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Praise for Diane Danzebrink and Making Menopause Matter

‘As a specialist in the field, I have read several menopause books and I can honestly say that this book ticks all the boxes! Although primarily intended for the public, I would also not hesitate to recommend it as essential reading to my colleagues.’

Professor Nick Panay FRCOG, Consultant Gynaecologist with a special interest in menopause

‘Absolutely amazing, and a must-have tool to help navigate the world of menopause for everyone regardless of age or gender.

Emma Norman Co-founder of Lichen Sclerosus and Vulval Cancer UK Awareness

‘Making Menopause Matter is more than just a guide; it’s an empowering ally for women who are ready to tackle menopause head-on.

Catherine O’Keefe, Founder, Wellness Warrior

‘From one of the original menopause campaigners, this book offers a human and compassionate helping hand that will guide you through the complex world of menopause.’

Fiona Clark, Founder, Harley Street Emporium

This guide contains everything you need to know about menopause and I sincerely hope that it ends up in the hands of millions of people around the globe.

Dr Zoe Hodson

‘This book is the absolute bible for any woman who is having hormone issues. It is a book that I as a British Menopause Society specialist and PPMC trainer will be recommending to my mentees and patients to read.’

Hazel Hayden, RGN NMP, BMS accredited specialist

‘This book belongs in every home, every school and every workplace - essential reading for all! If you are a woman, work with a woman or love a woman, pick this book up now, devour it and pass it on.’

Katie Taylor, Founder and CEO, the Latte Lounge

‘This book is packed with wisdom, knowledge and practical advice. It will become a reliable and trustworthy companion to guide you through your menopausal years.’

Dr Mandy Leonhardt, GP and Menopause Specialist

‘Diane Danzebrink is an absolute powerhouse within the menopause conversation; I’m delighted to see her publish this book, which blends her own experiences with information, advice, and a no-nonsense campaigning approach.’

Sarah Graham, Journalist and author

‘This book tackles the myths and misinformation surrounding the menopause, giving practical advice on what can, may and won’t help to women of all ages.’

Dr Juliet Balfour, GP and Menopause Specialist

‘Diane is the UK’s matriarchal grassroots menopause campaigner. This book provides the ultimate reasons why and how menopause really does matter.’

Dr Sarah Ball

‘This book should be on the recommended reading list for every medical school, and in every hospital library! It quite literally covers everything you need to know.’

Dr Alison Macbeth, GP, Menopause Specialist and Breast Care Doctor

‘Within the pages of this book you will find everything you need to know, from symptoms and treatments to how menopause is viewed in society and what we can do to educate ourselves and support others.’

Rachael Edgerton, mentor and campaigner

‘The book also gives you a complete evidence-based guide to all things menopause as well as exploring the impact of menopause on both the workplace and relationships.’

Kate Pleace, Women’s health specialist nurse, and nurse lecturer

‘Through the pages [of this book], what unfolds is the rich tapestry of menopause experiences, revealing many realities often overlooked by the media. This book is not just a read; it’s an enriching experience that could mirror your own journey and those of countless others.’

Amantha King, Workplace Menopause Consultant

‘Diane has written an essential guide that is relatable and is brimming with easy-to-follow advice and guidance, with all the information you need from physical and mental health, through to post-menopause and beyond.’

Jinty and Lou, ‘Womenkind Collective’ Podcast

‘Diane Danzebrink’s book stands out amongst menopause guidance literature. What a woman! We’re so lucky to have her wisdom, care and passion to make menopause matter.’

Dinah Siman, Menopause Pilates Expert

‘I have stopped being surprised by what Diane achieves but continue to be inspired by it.’

Dr Jacqueline Boden, GP and menopause specialist

‘A brilliantly honest and empowering book from menopause trailblazer Diane Danzebrink. A must read for anyone going through menopause and for those around us, too.’

Karen Newby, Menopause Nutritionist

‘With great skill, Diane translates the evidence and guidance into a language that can be understood by all.’

Dr Alice Duffy, Founder/Medical Director, Health In Menopause

‘No one wants to be alone navigating menopause, and now you don’t have to.’

Clare Baumhauer, Co-founder of Lichen Sclerosus and Vulval Cancer UK Awareness

‘A realistic and sometimes poignant read. An essential guide for everyone to learn about this important transition in women’s life – symptoms, treatment options and support.’

Dr Aziza Sesay, GP, GP educator, Honorary Senior Clinical lecturer, host, speaker and health content creator

‘An absolute must read! A wonderful resource that I highly recommend to anyone entering their perimenopause years and beyond.’

