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WORLDWIDE...
Endometriosis patients are frustrated, angry and
disheartened with the lack of Endometriosis care in their
countries. Main charities, and organisations all claim to want
the best for Endometriosis patients however, how much is
actually done to improve the care for people with
Endometriosis? Where is the money from organisations
spent? Are the guidelines sufficient enough? For a disease
that is lifelong chronic illness, affecting 190 million people
worldwide you would think so.
Endometriosis patients are exhausted at the lengthy journey
of approximately 7-10+ years to receive a diagnosis.
A journey full of gaslighting, medical trauma, hormone
pushing, wrong information, the refusal of tests unless
taking hormone contraception, told symptoms are anxiety
or depression and that the symptoms are not real.
Exhausted with the lack of mental support and dangerous
surgeries that are not performed by Endometriosis
Specialist's.
Looking at the UK Government website yearly reports for the
UK's leading Endometriosis charity, we can take a deeper
look into where some of the donations really come from.

#CHANGETHEGUIDELINES
This is not against anyone who works for Endometriosis UK, volunteers,
support workers, ambassadors or anyone associated with Endometriosis UK.
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DONATIONS

Image from Endometriosis UK Website - Donation page.

Under the donations section on the Endometriosis UK
Website it is implied that they receive minimal
funding and are financed almost entirely through
donations and annual membership subscriptions. This
is all that is mentioned on the Endometriosis UK
Website with regards to donations.
Let's see who actually donates to Endometriosis UK.
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DONATIONS

LETS EXPLORE SOME OF THESE COMPANIES...
HOLOGIC
GEDEON RICHTER
BAYER
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Images from www.hologic.com

Hologic is a company
who creates & makes
multiple different
ablation devices used
for all different kinds of
procedures & Surgery.

Hologic have donated to Endometriosis UK multiple times
over the years. Here they have Donated/Granted £50,000 in
2019 and £30,000 in 2020 to Endometriosis UK.
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WHY DOES THIS MATTER?
Upon the release of the updated BSGE/ESHRE guidelines for
2022 on Endometriosis (which were last updated in 2014)
Ablation Surgery is still the preferred method over Excision
surgery with a highly trained Endometriosis Specialist.

Medical studies and Endometriosis Specialist's have often
described Excision Surgery as the Gold Standard, so why does
the BSGE/ESHRE Guidelines suggest it is a weak
recommendation? Could financial influence be the reason?

"Laparoscopic excision is currently the ‘gold
standard’ approach for the management of
endometriosis."
"Large, long-term, prospective studies and a
placebo-controlled, randomized, controlled
trial suggest that laparoscopic excision is an
effective treatment approach for patients with
all stages of endometriosis."
Current Opinion in Obstetrics and Gynecology: August 2004 - Volume 16 - Issue 4 - p 299-303
doi:10.1097/01.gco.0000136496.95075.79
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BAYER

Bayer has donated multiple times over the years, here they donated £15,000
to Endometriosis UK in 2019.

They manufacture the Mirena Coil.

screen grab from google -www.drugdangers.com

The Very thing that is recommended as a "treatment" Option for
Endometriosis.
Under treatment
options on
Endometriosis UK
Website.

They also make the Mirena coil Inserter & other
hormonal contraceptions including Levonelle.

images from www.bayer.co.uk
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BAYER 2
The same company with multiple lawsuits due to
side affects and organ perforation.

Image from www.drugwatch.com

Screenshot taken from
Bayer's website, with
the incorrect
definition of
Endometriosis.
The correct definition
is Endometrial- LikeTissue -"Tissue similar
to the lining of the
womb" - NHS.UK
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TAKEDA.

ENDOMETRIOSIS UK ANNUAL REPORT 2018/2017.

Takeda is a name that is also mentioned multiple times
throughout all Endometriosis UK Financial reports so
who are they?

Takeda is a multi billion Japanese multinational
pharmaceutical company, with partial American and
British roots. It is the largest pharmaceutical company
in Asia and one of the top 20 largest pharmaceutical
companies in the world by revenue.

BUT WHAT IS REALLY INTERESTING IS
WHAT TAKEDA PRODUCES AND IS
INVOLVED WITH...
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TAKEDA 2
Takeda is the manufacturer of Lupron (Leuprorelin Prostap)

Image from www.accessdata.fda.gov

Lupron is suggested as a treatment for Endometriosis.

Image from Endometriosis UK.

The BGSE/ESHRE Guidelines also strongly recommend GnRH Agonists
(Such as Lupron) to reduce Endometriosis pain, although evidence is
limited regarding dosage or duration of treatment.
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TAKEDA 3

ANNUAL REPORT 2018/2017.

