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This booklet is one of the outputs of a research project that collaborated with the 
Welsh Government and was conducted by an undergraduate student and a group of 
female academics at Cardiff University.
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Hannah Kingwell, Undergraduate Intercalated Medical Student, School of 
Psychology, Cardiff University
Sofia Gameiro, School of Psychology, Cardiff University
Elisabeth El Refaie, School of English, Communication and Philosophy, Cardiff 
University
Jacky Boivin, Supervisor, School of Psychology, Cardiff University

In partnership with
Fair Treatment for the Women of Wales

Booklet design
Lorraine Woods, Cardiff University

This resource is licensed under a Creative Commons Attribution NonCommercial 4.0 
International License (CC BY-NC). This means that this resource can be shared and 
adapted as long as appropriate credit is given, any changes made are indicated, and 
the material is not used for commercial purposes.
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The content
The experiences of endometriosis described by women living in Wales using their own 
words and artwork.

The women involved
A group of fourteen women living in Wales who are part of the organisation Fair 
Treatment for the Women of Wales (FTWW). All of the women have an official 
diagnosis of endometriosis.

The workshop activities
We carried out several drawing exercises designed to encourage the women to share 
their experiences of endometriosis: 
• Draw yourself thinking or talking about endometriosis
• If your endometriosis symptoms were an object, what would they be?
• If they were a creature or an animal, what would they be?
• If they were a place or situation, what would they be?
• How would you draw your relationship with medical staff?
Finally, we asked the women to describe to us any positive experiences they have had 
in relation to endometriosis.

The main conclusions
The women talked about
• the negative effects endometriosis has on their physical health, mental health 

and social life.
• the lack of understanding that their friends, 

family and doctors have about endometriosis 
due to its invisibility

• how the healthcare system does not recognise 
and treat endometriosis well

• how they have taken responsibility for their 
own health

• the importance of the support they receive 
from other women with endometriosis

What is this booklet about?
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What is endometriosis like?

“When you get bloating 
you literally feel like 
you’re gonna pop”

“I have a crushing pain 
that’s always there, 
your insides feel like 
they’re in a vice”

“I constantly 
feel like I’m 
being stabbed”

“I would rather go 
through labour than 
suffer my endometriosis 
flares”
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What is endometriosis like?

“I feel like it’s taking everything 
away from me and eventually it will 
probably take everything inside away 
from me”

“You feel like you’re 
getting punched 
down”

“That toilet is my 
life... I’m constantly 
struggling with 
potential bowel 
obstruction”

“Every time you have 
a bowel movement, 
it feels like 
somebody’s killing 
you”

“It’s mentally and 
physically exhausting”
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Our illness is invisible:  Others often do not see 
or understand our pain...

“You’re just constantly 
having to get through 
obstacles to get to the 
right doctor”

“I feel like I’m really 
small sometimes because 
no one understands”

“These are my doctors in 
their straightjackets and 
not being able to see us, 
not being able to hear us 
and all they do is speak 
behind your back”
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... and often we do not show our pain

“I am a broken vase…what 
once was light, bright and 
beautiful now hides...dark, 
cracked, damaged and 
broken”

“You look perfectly 
normal, nobody can 
see your pain and 
you wear a mask all 
of the time. You tell 
people that you’re 
fine, but really 
that’s how I see 
myself”
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Our healthcare struggles: Confusion and delay

“My diagnosis took nearly 
thirty years”

“Everyone in this room has probably had 
some procedure that they shouldn’t have 
had because the doctor was just seeing if 
it would work”

“It’s like a maze 
around the doctors 
begging them to 
listen to you and 
they don’t listen”
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Our healthcare struggles: Uncertainty and 
mis-diagnosis

“I wanted a way to visualise blah 
blah blah blah blah and I’m just 
tired of hearing all of this”

“I wish medics would realise that it’s not 
a sign of weakness and we’re not gonna 
judge them harshly if they’re honest and 
say I don’t know”
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Our healthcare struggles: Not being heard