Natalie Anderson, actress and founder of The Capsule

‘This book is going to help so many people and is essential reading for everyone because menopause does not just affect the person going through it, it impacts upon partners, children, family, friends and work colleagues.’

Sam Evans, co-founder, Jo Divine

‘Diane Danzebrink has been a terrific support and source of knowledge and advice for our club. Her unrivalled knowledge and personal experiences make this book an absolutely essential read.’

Dave Messenger, EDI Lead, Watford Football Club

‘Diane has played an enormous role in driving forward awareness and support on the menopause. Her book is a part of that, and another reason why Diane is such an important voice.’

Colin Murray, Radio and television presenter

‘Diane is just, quite simply, brilliant. This book covers everything you need to know and didn’t know you needed to know. Keep going, Diane, you utter legend!’

Babs Michel, Radio presenter and producer
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Foreword

I first heard Diane speak on television after the launch of the NICE guidelines on menopause care in 2015. She was right – this was going to prove a watershed moment in the menopause revolution, and it was the first time that healthcare professionals had a guidance document which clearly explained the benefits and risks of various interventions that were relevant for optimizing health and quality of life after menopause. In hospitals and clinics, we certainly started seeing an increase in numbers of women and the healthcare professionals who look after them seeking advice regarding menopause-related health issues and consideration of hormone replacement therapy. Of course, as Diane explains in this book – having the guidance is one thing and implementing it effectively across the country is another. We still have a long way to go.

Diane has been campaigning tirelessly for making menopause matter for almost 10 years. For me, she started the modern menopause revolution which has now transformed the way menopause is talked about in the UK, and is fast spreading across the pond to the US and the rest of the world. Diane has a personal story of a difficult menopausal transition and it’s the desire to not let that happen to anyone else which is the driving force behind the massive work she has put into helping others get through this phase without the challenges she faced. Very few people have the will and courage to come out of their comfort zone and go the extra mile for a cause that will change the lives of many millions in a better way but Diane has certainly done that.

My next interaction with Diane was on social media. It was a picture I shared (wearing the famous #MakeMenopauseMatter T-shirt) for her campaign. The campaign launched in Westminster with cross-party support in 2018 and has been covered extensively in the UK in print and electronic media. It has already achieved several of its aims and continues to push for menopause training as a mandatory part of GP/family doctor education, as well as a national public health campaign for menopause.

Diane has created an online menopause support community (The Menopause Support Network) which supports thousands of women looking for help and advice related to menopause. This is a vital resource and one can get the sense of how much women appreciate this by reading some of the positive comments and feedback that the service receives.

In the first seven chapters of this book, Diane introduces the reader to the physiology of menopause – what happens to the hormones, how this affects almost every organ system in the body from head to toe, the clinical symptoms/signs and the various lifestyle, non-hormonal, alternative and hormone therapies available to optimize quality of life and protect long-term health. She explains the differences between natural and medically/surgically induced menopause, and dedicates a whole chapter to the much less talked-about subject of genital and urinary changes of menopause. She discusses the various psychological effects of hormone changes including the brain fog and mood fluctuations and how to address these – a subject so close to her heart.

Hormone replacement therapy has received more press than any other medication I can remember! After the negative headlines that followed publication of results related to HRT from large studies in 2003, it has taken 20 years to dispel some of the myths and confusion that were created at the time. Currently, research suggests that for most women below 60 without any major background medical issues, the benefits of HRT outweigh the risks. HRT can be life transforming for some, but others may not wish to take or continue HRT for personal or medical reasons. As discussed in the HRT chapter, treatment individualization remains the key.

The next eight chapters of the book are where Diane talks to her reader as a close friend or a relative, sharing experiences and useful advice about navigating menopause and balancing the transition alongside work – life balance. She describes the aftermath of the publication of the NICE guidelines and distribution of current care related to menopause (public/private). She talks through how to assess the various clinical interventions available, and common pitfalls to avoid. The impact of menopause in the workplace is huge and Diane reveals some staggering statistics which clearly show the adverse impact of symptoms and hormone changes on work performance and career progression for many women. She discusses strategies to avoid such problems and brings her experience of working with organizations or employers to the table. There is plenty that can be done to improve their understanding of menopause, and better support employees who are experiencing symptoms.

There are mixed messages and conflicting reports related to menopause from individuals and healthcare professionals across the print and electronic media, and from time to time studies are highlighted for their conclusions in a sensational way. It is important to read, understand and analyse such stories carefully before reacting to them. One of the book chapters focuses on why it is important to look at the source of the evidence and do one’s homework before considering any interventions suggested.

