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Disclaimer

Although much of this book
represents current medical opinion, some of the information and
resources listed by story contributors are by definition, outside
the scope of generally accepted medical standards of care. They may
be non-conventional, alternative or complementary. The information
and resources listed should not be used in any way to provide a
diagnosis or to prescribe any medical treatment. As in the case of
conventional medicine, indiscriminate use of some therapies
presented, without medical supervision, may be harmful to your
health. Individuals reading this material should, in all cases,
consult their own doctor or health practitioner for the diagnosis
and treatment of medical conditions. The author and publisher
cannot accept responsibility for illness arising out of failure to
seek medical advice from a doctor.
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 Introduction

Back in 1994 I had a hysterectomy; it wasn’t a bad
experience and to tell the truth I came through it all really well.
I never had any really negative experiences and have never
regretted the decision I made.

However, in 1997 I founded the Hysterectomy
Association because I realised that despite being reasonably
intelligent (or so I thought), I hadn’t received the information I
needed to make a fully informed choice. Since then the website has
provided information and support to millions of women.

Over the last 15 years I’ve heard and read the
stories of thousands of women who have used the website to talk to
me and their comrades in health. They have told me about their
experiences in ways that are unique to them but which have common
threads and themes running through each one.

In 2007 I began collecting these stories together
with the intention of using them to empower other women, probably
in a book. The stories share loss, happiness, joy and pain; they
speak of family and friends and isolation; they talk of the need to
share with others who have been there, before they too can move on.
This is not something which happens in many other surgical
situations; it seems that having a hysterectomy really does cut to
the heart of what being a woman is all about.

In the UK alone, around 38,000 women have a
hysterectomy on the NHS every year and it’s estimated that a
further 20,000 take place in private hospitals. In the United
States roughly 600,000 women will go through the procedure for
reasons that vary from cancer to complications at child birth and
fibroids to endometriosis and prolapse; it is the most commonly
performed operation on women the world over.

I know from my experience running the Hysterectomy
Association that other people’s stories are profoundly important;
they help women feel less isolated; they show that they aren’t
going mad, missing the point or stupid; they demonstrate that their
concerns are genuine and real and that the only way to deal with
them is to voice them.

There are 82 stories in this book. Each one is unique
and will help at least one other woman to understand their
experience better. They have been loosely divided into three
sections, Before, During and After and have been very gently edited
as the intention was to preserve as much of the natural voice of
each writer; after all we each have our own way of expressing
ourselves and our feelings and who am I to say that how one person
says something is better than another’s.

Some of the stories here are very short; they are
snippets, glimpses into one woman’s world and perspective; others
are much longer, reading over several pages. A couple are written
over more than one section because they are a progression - these
should be obvious. You will also notice that there are a variety of
naming conventions, some women preferred to remain anonymous,
others shared their first name and even more their full name.

The majority of the stories are positive, but there
are some negative and even quite harrowing ones but that is rare
(as are the complications they speak of, thankfully). Hysterectomy
doesn’t have just one face, it has many and every one deserves to
be seen.

At the back you will find a complete glossary of the
terminology used throughout. Women who have been through the
process, joined in the forums, shared on the website or on our
Facebook page will recognise some of the acronyms and shorthand
used, those who haven’t yet made it there probably won’t.

Whilst I would suggest that you read all the stories
as they all have useful nuggets of information and support, I know
that as humans we will always prefer to hear about the things that
are closest to the situation we find ourselves in. Therefore I have
included a list at the back of the stories categorised by subject,
so you can jump in and find the right ones without having to read
all if you prefer.

If, at the end of the book, you have found it helpful
then why not let us and others know by leaving a review on the site
you bought it from. Every positive review will help someone else to
find them in the future too.


BEFORE

Thank You! Michelle Dobson

Four weeks ago I Googled hysterectomy,

That day I was feeling low,

Full of worry and apprehension

Due to continual menstrual flow!






This website appeared in front of me

But little did I know,

Just how much it would help

And the 'friendships' that would grow!






I clicked the link, wondering

Would this website suffice?

But got the most amazing welcome

Information and advice!






Those ladies on the 'done couch'

Quickly showed me the way

Offering so much support

And top tips every single day!






I then met other ladies

In the 'waiting room' too

And to have shared my journey with them

Well... I feel privileged, I do!






Every lady has a different story to tell,

That's personal to them and unique

And posting our experiences on here

Is a fantastic coping technique!






Pre-op I was overwhelmed,

with your messages of support,

And as I waited at the hospital

That was a very comforting thought!






