
survival.29 Thus more than one factor has been identified, but 
the relative contributions of these factors to poor surgical 
outcomes remains to be established.

NHS cancer treatment pathways
The NHS Cancer Plan introduced national waiting time targets 
for cancer treatment, including surgery: 31 days from a 
decision to treat and 62 days from referral.30, 31 Since 2009/10 
the number of patients referred for investigation or treatment 
of cancer has increased notably. The 85% operational 
standard has not been met since the fourth quarter of 
2013/14. This suggests there is saturation of surgical capacity 
for cancer surgery. (See Figure 11.16.) 

These targets are an important goal to help drive efficiency 
and speed to treatment but they can put pressure on a 
system and start to impair quality of care. This is particularly 
important for ovarian cancer surgery where in a UK setting 
high volume surgery is not associated with improved rates of 
complete cytoreduction.29

Operating times appear to be a major predictor of outcome 
in the UK and in cross-country comparisons.29, 32 For example, 
the majority of UK surgeons (78%) report an average 
operating time for advanced ovarian cancer surgery of 
<3 hours with an average complete cytoreduction rate of 
30.8%, compared with 54.3% for the remaining 22% of 
surgeons with average operating times of ≥ 3 hours. 
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* In CHORUS confirmation of histological diagnosis was not required prior to study entry. The histologic type 
and grade reported here were obtained at surgery.   

 

 

 

Figure 11.7 � Survival and volume of residual disease (CHORUS data, 98% of patients from UK) (Kehoe et al. 2015)

Source Kehoe et al. 2015
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The CHORUS study, 98% of participants in which were from 
the UK, randomised patients with advanced ovarian cancer 
to upfront surgery followed by chemotherapy or first line 
chemotherapy with surgery after three cycles. The median 
operating times were 2 hours in both arms of the trial and 
complete cytoreduction rates (ie no residual disease) were 
only 17% and 39% respectively. As 98% of the 552 patients 
accrued were from the UK these data give an insight into 
what some colleagues from abroad would regard as a 
fundamental deficiency in UK practice.33, 34 Studies from other 
countries with large series of patients with better complete 
cytoreduction rates and survival report median operating 
times twice those of the UK, approximately 4 hours.35, 36 The 
pressures on theatre capacity, intensive care bed availability 
and speed to treatment are likely to contribute to lower 
complete cytoreduction rates in England and lower surgery 
rates in older patients.

National audit
High-quality national audit can improve outcomes as 
has been shown for lung, bowel, head and neck, and 
oesophago-gastric cancers.37 Since 1952 there have also 
been triennial audits into maternal deaths. A national audit 
of ovarian cancer is surely long overdue: in 2012 there 
were 143 times more gynaecological cancer deaths than 
pregnancy-related deaths in England (6,721 vs 47). Ovarian 
cancer accounted for more deaths than pregnancy overall and 
also in the child-bearing age group.

Most prognostic factors that are not stage related cannot 
be altered. Almost uniquely in cancer, the most important 
prognostic factor for advanced ovarian cancer outcome 
(residual disease after primary surgery) can be audited 
and improved, and positively impact on survival. Therefore 
improving the rate of optimal debulking should be a major 
aim and outcome measure for gynaecological cancer centres.

Figure 11.8  Ovarian cancer diagnoses by age, 2012
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Figure 11.12  Major surgery rates for ovarian cancer (%) and age 
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Figure 11.9  Percentage of ovarian cancer patients treated by a specialist gynae oncologist surgeon (2000–09) 
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Chemotherapy for ovarian cancer
Platinum plus taxane-based chemotherapy is the international 
standard of care for fit patients with advanced ovarian cancer. 
UK oncologists appear to be more conservative with their 
use of platinum-based combination chemotherapy than in 
some other countries, and are less likely to prescribe newer 
compounds.38, 39 Unfortunately, most patients will relapse and 
eventually develop resistance to chemotherapy. 

The major developments in systemic treatments for 
cancer have been: maintenance therapy; immunotherapy; 
targeted agents; and, for ovarian cancer, intraperitoneal 
chemotherapy. None of these have yet demonstrated a major 
effect on overall survival in UK patients. Their impact has 
been incremental at best when compared with some other 
novel therapies for cancers, eg Herceptin for breast cancer 
and BRAF inhibitors for melanoma. There may be a future 
role for intraperitoneal chemotherapy in advanced ovarian 
cancer.40 

Figure 11.10 � Causes of death in women under 45: maternal mortality vs ovarian and cervical cancer (‘Deaths Registered in England  
and Wales (Series DR), 2013’)
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Box 11.1 �Subtypes of ovarian cancer and 
personalised medicine

It is clear that the standard topographic description of 
ovarian cancer includes many different diseases of the 
ovary and fallopian tube that have variable responses to 
chemotherapy and surgery. For example, around 15% 
of ovarian cancers are associated with a BRCA mutation 
and these tumours show response to a novel targeted 
therapy – PARP inhibitors which can be used to maintain 
remissions (Wiggans et al. 2015; Ledermann et al. 2012). 

Improvements in progression-free survival through 
maintenance therapy have also been demonstrated with 
VEGF-targeted agents, eg bevacizumab and pazopanib 
(Burger et al. 2011; Perren et al. 2011; du Bois et al. 2014).

Diagnostic services, including molecular profiling such as 
BRCA testing, allow not only the identification of patients 
who may benefit from novel therapies but also, in the 
case of BRCA testing, an opportunity for hereditary pre-
disposition to be identified and prophylactic measures 
offered.
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Cancer drugs
Access to and use of new systemic therapies is a recognised 
challenge in the UK. There are no data on the impact of this 
in relation to overall survival. However, the new Systemic 
Anti-Cancer Therapy Dataset (SACT) may allow us to start 
assessing the real usage of different agents, particularly 
at relapse, and their impact on survival.42 It will also allow 
regional and centre variation to be examined and whether 
these variations cause survival differences.

Clinical trials
Access to clinical trials helps to ensure that guideline-
compliant treatment is being offered as all patients in a trial 
must adhere to a strict protocol of treatment. Clinical trial 
participation for this group of patients is low in England and 
in a recent survey of 3,241 gynaecological cancer patients 
only 28% of patients recalled being invited to take part in 
research, and patients from only 16 trusts recall having taken 
part in cancer research.41 

Figure 11.11 � Gynaecological Cancer research discussed with patient, patient has taken part in cancer research (National Cancer Patient 
Experience Survey 2014 National Report)
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The current funding model of the healthcare system in 
England is unlikely to allow all patients who might benefit 
access to novel expensive treatments and prioritisation is a 
major challenge for healthcare professionals, policymakers 
and industry. For example, the Cancer Drugs Fund was 
introduced in 2011 to pay for drugs that have not been 
approved by the National Institute for Health and Care 
Excellence (NICE) with a budget of £200 million. By April 
2015 this budget had increased to £340 million – an increase 
of 70%.

4.  Uterine cancer
Uterine cancer is the fourth most common cancer in women 
with 6,946 women in England diagnosed in 2012 and 1,761 
deaths in 2013.10 Incidence increases with age peaking in 
women aged 70–74; however, each year over 2,000 women 
over 75 will be diagnosed. It is predicted that the number of 
new diagnoses in the UK will rise to around 11,000 in 2030.43 

The majority of uterine cancers (>70%) are grade 1/2 
endometrioid cancers (type 1 tumours) associated with 
obesity and oestrogen excess, and most of these patients 
present early with post-menopausal bleeding and should 
undergo curative surgery +/- radiotherapy.45, 46  Obesity 
not only influences the technical aspects of surgery and 
anaesthesia, but also the survival of obese patients with 
uterine cancer which appears inferior to non-obese 
patients.47 Reducing the incidence of obesity is arguably the 
most important public health problem of this generation, 
and there is evidence that obesity will overtake tobacco 
as the leading preventable cause of cancer.48 Tackling this 
is outside the remit of this chapter. However, reducing 
the incidence of obesity in women will reduce both the 
incidence of uterine cancer and mortality rates for uterine 
cancer. Type 1 cancers tend to present at an early stage 
and if they receive surgery (+/- radiotherapy) generally have 
a good prognosis. Type 2 uterine cancers, such as grade 3 
endometrioid adenocarcinomas, serous, clear cell carcinomas 
and carcinosarcomas, are more aggressive tumours and are 
not related to obesity. These patients are usually older and 
often require chemotherapy in addition to surgery, and have 
a worse prognosis than type 1 uterine cancers.