Every individual’s menopause journey is unique, and currently there is underrepresentation in health strategies and research studies when it comes to individuals from certain ethnicities or gender backgrounds. As Diane explains, it is vital that we don’t leave anybody behind, and that everyone gets a voice and access to good care. The current gaps in the discourse around menopause necessitate awareness and education for all individuals, particularly medical professionals, and menstruating individuals themselves, so that equitable and inclusive healthcare becomes a reality. Menopause can also impact every family member in a household (directly or indirectly), and having a supportive family goes a long way in helping navigate a difficult transition – as shown by the shared experiences from families in Chapter 12.

The landscape of menopause revolution is constantly changing. Businesses have also sensed an opportunity in the billion-pound menopause market. Whether it is clinics offering consultations, or coaches offering guidance, or companies offering products (from skin care to clothing to supplements to electronic devices) – the list keeps increasing… Diane, however, cautions against this. She reminds us that those of us who are part of this menopause revolution must make sure that commercialization does not overshadow the science and the compassionate evidence-based menopause care and support women need. Diane continues to strive for universal and easy access to such care for as many women as possible through her campaign and support community, and it is this commitment to women in need of support that sets her apart from many others.

Progress continues, and Diane and the team have come up with a user-friendly booklet on understanding menopause now adopted by the government and a film, Cycle of Change, that serves as a starting point for menopause conversations, be it among family members, friends or in the workplace. As this book is getting ready for publication, I am looking forward to the setting up of the Menopause Research and Education Fund charity of which Diane is a co-founder; we aim to support research into menopause and scientific evidence-based education for healthcare professionals in future. We have successfully delivered the first MREF course for over 200 health professionals this year.

As a personal and corporate consultant, public speaker, educator, and menopause activist, Diane agrees that a lot has been achieved in the past decade but there is plenty more to do when it comes to ensuring universal easy access to support and good healthcare for women seeking help during the menopausal transition. The final chapter of this book looks at what lies ahead and the challenges that will need to be overcome to make menopause matter (saying it Diane’s way!).

Professor Vikram Talaulikar
Specialist in Reproductive Medicine and
Associate Professor in Women’s Health,
University College London


About the author

Diane Danzebrink is passionate about menopause and mental health, and she is on a mission to improve education, information, care, and support for everyone. A personal and corporate consultant, public speaker, educator, and activist, she is the founder of the purpose-over-profit organization Menopause Support and has led the call for better menopause care and support in the UK with her national #MakeMenopauseMatter campaign. The campaign has been instrumental in ensuring that menopause has been added to the Relationships and Sex Education (RSE) curriculum for schools in England and that all medical students will learn about menopause from 2024.

At the age of 45, surgery to remove both of her ovaries plunged her into surgical menopause. Without the safety net of the right information or support, this had a devastating effect on her mental and emotional health, which took her to within moments of taking her own life.

Reflecting on her experience, Diane wondered whether it was unique or whether others were struggling as she had. She discovered, via her research, that there were countless others suffering in silence. Angry and frustrated, she pledged that, if she ever felt like herself again, she would do something positive to change the menopause landscape for the future.

Her own mental health crisis made her acutely aware of just how difficult it can be to navigate the confusing worlds of menopause and mental health without the right help and support. As a result, she decided to combine her professional therapy skills and experience and nurse training in menopause to focus on providing support to help others navigate menopause and mental health.

Widely recognized as a trusted voice of reason, advisor, and purveyor of practical, common-sense advice, guidance, and support to individuals and organizations, and more widely via her public speaking, writing, and social media channels, Diane has spoken at many conferences dedicated to all aspects of menopause and mental health for both the public and healthcare professionals, including giving the closing keynote speech at the British Association for Counselling and Psychotherapy 2019 Private Practice conference and hosting the menopause and mental health stage at the This Can Happen conference in London.

Diane is regularly invited to comment on menopause and mental health in the media. She has appeared on BBC Breakfast, This Morning, Good Morning Britain, Loose Women, and Lorraine and other BBC, ITV, Channel 4, and Sky News programmes. She can regularly be heard discussing menopause and mental health on the radio and has written about menopause for both the Daily Telegraph and the Guardian and has featured in Japanese Vogue and on Japanese and Australian TV news, helping to take the conversation global. Diane has contributed to several books about menopause and mental health and wellness.

This is her first book; it won’t be her last.


Author’s note

Menopause will affect approximately half of the world population, the vast majority of whom are biological females who identify as women. There is little research available on many aspects of the menopause experience because, as with so much of women’s health, it has been ignored and disregarded for centuries. The research and studies that are available focus on the experience of biological females who identify as women and, as my experience over the past ten years has been in supporting females who identify as women, I regularly use the term ‘women’ or ‘woman’ throughout the book.