When I landed on the 'done couch'

Rather bumpily...

Everyone was waiting

To support and congratulate me!



In the days that followed

I had a rough time

But so many lovely ladies

Kept making sure I was fine!






I’m 12 days post-op today

And want to say huge thanks

To everyone who's supporting me in recovery and just
to say... that

'Googling hysterectomy' that day, made for an amazing
discovery!






 Very Frightened, Lizzy

In two weeks I am due to have a hysterectomy and also
removal of a TVTO mesh tape! I am extremely scared. I have joined a
support group for the mesh removal and hoped to find some comfort
and support here as I know many ladies here have either had the
operation or are about to undertake it.

My consultant cannot be 100% sure whether both the
tape and the womb are causing the pain and problems. My womb is
very enlarged and 10 years ago I had an ablation which served me
very well.

However, I have noticed the inflammation (which I
think is related to the mesh tape) is worse at menstruation! I am
nearly 53, am not particularly physically fit and a little over
weight (I weigh 12.5 stone and am 5.5 feet tall!).

I will be recovering from the trials of having the
mesh removed and also the hysterectomy. I swing from minute to
minute; to just have one operation done and then go back for the
other one if I am still in pain? Or have it all done together and
have one massive healing.

My consultant thinks she can remove the womb through
the vagina however as it is palpable although large, if not she
will have to intervene with abdominal surgery.

I have so many concerns, recovery time, downtime,
back to work, pain levels, will I be more at risk of pelvic organ
prolapse, will sex be the same or will there be no feeling left
afterwards, as the womb plays a part in sex and contractions.






The
Start Of My Journey, Sharyn Butler

I am now 63 years old. I have three daughters, all
natural births. My husband and I were publicans and had a very busy
life with the pub and also doing catering and running a bed and
breakfast. I enjoy retirement but missed the contact with people
that I had in my busy life.

I decided to join a couple of keep fit classes, one
of them was Jazzasize and I loved it! It's then I believe that the
prolapse started and it showed its ugly face (excuse the pun).

After months of putting up with the symptoms which
the only way I could describe was I felt like I was turning into a
man! It may sound funny but it wasn't very nice.

For the last few months it had ruled my life and when
I was told I needed a full hysterectomy I was worried but relieved.
I had finally realized it was quite common and it would help
me.

I had my operation three days ago and hopefully my
journey back to normality begins now.






Hoping
For A Silver Lining, Amanda

I have finally been given the chance to have a
hysterectomy after around 10 years of symptoms!!

I didn't know what the problem was at first, I just
kept getting exhaustion and anaemia. I have had two large babies
(16 and 21 years old now) by c-section and increasingly, over the
last five years in particular, I have been suffering with lower
back pain, swelling of the abdomen and pain in one hip and down the
leg and utter, utter exhaustion. It never occurred to me that the
hip pain would be connected to my uterus! I was sent for a scan of
my hip, which came back normal. I then had a Mirena coil fitted for
four years, which stopped my periods completely and was great while
it lasted but the hip pain never went away and was, in fact,
getting worse. Eventually I had it removed (the Mirena, not the
hip!)

Last autumn I started having heavy bleeds. These were
not heavy periods, I knew that, but kept being told they were just
heavy periods. We know our own bodies. Apart from the fact that
they were not in any pattern, the blood flow was too red and far
too clotty and the flow was relentless. During the worst bleed I
ended up in my doctor’s surgery where she took one look at the
state I was in and told me to go straight to A&E. Luckily
enough I did not need a transfusion and eventually the bleeding
stopped. To date I have had four of these bleeds. One in October,
two in January four days apart and one in March.

After a further scan by a specialist it was
discovered that the large fibroid I’d been told I had for many
years was actually a focus of adenomyosis (or a large adenomyoma).
My uterus was bulky and I had adenomyosis in all of it. From what I
have been told I had been having some kind of rupture and this is
what was bleeding.

I have never ever felt so tired in all of my life. I
can honestly say that it is debilitating as some days I cannot get
out of bed and on others I have to have an afternoon sleep; not
good when you have a job. I find it so hard. My DH calls me Womble,
as I am always tidying up and organising stuff but at the moment I
cannot operate normally at all.

I am scheduled to have a hysterectomy in two weeks
and I cannot wait to have my uterus taken away. Fingers crossed
that I will start feeling better again after 10 years of living
with it.






 Recognising Endometriosis And
Adenomyosis, Elaine

I feel so very sad reading all the comments posted on
the website. So many women face such a dreadful decision and most
of them after having already put up with years of misery.

