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Praise for The Complete Guide to POI and Early Menopause

Women’s health – especially POI and early menopause – has historically not been given the priority it deserves. The stories of the women throughout this elegantly crafted book demonstrate just how important it is to design care around them. Informative and essential reading.

Mr Eddie Morris, Menopause Specialist and former Chair, British Menopause Society

A beacon of hope for anyone facing premature ovarian insufficiency or early menopause – an incredibly important and timely publication from two of the UK’s leading experts in female hormonal healthcare.

Dr Helen Kemp, editor of Surgical Menopause Not Your Typical Menopause

A wonderful resource for conditions that affect countless women, yet don’t receive adequate attention.

Dr Rupy Aujla MBBS BSc MRCGP, founder ‘The Doctor’s Kitchen’

An excellent, concise book. It has so much practical information that as a GP I will apply in my clinical care, and it’s the first to cover cultural aspects around early menopause – making it a standout inclusive book.

Dr Nighat Arif, BBC resident GP, ITV ‘This Morning’ GP

A must-read, with all the information and practical advice a woman could need when faced with POI or an early menopause. But more than that, it offers support, understanding and the empathy that comes from the lived experiences of countless women who have also confronted this under-recognised condition.

Dr Ellie Cannon, GP and Mail on Sunday columnist

Much-needed – an incredible guide and resource for health professionals and people with early menopause alike. As a cancer doctor, this book will provide me with the confidence to discuss issues relating to early menopause more openly, with a trusted, evidence-based and inclusive resource that will support physical and mental well-being using a whole person approach. The professional knowledge and personal experience that Hannah and Mandy have captured is unique, important and makes this book exceptional in its scope and reach.

Dr Shireen Kassam, Consultant Haematologist and Lifestyle Medicine Physician

Bloody Marvellous! An outstanding piece of work clearly written with great care and attention to detail. Informative and insightful, a true labour of love. Brava Hannah and Mandy, this will help so many.

Diane Danzebrink, Therapist, Speaker, Educator; Founder of ‘Menopause Support’ and the #MakeMenopauseMatter campaign

If you want to know everything about an early menopause, then this is the book for you. Written by two women who are brilliant doctors, with easy-to-understand explanations and sound evidence-based advice. As one of the authors experienced an early menopause first-hand, the book offers valuable insight into a condition that is still poorly understood. I highly recommend it.

Dr Bella Smith, GP Partner (@thedigitalgp; @thewell_hq)

An excellent comprehensive resource not only for women in early menopause, but anyone in the women’s healthcare field. The topics covered will empower women to make informed decisions and advocate for themselves in a health care system that is often lacking the complete picture regarding the impact that the loss of female reproductive organ functionality has on overall physical and mental health.

The Surmeno Connection

This book is so in-depth, offering all the information, clinical evidenced research, practical advice and helpful tips that anyone who has POI or is going through early menopause, their partners, family members and friends will need to lead happy, healthy lives. It should be on the reading list of every medical school and in every GP practice – such a valuable resource for both patients and healthcare professionals.

Samantha Evans, co-founder of Jo Divine and sexual health and pleasure expert

For millions of women, early menopause is often misunderstood, misdiagnosed and they are left feeling abandoned with their symptoms. This fantastic resource from two of my favourite doctors will now be my go-to resource and recommendation for my menopause community.

Amanda Thebe, Menopause Coach, Podcast Host and author of Menopocalypse

As someone going through an early menopause due to surgery and chemotherapy, this really is the complete guide for me. With the medical information explained in simple language, a range of helpful tips, and anecdotes from others experiencing early menopause, this will be my go-to guide going forward. I will certainly be recommending this book to others in my situation.

Sara Liyanage, author and founder @tickingoffbreastcancer
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Foreword

The publication of this complete guide to Premature Ovarian Insufficiency (POI) and Early Menopause (EM) is timely because of the unmet need for comprehensive information for sufferers, their family and friends. The guide should also be essential reading for the general public, policy makers and employers. Healthcare providers will also derive benefit from reading this guide; it will help them to fully understand these conditions from their patient’s perspective. The information is brought to life by the many quotes from women who have suffered with both spontaneous and medically induced POI and EM.

As a specialist who has devoted his entire professional career to helping women with POI and EM, I am very aware that there is still much work to be done to optimize the efficient and effective diagnosis and management of these issues. The authors have the expertise to write about this subject in an authoritative way, but have also clearly spent a huge amount of time doing the background research required to deliver the most up-to-date, evidence-based information. They have skillfully delivered this information, which is complex at times, with great clarity, thus making it easy for the reader to assimilate the salient points and use this to their individual advantage. Time is spent setting the scene by clearly explaining terminology, the physiology of the reproductive cycle and what goes wrong when menopause starts early, either spontaneously or due to medical interventions. The next chapter explains the symptoms and signs of POI and EM. Early reporting of menstrual irregularities and ensuring good diagnostic acumen of healthcare providers are key take home messages in the guidebook; these are the foundations from which POI and EM can be treated efficiently. Timely diagnosis is crucial if needless suffering and complications are to be avoided.