Table 11.2  Types of endometrial cancers44

Type 1 Type 2

Proportion 80–90% 20%

Histology Grade 1/2 endometrioid Grade 3 endometrioid, serous, clear 
cell, mucinous, squamous, transitional 
cell, mesonephric and undifferentiated

Risk factors Obesity, endometrial hyperplasia, 
anovulatory cycles, oestrogen-
replacement therapy, oestrogen-
secreting tumours

Older age, non-white race, lower 
BMI, and history of additional primary 
cancers

Median age 63 67

Proportion early stage (stage I) 70% 50%

Prognosis Good Poor

www.ons.gov.uk/ons/rel/vsob1/mortality-statistics--deaths-registered-in-england-and-wales--series-dr-/2013/index.html
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Uterine Cancer (C54-C55): 2009-2011 
 Average Number of New Cases Per Year and Age-Specific Incidence Rates per 100,000 Population, Females, UK 

Age Range
Female
Cases

Female
Rates

0 to 04 0 0.0
05 to 09 0 0.0
10 to 14 0 0.0
15 to 19 1 0.1
20 to 24 3 0.2
25 to 29 12 0.6
30 to 34 29 1.4
35 to 39 62 2.9
40 to 44 152 6.5
45 to 49 305 13.2
50 to 54 627 31.0
55 to 59 1,012 55.4
60 to 64 1,441 75.2
65 to 69 1,274 83.6
70 to 74 1,247 96.2
75 to 79 928 84.0
80 to 84 632 72.0
85+ 528 56.5

All Ages 8,254 25.8

Please include the citation provided in our Frequently Asked Questions when reproducing this chart: http://info.cancerresearchuk.org/cancerstats/faqs/#How 
Prepared by Cancer Research UK
Original data sources:
1. Office for National Statistics. Cancer Statistics: Registrations Series MB1. http://www.ons.gov.uk/ons/search/index.html?newquery=series+mb1 
2. Welsh Cancer Intelligence and Surveillance Unit. http://www.wcisu.wales.nhs.uk 
3. Information Services Division Scotland. Cancer Information Programme. www.isdscotland.org/cancer 
4. N. Ireland Cancer Registry. www.qub.ac.uk/nicr. 

Figure 11.12  Uterine cancer incidence, UK

Source Cancer Research UK

Figure 11.13 � Uterine cancer five year survival  
(De Angelis et al. 2013) 

	 % 5 year survival

Source De Angelis et al. 2013
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Figure 11.19  Uterine cancer five year survival (De Angelis et al. 
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Figure 11.20: Uterine cancer survival and age 
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Figure 11.14  Uterine cancer survival and age

	 % 5 year survival

Source De Angelis et al. 2013
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Survival
UK uterine cancer survival is lower than other comparable 
countries such as Sweden, Norway and Denmark. This inferior 
survival is greatest for older patients. For example, women 
aged over 75 with uterine cancer have around a 15% lower 
five year survival rate in England compared with Norway or 
Sweden.2 

The major challenges in reducing mortality from uterine 
cancer are therefore: 1) addressing the role of obesity on 
incidence; 2) improving early diagnosis; and 3) addressing 
the influence of obesity, age and co-morbidity on optimal 
treatment delivery. Cancer doctors are well placed to support 
other health professionals in the ongoing management of the 
co-morbidity of many uterine cancer patients.

Improving early diagnosis
Post-menopausal bleeding is a cardinal symptom of uterine 
cancer and all patients with this symptom who are not on 
hormone replacement therapy should receive an urgent 
referral. Despite the clear symptomatology, 47% of patients 
ultimately diagnosed with uterine cancer do not promptly 
present (≤14 days) to their GP compared with 26%, 30% and 
36% for bladder, renal and breast cancer.49 

Two studies examining referral rates for 15,614 patients with 
post-menopausal bleeding reported an overall referral rate of 
47.6%. Referral rates were significantly lower with increasing 
age and co-morbidity.50, 51 

Referral rates are low for patients with classic symptoms of 
uterine (and cervical) cancer, and the lowest rates of referral 
are in the groups of patients most at risk of poor survival – 
older patients and those with co-morbidity.52

Recommendation
All patients with post-menopausal bleeding should be 
referred for investigation. Therefore awareness campaigns 
aimed at the public and general practitioners are needed to 
increase symptom awareness in older people and those with 
co-morbidity – in particular the obese.

Obesity and treatment

The cornerstone of the management of uterine cancer is 
a total hysterectomy and bilateral salpingo-oophorectomy 
+/- lymph node dissection. Laparoscopic and, more recently, 
robotically assisted techniques are associated with lower 
levels of post-operative complications and decreased length 
of hospital stay, and potentially allow more patients to receive 
therapeutic surgery where age, obesity or co-morbidity do 
not permit a safe laparotomy.53, 54, 55, 56, 57, 58 

In England surgery rates for uterine cancer are lowest in 
patients over 70 and in particular for those over 80 where 
only 65% of patients undergo surgery compared with 89% 
for those aged 50 to 59.27

Figure 11.15 � Surgery rates for uterine cancer by age, England 
2006–10

The proportion of patients with uterine cancer receiving 
minimally invasive surgery has increased from 2.3% in 2001 
to 27.6% in 2010.59

It is difficult to define the ideal rate of minimally invasive 
surgery for patients with uterine cancer as not all patients will 
be suitable – for example, those with a large fibroid uterus, 
significant pelvic adhesions or cardio-pulmonary co‑morbidity 
limiting Trendelenburg position and pneumoperitoneum. In 
centres that have adopted minimally invasive techniques, rates 
in excess of 90% have been achieved.60

Robotically assisted surgery (RAS) allows more complex 
surgery to be performed by minimally invasive techniques 
and also has a shorter training curve than ‘straight-stick’ 
laparoscopy. RAS has been a driver for more minimally 
invasive surgery to be performed, particularly in morbidly 
obese patients. Although the initial costs of a robot platform 
are high, its introduction can be associated with lower 
laparotomy rates and cost savings, increased minimally 
invasive surgery rates from 17% to 98% within 2 years of 
the introduction of robotic programme with reduced hospital 
costs, increased numbers of high BMI patients receiving 
surgery, and improved short-term outcomes.60

 

Figure 11.22  Surgery rates for uterine cancer by age (England 
2006–10) 
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Radiotherapy 
In patients who are either not suitable for surgery or have risk 
factors for recurrence, more precise radiotherapy treatment – 
Intensity Modulated Radiotherapy (IMRT) and Image Guided 
Radiotherapy (IGRT) – reduces radiotherapy damage to 

surrounding tissues and organs and has fewer side effects. 
There is significant variation in the delivery of IMRT and IGRT 
in England and there is now continuous audit of national 
variation and variation by age in order to increase IMRT 
usage.6

	 A to D: two-field AP-PA technique

	 E to H: four-field (AP-PA and opposed laterals)

	 I to L: seven-field IMRT technique

	 Dosage according to colour wash coding: blue = 50% to red = global max above 100%

Source  Hymel, Jones and Simone (2015)

 

 

 
A to D: two-field AP-PA technique 
E to H: four-field (AP-PA and opposed laterals) 
I to L: seven-field IMRT technique 
Dosage according to colour wash coding: blue = 50% to red = global 
max above 100%. 
 
the	
  last	
  two	
  images	
  on	
  the	
  bottom	
  row	
  should	
  be	
  labelled	
  K)	
  and	
  L)	
  
 
 
 
 
 
 

R. Hymel et al. / Critical Reviews in Oncology/Hematology 94 (2015) 371–379 373

Fig. 1. Beam arrangement and treatment planning images. Representative treatment planning images for a 48-year-old female with stage IB1 cervical carcinoma
treated with concurrent cisplatin. Plans were generated using (A) a two-field AP-PA technique, with images depicted in the (B) axial, (C) coronal, and (D)
sagittal planes. Plans were also generated using (E) a four-field (AP-PA and opposed laterals) technique, with images depicted in the (F) axial, (G) coronal,
and (H) sagittal planes. Lastly, plans were generated using (I) a seven-field IMRT technique, with images depicted in the (J) axial, (K) coronal, and (L) sagittal
planes. All plans delivered 45 Gy in 1.8 Gy daily fractions. The same slices from the same CT data set are depicted for (A), (E), and (I); (B), (F) and (J); (C),
(G), and (K); and (D), (H) and (L). The aqua volume is the nodal PTV, and the magenta volume is the vaginal cuff PTV. Dose color wash coding: blue = 50% to
red = global max above 100%. This patient was also treated with a vaginal cuff boost using high dose rate brachytherapy. (For interpretation of the references
to color in this figure legend, the reader is referred to the web version of this article.)