I have had menstrual problems for ages. I had heavy
and painful, irregular periods in my teens, and was put on the
pill. Not that the pill did any good, it just gave me spots,
bloating and mood swings. I gave that up pretty quickly and just
decided to put up with my menstrual pain. This settled down for a
little while during my 20s, and I successfully completed
university, began my career, and met a great guy.

My problems started again in agonising earnest in
2002. I had very heavy and painful periods, which could be anything
between three and six weeks apart. I bled for anything up to 9-10
days. My periods were generally full of clots, and I suffered
dreadful pains and cramping. I have suffered anaemia constantly as
a result, and have tried all sorts of iron supplements, including
Ferrograd, Ferrous Fumarate, Ferrous Sulphate, Sanatogen, Minadex,
vitamins with iron but nothing works. They just upset my stomach
really badly.

Over the years, I’ve felt steadily worse – really run
down. I am constantly terribly fatigued, and have almost permanent
lower back pain (worse on the right). I also get terrible cramps
and pelvic pain in the lead up to my period, as well as water
retention and bloating (I can gain up to seven pounds in less than
a week). I do not feel in control of my body, my moods or hormones,
and this makes me feel stressed, and drained. I have breakouts of
spots, and am constantly tired and achy. It’s like living
permanently with the symptoms of flu. I also get night sweats and
hot flushes. This can be extremely embarrassing, as I sweat
terribly, but I have no idea what suddenly brings the hot flushes
on.

I am now only 41, so this cannot be the menopause. My
symptoms are so debilitating, there are days I could just sit and
cry. I feel so very angry that so little is being done to help me.
I live with constant pain and fatigue. I am also extremely
vulnerable to infections – I get multiple respiratory infections
every year, as well as thrush, and urinary infections. It’s reached
a point where my GP (who is desperately insensitive) just fobs me
off with antibiotics over the telephone!

I’ve been going to the GP about this for years, with
no support whatsoever. I was initially given numerous misdiagnoses,
including irritable bowel, stress and food intolerances. I was
referred to a gynaecologist in 2006, and he misdiagnosed polycystic
ovaries. Following this, I was told again to try the Pill –
Dianette and then Marvelon (neither of which worked).

In 2008, I had a hysteroscopy with D&C.
Afterwards; my gynaecologist told me he found ‘no reason for my
symptoms’. This is despite the fact that the locum I saw for my
hysteroscopy (because my usual gynae was off sick) recorded
endometriosis and possible adenomyosis in my notes! I also got
referred for a colonoscopy, due to dreadful bowel symptoms of
diarrhoea and bloating, and the bowel surgeon again suggested
endometriosis. My gynaecologist completely overlooked this, as did
my GP (who is useless). Instead, I was told to try the Mirena
device. Again, this had NO effect at all. I still got pain, and
flooding with every period. It was a nightmare at work, and my
employers (I was a social worker) were utterly unsupportive. I just
got treated like a malingerer who made a fuss over simple period
pain!

In the meantime, I had to argue with my GP as I
wanted a second opinion, which they were refusing. I was made to
feel a right nuisance! I was even told to take Prozac, as my GP
tried to convince me I was ‘clinically depressed’. I’ll admit, by
this time (2008) I probably was beginning to feel pretty low. Quite
simply, I had been ignored and made to feel like a fusspot for
years. Nobody seemed to take my pain and other symptoms
seriously.

In late 2009, I was pushed out of my job. I’d got
utterly sick by this point of all the nastiness and lack of
sympathy at work. I was constantly being reprimanded for having to
have time off and attending medical appointments. Every period was
dreadful – my symptoms were such a nuisance at work, but I was made
to feel I had to soldier on.

In 2010, my husband complained to the GP as by now I
was constantly anaemic, with very heavy and painful periods, and
chronic back pain. My career and social life were dead, and my sex
life non-existent due to pelvic pain. I finally got a second
opinion in late 2010, and was instantly told I had endometriosis
and needed urgent surgery. I was gobsmacked! Like, how did they
suddenly know so quickly?

I’ve since had three surgeries, and several
hospitalisations. April 2011 – laparoscopy and laser ablation. May
2011 – hospitalised due to pain. July 2011 – A&E due to
crippling back pain. August 2011 – ambulance emergency, taken to
hospital, and hospitalised due to crippling pain in back and
pelvis. Adhesions suspected. Physiotherapy assessment, and
discharged with crutches, which I needed for nearly three weeks.
December 2011 – more ablation and also a radical check of my pelvic
cavity to look for more endometriosis, which was found as nodules
deep inside my uterosacral ligaments. Adhesions and surgical
scarring were also found. March 2012 – another laparoscopy, with
laser ablation and radical surgical resection of my scarring,
adhesions and excision of endometriosis from my uterosacral
ligaments.

