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Research Background

and Objectives

The Department of Health has committed to
improving women’s health services throughiit's
Women'’s Health Action Plan 2024-2025 Phase 2: An
Evolutionin Women'’s Health.

This plan builds on previous initiatives such as the
Radical Listening exercises conducted in collaboration
with the Women’s Health Taskforce and the National
Women’s Council in 2021.

These exercises, involving over 278 participants,
revealed a common sentiment amongst women

in Ireland, that their healthcare concerns were often
dismissed or not taken seriously.

Positive headway has been made since then, with
several improvements in women'’s healthcare being
implemented, including Specialist Menopause Clinics,
Endometriosis Hubs, Free Contraception Scheme,
Screening Services etc.

In addition to these advancements, the Department of
Health acknowledges that women'’s lived experiences
must continue to inform healthcare policy and service
development. This is part of the framework - Listen.
Invest. Deliver.

As part of it's Phase 2 commitment, there was a
need to conduct a structured patient voice forum

- “Women'’s Experiences of Healthcare in Ireland
Listening Forum’, to capture real-world insights
into healthcare access challenges. Coyne Research
facilitated and reported on these sessions.



Research Methodology

Hybrid Research Approach

2 x In-Person 2 x Onlines/

Workshops/
Listening Forums

e The Department of Health was responsible for recruiting all women for
these workshops.

e Eachsessionwas 3 hoursin length and was structured around their
experiences of healthcare in Ireland.

e Thewomen were able to share their experiences in a confidential,
non-judgemental environment. Discussions were moderated to ensure
balanced participation and depth of insight.

e |twas our priority to ensure that women'’s healthcare experiences were
explored in a meaningful way.

Listening Forums

The Department of Health published an online recruitment survey to receive
expressions of interest for the Forums. Women were asked about the services that
they have experienced and whether they represent a group/organisation. The survey
was open for 2 weeks and a high volume of applications were received. The majority
of applicants were chosen at random, with consideration given to age, geography and
ethnic backgrounds.
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Workshop Demographics

A total of 69

women took part in
Listening Forums

Ages of participants in Women'’s Experiences of
Healthcare in Ireland Listening Forum

e Agesranged from early 20s to 80 years old.

e Most women were age 35-49 (25 women in total). 8o+

e 50-64 was the next most populated age group (17 women in total). 65-79
e 52 out of 69 women were White Irish.

50-64

e 7 were Black (African or Black Irish).

e Other ethnicities included Asian and other White backgrounds. 35-49
e The majority of women came from a City (urban background) i.e. Dublin/Cork/ 25.34

Limerick/Galway/Waterford (30+ women).

e Others were from a mix of large and small towns. 18-24
Please note that demographic figures were provided to Coyne Research by the
Department of Health who were responsible for recruitment. 0 5 10 15




Feminist Intersectionality Theory
- Key Principles”

Racial
Identity

Sexuality

Disability Nationality

Feminist intersectionality theory examines how overlapping social
identities—such as gender, race, class, and geography—interact to
shape individuals’ experiences and access to resources. This report
applies an intersectional feminist framework to reflect how healthcare
access and treatment for women in Ireland are shaped by multiple and
intersecting systems of power, including racism, ableism, classism and
patriarchy.

*Crenshaw, K. (1991). Mapping the Margins: Intersectionality, Identity
Politics, and Violence Against Women of Color. Stanford Law Review,
43(6), 1241-1299.
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Intersectional Sentiment
Analysis of Women’s Healthcare

Experiences in Ireland

Section

1. Positive Experiences Moderately Positive

2. General Criticism

3. Not Being Listened To Highly Negative

4. Pregnancy & Fertility Mixed to Negative

5. Endometriosis Care Strongly Negative

6. Chronic & Serious lliness Moderately Negative

‘ Dominant Sentiment ‘ Emotional Tone

Grateful, Relieved, Cautiously Optimistic

Intersectional Insights

Mostly White, urban, and middle-class women
acknowledge improvements. Rural, migrant, or disabled
women less often benefit (less likely to be optimistic).

Frustrated, Powerless, Economically Strained

Barriers are worse for working-class and migrant women,
especially where private care is framed as the only option.

Dismissed, Invisible, Emotionally Exhausted

Gendered dismissal overlaps with racial and
disability-based bias—migrant and disabled women
face greater disbelief.

Undervalued, Unsupported, Stigmatised

Older, disabled, and migrant women face stereotyping
and denial of autonomy; assumptions about ability
and worthiness.

Angry, Disempowered, Financially Burdened

Class and geographic inequality are key: wealthier women
can seek private or international treatment; others suffer.

Overlooked, Isolated, Gender-Ignored

Conditions are poorly understood in women due to
male-centered norms. Disabled women face compounding
neglect.

Please Note: Sentiment insights were generated using Al-powered natural language processing tools to classify open-text
responses into positive, neutral, and negative categories. While every effort was made to ensure accuracy, automated
sentiment analysis may occasionally misclassify tone or nuance. Themes were then manually reviewed and grouped to reflect

recurring patterns in participant feedback.



Section 1: Positive experiences
with Irish Healthcare System

I



Positive Experiences With
Irish Healthcare - |

General
Improvements

Improvements in

the Health Service

Many women noted several improvements in the health service in the
last few years.

e Theseincluded streamlining the appointment system, the
ambulance services and excellent pre-hospital care.

Screening services, such as BreastCheck and BowelScreen, were also
praised for their efficiency.

These improvements reflect a positive trend in the healthcare
system’s ability to deliver timely and competent care to patients.

“Over the last few years, the
improvements in the health

service has been tremendous. The
appointment system has been much
more streamlined.” Face to Face

“The ambulance service was brilliant.
The improvements in the ambulance
services, when the ambulance and
the paramedics come, they are so
highly qualified.” Face to Face

“The BreastCheck is brilliant.
The BowelScreen is brilliant. The
services are really efficient.”
Face to Face

“There was legislation passed in
October around regulating the area
of fertility, which is really important
because it’s entirely run by private
clinics in Ireland.” Face to Face

“I prefer to go through the public
system because I've got such
complex health, because all my notes
are in the public. So, there is a bit of
cohesion there.” Online

“In the public | have had bad times
with the cervical cancer. But | have
to say for my Crohn’s disease, my
pacemaker, which is public,| get my
appointments all the time. I'm well
looked after.” Online

“I just feel that | am getting very
good care and when the GP needs
to send me to a new consultant, | am
seen within about three months.”
Online

“I had a positive experience. | think
that was last year. | got an invitation
for a pap smear. Somebody saw me
and | think it was a good experience.”
Online

“My appointments have come very
quickly, and I've seen the specialists
quickly.” Online



Positive Experiences With
Irish Healthcare - ||

Women’s Health
Services

Improvements in

the Health Service

e Praise for the rise in women'’s health services in recent years.
e There was some positive feedback on using fertility services.

e Some claim that menopausal treatments are now more
widely available.

“I've heard of Gynaecology Units,
but I've never used them.” Online

“There is an Endometriosis Hub in
Cork. So that’s the south.” Online

“There are Endometriosis Hubs or
Specialists.” Online

“There are Menopause Hubs as well.
Not for myself but people that | work
with and support. My understanding
for those is that it’s for complex
menopause or chemical menopause
that has been sent to those hubs.”
Online

“I think one thing I'd like to say is that
I joined a Menopause Clinic, and

1 just found that the information |
received should be available at every
GP.” Online

“Is this something that can be looked
at in terms of having mobile hubs just
like they have mobile breast check
clinics every so often around the
country?” Online

“The Endometriosis Clinics as far as
I know, [aren’t] that long around... |
was delighted to hear [The Minister
for Health] was doing it. Very badly
needed.” Online

Our Health, Our Voices: Women'’s Experiences of Healthcare in Ireland Listening Forum



Positive Experiences With
Irish Healthcare - |l

Praise for

Healthcare
Professionals - |

e Manywomen praised the healthcare professionals working within the
Irish healthcare system.

e Particularly in relation to close/trusting relationships with GPs
(those living outside of Dublin in particular).

e For some their GP is considered the most influential in obtaining a
diagnosis for patients.

e Beingrelentless in pursuit of tests/referrals/believing/listening to
patients.