There are extensive chapters on hormonal, non-hormonal and lifestyle approaches for managing the symptoms and potential consequences of POI and EM. Despite the information being detailed, it is presented in such a comprehensible way that every person with POI and EM should be able to easily find facts relevant to their scenario and needs, which will ultimately facilitate their individualized care. The authors emphasize that there is no such thing as one size fits all; whilst hormone replacement is the backbone of management in POI and EM there is a great deal of emphasis placed on the management options for women who cannot or do not wish to use hormones. Hormonal, complementary and pharmacological options are discussed from an evidence-based perspective, carefully weighing the pros and cons, thus empowering the reader to make fully informed choices. This is brought together nicely in Chapter 7, ‘Early menopause from head to toe’, which provides practical approaches and solutions to all the commonly experienced problems of menopause, taking each region of the body in turn, including sleep issues, mental health, breast concerns, weight issues and bleeding problems.

It is well recognized that one of the most emotionally distressing problems of POI and EM is the resulting loss of fertility. This is once again illustrated by a number of quotes and case studies which highlight how devastating it is to have one of life’s fundamental choices, that of family planning, being abruptly taken away. Well-balanced, evidence-based information regarding fertility options in POI and EM is once again expertly delivered by the authors. It is particularly important that false reassurance is not given regarding fertility issues, whilst explaining the realistic options for family planning. This includes adoption as well as in vitro fertilization with donor eggs and highlighting that there is still a small chance of natural conception after spontaneous POI, even on hormone replacement therapy. Research into novel ways of improving fertility, such as stem cell technology, is put into realistic context, so that hopes and expectations are kept in proportion. The chapter on living positively child free is very important as this may be a very appropriate choice for an individual or a couple.

The subsequent chapters focus on redefining self-identity, which may have been shattered by the diagnosis of POI and EM and re-establishing personal, social and professional confidence. The chapter on sexual wellbeing provides a bio-psycho-social approach to effectively identifying and dealing with sexual health problems in a sensitive way, through individualized medical, psychological and practical approaches. An equally important chapter deals with diversity, race issues, ethnicity, culture, religion, LGBT+ and neurodiversity, and provides important information for those with deafness, learning disabilities and HIV.

A supportive network is crucial following the diagnosis of POI and EM. Signposts to important resources such as Daisy Network, IAPMD, NAPS and BMS are provided, as well as highlighting the importance of partners, family, friends and menopause support in the workplace. In my view, this guidebook on POI and EM provides the perfect scaffolding to help individuals rebuild their physical, emotional, social and professional lives following these life changing diagnoses and I highly commend it to all concerned.

Nick Panay BSc MBBS FRCOG MFSRH

Consultant Gynaecologist, Subspecialist in Reproductive Medicine

Imperial College Healthcare NHS Trust and Chelsea & Westminster Hospital NHS Foundation Trust, London

Professor of Practice, Imperial College London

Patron, The Daisy Network

Chair, National Association for Premenstrual Syndromes (NAPS)

Clinical Advisory Board Member, International Association for Premenstrual Disorders (IAPMD)

Past Chair and Council member, British Menopause Society (BMS)
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Authors’ note

This book is a pool of our knowledge, our research, and our professional and personal experiences in the field of premature ovarian insufficiency (POI) and early menopause. In writing this, our aim, from the beginning, has been to inform and empower you, the reader, and we truly hope that there is something here for everyone.

If you have been newly diagnosed, or are simply someone who prefers to keep information on a ‘need to know’ basis, then Chapter 1 (a general overview) may be enough for you right now. In subsequent chapters we also highlight key points in bold and/or summary boxes, which you may find helpful. That said, there will be others of you who are already well versed in the basics and are actively looking for the detail; we have you covered too. In the following pages, we explore a number of sub-topics in depth, focusing on the concerns and questions we are regularly asked by our patients in clinic.

However you have found yourself here, we hope that you find this book a valuable companion as you tread the path of early menopause.

In writing this book, it was very important to us to give an authentic voice to people living with POI and early menopause. The anonymized quotes you find within these pages come from the numerous women who kindly responded to our call to complete questionnaires based on their personal experiences. These quotes are unaltered, other than very occasional light editing for grammar or clarity. Names have been changed, but any underlying cause for their POI/early menopause is stated, if known, together with their age at diagnosis (in brackets).




Introduction


Why early menopause matters

The menopause refers to the end of menstruation, i.e. your final period. This happens when your ovaries stop releasing eggs and, as a result, the levels of your ovarian hormones (oestrogen, progesterone and testosterone) fall.