IM-WPRT to a control group of 25 patients who received
45 Gy conventional WPRT. The clinical target volume (CTV)
consisted of the upper half of the vagina, parametrial tis-
sues, uterus (if present), and regional lymph nodes (common,
internal and external iliacs). Cervical cancer patients were
also treated with intracavitary brachytherapy (ICB) to an
additional 30–40 Gy to point A, whereas endometrial can-
cer patients were treated with ICB to an additional 20–25 Gy
to the vaginal surface. The authors report ICB was not a factor

Further evidence supporting IM-WPRT came from Beri-
wal et al. [13], who reported on 47 patients with endometrial
cancer who received adjuvant IM-WPRT to 45–50.4 Gy and
vaginal cuff brachytherapy (10 Gy in two fractions). Eight
patients also had expanded volumes to treat the paraaortic
area. At a median follow-up of 20 months, there were no
pelvic recurrences. Late toxicities were minimal and included
grade 1 small bowel in 25%, grade 1 rectal in 2%, and grade
1 bladder in 13%. The 3-year rate of grade ≥2 toxicity was

K) L)

Figure 11.16  Tissue sparing with IMRT

http://natcansat.nhs.uk
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5. � Authors’ suggestions for 
policy to address uterine 
cancer

�� Address the obesity epidemic.

�� Increase public and primary care awareness and early 
referral for patients with post-menopausal bleeding and 
abnormal vaginal bleeding.

�� Research the factors leading to patients, particularly older 
people, not receiving surgery.

�� Ensure that all patients have access to centres that can 
offer minimally invasive surgery – particularly for patients 
with high BMI or co-morbidity and older people.

�� Ensure patients who require radiotherapy have access to 
IMRT and IGRT. 

�� Audit incidence and survival trends to allow benchmarking 
and identification of women most at risk of poor 
outcomes.

6. � Cervical cancer
The reduction in cervical cancer mortality in England is a 
major triumph of the national screening programme, and the 
introduction of the HPV vaccination programme is expected 
to reduce the incidence and mortality further.62

It is assumed that cervical cancer is a problem solved. 
However, there is a minority of women who are still in 
harm’s way for this condition. These women are outside 
the screening programme because of their age (<25 or >64 
years), or for some reason do not attend or fail to receive 
an invitation for screening or vaccination. It is therefore 
important that efforts are maintained and improved to ensure 
maximal uptake of cervical cancer screening and vaccination. 
Those women outside the age group for national screening 
who have symptoms of cervical cancer such as post-coital, 
inter-menstrual or post- menopausal bleeding must be 
adequately assessed and referred, which is a problem in 
primary care.52, 63 Some young women who have not been 
screened can still be cured of their cervical cancer but are 
diagnosed too late to be offered fertility-preserving surgery. 
This is in part a consequence of the change in age of first 
screen from 20 to 25.64

Another group of women for whom the cervical screening 
and vaccination programmes fail are those in detention 
centres, refugees, asylum-seekers, prisoners, homeless 
women and travellers. These women are in harm’s way.65 
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Figure 11.17  Trends in cervical cancer incidence and mortality in women under 40, England 1989–2009

Figure 11.18 � Recent trend in cervical cancer incidence, ages 20–34 (1995–2008) and coverage of screening ages 25-34 (1995–2010*), 
in England

 

 
 
Figure 11.25   Trends in cervical cancer incidence and mortality in 

women  under 40, England 1989–2009 

 Source UK Cancer Information Service and HSCIC (2010)
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Technical Details 

Cervical Screening Coverage                                                        
Coverage is defined as the percentage of women in a population eligible for screening 
at a given point in time, who were screened within a specified period. Women ineligible 
for screening, and thus not included in the numerator or denominator of the coverage 
calculation, are those whose recall has been ceased for clinical reasons (most 
commonly due to hysterectomy).  
 
Further Information 
The  incidence  data   in  the  briefing   is  based  on  the   ‘National  Profile  of Cervical Cancer 
Report:   incidence,   mortality   and   survival’.   This   report   can   be   downloaded   from   the   NCIN   website  
www.ncin.org.uk, and the Trent cancer registry website www.empho.org.uk. 
The coverage data is found in the annual reports and  statistics from the Cervical Screening Programme and 
can be downloaded from the Information Centre website (http://www.ic.nhs.uk/statistics-and-data-
collections/screening/cervical-screening) 
References 
Sasieni P, Castanon A and Cuzick J (2009) Effectiveness of cervical cancer screening with age: population 
based case-control study of prospectively recorded data. BMJ, 339:b2968 
 
 

 

 

 

 

 

 

FIND OUT MORE:       

Trent Cancer Registry 
Trent Cancer Registry is the NCIN lead Cancer Registry for Gynaecological Cancer 

http://www.empho.org.uk/tcr/aboutUs.aspx 

Other useful resources within the NCIN partnership: 
Cancer Research UK CancerStats – Key facts and detailed statistics for health professionals  

http://info.cancerresearchuk.org/cancerstats/ 

NHS Cancer Screening Programmes – Information about cancer screening programmes 

http://www.cancerscreening.nhs.uk/ 

 

 

 

The National Cancer Intelligence Network is a UK-wide initiative, working to drive improvements in standards of 
cancer care and clinical outcomes by improving and using the information collected about cancer patients for 
analysis, publication and research. Sitting within the National Cancer Research Institute (NCRI), the NCIN works 
closely with cancer services in England, Scotland, Wales and Northern Ireland. In England, the NCIN is part of the 
National Cancer Programme. 
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7. � Conclusions
There has been steady progress in outcomes for women’s 
cancers in England but most other high income countries are 
still doing better. There remains a particular issue with ovarian 
cancer and older patients with any cancer. Focusing our 
efforts in three areas would go some way to reversing our 
continuing relatively poor survival.

8. � Authors’ suggestions for 
policy

1.	Diagnostic pathways

	 Fewer than half of all cancer patients are referred via 
two-week referrals and expediting cancer diagnosis solely 
through this route is unlikely to be effective, particularly for 
ovarian cancer. The introduction of diagnostic pathways 
and diagnostic centres for the investigation and assessment 
of non-specific but potentially serious symptoms could 
have a significant impact on outcomes.

2.	Cancer treatment

	 Treatment inequalities should be addressed including 
under-treatment in older people and those with co-
morbidities, minimally invasive surgery for uterine cancer, 
clinical trial activity, new drug usage, and perhaps most 
importantly capacity and appetite for complex ovarian 
cancer surgery in order to improve the rates of complete 
cytoreduction.

3.	Cancer information and audit

	 There should be continued investment in cancer 
intelligence to allow a widening of its scope to include 
more detailed analysis of pathways and interventions 
in relation to outcomes, for example interrogation of 
the Systemic Anti-Cancer Therapy Dataset and Hospital 
Episode Statistics datasets. There is a specific need to 
address the low survival of ovarian cancer patients by 
annual national audit.
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2. � Development of human 
rights

The rights of the individual have been debated as far back 
as we have knowledge. Many of the fundamental rights 
were identified by Greek and Roman philosophers and 
their debates have continued ever since. The pragmatism of 
the 18th century was encapsulated by Englishmen living in 
America, when they held certain rights to be self-evident.1 
However the debate since then has suggested that they 
were optimistic in the appeal to simplicity inherent in their 
Declaration of Independence.