“There is a particular midwife who is
over antenatal education and she is
absolutely fabulous.” Face to Face

“I felt heard. | absolutely felt listened
to. | absolutely felt that they were
doing their best.” Face to Face

“I'm probably very lucky. Our GPs
are brilliant and if | ring looking for
an appointment, the receptionist will
say, is it urgent or can it wait until
tomorrow? So, | have found that I'm
just very lucky, but they're brilliant.”
Online

“l gave feedback to one particular
consultant, and it was the first
positive feedback apparently, he'd
ever got. | was told that he was
absolutely delighted. He was upfront
and straight with me. He knows |
wanted to be told. He did precisely
that.” Online

“My GP is fantastic. She goes for
mental health before she goes for
anything else.” Online

“I was in another country with
the Crohn’s disease. It’s just that
no one in my family had it. It was
kind of a shock for me. In the first
six months, | went to the hospital
quite often. | followed up with the
gastroenterologist that saw me in
the hospital. She’s great actually.”
Online

“I feel my GP is pretty good at taking
me seriously and generally won't
jump to a conclusion. She’ll look into
stuff and then come back and say,

it could be these three things. I'm
going to refer you for these.” Online

“When | did get surgery, it was
fantastic. Service staff were lovely,
the environment was beautiful, the
food was delicious. It was like staying
in a five-star hotel.” Online

“lam very lucky with my GP. |

live in a rural village. They're the
nearest GPs. It is a husband and wife
couple, they are both GPs. But she
specialises in women'’s health, and
she has postgraduate qualifications
in obstetrics and gynaecology. It’s
absolutely fantastic. And she really
listens.” Online



Positive Experiences With
Irish Healthcare - |V

Praise for

Healthcare
Professionals - Il

e Particular praise for Sexual Assault Treatment Units and HIV clinics.
e Positive feedback surrounding some mental health teams also.
e Experiences which drive satisfaction:

e Beinglistened to.

e Pathway to treatment being clearly outlined.

e Feeling of being looked after/cared for.
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“The HIV clinic itself is very good.
Everybody is brilliant, very good.
The nurses and the doctors are
great. There is no discrimination or
anything.” Face to Face

“I was sexually assaulted in October
2019, So, | dealt with the Sexual
Assault Treatment Unit. They were
absolutely amazing. They go above
and beyond for you.” Face to Face

“I have actually had a fantastic
experience with the community
mental health team.” Face to Face

“The staff are terrific but the
conditions that they're working in
are abysmal.” Online

“If you had any issues, they listened
to you.” Online

“I had a positive experience most
recently in Ireland. That was the first
time I had a good GPin Ireland. |
lived in Spain for a while and female
GPs treated me in a similar way.”
Online

“You could ring them up if you had
a problem and you had your regular
appointments to come in for your
chemotherapy.” Online

“There was a very clear pathway
in terms of what happens at one
appointment and next steps.” Online

“The staff themselves are so
wonderful. | think they want to help
but their hands are tied.” Online

“Some staff are fantastic. | have to
hand it to them. They're excellent
and lovely.” Online

“My most recent experience was
quite positive as well. It was only a
few weeks until my pregnancy was
complete. It was a female GP. She’s
lovely and always listens because
my last pregnancy was quite
challenging.” Online
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Positive Experiences With
Irish Healthcare - V

Positive

Maternity/Childbirth
Experiences

e Some women noted positive maternity/childbirth experiences -
including the handling of both births and miscarriages.

e Although it was noted that these were in cases that did not include
complications.

e There was some praise for midwives.
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“I have three children, the oldest is
38 now. The youngest is 32. I've had
miscarriages in between. They were
straight forward pregnancies. | had a
very good experience.” Face to Face

“The midwives are great.”
Face to Face

“I have two kids, and | actually chose
to go public both times because it
was quite easy and straight forward.
| had a very positive experience.”
Online

“My own experience of healthcare
and hospitals mainly is childbirth.

| have three children and my
experience each time was positive.”
Online

“I found the diabetic services in the
maternity hospital brilliant. Very
good.” Online

“I had a very positive experience. But
I would add it’s also because | didn’t
have any complications or any major
needs.” Online

“The midwives, the nurses that

| had experience with during, in

the maternity hospital, the public
service, were absolutely brilliant. |
think they were better than what |
expected my partner to do in those
moments. They were holding my leg
or arm, whatever | needed. | felt so
supported.” Online
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General Criticism of
Healthcare System - |

1.1 Access

1. Access to *
toaGP

Healthcare

e Some women criticised the difficulty of finding a regular GP (if haven't
already been going to the same place since adolescence/childhood).

e Particularly for migrant women.

e GPsaredescribed as “gatekeepers” to health system as they are
the first port of call relating to any health issues.

e Criticism of not being able to reach GP directly on the phone.

e Some women are uncomfortable with telling the GP receptionist
what issue they are having.
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“I had a GP for the last ten years. But
about three years ago, she switched
to being a women’s health only GP.”
Face to Face

“I changed my GP last summer. They
don’t even open their waiting lists
anymore. | had been trying for two
years.” Face to Face

“I still don’t have a GP because | have
rung so many people, and no one
took me in. | developed extreme pain
on my left shoulder. | didn’t have
access to a GP. | just helped myself,
you know, self medicating. | just had
a lot of ibuprofen whenever | was in
pain.” Online

“My doctor has been my doctor
since my daughter was born. But
now to see him it has to be a very
serious issue. To see my GP, you call
the surgery, but now you have to tell
the receptionist what your problem
is.” Online

“I' think GPs are the gatekeepers
to our health system, that they are
the entry point in. You can’t refer
yourself to a consultant, even if
you're private.” Online

“I haven’t particularly had a good
experience. | haven’t been in Ireland
for long. | came in about four years
ago. Just getting a GP has been really
difficult. You get put on a waiting

list and they say they’ll get back to
you. They ask you to try some other
places.” Online
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General Criticism of
Healthcare System - ||

1. Access to * 1.2 Long Referral/
Treatment Wait
Times

Healthcare

e Manywomen criticised the extensive wait times for appointments
and treatments, with some waiting a year or more for follow-up care.

e Waiting lists are described as “atrocious” - particularly if
waiting for a diagnostic test (can cause anxiety).

e Some claim that their doctor had advised them to use private services
in order to expedite tests/see consultants.

e Some women claim to have had no follow up care at all after being
referred - “stops dead.”
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“If you go to the GP and you need
another appointment, you might
wait six weeks for an ultrasound.”
Face to Face

“My tendency is to think, do | have to
go back to India to get sorted with a
consultant right away?” Online

“Sometimes they would give the
same appointment time to so many
people and then you end up waiting.
There have been a lot of complaints
about that.” Online

“You wait a year or more for the
referral and it might not happen, or
it stops dead there, things like that.”
Online

“My GP wants to refer me. There
are three different hospitals in the
area. She send's a letter to all three
hospitals and tells me to take the
one that answers me the quickest.”
Online

“It's upsetting and distressing to be
waiting on appointments to come in
that are not happening.” Online

"Any time | went to private, it was
because the public recommended it
because of the waiting queues. They
wanted me to see a pain specialist.
They said the queues for pain
specialists are horrendous. But if you
go privately, you'll see him.” Online

“Once you get into it, | think it's good
to above good. | think the waiting
lists are atrocious.” Online

“The GP actually sends in the same
referral letter to three or four
different consultants. So basically,
I would be put on three different
waiting lists.” Online

“I think with the waiting lists;

the bureaucracy makes it worse.
Everything has a waiting list. | can
remember a few years ago | had

an ingrown toenail that | needed

to sort. After five months, | heard
nothing. | called and the receptionist
told me that the doctor took the file
home, and he hadn’t brought it back,
so they couldn’t book me in. That
went on for another five months.”
Online



General Criticism of
Healthcare System - |l

1. Access to 4 1.3 High Expense
of Healthcare

Healthcare

e The cost of GP visits was highlighted as a significant barrier to
accessing healthcare, with prices ranging from €70 to €95 per visit.

e The cost of medication is a point of contention amongst those with
chronic conditions.

e Criticism that not all medication is available under the Drug
Payment Scheme.

e Inorder to have quick and efficient care, the perception amongst Irish
women is that they need to go through the private system.

e This can be asignificant barrier for women who are struggling
financially but still want to prioritise their health.
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“You just need to put your credit
card on the table and that’s how you
get through it, because you pay for
everything.” Face to Face

“The cost for the doctor is €80.”
Face to Face

“A lot of my meds are off script

or are not used for what they're
originally made for. For example, |
take epilepsy pills and medication for
my chronic migraines. Or a simple
thing like melatonin. You can’t get

it unless it’s with prescription. It’s
not on the Drug Payment Scheme.

| have a chemical imbalance with
ADHD which means | don’t naturally
produce melatonin. | have to pay 50
quid a month for that.” Face to Face

“I'm in a really awful position now.
They've created this massive divide.”
Online

“To be charged €400...no income
coming in except disability. I just
think there was absolutely no
awareness around my situation
financially.” Online

“I think it’s so wrong to see welfare
people being put down.” Online

“l obviously go to the doctor and can
pay for a CervicalCheck because |
don’t want to wait five years.” Online

Our Health, Our Voices: Women'’s Experiences of Healthcare in Ireland Listening Forum



General Criticism of
Healthcare System - |V

2. Lack of Joined

Up Services

e Manywomen criticised the disjointed nature of the healthcare system.

e Having similar tests for different consultants.

e Consultants working only on specialty - not taking holistic
perspective listening to all of patient symptoms and making a
diagnosis (with help of other healthcare professionals).

o Thereis frustration at having to repeat oneself multiple times
(particularly if the nature of the health problem is upsetting).

e Inconsistent messages from clinicians was also highly frustrating.

e Technology and electronic health records are not available to link
services.

e Further criticism that the healthcare system often only considers the
condition and not the individual.

e Thereis aneed for digitisation of all records.
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“I think that there is no line of
excellence at the moment. It’s just
inconsistent.” Face to Face

“I think the big issue in Ireland is
that we treat women’s reproductive
health and there’s no connections

between all of them.” Online
“I thought, is she lying or is he lying?”