The average age of menopause in the UK is 51 years, but any time after 45 is considered normal. For most women menopause is a natural process, but for others it arrives far sooner than expected. In fact, it is estimated that around 12 in every 100 women experience a spontaneous early menopause between the ages of 40 and 45, with latest figures suggesting that up to 4 in 100 girls and women experience a premature menopause below the age of 40 (often referred to as premature ovarian insufficiency, or POI). Menopause can even occur during the preteen years; some girls never start their periods at all.


No one is ever ‘too young’ to be menopausal, despite what you may have been told.



In the vast majority of cases no obvious cause for early menopause or POI is found, although it can sometimes run in families. For some, however, it occurs as a result of surgery to remove the ovaries or following medical treatment (e.g. radio- or chemotherapy for cancer). It can also be associated with infection (e.g. mumps), autoimmune disorders (e.g. Addison’s disease), toxins (e.g. smoking) or genetic conditions (e.g. Turner syndrome). Other women may experience an early menopause as a result of having a hysterectomy (removal of the womb), even if they do not have their ovaries removed at the same time.

At the time of writing, it is estimated that well over a million girls and women are affected by early menopause and POI in the UK alone. This is a staggering number when you think about it, and yet the topic is rarely talked about. Thankfully, awareness of issues relating to natural menopause is steadily increasing, and this can only benefit us all. Nevertheless, early menopause and POI deserve special attention; not only is the diagnosis often missed, its symptoms are frequently under-treated, long-term health effects under-recognized and its vast psychological impact ignored, with life-changing consequences.

Being told you are ‘menopausal’ in your teenage years or early 20s can be devastating and cannot be compared with the more natural, and expected, hormonal transition at mid-life. As most teen girls grapple with the already bewildering world of periods, sexual relationships and contraception, those with POI are coming to terms with hot flushes and night sweats that leave them exhausted and unable to concentrate on school work, while vaginal dryness makes riding a bike or sex simply too uncomfortable to contemplate. How do you begin to navigate the world of dating when you are told you may never have children of your own before you have even experienced your first kiss? What do you say to your best friend who asks why you are taking hormone replacement therapy (HRT), just like their mum? The grief and isolation felt by so many with POI is all too real, yet seldom acknowledged. Receiving a diagnosis in your late 20s or 30s can be similarly overwhelming; learning you are ‘postmenopausal’ while undergoing fertility treatment at the age of 42 can leave you blind-sided.

Our hope, in writing this book, is to provide some kind of road map to help you navigate the hormonal and emotional roller coaster of early menopause and POI. Perhaps you are still reeling from a recent diagnosis, wondering where to turn for more information; or you may be the parent of a teenage girl recovering from cancer treatment, keen to understand how you can support your daughter in the years ahead; perhaps you are preparing for surgery which will render you instantly menopausal and want to know what to expect; you may even have experienced your last period decades ago and now, in late-middle age, hope to learn how to improve your health after years of oestrogen deficiency. Our aim is to address each of these concerns, and several you may not have yet considered.

When your ovaries do not function as they should, or have been removed due to illness, or to reduce your risk of such, you lack the hormones necessary for optimal health and wellbeing. Oestrogen is the most important hormone here, but testosterone and progesterone, among others, also play their part. We will explore, in detail, what these hormones are and their individual roles; we will look at the many paths that can lead to the loss of ovarian hormones, and how a diagnosis is made; we will examine why it is, without adequate treatment, that girls and women with POI and early menopause are at an increased risk of heart disease, osteoporosis and dementia, and how you can ensure you are on the correct path to future proof your health; we will explain the importance of HRT in symptom control, your treatment choices if this is not possible for you, and the fundamental role of diet and lifestyle; we will examine fertility options and, conversely, discuss living positively a childfree life. We hope to leave no stone unturned.

Finally, we want this book to be accessible to everyone. We were both born with female sex organs, were raised as girls and identify as women; the vast majority of people affected by POI/early menopause also identify as girls and women, and the discourse around menopause tends to reflect this. However, menopause also happens to people of differing genders who were assigned female at birth (AFAB), including transmasculine, intersex and non-binary people, who identify as neither female nor male. We provide more context in Chapter 14; this conversation includes you too.





1

The lowdown on early menopause
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‘My periods have become irregular, I keep bursting into tears and I’m getting night sweats,’ you say. ‘Could this be the menopause, doctor?’

‘Menopause? You’re only 18 – that’s far too young to be menopausal! You’re probably just a bit stressed … ’ comes the reply.



Menopause … it’s something that happens to your mum – or even your grandmother – right? Something you don’t need to think about until you are nearing 50, surely; your periods start to peter out, you get a bit hot and bothered, and – perhaps – feel a bit cranky for a few months. It’s No. Big. Deal.