After the Second World War, the world made a determined 
effort to lay legal foundations that would control nation-
states and prevent a recurrence of fascism. The result in 1948 
was the Universal Declaration of Human Rights (UDHR),2 
courtesy of the newly formed United Nations (UN). In Europe, 
the European Convention on Human Rights (ECHR, 1953) 
followed shortly after,3 which was signed by the UK following 
which cases could be taken against the UK government to 
the European Court of Human Rights for adjudication. This 
was not passed into UK law until 50 years later as the Human 
Rights Act 1998 (HRA) and now is directly enforceable in 
UK courts.4

Because the focus was on the desire to control oppression by 
the state, many of the rights were framed in negative terms: 
freedom from being killed, tortured or placed under arbitrary 
arrest. They were enforceable only against the state by courts, 
often international courts. As a result, the enforcement 
still depends upon identifying what the lawyers call an 
‘emanation of the state’ that is infringing the right. However, 
the secular context in which these legal frameworks operate 
has changed beyond all recognition and the therefore there 
is much debate as to what the interpretation of rights should 
include and whether the existing framework is fully able, is 
often not able to protect the human rights that are vital to 
the woman of today.

The same post-war optimism also made 1948 an important 
year in UK medical history, with the advent of the NHS. 
However, health was marginalised from international politics: 
the statesmen who built the new order knew that health 
was important, but they did not think it was mainstream 
business for the UN, which was concerned with realpolitik. 
Thus the UDHR contains only passing reference to medical 
care, and the right to the highest attainable standard of 
health was delegated to a subsidiary agency, the World 
Health Organization (WHO), the constitution of which 
defined health as: ‘a state of complete physical, mental and 
social wellbeing and not merely the absence of disease or 
infirmity’ (1946).

This definition includes the crucial recognition that health is 
an intangible entity dependent on the stable organisation of 
society and various services, of which medical care is by no 
means the sole or even the most important factor.

1. � Overview
Women’s health raises issues of human rights and these 
have been increasingly recognised in recent decades. 
However, there remain inequities which different societies 
are addressing with varying success. In this chapter, we 
examine how the increasing interest in human rights and 
women’s health has come about, as well as discuss what 
its implications may be for women’s health going forward. 
We review the applicable human rights and consider the 
duty of the state and its agents. But human rights do 
not themselves sustain a human body; our subject is the 
protection afforded by those rights to women’s health. If 
a women is experiencing domestic violence the failure of a 
state agency responsible for her protection gives her legal 
recourse but does not change the harm she has experienced, 
so the legal position does not dispose of the human issues 
that are stake.

www.un.org/en/documents/udhr/
www.echr.coe.int/Documents/Convention_ENG.pdf
www.legislation.gov.uk/ukpga/1998/42/contents
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A human rights approach can also involve a power analysis 
and an analysis of the structural impediments to fulfilment 
of human rights, which is beyond the scope of this chapter. 
Models such as the Hagemann-White model for violence 
against women (described in the Gender-Based Violence 
chapter of this report) illustrate this approach.7 If rights are 
to be delivered, it could be argued that this duty cannot 
be confined to the state. At different times, those with 
moral and legal responsibilities the individual themselves, 
their family (when they are children, infirm or vulnerable to 
domestic violence), their social network, their educators, 
their employers, their local and national governments, and 
their health and social care services. The breadth of the 
determinants of health means that potentially any service 
provider, infrastructure network, retail organisation and 
those influencing social trends could be deemed to have an 
ability to impact upon the health of an individual of whom 
they often have no knowledge. Plainly this may lay the moral 
and ethical obligation for delivery of human rights too wide 
for practical enforcement by the law, but the state should 
acknowledge a duty to improve the legal and regulatory 
environment that will influence how these obligations will be 
viewed by others.

The universal human rights as defined by the UHDR can be 
seen to contain certain things that we now see as elements 
or determinants of health. These include a number of positive 
rights to various things, including:

�� a standard of living adequate for health and wellbeing

�� access to medical care

�� benefit from scientific advancements.

There are alternative lists that can be used, such as the 
12 reproductive rights (see boxed text).

However, the late 1940s were also when antibiotics first 
promised to put doctors in charge of the infections that had 
plagued humanity throughout its history; it may be seen as 
the time when modern medicine emerged to become what 
Roy Porter called ‘the greatest benefit to mankind’.5

Since then we have seen the burgeoning of modern 
medicine, in which humanity has achieved an unprecedented 
ability to control disease and deliver good health where 
there is an effective service, alongside advances in sanitation 
and more efficient food production and storage. That 
ability has created challenges that no system has yet 
resolved satisfactorily, as increasing longevity and the 
burden of disease from changing lifestyles has proved to be 
unexpectedly expensive in England. However, the process 
has sought to put the needs and dignity of people at the 
heart of healthcare planning, although recent scandals in Mid 
Staffordshire and Morecambe Bay question whether this is 
being universally realised.

As a result, health issues have become increasingly important 
human rights experts and others who have belatedly 
recognised that effective medicine plays a crucial part in 
delivering ‘the good life’ that we all aspire to and increasingly 
see as our right. Even those insisting on a broader view in 
which we confront inequality and unfairness also recognise 
that access to high-quality healthcare is an important part of 
the good life.6

For any right to be legally enforceable, there must be some 
corresponding duty on another person or organisation 
against whom the right can be enforced. Many of the 
needs of women are being denied in circumstances where 
there is no emanation of the state that can be identified 
as responsible for the infringement, and we need a much 
broader coalition to meet the challenge.

Box 12.1 � Reproductive rights are human rights
1.	 The right to life

2. 	 The right to liberty and security of person

3. 	 The right to health, including sexual and reproductive health

4. 	 The right to decide the number and spacing of children

5. 	 The right to consent to marriage and to equality in marriage

6. 	 The right to privacy

7. 	 The right to equality and non-discrimination

8. 	 The right to be free from practices that harm women and girls

9.	 The right to not be subjected to torture or other cruel, inhuman or degrading treatment or punishment

10.	 The right to be free from sexual and gender-based violence

11.	 The right to access sexual and reproductive health, education and family planning information

12.	 The right to enjoy the benefits of scientific progress

From Centre for Reproductive Rights, see http://www.reproductiverights.org/

http://ec.europa.eu/justice/funding/daphne3/multilevel_interactive_model/understanding_perpetration_start_uinix.html
http://www.reproductiverights.org/
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3. � Right to life
This is the most fundamental of all human rights and its 
protection is the core obligation that is imposed on the 
state. The improvement in longevity over the last 60 years 
shows what can be achieved when society is well organised, 
but the inequalities that continue are evidence that this 
improvement is a work in progress. The Lives on the Line tube 
map shown in Figure 12.1 below,12 which shows a 20-year 
variation in life expectancy at birth among people born in 
different parts of the same city, illustrates the extent to which 
our society is failing to secure an equal entitlement to this 
fundamental right.

How far the right to life raises issues for women’s health 
depends on the context. There are data that can be 
interpreted as showing both men and women at a 
disadvantage. Women live longer but the gap is narrowing 
due to a faster increase in life expectancy for men (see 
Figure 12.2).

Access to the right to life is pertinent to pregnancy and 
abortion. Life is legally determined to begin at the moment 
of birth, marked by a transition from reliance on the mother 
and placenta for oxygen and nutrition to exogenous supply. 
Human rights are applied to a neonate but not a fetus.

In pregnancy, the right to life applies only to the mother 
in UK law, although destruction of a fetus outside of the 
terms of the Abortion Act 1967 is a criminal offence.13 In 
English clinical practice, a mother’s survival and quality of 
life is placed ahead of that of the fetus. A termination of 
pregnancy or abortion may be carried out under clauses of 
the Abortion Act. Legalised abortion reduces morbidity and 
mortality from illegal abortion and so has a role in improving 
women’s health.14

The European Court of Human Rights has recognised that 
there are widely different attitudes between countries 
such as Italy, Spain and Ireland (that do not permit 
abortion) and those such as England, Germany and the 
Scandinavian countries (that take a more liberal view). The 
court has accepted that European law permits a ‘margin of 
appreciation’, which means in practice that it will not criticise 
practices that reflect the laws in individual countries. At the 
same time, it will entertain complaints that the practice in 
individual countries does not respect the rights of women 
according to the law that has been enacted. So that where 
abortion is legal in Poland, for example, the court was 
prepared to criticise a failure to afford access to pre-natal 
screening that would enable a woman to decide whether to 
exercise her right.