Face to Face

“My consultant and my GP do not
agree on my current treatment plan.
Face to Face

”

“I was sent to assess for a heart
transplant in a different hospital and
then discharged to a third hospital.

I was so unwell that | couldn’t walk
from one room to another and
nobody saw me.” Face to Face



General Criticism of
Healthcare System - V

3. Poor Maternity
and Childbirth

Experiences

e Manywomen claimed to feel inadequately cared for during childbirth,
with experiences of being ignored or dismissed by medical staff.

e Planning birth meticulously but then not being consulted over key
decisions during labour.

e Criticism of lack of “joined up” services - i.e. having to retell stories to
multiple healthcare professionals during pregnancy and birth.
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At the beginning of my pregnancy,
| was really nauseous. | couldn’t eat;
it was miserable. The rest of the
pregnancy was OK. But because

it was public, you see a different
midwife, a different doctor. Each
time you go in, you have to retell
them your notes. It’s just this
constant retelling of your story.
No one’s really listening. It’s like a
conveyor belt.” Face to Face

“The moment | went into labour,

| was treated like a completely
different person. | was ignored. | was
treated like | was mostly hysterical.
It was just a really upsetting and
traumatic experience. Both births
were. | experienced good care pre
baby but once | was in that window
of having the baby, that was gone.”
Face to Face

“You are being completely
infantilised in labour. The midwives
are great but then somebody else
comes along and asks questions, why
are you doing what you're doing.”
Face to Face

“I was very sore and in
hypersensitive labour, which meant
the longest gap | got between
contractions was three minutes.
And | was trying to explain this to
the nurse, and she told me to stop
talking because other women were
trying to sleep.” Online

“I had to labour in silence for six
hours on my own, no one was there.”
Online

“During pregnancy, | felt discomfort
during sexual intercourse. | didn’t
know who to speak to. Of course |
spoke with my partner. But | didn’t
know who to reach out to for help.
So, at a maternity appointment |
thought I'd bring it up to a medical
professional. | said, excuse me can

| ask you something about sexual
intercourse? It’s something | have
noticed which is rare or weird for
me. It was a woman and she just kind
of laughed at me.” Online

Our Health, Our Voices: Women'’s Experiences of Healthcare in Ireland Listening Forum



General Criticism of
Healthcare System - VI

4. Mental Health

Services

e Some women cited the neglect of mental health services within the
healthcare system and the inappropriate handling of such cases.

e There was a call for more comprehensive mental health services,
especially considering the perception of inconsistent care.

e Mental health care should be provided alongside all medical care -
need for a holistic approach.

19

“Mental health is one of the most
shocking areas in health. | think it’s
across the board with the number of
suicides and young men deciding to
kill themselves and alcoholism and
all that. Mental health in Ireland is
absolutely ridiculous.” Face to Face

“l ended up having a nervous
breakdown in hospital for 2 weeks
over Christmas. At that time, | tried
to break up with my husband.”
Face to Face

“Being put on psychiatric drugs
when you have no mental health
issue can cause mental health
issues.” Face to Face

“I'm on my ninth diagnosis in a year. |
have a lot of resilience and strength,
but I am crumbling now, and I really
need mental health support.”

Face to Face

“Mental health wasn’t brought up
once in any of my appointments.”
Online

“I was offered mental health services
for my second pregnancy. But |
never felt like the guy listened to
me.” Online

“The addition of an acute psychiatric
assessment unit would definitely
make a huge difference to the care
that people get.” Online

“You need to have a conversation
with a mental health professional so
you can speak to them about how
you have been feeling.” Online

“I went and got my own help because
of the level of care | was offered by
the public health system.” Online

“My daughter was referred to the
same thing and they said, we’ll get
in touch with you. They didn’t get in
touch until | think six months after.”
Online



General Criticism of
Healthcare System - VIl

5. Poor Hospital

Infrastructure

e Some women noted the outdated infrastructure of hospitals. More
modernised facilities would be conducive to patient dignity and
privacy and better care.

e Concerns were raised about the hospital system’s operational model,
where many services do not operate around the clock, causing delays
in patient care.

e Aparticular hospital was criticised for being disruptive.
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“The hospital is like over 100

years old with all these bolted on
extensions. But the building itself,
the infrastructure doesn’t lend itself
to healthcare. There are multi bed
wards - 32 beds In a ward. That
doesn’t help with your dignity or
your healing. You might not be able
to sleep with all that.” Face to Face

“Il went through cancer in 2019 and
what | found was you're going in

and out for follow up appointments.
You're in a room with maybe 50
other women who are all at different
stages of cancer. Some are losing
their hair and some are having
chemotherapy. Some are having
radiation. You're all sitting in a

room and in terms of germs, it’s like
sitting in a petri dish. We have all got
lowered immune systems.” Online

“The staff themselves were fabulous
in the hospital, but the conditions in
the hospital are horrific.” Online

“I found the hospital so distressing.
It’s so noisy. It’s so full on. It’s so
disruptive.” Online

“l was pregnant at the tail end

of Covid-19 so throughout the
appointments, we still all had to
show up at the same time. They'd
gotten rid of half the chairs. So, we're
all heavily pregnant but just standing
crowded in the corridor.” Online

“I had my gallbladder done last week
privately. | know you can’t compare
public with private, but it’s the only
night in five years in the hospital
that I actually slept. It’s all very
disruptive. In public hospitals, there
is no allowing people to recover.”
Online
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General Criticism of
Healthcare System - VII|

6. Poor Sexual

Health & Assault
Care

e Some criticised the follow-up care after sexual assault treatment,
which was “dehumanising.”

e Thelack of sensitivity and understanding in dealing with sexual assault
survivors was a recurring theme for some.

e There was mention of how certain departments, like Infectious
Disease (ID) clinics, treated patients insensitively, with a lack of
privacy and understanding.
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“I was given preventative medication
for HIV, but she didn’t even know
what | was there for.” Face to Face

“It was the ID clinic in the hospital,
the Infectious Disease. | felt like |
was an animal. It was horrific in the
hospital.” Face to Face



General Criticism of
Healthcare System - X

7. Patriarchal
Languagein

Healthcare
Settings

e Some women complained about the patriarchal/hierarchal language
that is used towards women.

e Lack of eye contact from consultants was mentioned by some.

¢ Undermining women’s experiences was a common theme for some or
dealing with symptoms dismissively.

e Asaresult,some women believe that there is a lack of expertise when
it comes to women’s health in general.
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“The language that’s used towards
women is frankly quite patriarchal
and disgusting.” Face to Face

“One of the most disgusting
comments, | can’t even repeat it
publicly, was made to me. It was
about my consultant and how his
ability to do sweeps just absolutely
made birth magically happen
straight away.” Face to Face

“I attend all of my appointments
alone. Actually, my Mam has offered
to come in with me because I'm so
distraught. For every appointment, |
go in with notes because | struggle to
remember stuff.” Face to Face

“It might be a discriminatory thing.”
Online

“I think there is a lack of expertise
when it comes to women'’s health in
general in GPs. I've heard so many
women complain about that.” Online

“I think the concept of a general
practitioner is to have a general
knowledge of everything until you
have to be referred to as specialists.
So, | think that needs to be looked at
where GPs should have the required
training.” Online

“I'm going to that first appointment
with the consultant that | waited
seven months for to be asked for
€400 - the only eye contact | got
was when he gave me a standard
prescription.” Online
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General Criticism of
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8. Stark
Difference

Between Public
and Private Care

e Widespread criticism towards the difference between public and
private care.

e Some women describe private as a “five-star hotel’ compared
to public.

e Many believe that the same quality of care should be provided in
both environments.

e Consensus that private care means shorter wait times, more modern
hospital environment and enhanced care in general.
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“Even if staff had regular time out

in training of patient care. Even in
busy environments you know. It’s a
cultural reactive service that’s being
offered in the hospital system. And
the same medical staff are working
in private and can offer the slow
paced, patient focused care in the
private. Surely that can be adapted
in the public system.” Online

“I was diagnosed with Lyme’s
disease nine years ago. | have been
referred to both the public and
private hospital system. In the public
hospital system, the energy is so
high and so chaotic and disorganised.
You're not being met as a person.
You're just a number that has to be
seen and they want to get it over
with quickly. There’s no listening or
care because the system doesn’t
support staff.” Online

“The workload was always there.
But it didn’t have the culture that the
public hospitals have today.” Online

“It was horrendous from my
perspective to see how the public
operates compared to private. | was
shocked. It was like a five-star hotel.
Online

”

“I've been looked after in both the
public and the private system. | have
private health insurance which is like
a golden ticket these days.” Online

“I thought practically my aftercare
was very good. My surgery went
very well. | was in a private clinic. It
was lovely. It was a nice experience.
People were lovely. | was in a room
by myself and | got the best care. It
was great.” Online

“l was looking for an MRI at one
point for what was going on. It was
really hard. The waiting list for it
was extremely long because | have a
medical card. | think it was going to
be eight months or something. Then
1 just got some money off my Dad,
and | rang the exact same people and
the exact same company who were
doing the MRI. I said | was willing to
pay upfront. Then they were able to
get me in three days later. So, | think
that’s really important to know.
There really is a divide between
private and public healthcare.”
Online
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1. Dismissal of

Symptoms

e Manywomen claim that their symptoms have been completely
dismissed by GPs in the past.

e For example, one women was told to “bottle it up” while being
in extreme pain, which was later diagnosed as endometriosis.

e Numerous menopause stories of symptoms being dismissed at GP
level - in particular brain fog, feeling low etc.

e Dismissal of symptoms is often a result of lack of effective
communication with healthcare professionals.
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“The doctors were saying that it was
all in my head. That’s the worst part,
when they don’t believe me. But
you're the one suffering.”