Menopause is an individual experience and it’s important to recognize that there are those born female who identify as trans men or non-binary. Some of those people may also experience the menopause transition. This is another area of healthcare that requires urgent attention and good-quality information resources to ensure that everybody has the right help and support to help them navigate menopause. Until those much needed resources are available, I hope that the information in this book will be helpful to everyone.

While menopause is one of three phases of the perimenopause to post-menopause transition, it is also the general term commonly used to describe the entire transition. I explain the phases in Chapter 1. I use ‘menopause’ as a general term throughout the rest of the book.


Introduction

Early in 2012, as winter gave way to spring, I hadn’t given menopause a second thought.

Twelve months later it had almost destroyed me.

Total hysterectomy surgery including the removal of my ovaries, fallopian tubes, womb and cervix, due to suspected ovarian cancer, plunged me into surgical menopause overnight. Less than 48 hours after my surgery I was discharged from the hospital with no advice or information about the potential impacts of surgical menopause and no follow-up appointment (I never was invited back for a follow-up appointment with the gynaecologist, or anyone else for that matter). I was simply told to go and see my GP in a few weeks’ time if I felt I needed to.

I had absolutely no idea at that point that my surgery was not, in fact, the end of my problems but the precursor to the most distressing but ultimately transformative period of my life.

Surgical menopause without the right information and support had a catastrophic effect on my mental and emotional health. During the weeks following my surgery I felt that I was doing well, but then things went very wrong very quickly. I seemed to lose my confidence overnight. I was crippled with anxiety, sleep was intermittent at best, and I became increasingly irrational and very frightened. I had never experienced anything like it before and felt as though I had fallen off the edge of a cliff into a deep dark abyss with no way out, where each day felt darker than the last and dragging myself through them felt like wading, chest deep, through treacle.

As the weeks turned into months the future looked bleak, I felt useless, hopeless, and worthless. I had no idea where the real me had disappeared to; I had lost my joy. I felt sad, frightened, and lost; I was unrecognizable, a husk of the woman that I used to be. What made all this worse was that I have always been the person that others come to for support and advice. The strong, sensible, level-headed friend who can always be relied upon to be a common-sense voice of reason who could help find a solution to any problem. Somewhere along the line I had become a shadow of the real me, and I had no idea how I would ever find her again. Despite having supportive family around me, I felt increasingly desperate and alone.

I began searching online, often in the early hours of the morning, when I couldn’t sleep, to see if anyone else felt like me and shockingly I found thousands of women saying things like ‘Please help me, I think I am going mad’, ‘I feel so alone’, ‘I feel so lost’, ‘I don’t know where to turn’… On one occasion I remember seeing a comment from a man that simply said, ‘Can somebody please help me, I think my wife is going mad.’ That comment made me weep as I watched my poor exhausted husband sleeping beside me. He had taken on sole responsibility for everything in our lives as my mental health deteriorated, and I wondered if that was how he felt watching the woman he knew and loved fall apart in front of his eyes.

One morning, several months after my surgery, I woke from another torturous night filled with anxiety and panic. I got up and looked out of the window on to what felt like an increasingly dark, scary world and thought to myself: if this is my life now, I can’t do this anymore. Later that day a little dog called Henry saved my life – but more on that later.

Having admitted to my husband that I had come within moments of taking my own life, unbeknown to me he took immediate action and within hours I was sitting in front of a doctor. Fortunately for me not only was she kind but she was also knowledgeable. She took the time to explain to me that removing my ovaries had caused rapid depletion of my oestrogen and that for some people that could have an effect not just on their physical health but on their mental health too. She told me that she could do something to help by prescribing hormone replacement therapy (HRT). Initially I was reluctant as I had heard and read worrying things about HRT, but again she took the time to calm my fears and explain the latest facts and safety information.

I began sticking a little oestrogen patch to my thigh twice every week. It wasn’t a miracle, and it didn’t work overnight, but slowly and surely a chink of light appeared in the dark scary world I had been living in. The relief of realizing that there might be some hope for the future was swiftly replaced by anger. Why had nobody taken the time to give me any information prior to my surgery? I was reminded of all the messages that I had read online in the early hours of the morning when I was desperately searching for answers.

My experience, and my search for the right help and support, led me to ask how it could possibly be that, if menopause was going to happen to at least half of the world’s population, why was it still so poorly served. In one of my more rational moments, I remember telling my husband, ‘If I ever feel like me again, I’m going to make damn sure that I do something to change this.’ It was in that moment that the die was cast for my future, even if at that point my own recovery was far from complete.