The essential point is that all people are entitled to these 
rights without distinction of any kind, including by sex, age 
or race,2, 3, 4 but the safeguarding of those rights demands 
a recognition of the ways in which different groups are 
threatened. This requires an understanding of their needs 
and the ways in which their rights are challenged. This 
understanding is part of the platform of equality and equity 
that should be accepted by modern society.

An acceptance of the ethical principle of equity lies at 
the heart of a rights-based approach to health. However, 
economic and social considerations are also inextricably 
involved. Fair Society, Healthy Lives recommended a fairer 
distribution of health and a reduction of health inequalities 
and pointed out that these were a means of increasing 
productivity and tax revenues and of reducing welfare 
payments and treatment costs.8 This repeated arguments 
advanced by the original architects of the NHS, who argued 
that health contributes to the ‘asset value’ of a person 
because injury or illness may impair a person’s ability to work. 
Conventional wisdom accepts that the wealth of society can 
be increased through investments in health and nutrition.9 
More mundanely, the cost of morbidity is a burden on the 
whole of society, even though it often falls unevenly.

Socially, a human rights-based approach offers a mechanism 
for the enactment of the aspiration upon which the NHS 
was founded – that is, a collective principle of social justice. 
Thus the promotion of health does combine an asset-based 
approach and a human rights-based approach.

The human rights of women have been highlighted through 
international collaborations, such as the Convention for the 
Elimination of Discrimination Against Women (CEDAW)10 
and the 1995 UN Beijing Platform for Action, where Hillary 
Clinton declared that ‘Human rights are women’s rights 
and women’s rights are human rights, once and for all’.11 

These conventions have led to a recognition of the need to 
confront the exploitation of women in trafficking and sex 
work, as well as the denial of education and the need to 
promote equal access to medical care and family planning, 
equal remuneration for work and the right to decide freely 
on the number and spacing of children, as extensions of the 
universal human rights.

The ways in which these rights are infringed varies in different 
societies. War, poverty and the absence of the rule of law 
all create extreme circumstances that have less impact in 
England than other places. However, other gender-specific 
human rights issues identified from the HRA and CEDAW 
in this chapter are evident in the UK and are relevant to this 
year’s Chief Medical Officer (CMO) annual report.

www.legislation.gov.uk/ukpga/Geo5/19-20/34/section/1
www.un.org/en/documents/udhr/
www.echr.coe.int/Documents/Convention_ENG.pdf
www.legislation.gov.uk/ukpga/1998/42/contents
www.ucl.ac.uk/marmotreview
www.un.org/womenwatch/daw/cedaw/
www.un.org/esa/gopher-data/conf/fwcw/conf/gov/950905175653.txt
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Figure 12.1  Lives on the Line: Life expectancy at birth and child poverty as a Tube map (2012)
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How far the right to life raises issues for women’s health depends on the context. There are 
data that can be interpreted as showing both men and women at a disadvantage. Women 
live longer but the gap is narrowing due to a faster increase in life expectancy for men (see 
Figure 12.2).  
 
 
 
 
 
 
 
 
 
 

Source  Created by James Cheshire (@spatialanalysis) & Oliver O’Brien (@oobr) at UCL CASA, sourced from http://life.mappinglondon.co.uk/

Figure 12.2  Life Expectancy at Birth, England and Wales, 1980-1982 to 2010-2012
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Chapter 12

4. � Liberty and Security and 
Freedom from torture, cruel, 
inhuman or degrading 
treatment or punishment

The second fundamental human right guaranteed by the 
ECHR raises many gender issues. Violence against women 
including forced marriages, female genital mutilation, 
trafficking and cruel and degrading treatment in care homes 
reduce women’s ability to participate in society as well as 
affecting their mental and physical health (see Chapter 2 of 
this report, ‘Gender-based violence against women’). Women 
experience higher annual and lifetime prevalence of domestic 
violence than men.

The National Survey on Sexual Attitudes and Lifestyles 
reported that one in five women and one in 20 men in Britain 
report experiencing attempted non-volitional sex,15 and 
one in 10 women and one in 71 men report experiencing 
completed non-volitional sex since age 13.16 As well as gender 
inequality in the rates of sexual violence, there is a significant 
social gradient in this violence for women but not for men,15 
and this inequality has mental and physical health impacts.17

There are also numerous cultural issues that are more 
onerous for women in various minority groups. These include 
arranged/forced marriages and ‘honour-based’ violence, 
trafficking, female genital mutilation and other forms of 
domestic violence.

Because women live longer than men, they outnumber men 
in older age groups18 and there are 2.8 women for every 
man over the age of 65 in care homes, althought this ratio is 
reducing.19 A human rights prism helps to illustrate the nature 
of the cruel and degrading treatment found in some homes, 
which it can be expected will affect women to a greater 
extent than men. Whether the ECHR imposes an obligation 
on the state depends upon the precise legal structure of the 
institution, including the way it is organised, regulated and 
financed. Whether the state has assumed responsibility for the 
care of the residents actually depends upon subtle distinctions.

Box 12.2  Components of the Index of 
Multiple Deprivation

�� Income

�� Employment

�� Health deprivation and disability

�� Education, skills and training

�� Barriers to housing and services

�� Crime

�� Living environment

http://data.gov.uk/dataset/index-of-multiple-deprivation

5. � Access to a standard of 
living adequate for health

The links between lower pay and poor nutrition and obesity 
mean that poverty is a determinant of multiple deprivation 
(see Box 12.2).17 Levels of obesity in England are similar 
for men and women, however amongst adults with lower 
educational attainment obesity is higher in women and the 
same picture is seen in ethnic minorities (ref. NOO).

The gender pay gap is higher in the UK than the Organisation 
for Economic Co-operation and Development average.20 
The gender pay gap in full time workers is 9.4% and for all 
employees was 19.1%.21 The gender pay gap in full time 
workers appears to be higher in the private sector than in the 
public sector. Beyond measures that public sector employers 
may take to reduce the pay gap, this suggests that further 
legislation to create an environment for employment equity is 
needed to address women’s rights to equal pay and access to 
an adequate standard of living.

6. � Access to healthcare
The National Health Service is free at the point of delivery but 
access should be considered more widely so as to capture 
the availability of suitable services at a personal cost which is 
acceptable to the user.22 English women rarely face the same 
barriers as women in low-income countries but there are 
sometimes more subtle access issues which may breach their 
human rights.

7. � Benefit from scientific 
advances

Access to healthcare may also be assessed by the standard of 
care offered and the extent to which it is based on validated 
evidence. Other chapters in this report present multiple 
examples of the health system’s failures to follow such 
guidance and the associated morbidity and mortality, such as 
a failure to diagnose gestational diabetes.

One CEDAW principle highlights the number and spacing 
of children as a right for women. In a 2012 report, up to 
3.2 million women between the ages of 15 and 44 were 
found to be living in areas where fully contraceptive services 
were not available; these areas had abortion rates higher than 
the national average.23

webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/health/2012/11/cmo-annual-report/
http://www.ons.gov.uk/ons/dcp171778_292378.pdf
http://www.ons.gov.uk/ons/dcp171776_373040.pdf
http://data.gov.uk/dataset/index-of-multiple-deprivation
webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/health/2012/11/cmo-annual-report/
http://noceilings.org/report/report.pdf
http://www.ons.gov.uk/ons/dcp171778_385428.pdf
http://www.maternityaction.org.uk/wp/wp-content/uploads/2014/05/Access-to-Primary-Care-report-FINAL.pdf
http://theagc.org.uk/wp-content/uploads/2013/11/Sex-lives-and-commissioning-April-2012.pdf
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A human rights approach to women’s health 

8. � Conclusions
The human rights of women in England are protected by the 
law insofar as they can identify an emanation of the state 
that is infringing them. The law is blind to other parties’ 
infringements of human rights. Many of the things that 
really matter to women, such as the right to health and to 
protection from domestic violence, are vital human rights – 
as is the right not to be impregnated at a time not of their 
choice.

Women in England live longer than men, but with a greater 
proportion of their lives affected by disability, and have 
shorter life expectancies than women in some other EU 
countries, eg Greece, Slovenia and Portugal. Women as 
a group are paid less than men and experience specific 
human rights disadvantages evidenced by increased rates 
of rape, domestic violence, ‘honour-based’ violence and 
trafficking compared with men. Women access healthcare 
more often than men but may be denied access to basic 
services such as contraception. Considering the human rights 
applicable to women’s health may have relevance to the 
planning of medical services and provides an approach that 
promotes equity.