Face to Face

“l ended up being diagnosed with
endometriosis after nine years of
going to the doctor, telling them | am
in extreme pain. She basically said |
need to bottle it up because we don’t
see anything wrong with you.”

Face to Face

“I have an invisible disability. The
biggest challenge in my life is that |
look and sound physically perfect.”
Face to Face

“Definitely women’s healthcare in a
lot of aspects is seen as secondary,
which shouldn’t be the case.”

Face to Face

“I had an incredibly difficult time
trying to know what the best
treatment option is, trying to access
the treatment itself and trying to be
heard.” Face to Face

“People are still experiencing that
from GPs where they look at you
blankly.” Online

“If they had just listened, taken me
seriously and referred me, it would
have been resolved a lot earlier.”
Online

“Women are half of the population.
It should be within the GP’s remit to
deal with menopause for everyone in
whatever part of the country they're
in.” Online

“This is going to sound controversial,
but | think men are listened to. My
husband who doesn’t go to the
doctors or think about them ever
went and said he needed his heart
checked. They believed him that he
had whatever he went in with. He
was in the hospital two days later,
having stents. But he was listened
to. There was nobody saying it was
in his head. There definitely is a
misogynist attitude in some doctors.
When they can’t find what'’s really
wrong with you, they don’t take it
further like they would have if it

was a man. Now | know a number of
women with endometriosis.” Online
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2. Misdiagnosis &

Delayed Treatment

Dismissal of symptoms often led to misdiagnosis - particularly in
relation to endometriosis and menopause.

Menopause symptoms were often misdiagnosed for depression,
leading to inappropriate prescriptions of antidepressants instead of
hormone treatments.

There was a general consensus that both women and doctors lacked
adequate information on menopause, leading to poor healthcare
management during this phase of life.

Some women expressed frustration with needing to advocate
strongly for themselves to receive appropriate care for menopause-
related issues.
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“I didn’t know anything about the
menopause. It’s taken its toll on my
body. | wasn’t encouraged to take
hormonal replacement therapy
(HRT) or anything that would help.”
Face to Face

“I suppose my biggest issue, we’'ll
say in the last five years, was
menopause. At the time | didn’t
realise it was menopause symptoms,
and | was being prescribed
antidepressants and that really
plunged me. Looking back now, | had
the hair loss and anxiety.”

Face to Face

“Now I’'m being given anti psychotic
medication and I'm not taking them
because I'm not depressed. It’s just

that I'm constantly tired.”

Face to Face

“Once I started HRT, within six
months things changed. The whole
approach by my GP was poor. And
there were a couple of doctors | saw
each time | went in. They didn’t grasp
that | was going through menopause.
They didn’t take my age into account.
I was going in crying and saying |
couldn’t sleep. They just gave me
antidepressants. It was poor and it
was horrible.” Face to Face
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3. Cultural

Insensitivity

Some of the International Protection (IP) and migrant participants
mentioned finding it difficult to navigate the healthcare system
overall.

Some migrant women claim to face discrimination and therefore lack
of proper care.

e This canlead to inadequate treatment and prolonged suffering.

Some highlighted the need for greater cultural competency training
for healthcare workers to improve care for diverse populations.

Suggestion for doctors to undergo cultural sensitivity training.

e This would be helpful in the case of asylum seekers visiting the
GP (should be treated with extra care).

There is a need for more cultural awareness and training amongst
clinicians about conditions and diseases that affect people from
other countries.
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“As a migrant woman, the way we
are treated is very different. You get
treated somewhat badly anyway
from the onset.” Face to Face

“We are coming from different
places, so our languages are
different. The way we pronounce
and say things are sometimes taken
as if we are loud.” Face to Face

“If I'm an asylum seeker and | turn up
to a GP with my medical card, there
are some GPs who won't see us.”
Face to Face

“They’re working in what should be a
culturally sensitive setting and some
of them are not equipped for it.
Some of them have bad manners and
they need to be called out.”

Face to Face

“Some women may come from
countries that have practices such as
female genital mutilation as well. A
lot of doctors here don’t even know
what that is. There is an automatic
assumption that you've done
something to yourself to cause that
amount of damage to yourself.”

Face to Face
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4. Need For Self

Advocacy

As aresult of not being listened to, women claim that they need to
vocally advocate for themselves.

e Some reported routinely writing down notes during medical
sessions to ensure competency. These women noted that this
helps to receive better care (health care professionals more
attentive).

Some women felt that they needed to challenge consultants and
not accept dismissive attitudes to ensure one’s health concerns are
addressed properly.

Some women shared successful experiences of advocating for
themselves, leading to accurate diagnoses and appropriate
treatments.
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“My consultant complained that my
GP had changed my medication, but
I was like, you put her in that position
because you said she has to. Then
she said, | feel like you're lecturing
me. | said, I'm just trying to tell you
what my experiences are.”

Face to Face

“I have a notebook, and | bring it
with me. | say excuse me, please
repeat that again. They feel that | am
documenting everything, and | am,
because it’s to do with me.”

Face to Face

“I think you also have to really trust
yourself and know yourself as much
as you can. If you feel something

is wrong, you have to bring it up
yourself because you know yourself
better.” Face to Face

“They cannot stand that you
are prepared and that you have
questions.” Face to Face

“I believe you have to be your own
advocate. They can be experts on
the data. But theyre not an expert
on you as a patient.” Face to Face

“I put myselfin for bloods. They
asked me at the GP what consultant
told you to get that done? | said
nobody told me to get it done. I'm
just telling you something’s not right.
I need to get it done.” Face to Face

“I feel like here in Ireland, | can’t
depend on the healthcare system
to provide me with any kind of
guidance. It has to be self driven.
That'’s what | feel.” Online

“I have very much accepted the fact
that | can’t depend on the healthcare
system to support me. | have to
constantly advocate for myself and
maybe I'm at a very busy point in my
life as well.” Online
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Pregnancy & Fertility
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1. Lack of
Empathy During
Communication

with Health Care
Professionals
(HCP)

e Women voiced concerns about a lack of empathy and personalised
engagement from healthcare professionals, often feeling dismissed or
unheard.

e Manywomen shared experiences of healthcare providers who did not
introduce themselves or engage meaningfully during consultations,
contributing to feelings of invisibility and frustration.

e Therewas astrong sentiment that doctors and healthcare staff should
enhance their communication skills and actively listen to patients’
concerns, as personal experiences were sometimes overlooked or
undervalued.

e Pregnancy and fertility issues are highly emotional, and this should
be acknowledged (not solely medical).
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“Listening to women when they say
they know what they need to do
when they’re concerned about what
they're feeling, like if something
doesn't feel right.” Face to Face

“Trust and listen to women as

they are the best judge of their
bodies. You're a doctor and you
have some medical knowledge

of it, but it doesn’t allow you to
make a judgement. Because I'm an
individual, | know what my body is
telling me. They need to take it into
consideration.” Face to Face

“Anybody who has had a positive
experience with healthcare
professionals, it’s because they feel
seen as an individual. And that’s the
difference. It’s not that they were
more polite. It’s just that people
felt that they were fully heard, fully
understood, acknowledged and
respected.” Face to Face

“Iwasn't told the results of a serious
test and when it came to light, |

still wasn’t told anything about it.”
Online

“The energy is so high and chaotic
and disorganised. You're not met as
aperson. You're just a number that
has to be seen.” Online

“The reaction was to laugh at
me, which made me feel very
uncomfortable in the situation.”
Online

Our Health, Our Voices: Women'’s Experiences of Healthcare in Ireland Listening Forum



Pregnancy & Fertility
Healthcare Experiences - ||

“It’s seen as a woman'’s issue.” “They should tell you that there are
Face to Face different options in terms of how
you might manage grief. One of them
could be to talk to somebody in a
counselling team or a chaplain or
whatever.” Face to Face