Here it is stated that the grant received from Takeda in 2017 and
again the same for 2020 and 2021 (see images below) was for the
production of a new information leaflet which was currently being
developed.
I am unable to find said leaflet mentioned above.
However, If a leaflet/information guide was produced, it would be
sponsored by the company who produces Lupron. Again, a treatment
that Endometriosis patients are offered. Therefore, would this
information be in the patients best interests or financially influenced
by Takeda?

Takeda is also thanked throughout multiple Endometriosis UK
revenue reports over the years.
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GEDEON RICHTER

Gedeon Richter donated £15,000 to Endometriosis
UK in 2019, so who are they?

Image from Gideonritcher.co.uk

They produce a variety of different kinds of
hormonal contraceptions.

Image from PCWF.COM
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WHAT ARE THESE GRANTS AND
DONATIONS USED FOR?
This is stated in the Financial annual report for
Endometriosis UK year 2018/2019. - "We were able to deliver
the RCGP Menstrual wellbeing project thanks to generous
educational grants from - Hologic, Bayer & Gedeon Richter"

On the RCGP
website, it talks
about the
Menstrual
Wellbeing Project
and what it does.
"It is funded by
Endometriosis
UK who are
working closely
with a variety of
stakeholders"
Yet it never
mentions who
these
stakeholders are
who are
financially
involved and
what they
manufacture.
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THE MENSTRUAL WELLBEING
TOOLKIT.
"The focus is to help
primary care clinicians
recognise the common
causes, investigations
and management
options"

Endometriosis is still
being recognised as a
menstrual disease and not
an all over body one.
http://nezhat.org/endometriosistreatment/history-of-endometriosis/

"To provide
rescources to help
GPs and look forward
to seeing reductions
in diagnosis time for
Endometriosis"

On the Endometriosis Uk Website
under the Wellbeing toolkit page at
the bottom it does mention these
companies with links to their
websites. However, it does not ever
clarify what they produce.

It also states that "these
organisations have provided
funding but have no further input
into the project or materials that are
produced." - but how do we know
this?
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THE MENSTRUAL WELLBEING
TOOLKIT 2

The Endometriosis section in this tool kit, that
helps G.P's is just 10 bullet points, that is all. The
two points that stand out are 6 & 7
Bullet point 6
suggests that
"Combined Hormonal
contraception or
desogestrel should
be commenced at the
first visit."

As per the Endometriosis uk website, which claims that the
Pharmaceuitical organisations (who have financial imput to this
toolkit for G'Ps) have no further input.
However, it poses the question why hormonal contraceptions
should be commenced straight away at the first visit ? if they have
no further input into the project why is there no mention of an
Endometriosis Specialist, instead just Hormone Contraception
which is what some of these companies manufacture.
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THE MENSTRUAL WELLBEING
TOOLKIT 3
Bullet point 7 suggests
that the use of
Hormonal treatment
should be used to
control symptoms of
Endometriosis & to
signpost patients to
Endometriosis UK for
support.

In this entire health toolkit for managing Endometriosis Care
that is sent to G.P's, refferal to an Endometriosis Specialist or
Excision Surgery are never mentioned. Secondary care is
mentioned but it is unclear as to what that actually means.
A diagnostic Laparoscopy is currently the only way to detect
the presence of Endometriosis due to taking biopsys to send
for testing. So why is this not mentioned?

Signposting patients to Endometriosis Uk for information is
great but a lot of their vital informational documents have
not been updated for over a decade!
The majority of the documents have not been updated since
2010, 2012 and some being 2014.
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BSGE/ESHRE
GUIDELINES
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BSGE/ESHRE GUIDELINES
What are they and who are BSGE & ESHRE?
As quoted on the BSGE website - "The guidelines offers best
practice advice on the care of women with endometriosis,
including recommendations on the diagnostic approach and
treatments for endometriosis for both relief of painful
symptoms and for infertility due to endometriosis."

For those of you who don't know ESHRE stands for European Society of Human Reproduction and
Embryology. They come together with the BSGE to create
the Endometriosis Guidlines.
BSGE stands for The British Society for Gynaecological
Endoscopy and it “exists to improve standards, promote
training and encourage the exchange of information in
minimal access surgery techniques for women with
gynaecological problems.”
BSGE also claims on their website that "The BSGE exists
not only to serve its members, but also to promote
knowledge and understanding of the endoscopic
approach to diagnosis and treatment to our patients, the
public and those that form healthcare policy so that we
can make a difference to women’s health and wellbeing."
Quotes directly from the BSGE Website.
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BSGE/ESHRE GUIDELINES
The guidelines were last updated in 2014, in 2022
they were announced as new guidelines and
Endometriosis patients were waiting in anticipation
for the change that is so desperately needed. Only
that change never arrived, in fact since 2014 barely
anything has improved.
For example, the guidelines state that no mental
health care is needed for Endometriosis patients,
Yet a 2019 BBC survey collected that about half of
endometriosis sufferers reported that having the
condition led them to have suicidal thoughts.