That’s what we are told (if, indeed, we are told anything at all) and what most of us have come to believe; after all, many of our healthcare professionals seem to be under the same illusion. However, would it surprise you to learn that spontaneous early menopause (when periods stop between the ages of 40 and 45) affects approximately 12 in every 100 women? Or that, on a global scale, premature ovarian insufficiency, or POI (the loss of ovarian function below the age of 40 – and affecting some girls in their teens and 20s) occurs in over 3 per cent?

In fact, these numbers are likely to be an underestimate: the 12 per cent figure for women in early menopause does not include those who have had a medical or surgical (i.e. induced) menopause, and a 2011 study, from Imperial College London, found that 370 out of 4,968 women had either spontaneous or medically induced POI – a total of 7.4 per cent. The percentage climbs even higher, and significantly so, in certain parts of the world; according to the Indian Menopause Society, in some Asian populations as many as 20 per cent of women are estimated to be affected.

However, knowing that you are not alone does not necessarily translate into feeling less alone. Sadly, many girls and women who experience POI or early menopause can feel very isolated indeed; the myths, societal stigma and shame surrounding menopause further compound this:


Nobody I know of my age is in the same boat so it can feel very isolating, and because many of the symptoms are hidden it becomes like some secret burden that my peers don’t understand.

Kerry, cervical cancer and chemo-radiotherapy-induced POI (32)

I tried talking to a few friends but I felt more of an outsider when I opened up than when I kept quiet. Older friends or colleagues (who didn’t know my diagnosis), who were experiencing, or who had experienced, the menopause already would occasionally joke about their experience and follow it up to me with ‘at least you won’t experience this for a long time’, and I would smile and nod but hurt and feel so uncomfortable that I would not correct them.

My son was less than two years old when I was diagnosed, so I was running around after my toddler when experiencing massive, life-changing symptoms and it was mentally and physically draining/isolating.

Elisabeth, autoimmune POI (31)



At this very moment, you may be feeling alone – and, possibly, even quite scared. If so, please know that this reaction is completely normal and very understandable. To learn that your body is not responding in the way that it ‘should’ is frustrating at best, and frankly terrifying at worst. Many women report feeling bewildered and grief-stricken as a result of their diagnosis, and it is not uncommon to want to block out, or deny, the reality of what is going on:


I was in denial for a long time, so I didn’t do any research or ask for help at first …

… The diagnosis and process of acceptance was very difficult and I had to deal with two kinds of grief at the same time: the children I couldn’t have and the ‘loss’ of normal femininity.

Phoebe, idiopathic POI (32)



However, recognizing your feelings is the first step on the ladder to feeling better and getting the emotional, psychological and medical support you need and deserve. In addition, having a good understanding of what is going on within your body and mind can be both helpful and healing. We are all too aware that many girls and women are not given a clear explanation as to what is happening, or why, and that this only increases the confusion and pain. In the following pages, we aim to address this and demystify POI and early menopause. We hope this helps shine a light in the darkness.


What is going on?

First things first: what exactly is menopause? And why would this come early? To answer these questions, we need to go right back to the beginning and take a look at what happens in our ovaries from birth …
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Figure 1.1 The female reproductive system

The ovaries are two almond-shaped organs that form part of the female reproductive system. They sit on either side of the womb (uterus) in the pelvis and have two main roles:


	to release an egg every month as part of the menstrual cycle (resulting in a period)

	to produce sex-steroid hormones: oestrogen, progesterone and testosterone, which are essential not only for reproduction but also for general health and wellbeing.



At birth, healthy ovaries contain a staggering 1–2 million immature eggs (oocytes), cocooned in small, fluid-filled sacs called follicles. However, by the time puberty arrives, there will only be around 400,000 left; the rest are broken down by a natural process known as follicular atresia. This is something that continues to happen throughout life, with approximately 1,000 follicles being lost during each menstrual cycle; each month only one follicle will actually mature into an egg (ovum) and be released into the fallopian tube – resulting in the process known as ovulation.

Menopause (meno- relating to your menstrual cycle, -pause meaning stop) is said to have occurred 12 months after your final period, or immediately so if your ovaries are removed via surgery; the ovaries are no longer releasing eggs and hormone levels (oestrogen and progesterone, in particular) drop significantly.


Even though my mum had an early menopause in her late 30s and I kept asking if it could be menopause, I was repeatedly told that it was not and that I was too young.

What made it worse was that one of the reasons I kept going back to the doctors (apart from the horrendous symptoms) was because I was unable to conceive.

Heather, idiopathic POI (39)

I was told that I would lose my reproductive organs by my oncologist. He explained everything that would happen. He then added, ‘On the upside you won’t lose your hair with this chemo’. To which I replied, ‘That’s the least of my worries as I don’t think my ovaries will grow back.’