A human rights approach can help to draw health issues 
experienced by women together and highlight areas where 
disadvantage is gendered.



Chapter title

Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Chapter 12 page 162

Chapter 12

16.	 Macdowall W1, Gibson LJ, Tanton C, Mercer CH, Lewis 
R, Clifton S, Field N, Datta J, Mitchell KR, Sonnenberg 
P, Erens B, Copas AJ, Phelps A, Prah P, Johnson AM, 
Wellings K. Lifetime prevalence, associated factors, 
and circumstances of non-volitional sex in women and 
men in Britain: findings from the third National Survey 
of Sexual Attitudes and Lifestyles (Natsal-3). Lancet. 
2013 Nov 30;382(9907):1845-55. doi: 10.1016/S0140-
6736(13)62300-4. Epub 2013 Nov 26.

17.	 Davies SC (2014). Annual Report of the Chief Medical 
Officer: On the State of the Public’s Health; Surveillance 
Volume, 2012; Available from: 
webarchive.nationalarchives.gov.uk/20130107105354/
http://www.dh.gov.uk/health/2012/11/cmo-annual-
report/

18.	 Office for National Statistics , 2011 Census: Population 
Estimates for the United Kingdom, 27 March 2011  
http://www.ons.gov.uk/ons/dcp171778_292378.pdf

19.	 Office for National Statistics, Changes in the Older 
Resident Care Home Population between 2001 and 
2011, 01 August 2014 http://www.ons.gov.uk/ons/
dcp171776_373040.pdf

20.	 No Ceilings: The Full Participation Report, The Full 
Participation Project. Clinton Foundation, Bill and 
Melinda Gates Foundation. 2015; Available from:  
http://noceilings.org/report/report.pdf

21.	 Office for National Statistics, Annual Survey of Hours and 
Earnings, 2014 Provisional Results 19 November 2014 
http://www.ons.gov.uk/ons/dcp171778_385428.pdf

22.	 Women’s Voices on Health: Addressing Barriers to 
Accessing Primary Care, March 2014 Comissioned by 
Women’s Health and Equality Consortium (WHEC) and 
undertaken by Maternity Action.  
http://www.maternityaction.org.uk/wp/wp-content/
uploads/2014/05/Access-to-Primary-Care-report-FINAL.
pdf

23.	 Sex, Lives and Commissioning: An Audit by the Advisory 
Group on Contraception of the Commissioning of 
Contraceptive and Abortion Services in England, April 
2012. http://theagc.org.uk/wp-content/uploads/2013/11/
Sex-lives-and-commissioning-April-2012.pdf

9. � References
1.	 United States Declaration of Independence (1776)

2.	 Universal Declaration of Human Rights (1948); Available 
from: www.un.org/en/documents/udhr/

3.	 European Convention on Human Rights (1953);  
Available from:  
www.echr.coe.int/Documents/Convention_ENG.pdf

4.	 Human Rights Act 1998; Available from:  
www.legislation.gov.uk/ukpga/1998/42/contents

5.	 Porter R (1997). The Greatest Benefit to Mankind: A 
Medical History of Humanity from Antiquity to the 
Present. London: HarperCollins.

6.	 Marmot M (2015). The Health Gap: The Challenge of an 
Unequal World. London: Bloomsbury.

7.	 Hagemann-White C, Kavemann B, Kindler H, Meysen 
T, Busche R, Gabler S, Grafe B, Kungl M, Schindler G, 
Schuck H, Eschweiler K, Smitz K, Eickhoff S, Kruse S 
Factors at play in the perpetration of violence against 
women, violence against children and sexual orientation 
violence: A Multi-level Interactive Model, European 
Commission DG Justice JLS/2009/D4/018 2009 
http://ec.europa.eu/justice/funding/daphne3/multilevel_
interactive_model/understanding_perpetration_start_
uinix.html

8.	 Marmot M (2010). Fair Society, Healthy Lives. The 
Marmot Review; 
Available from: www.ucl.ac.uk/marmotreview

9.	 Dasgupta P (2006). Where is the Wealth of Nations? 
Measuring Capital for the 21st Century. Washington, 
DC: The World Bank.

10.	 Convention on the Elimination of All Forms of 
Discrimination against Women, 1979; Available from: 
www.un.org/womenwatch/daw/cedaw/

11.	 Clinton H. Remarks for the United Nations Fourth World 
Conference on Women; Available from: www.un.org/
esa/gopher-data/conf/fwcw/conf/gov/950905175653.txt

12.	 Cheshire JA. Lives on the Line: Mapping Life Expectancy 
Along the London Tube Network. Environment and 
Planning A 44(7). 341

13.	 Infant Life (Preservation) Act 1929; Available from:  
www.legislation.gov.uk/ukpga/Geo5/19-20/34/section/1

14.	 Grimes DA, Benson J, Singh S, Romero M, et al. Unsafe 
abortion: the preventable pandemic. Lancet. 2006; Nov 
25: 368(9550): 1908–1919.

15.	 Macdowall W, Gibson LJ, Tanton C, Mercer CH, 
et al. Lifetime prevalence, associated factors, and 
circumstances of non-volitional sex in women and men 
in Britain: findings from the third National Survey of 
Sexual Attitudes and Lifestyles (Natsal-3). Lancet. 2013; 
Nov 30; 382 (9907): 1845–1855.

webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/health/2012/11/cmo-annual-report/
webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/health/2012/11/cmo-annual-report/
webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/health/2012/11/cmo-annual-report/
http://www.ons.gov.uk/ons/dcp171778_292378.pdf
http://www.ons.gov.uk/ons/dcp171776_373040.pdf
http://www.ons.gov.uk/ons/dcp171776_373040.pdf
http://noceilings.org/report/report.pdf
http://www.ons.gov.uk/ons/dcp171778_385428.pdf
http://www.maternityaction.org.uk/wp/wp-content/uploads/2014/05/Access-to-Primary-Care-report-FINAL.pdf
http://www.maternityaction.org.uk/wp/wp-content/uploads/2014/05/Access-to-Primary-Care-report-FINAL.pdf
http://www.maternityaction.org.uk/wp/wp-content/uploads/2014/05/Access-to-Primary-Care-report-FINAL.pdf
http://theagc.org.uk/wp-content/uploads/2013/11/Sex-lives-and-commissioning-April-2012.pdf
http://theagc.org.uk/wp-content/uploads/2013/11/Sex-lives-and-commissioning-April-2012.pdf
http://www.un.org/en/documents/udhr/
http://www.echr.coe.int/Documents/Convention_ENG.pdf
www.legislation.gov.uk/ukpga/1998/42/contents
https://en.wikipedia.org/wiki/Special:BookSources/9780393046342
https://en.wikipedia.org/wiki/Special:BookSources/9780393046342
https://en.wikipedia.org/wiki/Special:BookSources/9780393046342
http://ec.europa.eu/justice/funding/daphne3/multilevel_interactive_model/understanding_perpetration_start_uinix.html
http://ec.europa.eu/justice/funding/daphne3/multilevel_interactive_model/understanding_perpetration_start_uinix.html
http://ec.europa.eu/justice/funding/daphne3/multilevel_interactive_model/understanding_perpetration_start_uinix.html
www.ucl.ac.uk/marmotreview
www.un.org/womenwatch/daw/cedaw/
www.un.org/esa/gopher-data/conf/fwcw/conf/gov/950905175653.txt
www.un.org/esa/gopher-data/conf/fwcw/conf/gov/950905175653.txt
www.legislation.gov.uk/ukpga/Geo5/19-20/34/section/1


Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Acknowledgements page 163

Acknowledgements



Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Acknowledgements page 164

Acknowledgements

Firstly I would like to thank the inspirational Lesley Regan, 
Professor and Head of Department of Obstetrics and 
Gynaecology, Imperial College London and Vice President 
for Strategic Development, Royal College of Obstetrics 
and Gynaecology. My thanks also go to Wendy Reid and 
colleagues at Health Education England for their support for 
this report. I thank my Deputy Chief Medical Officers past 
and present, David Walker for his experience and judgment 
in getting the project started in the right direction and 
Gina Radford for helping to steer the report production 
and for her advice on both content and political context. I 
thank Orla Murphy, my Events and Project Manager, for her 
superb editorial and logistical work to ensure the report was 
delivered on time and to the usual high standard. In particular 
I thank my Editor-in-Chief, Edward Mullins. He worked 
extremely hard on this report for over a year, tackling a vast 
topic area and has produced a report which we can all be 
proud of.