“One of the people that came in
to talk to me was a chaplain. She
gave me a little knitted jacket as a
Miscarriage memento.” Face to Face

2. Disappointing

Su pport “There is no aftercare there. They
literally just tell you that you will feel
a bit down, but you’ll get over it.”
Face to Face

e Some women recounted experiences with pregnancy loss where
support systems were often lacking or inconsistent, highlighting a
disconnect between medical procedures and emotional care.

e There was a critique of how miscarriages are handled, with a focus on
the lack of follow-up support and acknowledgement of the emotional
impact of pregnancy loss.

e Considered to be inappropriate to show women that religious
support is offered first (may not be wanted by all women).

e Some women discussed the insensitivity of medical terminology and
the lack of clear communication about available support options,
needing more guided pathways during their experience of loss.

e Suggestion to show women there are multiple options on how to
manage their grief.
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3. Fertility

Treatment
Challenges

e Women shared their struggles with accessing timely and competent
fertility care, often facing delays and bias, particularly against women
over acertain age.

e There were accounts of bias towards women being presumed to be
the default issue in fertility cases (rather than the male/father).

e Thereis aneed for systematic change to recognise both
partners’ potential contributions to infertility.

e The high cost of private fertility care and the limited options available
to older women were mentioned as significant barriers in accessing
desired treatments.
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“We did look at adoption because
they say you're too old when you're
over 35.” Face to Face

“We went to the Fertility Clinic. We
had one consultation, and the doctor
just arrived and says, you're too old.”
Face to Face

“We finally found a doctor who took
it seriously and it wasn’t my issue.
Every single doctor just looks at you
and presumes it’s you, but it’s not.”
Face to Face

“I suppose that was a long journey
because it wasn’t on my side. It was
more on his side, and it was genetic.
We didn’t get any care for maybe 10
years in that regard. It sounds funny,
but you do hear your clock ticking
away.” Face to Face
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4. Lack of 4 4.1 Breastfeeding
Support

Postnatal Support

There was widespread dissatisfaction with the support for
breastfeeding post-birth, noting a gap between antenatal and
postnatal assistance.

e Some women claim to feel suddenly alone in terms of care after
being encouraged to breastfeed during pregnancy.

Many women experienced a lack of support from healthcare
providers relating to breastfeeding challenges (for example not
receiving help with breastfeeding/not being able to see the lactation
consultant).

e This led to feelings of inadequacy and frustration.

Suggestion to improve communication and support systems for
breastfeeding.

Awareness campaigns to manage expectation post birth would be
appreciated by new mothers.
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“l asked if | could speak to the
lactation consultant. They told me
that she’s not working today. They
were telling me how important
this is for the last nine months and
now when | try to make good on
this, you're not able to support me
and you're making me feel like I'm
difficult.” Face to Face

“There’s a lot of dismissing and
a lot of misinformation around
breastfeeding particularly.”
Face to Face

“I just wanted to talk about
breastfeeding support as well just
briefly. It's something that is very
much promoted in all antenatal
classes which | think is a positive
thing. But then after you have your
baby, it is not supported at all.”
Face to Face

“I had issues with breastfeeding, so
my milk production wasn’t great.
And when | tried to speak with the
doctor, the nurse, everybody said
'oh you just have to keep doing it"”
Online

“l asked for a lactation consultant,
and they just came and squeezed
my boob which left me with a bruise.
The support wasn't there, and it was
literally painful.” Online
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Many women felt that they needed more mental health support
after they had given birth.

There was a perception amongst some women that their
mental health must be detrimental (suicidal thoughts) to be taken
seriously postnatally.

e Beingexhausted and having poor mental health is seen as
normal by many nurses - leading to being dismissed.

Some mention that the maternal mental health support nurse was
unreachable post birth.

Strong appetite for reassurance and encouragement from mental
health professionals - particularly for first-time mothers.
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4. Lack of 4 4.2 Mental
Postnatal Support Health Services

“There is no aftercare there. | flew
back over to Germany to make sure
that everything was quietly OK. |
didn’t get it in Ireland, and it takes
a toll mentally. There was nothing
there.” Face to Face

“I told the health nurse that |
don'’t feel OK. And of course, |
was exhausted and everything.
And she just said I'm getting used
to maternity. | think her question
was, are you suicidal? Do you have
suicidal thoughts? I said no. In my
mind | was thinking, is it just black
and white? It’s either you're too far
into depression or you're not. Is
there nothing in between where |
could still get support?” Online

“The maternal mental health nurse
never once answered her phone, just
voicemail all the time.” Online

“I think it would be nice to
proactively put those things within
the service package for a mother.
It would have given me so much
reassurance or support. | would feel
heard, and they could say yes, | do
need medication. I've been heard,
and | do not need medication. So,
it would have helped my recovery.
It would help from a mental health
perspective also.” Online
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5. Bias Against

Disabled Women

e Disabled women discussed systemic biases and assumptions about
their ability to parent, often being discouraged or not supported
adequately.

e Therewas afocus on the need for personalised and unbiased
care, recognising the rights and capabilities of disabled women in
reproductive healthcare.

o Stories highlighted the broader systemic gaps in reproductive
support for disabled women and the need for more inclusive
healthcare policies.

e Also bias around menopause for disabled women.
e No explaining the process.

e Not probing for symptoms.
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“I'm here for disabled women. There
are so many layers upon layers of
discrimination.” Face to Face

“I've heard that other parents are
not being supported to get pregnant
because it’s assumed that they're
never going to have children. Then
it’s assumed that they can’t live up
to being a mother. There is a lot
going on in regard to education

and parental support in the form of
person centred support that isn’t
there.” Face to Face

“We need to be supporting disabled
women to be parents and having a
person-centered approach. We need
this as opposed to being told what

to do through personal assistance.
Choice about autonomy is about self
determination. We don’t have that in
this country.” Face to Face

“Unconscious bias is huge.”
Face to Face

“We need self directed self
determination.” Face to Face
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1. Challenges in
Endometriosis

Diagnosis and
Treatment

e Manywomen discussed significant challenges in being diagnosed and
treated for endometriosis within the Irish healthcare system.

e Thisincluded issues with misdiagnosis and inadequate
treatment options.

e Some claimed that it took decades to get diagnosed and faced
“medical gaslighting” and inadequate care.

e Many criticised the lack of trained specialists in Ireland and the
preference for ablation, despite a high failure rate with ablation.

e Some migrant women expressed frustration with the long wait times
for surgery and found it more feasible to seek treatment in their home
country due to better expertise and shorter wait times.
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“The HSE and the Department

of Health should bring in
internationally recognised surgeons
who have the meaningful numbers.
There are multiple surgeons in the
last 10 years who worked with
national advocates to set up a clinic
in Ireland.” Face to Face

“I want to know why they're

not engaging with people who

live with the condition. Multiple
gynaecologists have told me this is

just a cinderella area that makes a lot

of money and it’s not as serious as it
is. Surely amongst themselves they
must wonder, why are people going
for abroad treatment? This isn’t
cosmetic.” Face to Face

“By the time you're referred, you're
going to be waiting over a year to a
year and a half to get them.”

Face to Face

“The most decent case consultant
in Ireland has actually practiced
with actual endometriosis

surgeons. | don’t say that lightly. But

internationally, ablation has an 80%
failure rate.” Face to Face

“I have since been referred into the
Endometriosis Hub. The waiting list
is going on nearly 2 years.” Online
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2. Financial
Burden of

Endometriosis
Careinlreland

Many women criticised the financial burdens of appropriate
gynecological care.

e Specifically related to needing to seek treatment abroad due to
inadequacies with the local system.

One woman claims that she was only able to travel abroad for
endometriosis surgery due to financial support from her family.

Another woman used her life savings to receive treatment in London
after being unable to find adequate care in Ireland.

Many women have struggled to afford necessary treatments, even
with the help of private health insurance.

Many were aware of a specific specialist centre abroad for
endometriosis.

e One had visited and had surgery (HSE covered €6K out of
€20K cost).
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“l used my life savings. That was
going to be my house deposit, and
it was 35 grand in total to access
surgical treatments in London.”
Face to Face

“I was very lucky that | have private
health insurance. | have financial
support from my parents. | would
not be where | am today without
them. Definitely not.” Face to Face

“I did it under the crossborder
directive scheme. Got six grand
back, but | had to take it out of a
credit union loan.” Online

“I went to the Endometriosis Clinic.
I made the decision to go abroad to
Romania to another endometriosis
centre. | paid the guts of 12to 13
grand.” Online
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3. Perceived
Lack of Adequate

Medical Care
(Endometriosis)

Many women felt dismissed by healthcare professionals, leading to
delays in diagnosis and treatment.

e Thisinturn caused additional health complications.

The majority of women have experienced being misled by healthcare
professionals about their symptoms, leading to delayed diagnoses and
worsened health.

One woman shared that follow-up care after her hysterectomy
was inadequate, with no information given about the impacts of
the surgery.

