oyal College
Nursin

Clinical Nurse Specialist in
Endometriosis

CLINICAL PROFESSIONAL RESOURCE




CLINICAL NURSE SPECIALIST IN ENDOMETRIOSIS

Acknowledgements

The RCN would like to thank the project team who originally developed these standards in 2018.
This third edition was updated in 2024 by:

Debra Holloway FRCN, retired Nurse Consultant Gynaecology, Guy’s and St Thomas’ NHS
Foundation Trust and RCN Women'’s Health Forum

Dr Wendy Norton FRCN, Honorary Senior Research Fellow, Faculty of Health and Life Sciences,
De Montfort University, Leicester, and RCN Women’s Health Forum

This document has been designed in collaboration with our members to ensure it meets most
accessibility standards. However, if this does not fit your requirements, please contact
corporate.communications@rcn.org.uk

RCN Legal Disclaimer

This publication contains information, advice and guidance to help members of the RCN. It is
intended for use within the UK but readers are advised that practices may vary in each country
and outside the UK. The information in this booklet has been compiled from professional sources,
but its accuracy is not guaranteed. Whilst every effort has been made to ensure the RCN provides



ROYAL COLLEGE OF NURSING

Contents

L INEFOAUCTION ..t b bbbt bbbt bbbt 4
BT 11T aTe =T ale (o] g g =] g o 1S ISR 5
3 The role of the clinical nurse specialist (CNS) in endOMEtrioSIS ........ccccovviiiiiniieiiiiens 6
3.1 Specialist commissioning for managing advanced endometriosis. ..., 6
3.2 SpecialiSt SErVICE CENTIE @IMS ......c.cccveiiiee e 8
3.3 CNS reSPONSIDIITIES ....c.ocviiccce bbb 8
4 CNS in endometriosis role: skills and knowledge ... 10
4.1 Clinical PractiCe SKillS..........coi 12
4.2 Leadership SKIllS ...

BACK TO CONTENTS 3



CLINICAL NURSE SPECIALIST IN ENDOMETRIOSIS

1 Introduction

Endometriosis is a life challenging disorder that affects over 1.5 million women in the UK
—1in 10 women and those assigned female at birth from puberty to menopause although
the impact may be felt for life. It is a complex iliness that is often not quickly diagnosed
when women first present with symptoms.

Evidence suggests that care can be delayed due to a lack of awareness and
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2 Defining endometriosis

Endometriosis is defined as the presence of endometrial-like tissue outside the uterus,
which induces a chronic, inflammatory reaction (NHS, 2022). While some women with
endometriosis experience painful symptoms and/or infertility, others have no symptoms
at all (or may not recognise their symptoms as abnormal). The exact prevalence of
endometriosis is unknown however, WHO (March 2023) states Endometriosis affects
roughly 10% (190 million) of reproductive age women and girls globally.

Women of any age can have endometriosis however it is rare before the menarche (first
menstrual cycle). Teenagers with painful periods, or who faint, collapse or miss school
due to their menstrual periods may be demonstrating symptoms that indicate a possible
diagnosis of endometriosis.

Some quick facts and figures about endometriosis

* 1in 10 women and those assigned female at birth of reproductive age (between
puberty and menopause) in the UK suffer from endometriosis.

* 10% of women worldwide have endometriosis — that’s 190 million worldwide.
» The prevalence of endometriosis in women with infertility is as high as 50%.

* Endometriosis is the second most common gynaecological condition (after
fibroids) in the UK.

* Endometriosis health care costs are comparable to other common diseases such as
type 2 diabetes, rheumatoid arthritis, and Crohn’s disease.

* On average it takes over 8 years from the onset of symptoms to get a diagnosis.

* Endometriosis costs the UK economy £8.2bn a year in treatment, loss of education,
work and health care costs.

» The cause of endometriosis is unknown and there is no definite cure, but many
different treatment options.

Information provided by Endometriosis UK
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3 The role of the clinical nurse
specialist (CNS) in endometriosis

The role of the CNS in managing and supporting women with endometriosis has been
defined to take account of the need to:

* lead and develop services
* ensure these services are linked with primary care

» support a better understanding of this condition among all nurses coming in contact
with women.

Following the commissioning of complex gynaecology services, the care of women
with complex endometriosis has been highlighted. Whilst minor and moderate cases of
endometriosis can be managed in all gynaecology departments (with a specialist nurse
who is interested in endometriosis), this service specification concerns only severe
endometriosis, which has an annual incidence of around 5,000 new cases in the UK

per year (NHS England, 2013). However, the RCN supports the need for all women with
endometriosis to have access to specialist services to ensure the highest quality care
which has been recognised in the NICE guidelines (NICE, 2024). However, this may be
difficult to achieve in practice as centres tend to work to hours needed for each complex
patient rather than focusing on the needs of individual women, regardless of their
situation.

This document builds on this requirement and describes what a CNS might do, and
encompasses the care of all women with endometriosis.

To become an endometriosis CNS, nurses will have had:

+ extensive experience working within a gynaecology or women'’s health setting

» will have been educated to masters level and display masters level thinking and
decision making

* have insight into the condition and all of the areas of management, including the wider
social political dimensions of this condition.

3.1 Specialist commissioning for managing advanced
endometriosis

For the purposes of specialist commissioning services, severe endometriosis is defined
as either deeply infiltrating endometriosis or recto-vaginal endometriosis.

Deeply infiltrating endometriosis exists where the disease invades at least 5mm below
the tissue surface and can occur in a variety of sites; this includes the bladder, pelvic
sidewalls, ovaries, pelvic brim, bowel surface and diaphragm.

Recto-vaginal endometriosis is endometriosis which involves the recto-vaginal septum
area (recto-vaginal septum; vagina; uterosacral ligaments; rectum). There are many
classification systems for endometriosis but none are universally accepted.

Removing the endometriosis involves complex surgery and national BSGE criteria (see
bsge.org.uk) exist which set out the standards of service and workload required to
undertake surgical excision of severe endometriosis.
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This has driven the establishment of centres where such work can be undertaken by
specialist multidisciplinary teams. Within the commissioning documents reference is
made to an endometriosis CNS whose role is to liaise directly with women using the
specialist service and provide women with support in the management of the condition.

The RCN supports NICE guidance (2024) that all women with suspected or confirmed
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3.2 Specialist service centre aims
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careful scrutiny of the referrals by the endometriosis specialist nurse will optimise this
arrangement

women will have contact details of the endometriosis specialist nurse and make
contact if problems develop:

¢ at six months the endometriosis nurse will review the woman and obtain a completed
quality of life questionnaire

 the same questionnaire will be completed at 12 and 24 months post-surgery and
mechanisms for non-face to face consultations (telephone or website submission)
need to be in place.
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4 Clinical nurse specialist in
endometriosis role: skills and
knowledge

The role of the CNS endometriosis is complex and will demand a range of practice skills,
alongside management and leadership insightfulness.

This senior role will require the nurse to be able to:
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