I have no children, and am 41. I lost a baby due to
miscarriage in early 1994. Late 1994, I was pregnant again, but
ended up having a termination, as my ex-boyfriend decided he did
not want to be a dad. I was easily coerced into having the
termination, as I began to bleed again during the pregnancy, and
was terrified I’d miscarry again.

Talking recently to my mum, she tells me of a family
history of miscarriage and menstrual problems. Mum miscarried once
before having me, and also had period problems. Her sister had a
hysterectomy for fibroids and other associated period problems. My
Nan had anaemia and menstrual problems. I have a cousin with
endometriosis and breast cancer, and a further aunt who died of
ovarian cancer.

I am in constant pain, and rarely get a week every
month that is free of symptoms. These include bloating, upset
stomach, nausea, water retention, chronic pain, fatigue, cramping,
and heavy, irregular periods. It’s been confirmed that I have
endometriosis, and my gynae says it’s probable I have adenomyosis
as well. I also have anaemia, asthma, chronic sinusitis and M.E. No
treatment so far has worked.

I am desperate and considering hysterectomy as a last
option. I am so scared and upset. I have no idea what to do for the
best. I cannot stand my symptoms anymore; they have ruined my life.
But I am also scared of what I may feel once I have lost my final
chance to have children. I already feel a failure as a woman.






Be Prepared, Diane Leakey

Hopefully my story is an empowering one as there is
so much negativity around this subject and my experience
wasn't.

My experience around the whole thing has been very
positive but then I did invest a lot of time and effort before the
operation and that is my BIG TOP TIP. Prepare both physically and
mentally beforehand.

Get as fit as you can before the event, invest in
some excellent shoes for walking after the operation and get your
friends motivated to take you out walking. I was up walking outside
the hospital by day three and walking 30 minutes by day five. But
then I did lots of gentle jogging and some weight training before
that helped. I therefore didn't get depressed I just went for a
walk. By the end of six weeks I was walking three hours! Everyone
gave me great encouragement to get walking, especially the nurses
on the ward.

Get your mind around if you want any hormone
replacement treatment, and if so what, again before the event. I
decided on patches and was adamant I wanted them the day after the
operation. They worked and I've felt fine since, although the dose
did need to be raised.

I stocked up on DVDs to watch, books to read and
projects to do. In the end I had too many but that’s better than
being bored.

Bending is a problem so get a table next to where you
intend to base yourself during the day – it’s for your stuff and
absolutely no one, under pain of death, can put any of their trash
on it.

The golden rules when you come home are REST, WATER
and EXERCISE. Do this religiously, you can’t drink enough water,
I’ve covered the exercise bit and as for the rest just don’t feel
guilty. See it as a present for you to do your stuff you’ll never
get this luxury again.

Reflecting back, six months after my total abdominal
hysterectomy for fibroids (two grapefruit size with numerous
smaller ones) I don’t have any gripes, everyone was fantastic and
very supportive. However I was amazed at how tired I felt. Be kind
on yourself and don't expect to be fully back to normal at six
weeks. I’m still amazed how tired I still feel.






A Man’s Best Friend Is His Wife,
Roger

I came across the website whilst Googling for
information to help me understand just what my wife would be going
through both operatively and post-operatively. I must say I have
found it extremely informative and helpful, I would definitely urge
anyone who needs good advice and information to visit and sign up
for the weekly hints and tips.

From my point of view, as a mere male, I would advise
all men whose wife / partner is having to contemplate a
hysterectomy for whatever reason to do a few things.

Firstly, take the trouble to understand the female
anatomy, this is most important.

Secondly go with their partner to all appointments
from the initial consultation onwards.

Do go to the hospital with her to give support and
re-assurance on the day of the operation. Go with her to the
entrance to the operating theatre and then wait so that you can be
there when she awakes and returns to the ward afterwards.

Read all of the information that the hospital will
supply and definitely visit the Hysterectomy Association website
where even more advice can be found.

At all times be prepared to talk to your partner
about how she feels, what exactly she is having done and how you
can help. But most importantly always re-assure her that it will in
no way change the way you feel about her.