Several women described being told that their pain was psychiatric
ornotreal.

e This led women becoming skeptical about medical professionals in
this area.
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“It took an entire year and a half for
them to do all of the procedures,

all the investigation plans for the
stents, everything. They all went
completely out of the way for me.”
Face to Face

“l remember going in having the
radical hysterectomy, which pushed
me straight into the menopause.

| had an appointment with the
gynaecologist, and he did his job. He
did his job in operating and removing
my womb. But there was no follow
up. | was given no information

about how | was going to feel. It was
devastating.” Face to Face

“I had ultrasound after ultrasound.
There was deep infiltrating
endometriosis on both sides of my
family. They told me that it was in my
head and referred me to psychiatric
counselling. For years | was told |
was making up symptoms to get

out of studying for my Junior or
Leaving Cert and that | was doing it
for attention. | was told that my pain
was psychiatric.” Face to Face
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4. Education and

Awareness Gaps

There is a significant lack of awareness and education about
women’s health conditions amongst health care professionals
and the general public.

e This contributes to stigmatisation and delays in treatment.

Women highlighted the need for better education in schools
and more comprehensive training for GPs and other healthcare
professionals on conditions such as endometriosis.

e Educationis also needed for women in general - particularly
for those with intellectual disabilities which may struggle to
communicate their symptoms.

Some noted that Irish doctors don’t seem to follow international
guidelines (in regard to ablation for example) or engage with patient
advocacy and best practices.

Awareness campaigns relating to endometriosis would help with the
lack of education.
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“It’s something that’s really
important. We were just talking
about all the things that are so much
harder for women with intellectual
disabilities because they can’t
communicate as we can, and they
can’t understand as we can.”

Face to Face

“I think the main thing is education
and really funding for the
development of inclusive resources
that are going to target all levels of
intellectual disability because that
is where people are going to really
thrive because they’re able to help
themselves.” Face to Face

“I think even just for people to know
what certain things are at a young
age would be so impactful. | only
figured out what endometriosis was
when | was 23.” Online

“That would be great if they had it in
schools. Teachers were not aware of
the level of pain that | was in.” Online
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5. Mental Health

Relating to Physical
Health

e Mental health challenges arose as a result of untreated physical
(often gynaecological) health conditions.

e Many claim to have been denied mental health services or offered
inappropriate treatments like psychiatric medication instead of
addressing underlying health issues (like menopause).

e Some claim that without proper treatment for their physical
conditions, their mental health deteriorated, compounding their
health challenges.

e Access to appropriate and empathetic mental health care was
seen as lacking and is critical for women with chronic gynaecological
health issues.
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“My mental health is an absolute
shambles.” Face to Face

“Women come in with very clear
heart attack signs and they are
dismissed by the GP and the
hospital. It is the same pattern every
single time. It’s like with mental
health. Unless you're suicidal, unless
you're on death’s door and thereis a
risk to them of liability, that’s when
they will make moves. But anything
other than that, women’s care is not
an emergency.” Face to Face

“They told me that it was in my
head and referred me to psychiatric
counselling.” Face to Face

“I have PCOS. I've been experiencing
extreme symptoms since | was 12,
which has impacted on my mental
health, has impacted on my fertility
journey.” Online
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1. Access to

Healthcare
Services

e Experiences with accessing healthcare services, including
appointment systems, were largely negative.

e Women highlighted long wait times for appointments, sometimes up
to 6-18 months for initial appointments and treatments.

e Some claimed that the hospital appointment systems often caused
delays, with all patients given the same time, causing long waits.

e Community-based services and improvements in the ambulance
service were acknowledged by some.

o However,emergency services were considered to have room
for improvement.
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“It would have taken maybe up
to 6-18 months later to start the
treatment.” Face to Face

“When the ambulance and
paramedics come, they are so highly
qualified. They do so much there.
But the A&E is still really beyond
description.” Face to Face

“In the hospital, you go in and wait
and wait. Over the last few years,
the HSE have improved their
appointment system. It used to be
every appointment was for 8.30.”
Face to Face

“Some aspects of care seem to be
well run and easy to access and then
some | would say are not.” Online

“There’s a lot of difficulty getting
appointments and rescheduling
appointments. Things like getting
scans and getting scan results.
Everything seems to take a long
time.” Online

“The waiting list is going on nearly
two years. If | hadn’t gone to
Romania for my surgery when I did, |
would by now have a colostomy bag
for the rest of my life.” Online

“I had a few challenges getting
into cancer services after | had my
surgery.” Online
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2. Experience With

Getting Diagnosis

e Some women claim that they were waiting a long time to be diagnosed
- leading to frustration.

e |twas common for women with chronic illnesses to feel lost upon
initial diagnosis.

e Information is lacking from healthcare professionals at
diagnosis stage. Opportunity to educate patient on services
such as peer groups.

e Some praise for charities that are dedicated to providing support.
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“When | was first diagnosed with it,
it was within the HSE with a medical
card. It would have taken me six
months to get an appointment to
get the appointment, not for the
treatment, to get the appointment
for the treatment.” Face to Face

“I wanted to start the process and
hear from them that this is it going
forward, which is what she did.”
Face to Face

“When you get your diagnosis,
there’s a big vacuum. There’s a big
vacuum of information and that’s
where charities come in.” Online

“There has to be a culture shift

in terms of gatekeeping around
information and the signposting.
When there is a diagnosis, there
should be an information pack,
where to go when it comes to
community services, for housing, for
mental health.” Online

“l was on a waiting list for a long time
because | got sick in 2017. | only got
diagnosed two years ago. | had a
long, slow decline.” Online

“l remember somebody said, now
you've gotten your diagnosis you can
access all the services. But | went,
what services? Tell me what services
| can now access? There was nobody
to say that.” Online
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Chronic & Serious lliness
Experiences - |l

3. Chronic Disease

Management

e Manywomen claimed that there was a lack of awareness
amongst healthcare professionals about haemochromatosis,
leading to late diagnoses.

e Heart failure management was criticised for lacking gender-specific
treatments.

e Women experience and react to conditions differently than
men, but this is not recognised in care.

e Thereis aperceived need for continuous support and education to
help patients manage chronicillnesses.
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“It’s so rare that women get
haemochromatosis. A lot of the
care services don’t know how

to treat women. In one case it’s
bleeding, in another case it’s not. It
needs different types of follow up
care compared to when a man has
haemochromatosis. The system
doesn'’t provide for women with
haemochromatosis.” Face to Face

“I believe that persistent and
prolonged stress alongside
perimenopause were what

caused my heart attack. And then
unfortunately | was unlucky with the
complications.” Face to Face

“There is very little knowledge

of haemochromatos is amongst
the medical professionals and the
doctors.” Face to Face

“Women present differently with
heart attacks. | had a plum sized pain
in the back of my left shoulder blade.
Women are ignored. They're coming
in if they're feeling really unwell with
an indigestion system or shoulder
pain.” Face to Face

“I was given the basic diagnosis, and
I didn’t really know what multiple
sclerosis (MS) was. Then what
happens is that you're not given a
pack of information. These are the
services you need to access.” Online



Chronic & Serious lliness
Experiences - |V

“If it’s happening when you're “There are problems because you
younger, you need to be caught early don’t get screened for cervical
because it can be an aggressive cancer once you're 60.” Online
cancer. That’s the major issue.”

Face to Face

4. Cancer Screening

“I'm an advocate for anybody that
and Treatment you can beat it. You have to be your
own advocate.” Face to Face

“I think BreastCheck should start
at the beginning of perimenopause,
when all the hormonal changes
happen. I'm surrounded by an
awful lot of strong women in my life
thankfully.” Face to Face

e Some praise for BreastCheck and CervicalCheck screening services

for their efficiency and accessibility. “When it comes to screening, I don't

think the ages are wide enough.

e Some women criticised the age restrictions for screenings. o
They target who it’s going to work

e Younger women are experiencing diagnoses more frequently. for. But they know how the cervical
HPV screening works, so why not
e Many cited inadequate communication and information regarding test expand it?” Face to Face

results and treatment options.
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Chronic & Serious lliness
Experiences - V

5. Mental Health * 5.1 Positive
Experiences

and Psychological
Support

e Alot of women experiencing a chronic/serious illness claim that they
have gotten excellent mental or psychiatric support (private system).

e Individual psychiatrists in particular were praised.

e Human connections are crucial.

51

“The nurse held the baby and told
me to go and have a shower. | was
literally minded. | was wrapped in
bubble wrap.” Face to Face

“When | finally got into one-to-one
therapy, it was unreal.” Online

“l was very satisfied, | have to say.”
Online

“This woman was a life saver. She
was a game changer honestly. Just
a beautiful woman. It worked; it
clicked.” Online

“The GP said to bring me in, and she
referred me to a psychiatrist. It was
private. He was excellent. He was
very down to earth and pragmatic.
There were no big issues about it. He
put me on medication, which kicked
in after about six weeks.” Online

“It’s only just finished, so it’s been
very recent. It has been absolutely a
game changer.” Online

“It was really incredible. We had a
connection; you have to connect.
She was really good, and she was
Polish. I just thought it was great to
have somebody who wasn't Irish.