Olivia, colorectal cancer and premature surgical menopause (36)



The average age for menopause in the UK is 51, but any time after 45 is considered normal. You are said to have had an early menopause if you experience your final period between the ages of 40 and 45; the loss of normal ovarian function below the age of 40 is referred to as premature ovarian insufficiency or premature menopause.

But, we are getting ahead of ourselves, so let’s rewind …



Puberty

With the onset of puberty, the brain releases signalling hormones to kick-start the ovaries’ production of oestrogen. In turn, oestrogen triggers the development of secondary sexual characteristics, such as breast development and the growth of underarm and pubic hair. It also encourages the growth of the lining of the womb (the endometrium), which eventually breaks down and is shed, via the cervix and vagina, as the first period (menses or menstruation).
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Figure 1.2 Changes in the endometrial (womb) lining across the menstrual cycle

The medical term for the first period is menarche; this usually occurs around two and a half years after the breasts begin to develop, but it varies from person to person. These days, most girls experience their first period between the ages of 10 and 15, with 12.5 years being the average. In comparison, the average age for a girl’s first period in 1840 was 16.5 years! This drop in average age over the last 100 years or so has been influenced by a number of factors, including an increase in average weight and improved nutrition.

For the first couple of years following the start of your periods, it can be entirely normal to experience irregular menstrual cycles: quite simply, the communication between the developing brain and the ovaries needs practice. Eventually, however, monthly ovulation and regular periods should become a reliable event.

But what if that doesn’t happen?


I had no periods and no breast development.

Carrie, idiopathic POI (16)



Puberty is a critical phase in the life course because these years of rapid development lay the foundations for future health and ensure proper functioning as an adult. Physical growth, the development of the brain, immune and cardiovascular systems, bone density, and emotional and behavioural maturity all depend on normal pubertal developmental processes. It is important that girls who experience delayed puberty and a delayed menarche are medically assessed and monitored. This will ensure that underlying causes are identified and any necessary interventions are started early enough to prevent health problems later in life.

There are a number of rare genetic conditions that can affect the signalling from the brain to the ovaries; this means that the hormones needed to trigger puberty are, for one reason or another, simply not able to get their message across. However, in such cases, the ovaries themselves are generally healthy and perfectly able to function if only they are given the opportunity. An example of this is Kallmann syndrome; most children with this condition will need medical treatment to initiate sexual development, in addition to fertility support further down the line.

However, this is not the same as POI or early menopause. In fact, research shows that in the majority of cases, spontaneous POI is related to problems with the follicles. There are thought to be three main issues:


	a reduced number of follicles at birth

	the ovaries run out of working follicles earlier than expected (increased follicular atresia)

	follicles are present in the ovaries but are not working properly (follicular dysfunction/defective maturation).





Why me? The causes of POI and early menopause

Life is messy, complicated and often unfair. When your world has been shattered by an unexpected diagnosis, or you have been plunged into early menopause as a result of medical or surgical treatment, it is natural to ask, ‘Why me?’

Frustratingly, in most cases, the underlying cause of spontaneous POI is unknown; this is referred to as idiopathic POI. Other causes and triggers include genetic factors, autoimmune disease, certain infections, metabolic disorders, toxin-related and induced, including following radiotherapy, chemotherapy and surgery. We explore these in more detail in Chapter 2.

The same factors that lead to POI can also lead to early menopause – it’s just this happens at a later stage. Having said that, genetic factors are less likely to play a role in any underlying cause in your 30s and 40s than they are in your teens and 20s. Induced causes (i.e. medical or surgical treatments) are the most common cause of menopause that occurs after the age of 40 but below the age of 45.


[I felt] shame, isolation, in the dark, alone, lost …

I am happy now; confident, competent, brave … but very very changed.

Laura, idiopathic POI (38)



Whatever the underlying cause or trigger for your POI or early menopause, it is important to understand that it is not your fault. Sadly, we hear many young women blaming themselves, wondering if they could have somehow prevented their situation, asking ‘What if … ?’.


I guess I didn’t talk to anyone at first [about] my fertility problems as I felt ashamed and embarrassed. I am more open about this now. I still do feel a little ashamed and embarrassed though.

Helen, idiopathic POI (33)



Unfortunately, there is, really, nothing you can do to prevent early loss of ovarian function; even if your ovaries have been surgically removed this will not, in most cases, have been a ‘choice’ in the usual sense of the word. Feeling guilty, ashamed, or psychologically beating yourself up is not only a waste of energy, it will only worsen your distress.

Again, we reiterate that it is not your fault; in fact, kindness and self-compassion are paramount at this time.



Is POI the same as early menopause?

The terms POI and early or premature menopause are often used interchangeably, but they are not one and the same, although to confuse matters somewhat POI can, and often does, lead to early menopause.