Further research made it glaringly obvious that menopause and women’s health concerns have been ignored, misunderstood, and ridiculed throughout the world for far too long, resulting in a host of hidden costs. While menopause is something that will directly affect approximately 50 per cent of the world population, it is equally important to recognize that it will indirectly affect the other 50 per cent of the population at some point in their lives, too. Those experiencing menopause and those who know and love them were, and still are, being failed by a basic lack of education, information, guidance, and support. This book aims to correct that.

I had no idea about any of this before menopause came crashing into my life. Prior to my experience I thought that menopause happened to women in their fifties and consisted of a few hot flushes and no more periods. My experience has led me to investigate why so many have been left to suffer in silence for so long, to consider what needs to change, and to devote myself to ensuring that this travesty is not allowed to endure unchallenged and unchanged.

I have spent many years professionally supporting others with their emotional health and wellbeing, but it was not until my own experience of surgical menopause that I realized just how important hormones can be to both physical and emotional health and wellbeing. As a result of that insight, I have spent the past few years specializing in supporting those experiencing menopause, and some of their partners too, and working to improve menopause education, information, care, and support for all. This has driven me to raise my voice and encourage others to do the same by leading a national campaign for better menopause care and support on behalf of everyone who will experience menopause whether directly or indirectly.

This book is a deeply meaningful step forward for me in my mission to ensure that everyone has access to the information that they need, when they need it. This has been written for everyone. Whether you will experience menopause personally or are the husband, wife, partner, son, daughter, brother, sister, friend, wider family member, employer, or colleague of someone who will, or you are teaching this subject to your students, this guide has been written for you.

In the following chapters you will find information about what menopause is, when it happens, and why it happens. There is also a comprehensive look at the physical, cognitive, and psychological symptoms of menopause. This is followed by information about things that you can do to help yourself or that you can encourage others to consider. Hormone replacement therapy is a subject littered with myths and misinformation, and I aim to clarify those for you and to help you find the right professional support.

The menopause landscape has changed dramatically since I began campaigning for better care and support – it has become big news and big business – so I tackle that in Chapter 10 and provide guidance to help you navigate what can be a tricky place. Menopause and work and menopause and relationships are key themes for many during this transition, which is why I have dedicated a chapter to each of these subjects. As we draw towards the final chapters I focus on the important subject of menopause and beyond because – spoiler alert – there is an awful lot of life to be lived post menopause. Finally, I share with you why we must #MakeMenopauseMatter for everybody. Following my final word I have shared resources which I hope will help everyone. Two appendices provide useful symptom checkers.

This is the book that I wish someone had handed to me prior to my surgery. It’s the one that I always promised myself that I would write to ensure that nobody else felt as unprepared for menopause as I did. My own experience has changed my life, and in the pages of this book I have tried to share everything that I have learned along the way, both personally and professionally, to help you understand all aspects of menopause that you might encounter as you approach and navigate this time in your life in the right way for you, or to support somebody you know to do that.

Improved knowledge leads to greater understanding and empowerment, which is the path to better health, care, and support and, ultimately, more kindness and compassion, and that, dear reader, would surely make the world a better place for us all.


1

Menopause: what is it and why does it happen?

Well, it can be confusing.

Literally, the word ‘menopause’ means the end of monthly periods. Medically, it is defined as 12 consecutive months without a period. However, it is also the general term used to describe the time in a woman’s life when she may experience the onset of symptoms related to changing hormone levels. There are three stages of the menopause transition. The first stage is known as perimenopause and often begins in the early to mid-forties, and for some earlier. This is followed by menopause and finally post menopause.

Many people think of menopause as a time of hot flushes and periods stopping, but for some it can be so much more than that. There is also a misconception that menopause only happens to women in their fifties and that it’s a similar experience for everyone, but this is simply not the case. Not everyone experiences symptoms related to menopause: it’s estimated that approximately one in four has few or no symptoms. However, one in four describes their symptoms as debilitating, having a significant impact on their quality of life. You may hear some people say that they sailed through while others describe a dreadful experience; both are possible, along with everything in between. It’s important to recognize that every experience is different and not to judge the experience of others by our own.

Who experiences menopause?

Anyone born with ovaries can experience menopause. While the vast majority of those will be biological females who identify as women, it’s important to be aware that some transgender men, non-binary and intersex friends, family, and colleagues may also experience menopause, depending on their individual circumstances. Unfortunately, there is still little good-quality information for those individuals and the right help and support can be extremely difficult to access. This is not helped by often long NHS waiting lists to see healthcare professionals who have the right expertise. I hope that some of the general principles of this biological and social transition will be helpful to anyone reading this. I have included what I hope will be helpful information resources towards the end of the book.

What is perimenopause?