If you're talking to an Irish person,
they kind of think - what are you
complaining about? There’s a real
validation from someone saying that
things aren’t right.” Online



Chronic & Serious lliness
Experiences - V

“There is a massive stigma and there
needs to be a lot more proactive
understanding of the issue, the
services, the potentials, good or bad.
| think that’s really important. And to

5. Mental Health ‘ 5.2 Considered promote the services.” Face to Face

and Psychological

Su pport to have cancer, but the trauma
comes from how we're treated in the
system, not the diagnosis. So, the
system then needs to have trauma
informed care in this paradigm, not
what they think it is.” Face to Face

InSUfﬁCIent “In the medical sphere, it is traumatic

“The best support | have ever had is
people who have chronic illnesses.
If there’s a minority of people and

e Mental health support is considered to be insufficient by others with
aneed for more holistic and trauma-informed care approaches.

e Some women claimed that post-crisis support for chronic illness or if they gather and hearing, you're
significant medical diagnoses were completely missing. not alone. You can get through
this. Here’s some tips about your
e Stigmaand lack of continuity in psychological care prevent lifestyle.” Face to Face
effective recovery.

e Peer support was seen as invaluable.

e Opportunity to integrate psychological care within physical health
treatment, rather than as a secondary service.
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6. Preventative
Health and

Screening
Interventions

e Women advocated for routine health check-ups to identify potential
health issues early and encourage proactive health management.

e Screenings like HPV or for rare conditions are vital yet not effectively
communicated or administered, leading to missed diagnoses.

e Therewas anotable lack of preventative care for cardiovascular
diseases, especially in women, emphasising an educational gap.

53

“We care for everybody around us
before we care for ourselves. For
me, it was too late. When I did finally
care for myself, | was physically
active, no apparent risk factors,
normal body mass index (BMI),
normal cholesterol, normal weight,
cycled everywhere and then bang!

| had a massive heart attack.”

Face to Face

“I think education even at secondary
level would be of significant
importance.” Online

“I feel that there needs to be a lot
more emphasis on preventative
medicine or interventions.” Online

“It would be brilliant if the primary
care teams could organise pelvic
floor exercises for older women.”
Online

“It would be brilliant if there was
some way that the HSE via the
GP or whoever could link in with
sports clinics or swimming clubs
or something that would promote
health.” Online



Chronic & Serious lliness
Experiences - VI

7. Women-Centric

Health Concerns

e Medical treatments and responses to diseases like cardiovascular
conditions need to account for differences in symptoms and
responses between genders.

e Thereis a prevalent lack of gender-specific care which impacts the
management of diseases like heart failure and cancer.

o Chronic pain and reproductive health issues like fibromyalgia and
endometriosis are poorly managed due to gender biases in healthcare
treatments.

e Awareness campaigns centered around women-centric issues
are needed.
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“Women are five or six times more “There’s no screening for uterine
likely to die from cardiovascular or ovarian cancer for women. They
disease than breast cancer. Women are known as silent killers. | strongly
need to be educated. | would love to believe that should be done.” Online

see a standard routine intervention

of a consultation in primary care “We treat women'’s health at

where women are targeted.” crisis point and we don’t treat it
Face to Face particularly well at that point.”
Online

“Men have always been the default
patients. Doctors don’t spot things in
awoman because she has different
symptoms than men and different
reactions to drugs and everything
else. So, there is that element of it.”
Face to Face
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Improvements Women Want

To See - |

1. Need For

Continuity of Care

Many women criticised the lack of joined up services in the
healthcare system.

e Thiswas across all areas including Pregnancy, Gynaecology
& Chronic lliness.

Focusing on aftercare would also help the continuity of care.

Strong appetite for one joined up system that could be updated
automatically so that all areas of the healthcare system can
communicate with each other.

Suggestion to digitise all systems so that doctors have accurate
information to hand.

57

“You have to go in and explain
every time all your illnesses and
everything. | just wish that there
was one file on you, and it could be
passed around.” Online

“You end up at 101 appointments
and don’t know what they're all for.
There is no cohesion.” Online

“Having a universal patient number
that travels with you through all
the hospitals and all of the medical
things that you'd engage with. A
universal patient number would
allow your file to be transferred as
well.” Online

“Digitise that whole area and get
information accurate. It’s hugely
important.” Online

“I have to update them on what’s
happened to me.” Online

“If there was a system that spoke to
each other that also your doctors
could look at, that would be great
too.” Online

“When | go to appointments within
the hospital, I've seen a couple of
different departments. It’s great
that they have my file, but they
clearly don’t read it, and they don’t
need to. | have to update them on
what’s happened to me, which | am
comfortable enough doing.” Online



Improvements Women Want
To See - |

1. Need For

Continuity of Care

There is a need for consistent care where patients see the same
healthcare professionals (point of contact) regularly to build
relationships and provide individualised, holistic care.

e This will humanise healthcare experiences.

Frustration at having to tell diagnosis story multiple times to different
healthcare professionals.

However, some women acknowledge that lack of healthcare staff
might be anissue in this area.

e Communication between different points of contact is
needed at the very least (again digitisation would be helpful
in this area).

Mention of need for 24-hour rostering and staff other than
consultants being able to discharge.
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“I see a different person every time |
goin.” Face to Face

“I felt completely let down that
there was nobody to care for me.
| felt completely abandoned and
petrified.” Face to Face

“That means you've got time to
actually engage in relationships, and
you can assess a whole person and
then give individualised holistic care,
which is really important.”

Face to Face

“There’s no continuity of care
because you're getting different
inputs from different people.”
Face to Face

“I think a lot of the issues are
caused by lack of staff. A lot of the
dismissing of patients and lack of
holistic care is because they have so
many more coming down the line.”
Online

“I was discharged without a
diagnosis. | was like in a pinball
machine bouncing, being bounced
around from one department from
one hospital to another.” Online

“There’s no communication between
the two consultants.” Online

“I have up to six to seven consultants
active at any one time in three
different hospitals in the West. If | go
to Joe Bloggs in X Hospital and then |
go to Josephine Bloggs in C Hospital,
there is no communication between
the two of them.” Online
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“Early diagnosis is important to let “I think my suggestion would be to
people know.” Face to Face have more preventive medicine in

) general.” Online
“I would be a massive advocate for

reducing the age of screening.” “The HSE do information programs.
2. Screening and Face to Face They are really great you know for
. . colon cancer, for bowel cancer, all of
Ea rly DIagnOSIS that. But | am disabled because of

pernicious anemia, this could have
been stopped by a blood test and
screening.” Online

e Early diagnosis across all conditions is critically important.

e Therefore, there was a suggestion to reduce the age range for cancer
screenings, such as BreastCheck or CervicalCheck, to catch cases earlier.

e Thisis particularly relevant for young women.
e Endometriosis was also a common condition discussed amongst the women.

e Opportunity for healthcare professionals to be more vigilant when
examining symptoms rather than dismissing women.

e Thereis also an opportunity to implement trauma-informed care practices that
focus on consequences of medical experiences rather than just the diagnosis.

e This includes recognising the psychological impact of medical
treatments and diagnoses.

¢ Some women felt that certain health screenings should be made available
earlier or for specific circumstances.
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“They should actually have peer “There’s virtually nothing - no help
supportin place because that person out there for women going through
will actually relate to the person that menopause. A lot of times women
they're talking to.” Face to Face don’t realise that that’s what’s

actually happening.” Online

3. Highlight

“Peer groups are very valuable for
Im porta nce of patients with a specific condition,

Peer Support whatever it is.” Face to Face

“The peer support thing is really
valuable, and | think clinicians
recognising the value of peer
support and referring their patients
to local peer support groups would
be great. The feedback I've had is
absolutely brilliant.” Face to Face

e Suggestion to increase the availability and recognition of peer support groups
for various conditions.

e Peer supportis valuable as it provides emotional and practical support
to patients.

e Thisis awelcome solution as many recognise that healthcare staff are under a
lot of professional pressure.

e Peer support adds a human element when medical care can feel impersonal.
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To See - |V

4. Stigma Reduction

e Opportunity to address stigmas associated with certain conditions, such as HIV

and mental health issues.

¢ Anopen communication environment should be encouraged at all stages

This can be done through education and more positive, transparent

communication.

of healthcare.