Early menopause implies a permanent state – i.e. periods stop and fertility will not return. However, some women with POI will continue to have periods – which may stop and start again for many years – and may even be able to conceive naturally (in up to 5 per cent of cases).

Having said that, whether your diagnosis is one of POI or early menopause, two fundamental issues unite you:


	the premature loss of ovarian hormones and the impact this has on your quality of life (e.g. symptoms) and your long-term health (particularly on your heart, bones and brain)

	reduced fertility/infertility.



For this reason, throughout much of this book, we will use early menopause as an all-encompassing term to refer to anyone who has experienced menopause/loss of ovarian function below the age of 45, whatever the reason. We will use other terms to distinguish between different forms of early menopause and POI where relevant and necessary.



Menopause terms explained

As we have just seen, when discussing POI and early menopause, lots of different terms are bandied around and, to be honest, it can be baffling! With that in mind, we thought it would be helpful to provide a summary of definitions – including those previously discussed and ones not yet explored – before we go any further. You may want to bookmark this page to return to as a reminder as you read on.


Key definitions

Menarche: Your first period.

Premenopause: The time between puberty and perimenopause (see below), when there is normal ovarian hormone production. If you are diagnosed with POI as a teenager, you may not experience this phase.

Perimenopause: The time leading up to menopause, during which your ovaries start to release fewer eggs, hormone levels fluctuate and you may begin to experience symptoms. Occasionally called ‘the change’ or climacteric. This natural (and expected) phase can start up to ten years before your final period and is not the same as POI.

Menopause: Technically, 12 consecutive months (one year) after your final period; however, in everyday language, this term is frequently used to describe all hormonal changes from perimenopause into postmenopause (see below).

Postmenopause: The time after menopause.

Early menopause: Menopause that occurs below the age of 45; specifically, between the ages of 40 and 45.

Premature menopause: Menopause that occurs below the age of 40.

Premature ovarian insufficiency (POI): The loss of normal ovarian function (and hormones) before the age of 40; previously referred to as premature ovarian failure (POF) and/or primary ovarian insufficiency.

Induced menopause: Menopause that is caused by medical or surgical treatment; also called iatrogenic menopause.

Medical menopause: Menopause that is ‘induced’ by drug treatments, e.g. medications used to ‘block’ the menstrual cycle (also called chemical menopause) or as a side effect of medical treatment, e.g. radiotherapy.

Surgical menopause: Menopause that results from the surgical removal of the ovaries (this is known as a bilateral oophorectomy (BO) or bilateral salpingo-oophorectomy (BSO) if the fallopian tubes are also removed).





Symptoms


[My symptoms?] Migraines, depression, anxiety, hair loss, digestive issues, joint and muscle pain, dizziness, extreme fatigue, memory loss, trouble sleeping, palpitations, feeling completely numb, hot flushes … and the big giveaway … no periods!

Bérangère, idiopathic POI (39)



Early menopause is a whole body experience: did you know that there are over 35 officially recognized symptoms? Oestrogen (and progesterone and testosterone) is used by cells all over your body; when hormone levels fluctuate and fall this can cause significant changes throughout your system.

[image: image]

Figure 1.3 Symptoms of POI and early menopause

However, many girls and women are unaware of the huge impact this hormone drop can have on them emotionally, physically and psychologically. This applies not only in early menopause and POI but in natural menopause also. We, as a society, need to get better at talking about this, so that future generations are not kept in the dark.


I hadn’t realized that my symptoms were due to my POI but now looking back I realize they were linked. I felt very down, feeling very sad, had poor memory and hot and cold flushes, especially at night.

Aisha, idiopathic POI (31)



Not everyone’s experience will be the same and – you will be relieved to know – it is very rare for someone to experience all the possible symptoms of ovarian insufficiency:


[My only symptoms were] erratic periods – 21–65 days a cycle – and fertility issues. I was experiencing vaginal dryness and uncomfortableness down there, but I didn’t realize it was a symptom; it was just normal for me at the time.

Helen, idiopathic POI (33)



In fact, if you are very young when you are diagnosed, you may have no symptoms other than changes in your periods (which may not have started at all).


I don’t recall any specific symptoms. I just never started my periods.

Geeta, idiopathic POI (16)



Conversely, if you undergo a surgical menopause your symptoms may be sudden and quite severe – especially if you were premenopausal prior to your surgery. Some women describe feeling as though their hormones have ‘dropped off a cliff’.


I experienced my first hot flush while in ICU two days after my surgery. It was very intense and, as my body had just had radical surgery, I wasn’t sure what was happening and was quite scared. My ICU nurse told me that it might be the menopause. Later on I started to experience more hot flushes, sore joints, sleep disturbances and dry skin. I didn’t realize at the time that these were menopausal symptoms (except for the hot flushes).