“There’s me, my house 
is burning down and I’m 
shouting for help and 
the fireman says but 
this brick looks fine. 
The big issue is the lack 
of connection between 
different specialists; they 
are not looking at the 
bigger picture”

“I’ve been told that I can only get one 
operation in Cardiff, but endometriosis is 
a constant thing”

“It was just round 
and round until I 
had a husband, a man 
going with me to an 
appointment. My husband 
spoke up and said this 
isn’t right, so finally 
that was when the route 
to being heard started”



11

Taking matters into our own hands

“I need to fix myself 
because the doctors 
aren’t fixing me any more”

“Take me seriously”

“The future generations of women are 
gonna be snookered if we don’t do 
something, if we don’t start sharing more 
of our stories and speak out”

“I’m not that 
shrinking violet 
any more who will 
just accept the 
nonsense”
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Working together to face the future

“I’ve learned from dealing with chronic 
pain that it’s okay to ask for help”

“Joining Fair Treatment 
for the Women of Wales 
is the best thing I’ve ever 
done”

“I don’t have to be invincible, I’ve 
learned it’s okay to value myself enough 
to fight for what I need”
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Supporting each other

“I wouldn’t have started my own group 
if I hadn’t had the confidence that I got 
through finding FTWW”

“In the beginning you actually think that 
you’re on your own but there is always 
someone else to talk to”

“If our experiences help women get diagnosed faster 
then for me it’s worth every minute of pain I’ve ever 
been through”
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Who created these drawings?

All of the women who took part described their difficult and challenging journeys 
with endometriosis. However, each woman is much more than her endometriosis 
diagnosis:

She is a mother of two girls with a passion for music. She is a long-ago Welsh Judo 
Champion who loves listening to the rain but glows in the sun. She is a vintage 
hairstylist and all-round enthusiast of the yesteryear. She was a Ballroom and Latin 
American dancer and still loves dance, drama and theatre. She cares for people in 
crisis. She crossed the ocean for love, travels the Universe through books and is a 
mother of cats. She is a business-owning feminist who wants answers, autonomy and 
bunnies. She is happiest at home surrounded by cats. She is an LGBT+ woman who 
aims to make a difference for others through all she does socially and professionally. 
She bakes every cake with love and care. She loves to cook up a storm and experiment 
with new cuisines. She is a lover of the colour purple. She once lived to work but gave 
it up to be a perpetual student. She does beauty treatments for others to help pick 
them up. She is tall of stature and big of heart towards people and animals. She is wide 
of smile for friend or stranger.

“I won’t let it beat me, 
I won’t let it define me. 
I am me, I am not endometriosis”
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Further Information and support

Fair Treatment for the Women of Wales 
(FTWW) - bit.ly/2HErZEi
A proactive, patient-led organisation set-up for women and girls in Wales who 
need practical advice, help and support dealing with their local health services and 
accessing optimum care. Medically approved educational resources are provided in 
Welsh and English. Two other support groups in Wales are Swansea Endometriosis 
Support Group: carly@endo-swansea.uk and Cardiff Endometriosis UK Support 
Group CardiffGroup@endometriosis-uk.org
 

Endometriosis UK - bit.ly/2oR7RT8
A national charity providing support services, reliable information and a community 
for those affected by endometriosis.
 

National Health Service (NHS) - bit.ly/2EUDRQU
Detailed patient information about the symptoms, causes, management and 
treatment options of endometriosis through the NHS.
 

National Institute of Health and Clinical Excellence (NICE) - 
bit.ly/2j3NthG
Evidence-based recommendations that guide decisions in health, public health and 
social care in the UK on endometriosis, intended for both healthcare professionals 
and patients.
 

My Experience with Endometriosis - bit.ly/2HFrRo3
An online comic by an artist suffering from endometriosis about her experiences 
with the US health system.   



This booklet presents the experiences of 
endometriosis expressed by women in Wales 

using their own words and artwork.