Perimenopause is the first stage of the menopause transition and means ‘around the time of menopause’. It is a word that many people have never heard and have no idea what it means or when it happens. For many, this stage of life will not begin with the stereotypical hot flushes or periods stopping but with one or more of 30-plus symptoms.

Why does perimenopause happen?

It is estimated that females have around one to two million immature eggs (oocytes) in their ovaries at birth but by the time they reach puberty that number has drastically reduced to around three to four hundred thousand. Only a tiny number of these eggs will ever mature. Perimenopause begins when the ovaries start to run out of eggs. As the number of eggs decreases, the associated hormone levels of oestrogen and progesterone become more erratic, sometimes significantly, and will ultimately fall.

During a normal menstrual cycle, a part of the brain called the hypothalamus sends a message to another part of the brain, the pituitary gland. The pituitary gland then releases other hormones which act on the ovaries to prompt the release of an egg, a process known as ovulation. If the egg is fertilized by sperm, following ovulation, this may result in pregnancy. If the egg isn’t fertilized, the womb lining is shed, which is what creates the monthly period.

The hormonal changes during perimenopause will result in some symptoms for approximately three out of four women. Those symptoms can come and go and change in frequency and severity; the experience will be different for every individual. As with symptoms the duration of perimenopause can differ significantly, from months to years, but lasts, on average – deep breath, everyone – between four and eight years.

For example, if perimenopause starts at 43 and lasts for eight years the person in question might not be post-menopausal until they reach 51 or 52.


I wish I had known more about menopause and that perimenopause even exists, I could have looked for help sooner, I feel I have lost years.

Lorraine


Perimenopause is often described as a roller coaster, and a look at Figure 1.1 explains why. As you can clearly see, while the hormone levels are declining, oestrogen is continuously fluctuating throughout the perimenopausal transition, sometimes significantly, which means that some days can feel decidedly better than others for those experiencing symptoms.


I wish I had known more about perimenopause. It would have explained a lot of what I was going through at the time.

Maya


Remember that approximately one in four will experience very few, or no, symptoms at all during perimenopause.

[image: A graph to show oestrogen and progesterone levels during premenopause, perimenopause, menopause, and post menopause.]

Figure 1.1 Oestrogen and progesterone levels through a woman’s life

Why might menopause happen earlier?

Premature menopause – also sometimes referred to as premature ovarian insufficiency, or POI – is when periods stop permanently under the age of 40. There are several potential causes of premature menopause, and it is thought to affect approximately 1 in 100 under 40, 1 in 1,000 under 30, and 1 in 10,000 under the age of 20. While the terms ‘premature menopause’ and ‘POI’ are often used to mean the same thing, they are different. Premature menopause is a permanent state where a spontaneous natural pregnancy is no longer possible. By contrast, it is estimated that approximately 5 per cent of those diagnosed with POI may go on to conceive naturally.

When menopause occurs under the age of 40 without surgery or medical intervention, although it can happen for a variety of reasons, in approximately 90 per cent of cases it is described as ‘idiopathic’, which really means doctors just don’t know why it has happened.

Some of the known causes of POI are autoimmune diseases. An autoimmune disorder is caused when the immune system, which is usually protective, mistakenly attacks the body’s own tissues.

There are also some genetic causes, such as Turner syndrome, which is a condition where one of the X, or female, chromosomes is missing or incomplete. Genetic causes of POI are more common in those who have a family history of premature menopause or in those who have never started their periods.

In some rare cases infection has been found to be the cause of POI.

Premature menopause can also be caused by the surgical removal of the ovaries or by medical treatment which changes ovarian function. This is also sometimes called iatrogenic POI.

A diagnosis of premature menopause for any reason can be devastating for some and should be carefully supported and counselled. For those faced with a diagnosis without a clear cause this can compound the feelings of devastation and can be very difficult to navigate without the right emotional support as Hayley so clearly explains:


Back in 1995 at the age of 14 I was diagnosed as post-menopausal. I started my periods at the age of 12, but they stopped at 13 and I began experiencing horrendous night sweats and hot flushes while trying to concentrate at school. I struggled to explain how I felt to my mum. All I could say was that I felt weird. A blood test and an ultrasound confirmed I had one ovary and that it had no eggs in it and that I needed to start HRT immediately. I was told this would protect me from osteoporosis and that I would have a monthly bleed to keep my womb working in case I was to try IVF later in life and I was sent on my way.

That was my aftercare. No help, guidance, or support – I was just left to deal with it alone. It was very tough at times, especially when I kept presenting to my GP with what I now know as menopausal symptoms, and he dismissed me, making me feel like I was some sort of hypochondriac. There was never any link made with my premature menopause.