This will allow women to communicate effectively about symptoms that

they may be embarrassed about.
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“I know there is a stigma towards
mental health medication. When the
doctor said | didn’t need medication,
| was like wow - based on what?”
Face to Face

“I speak about everything.
Everything that happens with me, |
speak very openly about it. | own my
story, and some people don’t. There
is stigma. Facilitating something in
communities where people get to
sit together and just talk would be
great.” Face to Face

“I do think sexual health is one of
those screenings that we don'’t talk
enough about that affects absolutely
everyone and you're not encouraged
to do it. When you do, you feel guilt
or shame.” Face to Face

“I was quite ashamed of the fact that
| had become severely depressed
because | never saw myself as

ever needing the services of a
psychiatrist, let’s put it that way.”
Face to Face



Improvements Women Want
To See - V

5. Holistic and

Integrated Care

e Encourage amore holistic approach to patient care that considers the
interaction of multiple conditions and medications (rather than treating
each condition in isolation).

e Thisincludes everything from doctors’ attitudes while communicating with
patients to providing good quality food in hospitals.

e Healthcare professionals should be trained to consider lifestyle first rather
than only focusing on one aspect of health.

e Mental health should always be a consideration alongside medical
treatment.

o Digitisation could be used here too - healthcare professionals could look at
patients’ history in many different areas to look at the full picture.
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“Unfortunately, they maybe promote
pharmacological pain relief as
opposed to supporting it.”

Face to Face

“You can assess a whole person and
then give individualised holistic care,
which is really important.”

Face to Face

“There’s a certain lack of a holistic
approach.” Face to Face

“It should be like if you have this,
you're automatically screened for
that.” Face to Face

“There was no sense of lifestyle
choices, you know, sea swimming,
not drinking alcohol, caffeine,
whatever. | know from my research
there’s loads of other things you can
do.” Online

“Once you get to 60, you don’t get
your smear test at all because you
obviously can’t get cancer once
you're over 60. The other thing is
that they don’t have any checkups
for uterine or ovarian cancer.”
Online
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6. Need For Patient

Involvement

There is a call for greater patient involvement in decision-making processes
and in discussions about their own care.

There is a need for access to appropriate information including health
records (some women praised the new HSE app - patient access to increased
digitisation would be helpful).

Being kept up to date on healthcare would make women feel that they’re being
looked after.

e Thiswould reduce the perceived necessity of being proactive.

Women need to be assured that their voices are being heard and considered
throughout.
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“They need someone to say, you will
be OK.” Face to Face

“Why am | not there? Why am | not
sitting at the table to discuss me?
Because I'm the one who is sitting in
the corridor of doom.” Face to Face

“The patient charter is something |
think that needs to be looked at to
see what happens with the feedback
and whether it’s finding it’s way

into policy, procedure and training.
Even if staff had regular time out in
training of patient care. It’s a cultural
reactive service that’s been offered
in the hospital system.” Face to Face

“The computer says no to any
supports that would allow you to
have any level of autonomy.” Online

“Somebody changes one of my meds
in one clinic, they may not have
known that I'm on something else.
There can be interactions.” Online

“I stayed in the hospital for three
days because they wanted to know
what | had.” Online



Improvements Women Want
To See - VI

7. Education

in Schools

e Some women suggested that women’s health education should be included in
school curriculums - both Primary and Secondary schools.

e For example, one woman mentioned a recent campaign warning women
that it is not normal to experience extreme period pain.

o Educating the next generation of young women will be crucial in ensuring that
they can self advocate if needed in the healthcare system.
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“I think that is something that should
be included in the curriculum in all
schools because there isn'’t a lot of
information.” Online

“Il would even suggest that some sort
of introductory information watered
down for primary level children as
well.” Online

“There was a public health campaign
that was just a nurse saying if you're
experiencing period pain, that is not
normal and go to your GP for help.”
Online

“If teachers were trained more
to recognise signs and symptoms
of endometriosis, they'd be more
understanding.” Online

“Preventative medicine and sexual
and smear test education would be
beneficial.” Online

“I do really think it would be
beneficial to have some form of
information campaign.” Online

“If mothers are given the right
information, they can pass it on to
their children and further along to
friends and family.” Online
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“I have had a mix of good and bad “There’s no caring though.” Online
experiences with my GPs.”
Face to Face “I just feel like things aren’t being
updated. The frameworks for any of
“The nurturing element is gone. these things being updated as the
8.Im prove (€] The nurturing element of minding research is very slowly starting to
. somebody so they feel better.” come through.” Online
Experience Online
“GPs need to upskill and medical
“It’s really hard to understand why students who are in training need to
as a fee-paying patient you still have be trained properly.” Online

problems getting a GP.” Online
“I could hear them discussing

“It’s like a lottery if you can even get the fact that | just had a Dilation
an appointment sometimes.” Online & Curettage (DNC) to remove
a pregnancy. There was some
eGP Accessibility needs to be improved. “There’s no accountability confusion. But they were loudly
. . mechanism. So many times, I've discussing my name and my case,
. :::Z;:Ctir;antt‘appomtments are being regularly followed up and referrals heard people come a’!/vay Ifrom where all patients were in the same
doctors really upset.” Online room, and | was at the back. So, if |

o Digitisation is needed here to ensure that waiting lists are being updated “Just make it a bit more accessible.” could hear it, they could surely all

regularly. Online hear it too.” Online

e Many feel that GP’s communication to patients (women in particular) could
be improved.

e Thereis aneed to use personalised (person-first) language rather than
just medical jargon.
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“The education level of these women
is just so poor when it comes to
sexual abuse.” Face to Face

“I think with regards to culture,
especially in the hospitals, they need
to be respectful of other people’s

religion and culture sometimes.”
9.Ensure “I really wanted to come here today Online
Im provements are to advocate on behalf of these
women because they're often left

out of conversations like this.”

“l rang up a disabled organisation
who told me, here’s another number,
ring them. | rang them looking for
anybody to tell me anything. Will |
have a life? Will | have anything?”
Online

Intersectionality-
Informed Face to Face

“It might be a discriminatory thing.”
Online

e The Department’s future improvements should not be a one-size-fits-all “It is a lottery of supports.” Online

approach but respond to layered inequalities (represent lived experiences).

“l heard stories of people

complaining of pain and not be given

adequate pain medication because

of the narrative that people from

e Women recommended expanded eligibility for screenings based on gendered certain ethnic backgrounds have a
health patterns. higher pain tolerance.” Online

e  Women suggested cultural competence and antiracism training for GPs.

e Opportunity to implement disability-inclusive reproductive health support.
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Key Insights - |

1. Improvements Have Been Acknowledged - But Some Women Are Not
Feeling the Impact of Those Developments

¢ Manywomen acknowledged improvements - more streamlined appointment systems, effective
cancer screening and the establishment of Specialist Menopause and Endometriosis hubs.

e These improvements were not experienced consistently across different communities. Women in
rural areas, those without private health insurance and migrant or disabled women reported limited
access to these advances.
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2. Women Continue to Experience Being Dismissed

e Women referred to not being listened to about symptoms - “women know their own bodies.”
e Oftenled to misdiagnosis or delays in diagnosis.

¢ Not being given adequate information about services or treatments.

e No easy access to their health records.

e Beingdismissed in many cases led to self-advocacy where women adopted strategies to advocate for
themselves, keep medical notes, become knowledgeable and challenge professionals.
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3. Access to Health Services and Appropriate Care is Still an Issue for Women

e Longwaiting times for services still an issue.

e “Two-tier” health system causes barriers of access to some women. For many, access is determined by whether
they can afford private care. Migrant women, women with disabilities and those on low incomes reported facing
the greatest hurdles. Those without resources described being stuck in cycles of delay.

e Manywomen experience difficulties in accessing GPs and cost of that service can also be a barrier to good health
outcomes. Access to a GP is particularly difficult for migrant women.
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4. Services Are Not Joined Up, Don’t “Talk” To Each Other, Not Holistic and the
Aftercare or Follow Up Care is Often Absent

e Servicesdo not link together - women have to access siloed services.

e Information thenisn’t shared between the services - lack of Electronic Health data.

e Services are not looking at the person in a holistic way.

e Many women spoke of being “spat out” by the services with little or no aftercare in the community.

o Women described feeling unsupported after miscarriage, shut out of fertility treatment due to age or disability
and left alone after major surgeries like hysterectomies.

e Mental health supports mentioned frequently as an on-going service need for women. Many women had to seek
private care or self-manage their distress.
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5. Compassionate and Sensitive Care is Sometimes Not Available

e Accounts of cultural sensitivity lacking in the health service staff.

e Some participants described cultural insensitivity, racist assumptions and ableist judgements in their encounters
with healthcare providers. These intersecting forms of bias often led to delayed treatment or inappropriate care,
especially for migrant and disabled women.

e Women encountered issues with poor communications between them and medical staff.
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6. Lack of Efficiencies in The Services

e Thelack of 24-hour rostering in the hospitals was highlighted.

e Over dependence on the consultant rather than members of his/her team for information and/or
discharge arrangements.

e Lack of electronic health records to save women having to repeat their stories over and over. Also needed
for sharing with other services and the women themselves.

e Peer led advocacy to improve communications with patients.

73



Key Insights - VI

7. Lack of Awareness and Information for Women and the Medical
Staff in the Health Service

e Health service staff need education and awareness of women'’s health conditions and the services available.
e Services need to be promoted more so that women are aware of them.

e Medical staff are often not aware of cultural health conditions.
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