Authors
I would like to thank all of the experts who acted as Chapter 
Leads and the contributing Chapter Authors. This report 
would not have been possible without your efforts. I hope 
that my recommendations will add to the positive impact 
your work has on women’s lives. All authors are listed at the 
front of this report, and at the front of each chapter.

The authors of Chapter 2, ‘Gender-based violence against 
women’, would like to thank Geetanjali Gangoli, Aisha Gill, 
Andrea Matolcsi, Sian Oram, and Emma Williamson, who 
provided additional material.

The authors of Chapter 5, ‘Pre-conception health’, would like 
to acknowledge the assistance of Mary Barker, Sian Robinson, 
Jane Kitcher in the creation of their chapter. They would also 
like to acknowledge supporting organisations as follows: 
National Institute for Health Research and the European 
Union’s Seventh Framework Programme (Keith Godfrey), 
British Heart Foundation (Mark Hanson), Tommy’s Charity, 
the European Union’s Seventh Framework Programme and 
National Institute for Health Research (Lucilla Poston) and 
National Institute for Health Research and Margaret Pyke 
Trust (Judith Stephenson).

Peer reviewers
All of the chapters in this report (excepting my summary) 
were peer reviewed by experts in the relevant field. I 
extend my thanks to these reviewers for their constructive 
suggestions and comments.

Parliamentarians and members of the House 
of Lords
It has been a great pleasure to find support and enthusiasm 
for this report in Government and the House of Lords. In 
particular I thank;

Baroness Julia Cumberlege, Chair of the National Maternity 
Review for NHS England

Rt Hon Caroline Dinenage MP, Parliamentary Under Secretary 
of State for Women, Equalities and Family Justice

Rt Hon Jane Ellison MP, Parliamentary Under Secretary of 
State for Public Health at the Department of Health

Baroness Sally Greengross, Chair of the All Party 
Parliamentary Group for Continence Care

Rt Hon Nicky Morgan MP, Parliamentary Under Secretary of 
State for Education and Minister for Women and Equalities

Devising recommendations
To create my report, I began with a ‘Scoping Workshop’ 
which brought together experts in different areas of women’s 
health. This helped to set the parameters for the report 
and ensure that I did not duplicate other reports or major 
works currently in production. After I read the chapters 
submitted by Chapter Leads, I created a summary and 
synthesised draft recommendations from this information; 
these draft recommendations were then discussed at a 
‘Recommendations Workshop’. My Editor-in-Chief continued 
to discuss and refine draft recommendations until I finalised 
my recommendations. This is a lengthy process which draws 
upon the knowledge and assistance of many people. I thank 
all of the following for the part they played in helping to 
inform my recommendations.

All the participants of the Scoping Workshop (November 
2014)

All the participants of the Recommendations Workshop 
(August 2015)

All the members of The Advisory Group on Contraception

Cheryll Adams, Executive Director, Institute of Health Visiting

Carmel Bagness, Professional Lead Midwifery Women’s 
Health, Royal College of Nursing

Viv Bennett, Chief Nurse, Public Health England

Susan Bewley, Professor of Complex Obstetrics, Kings College 
London and Honorary Clinical Director Obstetrics, NHS 
London

Amanda Britton, Clinical Advisor in Women’s Health, Royal 
College of General Practioners

Peter Brocklehurst, Professor of Women’s Health, University 
College London

Rachel Bryant-Waugh, Consultant Clinical Psychologist, 
Joint Head Feeding and Eating Disorders Service and Lead 
Psychologist CAMHS, Great Ormond Street Hospital for 
Children NHS Trust

Linda Cardozo, Professor of Urogynaecology and Consultant 
Gynaecologist, King’s College Hospital

Dennis S. Chi, Deputy Chief and Head, Section of Ovarian 
Cancer Surgery, Gynecology Service, Department of Surgery, 
Memorial Sloan Kettering Cancer Centre, New York City, USA



Acknowledgements

Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Acknowledgements page 165

Acknowledgements

Barbara Collins, Head of Women’s Business Council, 
Government Equalities Office

Anne Connolly, Clinical Lead in Women’s and Sexual Health, 
Royal College of General Practioners

Anna David, Reader/Associate Professor and Honorary 
Consultant in Obstetrics and Maternal Fetal Medicine at 
Institute for Women’s Health, University College London

Peter Pinto de Sa, Manager, Office of the Chair and Chief 
Executive, Nursing and Midwifery Council

Niall Dickson, Chief Executive and Registrar, General Medical 
Council

Katherine Erskine, Consultant Obstetrician and Gynaecologist, 
The Portland Hospital for Women and Children

Alison Fiander, Head of Department, Institute of Cancer and 
Genetics, Cardiff University

Andrew Furber, President of the Association of Directors of 
Public Health

Alan Gregoire, Chair, Maternal Mental Health Alliance

Hannah Guerin, Department of Education

Kate Guthrie, Clinical Expert – Sexual & Reproductive Health, 
Health and Wellbeing Directorate, Public Health England

Marianne Hester, Professor of Gender, Violence and 
International Policy at University of Bristol

T C Hillard, Clinical Lead for Gynaecology, Consultant 
Obstetrician and Gynaecologist, Poole Hospital NHS 
Foundation Trust

Netta Hollings, Programme Manager for Community and 
Mental Health, Health and Social Care Information Centre

Sarah Kenyon, Reader in Evidence Based Maternity Care, 
Institute of Applied Health Research

Sir Bruce Keogh KBE, National Medical Director, NHS England

Gillian Leng, Deputy Chief Executive, National Institute for 
Health and Care Excellence

Christine MacArthur, Professor of Maternal and Child 
Epidemiology, University of Birmingham

Liz MacDonald, Chair Perinatal Psychiatry, Royal College of 
Psychiatrists

Katie Mann, Women’s Health Specialist Physiotherapist, 
Southport and Ormskirk Hospital NHS Trust

Sheila Mitchell, Director of Marketing, Public Health England

Jenny Mooney, Director of Operations, Healthcare Quality 
Improvement Partnership

Eddie Morris, Immediate Past Chairman, British Menopause 
Society

Sean O’Sullivan, Head of Health and Social Policy, Royal 
College of Midwives

Pia Proudlock, Department of Education

Helene Reardon-Bond, Deputy Director – Gender Equality 
Policy, Government Equalities Office

Andrew Shennan, Professor of Obstetrics, King’s College 
London

Heema Shukla, Managing Director, Global Health Capacity 
Ltd.

Gordon Smith, Professor and Head of Department, Obstetrics 
and Gynaecology, University of Cambridge

Kerry Smith, Head of Advocacy, Campaigns and Research, 
Plan UK

Jenny Talbot, Director, Care Not Custody programme, 
Prison Reform Trust

Alison Tedstone, Director of Diet and Obesity, Public Health 
England

Joy Todd, Team Head, Health and Human Behaviour, 
Economic and Social Research Council

Cathy Warwick, Chief Executive, Royal College of Midwives

Chris Wilkinson, President, Faculty of Sexual and Reproductive 
Healthcare

Cathy Zimmerman, Behavioural Scientist, London School of 
Hygiene and Tropical Medicine

Facilitators at workshops
I was impressed by the volunteers who facilitated the break-
out groups at my scoping workshop. Their contribution was 
of an excellent standard and I thank them for their time and 
professionalism.