Friends announcing pregnancies was difficult as it reminded me of what I unable to have. I couldn’t help but feel that I had failed as a woman. In 2020 I decided to stop hiding. It took me years to find the courage to speak out, but since I have felt in control of my life for once. I am learning more every day. Finding your ‘tribe’ on social media platforms makes you realize you are not alone. Together we are stronger.


If you or someone you know under the age of 40 has experienced irregular periods or periods stopping altogether for at least four months (known as amenorrhoea), and/or has symptoms such as hot flushes, night sweats, vaginal symptoms, or fatigue, it’s important to seek medical advice. Diagnosis can take time as some symptoms can be attributed to other conditions and not all medical professionals are familiar with POI. Unfortunately, some women will only receive their diagnosis when seeking help for ongoing fertility concerns.

Diagnosis of POI usually begins with your doctor, who should initially run two blood tests approximately four to six weeks apart to measure your follicle-stimulating hormone (FSH). Two blood tests, at the right time, indicating FSH levels above 30 is usually sufficient to make the initial diagnosis and initiate a referral to a clinic specializing in premature menopause.

Those diagnosed with premature menopause are faced with a stage of life that they might not have even thought about and one that their mothers may not yet have experienced. Serious consideration should be given to both the physical and psychological aspects of premature menopause as for some they will be coping not only with the diagnosis of premature menopause but possibly another health condition or illness which has precipitated premature menopause and the prospect of loss of fertility.

The teenage years can be tricky enough without having to manage menopause, so whether it happens because of treatment, or surgery, or periods never starting or stopping soon after starting, the combination of being a teenager and in premature menopause can be overwhelming. The youngest person I am aware of who has experienced premature menopause was just 12 years old, and the youngest woman I have personally supported was just 17. While girls and women as young as this are rare, the figure of one in 100 means that women under 40 experiencing premature menopause are certainly not. If you or somebody you know has been diagnosed with premature menopause, there is an excellent charity project called the Daisy Network which offers information and support to those diagnosed with premature menopause. I also highly recommend reading The Complete Guide to POI & Early Menopause by Dr Hannah Short and Dr Mandy Leonhardt.

It is vital that those diagnosed with premature menopause are correctly advised about hormone replacement therapy, where appropriate, at least until the average age of natural menopause as advised by national and international menopause societies. Replacing hormones is not only important to help to manage symptoms but also to help to protect long-term health. Women can choose to replace hormones using the combined contraceptive pill, which younger women may find more acceptable, or HRT. The few small studies that have compared the two options suggest that HRT may provide better bone and heart protection.

The key is to ensure the right package of care and support for everyone, individualized to their needs, and it’s important to ensure that partners, parents, or carers are included and supported, too.

Early menopause is the term used to describe anyone who has experienced the complete cessation of periods for any reason, natural menopause, surgical menopause, or medical menopause between the ages of 40 and 45. It is important for those affected by any of the following to be aware that it is possible that they could experience early menopause; autoimmune disorders such as Addison’s disease, genetic conditions like Turner syndrome, or if diagnosed with Down’s syndrome or HIV. For those who smoke or have had a hysterectomy (their womb removed) these could both possibly induce an earlier menopause than the national average.

It’s also worth knowing when your grandmother and mother experienced menopause because, if it was early, yours could potentially follow the same pattern.


[image: image] Like premature menopause, women in early menopause must be offered factual, up-to-date information about why they should seriously consider supplementing their hormones, where appropriate, to protect their long-term health at least until the average age of menopause, which is currently between the ages of 51 and 52 in the UK.



Surgical menopause, which is what happened to me, occurs when both ovaries are removed; this is called bilateral oophorectomy. My surgery was due to suspected ovarian cancer, but bilateral oophorectomy is performed for a variety of reasons including severe endometriosis, premenstrual dysphoric disorder (PMDD), and ovarian cancer. Those women who have altered BRCA1 or BRCA2 genes are at a significantly higher lifetime risk of developing breast or ovarian cancer and may decide to have their ovaries removed to reduce their risk. Some female to male transgender patients may also undergo bilateral oophorectomy under the care of a specialist consultant.

Surgical menopause means that hormone levels fall rapidly, as there is no transition of months or years from perimenopause through to post menopause; it happens at the time of surgery. This can be very tough indeed, and for me it felt brutal, but it’s certainly not the same for everyone. Unfortunately, I didn’t get the right advice and support before or after my surgery, but I truly hope that once you have finished reading this book you will feel empowered to know what you should be able to expect, the questions you need to ask, and how to access the care and support that you deserve.