Sharyn, hepatobiliary cancer and early surgical menopause (41)



We discuss symptoms in more detail in Chapter 7.



Long-term health


I was told I had something called premature ovarian failure and that I was to start HRT immediately to protect my bones against osteoporosis, and that I would have a monthly withdrawal bleed to keep the lining of my womb healthy, in case I was to try IVF egg donation later on in life.

Isobel, idiopathic POI (14)



Oestrogen, in particular, has a fundamental role in protecting the health of your heart, bones and brain (in addition to other body systems); if your ovaries are no longer able to produce sufficient amounts, or you have had your ovaries removed, this will affect not only how you feel on a day-to-day basis but also your long-term health.

Without treatment, POI and early menopause increase your risk of heart disease, osteoporosis, type 2 diabetes and dementia. This is just one of the reasons why prompt diagnosis and medical management (in the form of hormone replacement therapy, or HRT, if you are able to take it) are so important. Unfortunately, this is not always recognized – even by some healthcare professionals – and why it is vital you become your own healthcare advocate.


Last week I received the news that I have osteopenia, which I am pretty devastated to hear after having to push for a DEXA scan.

Morgan, idiopathic POI (16)



Having to think about your long-term health at a time when you may be reeling from an unexpected – and, potentially, devastating – diagnosis or recovering from major surgery can feel incredibly overwhelming; it’s just one more thing to consider and can feel very unfair. It is understandable that some girls and women want to block out the reality of their diagnosis, but we would urge you not to ignore this aspect of early menopause.


The mental and emotional journey has been the hardest. The loneliness, the silence, the shame, the stigma, the feeling of being unsupported by the medical profession (until I found a GP specialist in menopause), the anger that there is so little known about [the causes], anger that I could and should have found out about my low bone density five years sooner than I did.

Shelagh, idiopathic POI (38)



We explore this topic in more detail in Chapters 4–7 where we look at replacing the hormones necessary to reduce your risk of these conditions, in addition to other strategies to help optimize your long-term health and wellbeing. We will also discuss the alternatives to hormone replacement if you are unable to take oestrogen – for example, if you are currently undergoing treatment for an oestrogen-receptor positive cancer.

Similarly, we have not forgotten those of you who may be many years down the line from diagnosis – or may only have been given a long-overdue diagnosis in retrospect – who never received hormone replacement, or guidance, at the time; we will advise you of what steps to take going forwards.


I had bloods taken. There was no mention of menopause. When I phoned the doctors’ surgery for the results I was put through to a different doctor who boldly said, ‘Oh yes, your results show you are in menopause’ with no lead in. I was devastated. He took my stunned silence as the conversation [being] over and just ended the call abruptly. I was given no advice or information as to next steps, treatments, symptoms or anything.

Meredith, idiopathic POI (37)





Fertility


I had an internal ultrasound done at the fertility clinic at a hospital in London and then had an appointment booked to see the consultant. After I had sat down, the consultant asked me if I had a sister. I was confused by the question but responded affirmatively.

She then said that maybe my sister could provide a donor egg, as it’s highly unlikely that I will be able to have a baby naturally, due to having POF. I was shocked by that unexpected news.

Aisha, idiopathic POI (31)



For many women, one of the most distressing aspects of POI and early menopause is that of the impact on fertility. Although natural, spontaneous conception can occur in up to 5 per cent of women with POI – and sometimes years after diagnosis – this is very much the exception rather than the norm.

Coming to terms with this can be incredibly challenging, especially as it is not uncommon for a diagnosis of POI or early menopause to be made during investigations into infertility. This can make an already difficult situation ten times worse – further dashing hopes and dreams, leaving you feeling emotionally crushed.


I was told aged 36 when I had had two unsuccessful rounds of IVF. I only managed one viable egg which then didn’t grow into an embryo when it was implanted. The specialist told me that my AMH [anti-müllerian hormone] levels were very low and that I would go through the menopause in the next few years.

Harriet, idiopathic POI (36)



Occasionally, symptoms of ovarian insufficiency may only emerge following a successful pregnancy. After the birth your periods may return intermittently, perhaps with hot flushes, night sweats or mood swings, or they not start up again at all.


My periods did not re-establish after pregnancy (aged 36) and it was a year later before I was diagnosed. I had loss of libido, sweats, headaches, intermittent diarrhoea, dry vagina, tiredness …

Meredith, idiopathic POI (37)



This situation can lead to complex emotions – heartbreak that a further pregnancy may never be possible and yet guilt that you do in fact already have a child. You are well aware that this opportunity is not one afforded to everyone and tell yourself: ‘Surely, this should be enough …’

But, somehow, it isn’t. Not for you.

If this applies to you, then please understand that your feelings are valid and entirely normal. No one has a monopoly on such feelings of loss.