My wife is still a woman and still the woman I love
and will always remain so, and I am glad to say that she knows this
because I have told her so. I have been fortunate in having the
time to spend making sure that life at home has been restful for
her and have seen the benefits of ensuring that she has not done
anything that she was advised not to do.

I accompany her on a short walk each day and take
each day as it comes.

I appreciate that this may seem strange coming as it
does from a man, but I think that there ought to be booklets aimed
at us so that we can help our partners by being armed with the
correct and sensible knowledge from the start, and that they should
be given out by the hospital staff at the first consultation.

Very many thanks for the support the site has enabled
me to give to my very precious wife.






Before, Yvonne

The roar of the traffic was like the wind whispering
through trees compared to the blood pulsing through my ears. I
remember the deep gulps as I steadied myself against a railing
outside of the hospital and rang my husband.

My consultant, one of the top three consultants in
the UK for hormonal problems, had shaken his head gently. There
were no more options. My problem, he’d explained, is that I simply
can not tolerate progesterone. Not the progesterone my own body
makes, nor an artificial version. And, he said, if you have a
uterus, you have to have the progesterone.

Surely I can take a smaller dose, I’d said. I was
crying, but it was nothing to do with the conversation content. My
PMS had been chronic for nearly eight years, and I was utterly,
utterly drained that day. I’d had several weeks of dropping asleep
in the most inappropriate places (including on the loo in work,
with my head resting against the toilet roll holder), and I was
physically in a great deal of pain. Trying to listen, and
comprehend his words with my muffled hearing was difficult. But it
was a difficult message to receive too.

He said, you already take a dangerously low level and
look at you. You can’t cope with it. I wanted to reassure him, tell
him that it would pass, but in my heart I knew that I’d reached the
end of the line.

Okay, I’d said. Pulling my coat on, I’d just nodded
when he told me to book in the operation as soon as possible, and
he reiterated that I needed everything removed. He said some long
words about the name of the operation. I’ve never repeated them;
I’ve never paid any heed to the actual detail of the operation nor
the scarring. Right then, I just knew I needed to talk to my
husband and get him to talk to the insurance company.

My hands shook as I was calling, grateful to my core
once again that my husband’s job came with private medical
insurance. I’d certainly taken full advantage of it when, just a
year ago, I decided that I needed to take control and find a
solution, wherever that solution led me. I couldn’t cope.

There was a long silence after I’d told my husband
what had happened while the words hung on the line between us. We’d
both known, really, that we’d done as much as we could. Science had
no more remedies for us to try, and I think part of us both felt a
sort of relief.

Can it wait, he’d asked, until after our holiday in
September? It was June. I wanted to say no, but it wasn’t just me
that was affected, was it. (to be continued .....)







DURING

It’s 3am, Day Five Post-Op, Annie
Martyn

I had my operation five days ago. I am writing this
at 3am whilst contemplating whether I should try going to the
toilet – a frightening prospect but reading this I no longer feel
alone. I don't have the pain many seem to have (except for poo and
wind pain) and I’ve not needed the pain killers given by the
hospital, although this in itself worries me – do anti-inflammatory
have other benefits (i.e. reduce the swelling) as well as pain
relief?

I’m very fit; three days before my operation I was
climbing the highest mountain in North Africa's Atlas Mountains but
now I’m going crazy being able to do so little. I’m allowing myself
a few days of comfort eating but am terrified of weight gain – I
used to be morbidly obese so I’m going to have to keep that in
check.

This is less of a story and more of a thank you. At
3am sometimes you just need to tell someone how you feel. Right
toilet beckons – wish me luck!

Update: three months on I was able to run 6k
comfortably and today I’m weight training three times a week as I’m
booked to do a rescue diving course requiring me to be able to lift
a man from the ocean. The weight did go on but it's gone again
quickly and I’ve never felt healthier. The hysterectomy for me was
definitely the best thing I could have done!


21
Days Post-Op And No Pain, Samantha Balfre
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I’d Never Had A Major Op Before,
Carol Mcleod
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Some Stories Have Happy Endings,
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I Have A
Lot To Look Forward To, Jackie Dainty
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I’ve
Got My Life Back! Lita








On My
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My
Journey Of Recovery, Debbie (aged 49 years)


















 Total Hysterectomy, A Fabulous Drama
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My
Story, Best Thing Ever... So Far, Janette Morrison









Finally The Pain Has Gone, Karen
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Early Days, Kate Hulm













 Total Hysterectomy, Kerry
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Looking Forward To The Rest Of My Life!
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Happy Silver Wedding Anniversary!
Susan













Recovery Takes Time, Pauline Berry
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