Image from the BSGE/ESHRE guidelines

The guidelines continue to strongly recommend
hormonal contraceptions which leads to people often
getting refused testing and further investigations for
their symptoms without being on any form of
hormonal contraception for months first.
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HOW ARE THE
GUIDELINES CREATED?
Disclaimer from the BSGE/ESHRE Guidelines

"In the absence of scientific evidence, a
consensus between the relevant ESHRE
stakeholders have been obtained" - So
basically if no scientific evidence is present
then the stakeholders all get to contribute
and decide the outcome.
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WHO ARE THE
STAKEHOLDERS?

AND WHO HAS FINANCIAL LINKS?
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FINANCIAL LINKS
Bayer Healthcare is also one of the sponsors of
the BSGE/ESHRE Guidelines.

Image from the beginning of the recording of the BSGE/ESHRE Guideline 2022 zoom.
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& WHO HAS SOME FORM OF
FINANCIAL INVOLVEMENT.
The most shocking part is that as well as Bayer, and
Gedoen Richter a few more companies are also listed
under the funding/competing interests section,
including...

Gedeon Richter
(Manufactures
Hormonal Contraception)

BUT ALSO...
Hologic, The company
which manufactures
the Ablation tool for
Endometriosis
Surgery.

www.academic.oup.com

DO THESE NAMES SOUND FAMILIAR?
ALL THESE COMPANIES ALSO DONATE TO
ENDOMETRIOSIS UK.
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CONFLICT OF INTEREST?
It is strongly recommended that Hormonal contraception as
the first point of treatment for Endometriosis in the updated
BSGE/ESHRE Guidelines, Guidelines which Bayer has a
financial link to.

Often Patients are refused tests and further investigations for their
Symptoms unless being on any form of contraception for months first.
Leading to lengthier diagnosis times and years of suffering.
An extract from a letter received from a Gynecologist .

WWW.FANNYDIARIES.COM

ESHRE GUIDELINE CONNECTIONS
TO ENDOMETRIOSIS UK.
Another connection to Endometriosis Uk is below.
Here are the Members of the Endometriosis
Guideline Core group for the ESHRE/BHGE Guidelines.

Below is the Medical Advisory Panel for Endometriosis UK.

The same two members on the ESHRE
Guidelines for Endometriosis are also on the
Medical Advisory Panel for Endometriosis
UK.
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ESHRE CONNECTIONS.
Endometriosis UK also uses
www.endometriosis.org for information on
Hormonal treatments for their website.

A mention of
endometriosis.org for
their help with the
information of
hormonal treatments
on Endometriosis UK
Website.

But when you click on meet the
team and read about their
founder...

The Founder is
an active
member of
ESHRE.
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WHY IS THIS A CONFLICT OF
INTEREST?
Donations from big pharmaceutical companies to charities
raises a lot of questions in terms of conflict of interest.
Especially donations from the companies who manufacture
those very products that endometriosis patients are told act
as "treatments."
Some patients are even refused tests or further
investigations due to not wanting to take those said
treatments.

Although Endometriosis UK are required to publish
donations to the UK Government, this is not transparent
to an endometriosis patient and possibly to GP's who
follow their information and guidelines.
It proposes the question of do donations influence the
outcome of care that Endometriosis patients receive in the
UK, and if the donations influence the information and
recourses that Endometriosis UK give and tell patients and
GP's.
Does Endometriosis UK need to be more open and
transparent on their website with where they receive
donations from, how much and what that company
manufactures?
Does Endometriosis UK need to be more transparent with
regards to what that funding is used for, how the companies
are involved and their links to the BSGE/ESHRE Guidelines?
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Being the main source of information for Endometriosis
patients in the UK, It is hard to believe that Endometriosis
UK can remain impartial in their recommendations and
toolkits given the contributions and donations they receive.
Especially donations from Pharmaceutical companies that
produce the treatment options recommended in the
outdated information documents provided by
Endometriosis UK and in the ESHRE guidelines.
The question remains whether Endometriosis UK & the
ESHRE/BSGE guidelines stakeholders knowingly makes
these recommendations given the contributions of big
Pharma. And are certain procedures receiving favourable
recommendations based on donations over procedures
scientifically proven to "treat" endometriosis.
The Fanny Diaries.

#CHANGETHEGUIDELINES

PART TWO

COMING SOON.
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