Reena Aggarwal, Specialist Registrar in Obstetrics and 
Gynaecology, Whittington Health (London)

Isra Ali, Specialist Registrar in Obstetrics and Gynaecology, 
St Mary’s Hospital, London

Rufus Cartwright, MRC Research Training Fellow, Lifecourse 
Epidemiology Group, Department of Epidemiology and 
Biostatistics, Imperial College London

Sarah Gibbons, Communications Specialist, Department of 
Health

Ed Prosser-Snelling, Senior Specialist Registrar in Obstetrics 
and Gynaecology, The Ipswich Hospital, RCOG Arulkumaran 
Fellow 2014-15

Rebecca Pugh, Specialist Registrar in Obstetrics & 
Gynaecology, The Hillingdon Hospitals NHS Foundation Trust

Marissa Taylor Clarke, Specialist Registrar in Obstetrics and 
Gynaecology, St Mary’s Hospital, London



Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: Women� Acknowledgements page 166

AcknowledgementsAcknowledgements

Sourcing, analysing and providing data and 
other content for this report
As I mention in my summary chapter, I was pleased to 
support several of the chapters in this report with novel data 
and analysis. For this I thank Peter Knight of Department 
of Health, and Jonathan Ford, Tarita Murray-Thomas and 
Jennifer Campbell of MHRA/Clinical Practice Research 
Datalink. Generous assistance was also provided by 
Gareth Hudson, Trading Manager – Dressings, Continence, 
Rehab/PAC and General Medical and his colleagues at 
NHS Supply Chain.

The Chapter Authors of Chapter 4, ‘Eating disorders’, would 
like to acknowledge that the research on web-centred 
training in their chapter is supported by a strategic award 
from the Wellcome Trust (094585).

I thank Kruti Shrotri, Policy Officer at Medical Schools Council, 
who provided most of the case studies used in this report and 
to Imperial College London who allowed her to work with us 
during her Master’s degree.

I thank Claudia Langenberg and Misha Moore, currently 
registrars in Public Health based at the Department of  
Health, who have been knowledgeable and helpful 
commentators on text.

Advice, comments and contributions
I am continually impressed by the quality of support that 
Departmental and Arm’s Length Body colleagues provide 
with such speed and helpfulness. There are too many 
people to list, so I thank all those who answered questions, 
commented on text and supported those producing the 
report. In particular, I thank the following Department of 
Health and Public Health England colleagues:

Jane Allberry, Alexia Clifford, Peter Dick, Tim Elliott, 
Alison Fairclough, Elizabeth Gunnion, Isabelle Izzard, 
Uma Moorthy, Amy Nicholas, Gwen Nightingale, 
Catherine Pearson, Madeleine Percival, Karen Pinder, 
Emma Reed, Alison Tingle, Karen Todd, and Maeve Walsh.

Report production
I thank Alix McCulloch and Allan Wright at Williams Lea 
and Ian Banwell at TSO (The Stationery Office) for their 
continuing support of my reports and their impressive 
ability to supply quality work at short notice. I thank all the 
members of the Xerox team based at Department of Health, 
London; I appreciate the important role you play, particularly 
in the very busy days leading up to publication.

Report promotion
A report needs to have impact to be effective. I thank my 
media colleagues at Department of Health for their work to 
promote my report and ensure the recommendations are 
visible: Rachel Downey, Kirsty Gelsthorpe, Annelise Jespersen, 
Raj Mohindra, Kate Thomas, Thea Warren and in particular, 
Marc Masey.

My Private Office
As ever, Claire Vittery, my Private Secretary and Rebecca 
Sugden and Stefano Imbriano, my Assistant Private 
Secretaries, have worked very hard to ensure this report is 
successful. My thanks for this and all you do for me.



Crown Copyright 2015.

Produced by Williams Lea for the Department of Health.

First published (online only) December 2015. 

You may re-use this information (excluding logos and copyrighted material) free of charge in 
any format or medium, under the terms of the Open Government Licence. To view this licence,  
visit www.nationalarchives.gov.uk/doc/open-government-licence/ or email:  
psi@nationalarchives.gsi.gov.uk.  

This publication is available for download at the Department of Health pages of the .gov.uk 
website: https://www.gov.uk/government/organisations/department-of-health

Please cite as:

Davies, S.C. “Annual Report of the Chief Medical Officer, 2014, The Health of the 51%: 
Women” London: Department of Health (2015)


	Foreword
	Editors and authors
	Editor-in-Chief
	Project Manager and Sub-Editor
	Chapter Authors

	Contents
	Chapter 1 Chief Medical Officer’s summary
	Introduction
	Violence against women
	Women’s health in the reproductive years
	Women’s health in later life
	Women and cancer

	Chapter 2 Gender-based violence against women
	1.  Key statistics
	2.  Overview
	3.  Sexual violence
	4.  ‘Honour’-based violence
	5.  Lesbian and bisexual women
	6.  Sex work
	7.  Modern slavery
	8.  Adult women in prison
	9.  Women asylum seekers and irregular migrants
	10.  Responses to gender-based violence against women
	11.  Authors’ suggestions for policy
	12.  References

	Chapter 3 Female genital mutilation (FGM)
	1.  Key statistics
	2.  Introduction
	3.  What is FGM?
	4.  Prevalence
	5.  Research data on health implications
	6.  Trends
	7.  Health implications
	8.  Clinical management
	9.  Services
	10.  New requirements for recording and reporting
	11.  Conclusions
	12.  Authors’ key messages for policy
	13.  References

	Chapter 4 Eating disorders
	1.  Key statistics
	2.  Introduction
	3.  Eating disorders and their management
	4.  Co-morbidity and mortality
	5.  Distribution and determinants
	6.  Help-seeking and detection
	7.  Eating disorders and the National Health Service
	8.  Looking forwards
	9.  Conclusions
	10.  Authors’ suggestions for policy
	11.  References

	Chapter 5 Pre-conception health
	1.  Key statistics
	2.  Overview
	3.  Current status of preconception healthcare
	4.  Why a new focus on pre-conception is so important
	5.  What can be done to promote preconception care and health?
	6.  Conclusion
	7.  Authors’ suggestions for policy
	8.  References

	Chapter 6 Prenatal screening
	1.  Key statistics
	2.  Introduction
	3.  The consequences of failing to apply what we know
	4.  Horizon scanning: targeting care through better risk assessment
	5.  Conclusions
	6.  Authors’ key messages for policy
	7.  References

	Chapter 7 Perinatal mental health
	1.  Key statistics
	2.  Overview
	3.  Epidemiology
	4.  Aetiology of perinatal mental illnesses
	5.  Impact
	6.  Treatment
	7.  Service response
	8.  Access to services
	9.  Stigma
	10.  Public awareness
	11.  Conclusion
	12.  Authors’ suggestions for policy

	Chapter 8 Post-pregnancy care: missed opportunities during the reproductive years
	1.  Key statistics
	2.  Overview
	3.  Routine care currently offered after pregnancy
	4.  Women’s views of care
	5.  Revisions to routine postnatal care
	6.  Common maternal morbidities 
	7.  Severe maternal morbidities
	8.  Monitoring complex medical conditions
	9.  Breastfeeding
	10.  Contraception
	11.  Conclusion
	12.  Authors’ suggestions for policy
	13.  References

	Chapter 9 Psychosocial factors and the menopause: the impact of the menopause on personal and workin
	1.  Key statistics
	2.  Introduction
	3.  Menopause symptoms
	4.  Culture and attitudes
	5.  Lifestyle
	6.  Impact on personal life
	7.  Mental health
	8.  Working lives
	9.  Conclusion
	10.  References 

	Chapter 10 Incontinence and prolapse
	1.  Key statistics
	2.  Introduction
	3.  Aetiology
	4.  Prevalence
	5.  Incontinence
	6.  Pelvic organ prolapse
	7. Impact
	8.  Rationalising treatment
	9.  Prevention
	10. Conclusion
	11.  Author’s suggestions for policy
	12. References

	Chapter 11 Women’s cancers
	1.  Key statistics
	2.  Overview
	3.  Ovarian cancer
	4. Uterine cancer
	5.  Authors’ suggestions for policy to address uterine cancer
	6.  Cervical cancer
	7.  Conclusions
	8.  Authors’ suggestions for policy
	9.  References

	Chapter 12 A human rights approach to women’s health
	1.  Overview
	2.  Development of human rights
	3.  Right to life
	4.  Liberty and Security and Freedom from torture, cruel, inhuman or degrading treatment or punishme
	5.  Access to a standard of living adequate for health
	6.  Access to healthcare
	7.  Benefit from scientific advances
	8.  Conclusions
	9.  References

	Acknowledgements