I am fortunate that I had a biological child prior to diagnosis, but we had always envisaged giving her siblings. I was in the early stages of pregnancy when I was diagnosed with cancer, so I lost my second child and my chances of future pregnancy in one fell swoop.

Kerry, cervical cancer and chemo-radiotherapy-induced POI (32)



If you are diagnosed at a very young age then fertility may not be an immediate concern. In fact, during our teenage years, the focus of most sex education is on reducing the risk of sexually transmitted infections and preventing unwanted pregnancy. Rarely, if ever, is infertility in young women discussed within school or college walls. Nevertheless, it can be very upsetting to learn you may not be able to have your own genetic children, and the full impact of this may not be felt until several years later.


Sadly, being born with ovary failure, I have been aware of my fertility issues since [the age of ] 11. I have seen a fertility specialist and my only option is egg donation, which made me feel very low …

Jen, Turner syndrome POI (11)

Psychologically, I feel I have a lot of unresolved feelings around the topic of children – especially because I was diagnosed young and was never given the chance to even try to conceive. My menopause symptoms started at the age of 16.

Giulia, genetic POI (20)



If you undergo a surgical menopause, you will experience loss of fertility overnight. This is something that should be discussed with you – including your fertility preservation options – well ahead of your procedure (although, of course, this may not be possible if your surgery is performed as an emergency). Unfortunately, this does not always happen as it should:


I was surprised that my surgeon didn’t talk to me about the loss of fertility and what my options were when he walked me through what would happen in the surgery (months prior to it).

It wasn’t until my pre-admission appointment that someone in the team really talked to me about it and told me there may be options to have eggs harvested … but by then I didn’t want to delay my surgery anymore as I had already waited four months and COVID was happening.

Sharyn, hepatobiliary cancer and early surgical menopause (41)



Medical treatments, including radio- and chemotherapy, can also damage your ovaries. However, this is not necessarily irreversible and the extent of this damage depends on many factors, including your age and the specific treatment given. Nevertheless, for some of you, sadly ovarian function will not return:


[This] is the bit that tears me apart. As my treatment involved radiotherapy to [the] pelvis I will also not be able to carry a pregnancy, even with the option of a donor egg. Meanwhile my friends are starting and adding to their families, so it is extremely difficult.

Kerry, cervical cancer and chemo-radiotherapy-induced POI (32)



Whatever your situation and your personal feelings, please remember that all is not lost. For many of you, infertility will be the most pressing aspect of your diagnosis, and it can be hard to see the wood for the trees. With that in mind, we will be exploring this topic in Chapters 8 and 9, including the fertility options now open to you and, conversely, living positively childfree.


I had already started to really come to terms with not having children as I did not want to pass PMDD [Premenstrual dysphoric disorder] on. I have had some ‘wobbles’ post-op but I still believe that not having children was the right thing for me personally and enjoy time with my friends’ children.

I sometimes forget that I cannot actually get pregnant and it’s a bit of a shock to remember that all the baby-making machinery has been taken out!

Charlotte, PMDD and premature surgical menopause (37)





Psychological impact


[The mental health impact has been a] massive roller coaster ride. I think the ups and downs are really hard work. I imagine myself climbing a mountain and sliding back down, hoping I’ve got enough determination to start climbing again on my own. There is nobody to give me the rope to haul myself up.

Tracey, idiopathic POI (38)



Make no mistake about it: the psychological impact of POI and early menopause can be enormous and should not be underestimated. Not only can the hormonal changes themselves trigger mood swings, anxiety and depression, feelings of isolation and grief can be profound for many. Perhaps you feel angry that the future you had planned is now out of reach, or are unable to relate to friends going through life experiences now denied to you. Some women say they feel ‘old before their time’ and may even question their identity and place in the world:


When I found out I had cancer I was very distressed. When I found out I needed a permanent colostomy I was traumatized (unnecessarily so as it turns out – my life with a stoma is amazing!).

When I found out my womb would no longer work and my ovaries would be removed I was beyond distraught. I felt they were taking away my womanhood.

Olivia, colorectal cancer and premature surgical menopause (36)



These feelings are very common and completely understandable; your diagnosis and current situation are out of your control and, yes, that feels incredibly unfair.

So … confide in someone you trust, rage if you have to, cry and let it all out! The most important thing to do here is to feel your feelings. Do not deny they are there as this will only lead to problems further down the road. In an ideal world, everyone with POI or early menopause would be offered psychological support upon diagnosis. Sadly, this happens not nearly enough, and yet the reality remains.

Many of the later chapters of this book are dedicated to unravelling these feelings, coming to terms with them and empowering you to move forwards and live your life to the full. If you are struggling right now, do not let that become your identity. You are so much more than your diagnosis, and always will be.


You are not alone.
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