As you will understand as you read on, sex hormones are about so much more than periods and pregnancy; they affect the whole body. Having most of your oestrogen and a significant amount of your testosterone disappear almost overnight, prior to the age of natural menopause, can have significant physical, cognitive, and psychological effects in the short term and major health implications in the long term.


[image: image] It is vital that anyone scheduled for surgery that will result in surgical menopause must be thoroughly counselled and informed about the management options for potential symptoms.



I will always remember an email I received from a woman seeking support after surgical menopause who wrote: ‘I feel like I have been gutted like a fish and abandoned to flail around helplessly.’ In my opinion not providing these women with the right information and support before and after surgery is medical negligence and deserves to be challenged.

The type of surgery will very much depend on your diagnosis and whether you are having your womb removed too. I had abdominal surgery for a total hysterectomy with bilateral salpingo-oophorectomy (TAH/BSO), which means womb, cervix, fallopian tubes, and ovaries, all removed by making a vertical cut between my belly button and the top of my pubic bone. Hysterectomy terminology can be confusing, so I have outlined the terms below as detailed on the NHS website:


	Total hysterectomy – the womb and cervix (neck of the womb) are removed; this is the most commonly performed operation.

	Subtotal hysterectomy – the main body of the womb is removed, leaving the cervix in place.

	Radical hysterectomy – the womb and surrounding tissues are removed, including the fallopian tubes, part of the vagina, ovaries, lymph glands, and fatty tissue.



As I said my surgery was performed abdominally with a vertical incision, but that decision was taken based on my personal diagnosis and on the fact that I already had a pretty ugly scar there from previous surgery. I have spoken to many other women who have a horizontal scar between their hips just above the pubic bone. Other possibilities could be laparoscopic, or what is more commonly known as keyhole surgery, where the womb and/or ovaries are removed via several small incisions in the abdomen, or a vaginal hysterectomy, which involves a cut being made in the top of the vagina to allow the organs to be removed.

It is vital that patients understand, if they wish to, exactly what will happen during their surgery and that they are given the opportunity to discuss all options and concerns and ask any questions that they have prior to their surgery.

Tragically, I still hear from, and speak to, women who were advised to have a hysterectomy and either didn’t know that their ovaries were being removed too, or were told that their ovaries would be removed along with their womb, but were not given any explanation of why. I have also spoken to women who don’t know whether their cervix was removed during their surgery. It is vital that everyone knows that, if the cervix remains, regular cervical screening appointments will still need to be attended. Decisions about HRT treatment, if chosen, also need to take into account whether the cervix has been removed or not.

I have counselled several women in their thirties who have had a hysterectomy and kept their ovaries, but who, after several months, have started to experience symptoms similar to those experienced during perimenopause. When seeking advice from their doctors they had all been told that their symptoms had no connection to their hysterectomy. On all those occasions I encouraged those women to ask their doctors to check their hormone levels to see if there could, in fact, be a connection, as I had heard from menopause specialists that it was possible. While researching for this book I came across a passage in a book called Screaming to be Heard: Hormonal Connections Women Suspect… and Doctors Still Ignore, by Dr Elizabeth Lee Vliet, originally published in 1995. In it she refers to an important study done in the 1990s:


Women who have had a hysterectomy without removal of the ovaries do typically, however, have an earlier menopause. This is believed to be due to interruption of the blood flow to the ovaries during surgery. Dr. Philip Sarrel from Yale Menopause Center published a study in the 1990s showing that 25 percent of women will have loss of ovarian function within three months of having a hysterectomy even though only the uterus (womb) is removed. He found that by three years after removal of the uterus, about 60 percent of women will have menopausal levels of ovarian hormones and show a marked decline in estradiol.

It is crucial for you to know this because most doctors don
























Getting to know the hormones




What does oestrogen do?



	Oestradiol (E2) is the primary type of oestrogen produced prior to menopause.

	Oestrone (E1) is the primary type of oestrogen produced in post menopause.

	Oestriol (E3) is made in significant quantities in the placenta during pregnancy.










What does progesterone do?



What does testosterone do?


What is the medical meaning of menopause?



What is post menopause?


When does menopause happen?




How is menopause diagnosed?






	Perimenopause – the first stage of the menopause transition

	Menopause – 12 consecutive months without a period

	Post menopause – the years after menopause

	Premature menopause – menopause under the age of 40

	Premature ovarian insufficiency (POI) – occurs when the ovaries stop functioning as they should before the age of 40

	Early menopause – menopause between the ages of 40 and 45

	Surgical menopause – caused by the removal of both ovaries

	Medically or chemically induced menopause – caused by changes or damage to the ovaries, usually as a result of medication, chemotherapy, or radiotherapy
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