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‘Endometriosis Care in Wales’ Event 24th March 2021 

In Partnership with FTWW, Endometriosis UK, and Fertility Network UK 

Follow-up Report 

 

We are pleased to bring you this report, following on from what proved to be a very well-

attended and instructive panel discussion.  

For those who were unable to attend or just need a reminder, the event recording can 

be found here: Improving Endometriosis Care in Wales: A panel discussion - 

YouTube 

 

Our panelists included: 

Mr Richard Penketh who heads-up the only British Society for Gynaecological 

Endoscopy (BSGE) accredited endometriosis centre in Wales, in Cardiff. Mr Penketh 

also chaired Welsh Government's Endometriosis Task & Finish Group, whose report led 

to endometriosis being included in the all-Wales Women's Health Implementation 

Programme. 

Liz Bruen, currently the only endometriosis nurse in Wales, working alongside Mr 

Penketh. She manages patients with endometriosis and pelvic pain, is a nurse 

hysteroscopist, nurse laparoscopic surgical assistant and nurse sonographer. She is 

passionate about improving the experience, diagnosis, management and quality of life 

of women with endometriosis in Wales.  

Dr Anne Connolly, a Bradford-based GP with a special interest in gynaecology and 

accredited as a hysteroscopist, colposcopist and trainer for the Faculty of Sexual & 

https://www.youtube.com/watch?v=zxg2M41S0nw
https://www.youtube.com/watch?v=zxg2M41S0nw
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Reproductive Health. Anne is chair of the Primary Care Women's Health Forum and 

Royal College of GPs Clinical Champion for Women’s Health. She is also co-editor of 

Women’s Health in Primary Care. 

Professor Jason Kasraie, consultant clinical embryologist and andrologist, working at 

the Shropshire and Mid-Wales Fertility Centre and Shrewsbury and Telford Hospitals 

NHS Trust, where he is Head of Fertility Services. 

Jenny Rathbone MS, the Labour Member of the Senedd for Cardiff Central, and Chair 

of the Women’s Health Cross Party Group. 

Gemma Doherty and Anna Cooper, both of whom are endometriosis patients living in 

North Wales with experience of delayed diagnosis and treatment, and accessing fertility 

services. 

 

Subsequent to the event, Mr Penketh, Liz Bruen, and on behalf of Welsh Government, 

the Head of Women and Children’s Health Branch, Jonathan Williams, kindly offered 

both to respond to any outstanding questions and provide additional information.  

 

We are pleased to include their answers within the following themes: 

• Endometriosis services in Wales  pages 3-4 

• Waiting times    pages 4-6 

• Awareness and training   pages 6-7 

• Clinical questions    pages 7-8 

• Menstrual Wellbeing Education  pages 8-10 

• Mental health    page 10 

• Fertility services in Wales  pages 11-12 

 

Colour Key to respondents:  

Richard Penketh & Liz Bruen 

Welsh Government 
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• Endometriosis Services in Wales 

Q) The Westminster Government’s All-Party Parliamentary Group (APPG) report 

on endometriosis highlighted that there are huge disparities in care for those 

living in Wales. What is being done to follow this up, to ensure those in Wales are 

not left behind? 

A) It is for health boards to ensure that the full range of healthcare services are 

available for the people in their area who need them. The health and care services 

pandemic recovery plan published on 22 March sets out how the NHS in Wales will 

recover from the pressures of the Covid-19 pandemic. Supported by £100 million of 

initial funding, Health and Social Care in Wales Covid-19: Looking Forward looks at 

the following key aspects of recovery: 

• reducing health inequalities to achieve a fairer Wales; 

• building more responsive primary and community care; 

• creating supportive mental health services; 

• more effective and efficient hospital services; 

• better working between health and social services; 

• supporting and building a resilient workforce; 

• providing accessible digital support. 

A link to the document: https://gov.wales/improving-health-and-social-care-covid-19-

looking-forward 

 

Q) Why is it so hard for endo patients here in Wales to see specialists in another 

health board? What is being done to improve funding arrangements and 

pathways, obviating the need for either Individual Patient Funding Requests 

(IPFRs) or being refused a service due to cost?   

A) Tertiary care needs to be commissioned properly. This is one for Welsh Government 

to solve but the new Chair of the Women’s Health Implementation Group in Wales 

(WHIG)…aims to sort out a first-class service for Wales which is properly 

commissioned.  

 

Q) In West/South Wales, I have a number of friends who have recently been 

referred to the BSGE centre in Cardiff under the NICE guidelines, eg with bowel 

and/or bladder involvement, yet their referrals have been rejected by the clinical 

director. Why are women being denied treatment in Cardiff, when they have 

already exhausted their options in their home areas?  

https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
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A) {Answered Live} Tertiary care needs proper commissioning. Referrals which are 

made appropriately based on NICE guidance should not be refused. Political lobbying 

by patients is the only resource available to them and a Member of Senedd or 

Parliament (MS or MP) letter to the Chief Executive of Cardiff & Vale University Health 

Board (Mr. Len Richards) usually gets the right questions asked.  

 

Q) Is there a pain management team focused on pelvic pain that endometriosis 

patients can see in each health board?  

A) The only well set up service for this is Dr Sonia Wartan’s service in Newport where 

physiotherapists and psychologists are involved. This needs to be commissioned 

properly in other Health Boards. Online pain diaries are being developed as part of the 

WHIG’s activity and should assist the conversation between patient and GP.  

A) This could be an issue to be considered by the WHIG.  

 

• Waiting times 

Q. Why do patients in Wales experience longer delays in diagnosing 

endometriosis than anywhere else in the UK? What can be done to improve this? 

A) It is true that it can take a significant number of referrals in Primary and Secondary 

care before referral to an appropriate form of treatment for the condition is made. 

Diagnosis can be difficult because the symptoms of endometriosis vary tremendously 

and can be similar to those associated with other conditions. The symptoms can be 

similar to pain caused by other conditions such as irritable bowel syndrome (IBS) or 

pelvic inflammatory disease. In addition, painful periods can often be mistakenly 

normalised by family members and medical professionals alike, as endometriosis is 

often hereditary.  

There can still be a lack of understanding of endometriosis among some health 

professionals, particularly GPs. The NICE guidance provides a clear pathway which lists 

the symptoms of endometriosis and directs healthcare professionals as to when a 

woman should be referred to a gynaecology service for an ultrasound or gynaecology 

opinion.  

 

Q. What plans are being put in place to reduce the delays women are facing for 

assessment / treatment / diagnosis in the aftermath of the pandemic (services 

were already stretched beforehand)? 

A) The change in practice during Covid has meant that waiting times for clinics have 

been reduced.  There is however a massive burden of operative work which has not 
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been addressed due to lack of theatre capacity during Covid. There has been very 

limited access to theatre for benign gynaecology and it is hoped that capacity will return 

to near normal soon. Additional theatre capacity will need to be created to address the 

backlog and Health Boards will have to develop appropriate local solutions to deal with 

this. One of the barriers to overtime working is that under Welsh Government’s ‘Agenda 

for Change’ policy, a nurse who only works part-time cannot be paid an enhanced rate 

for working at the weekend until they have worked 37.5 hours total.  

A) Covid-19 has placed unprecedented challenges upon the NHS both in Wales and the 

UK more broadly. The Welsh Government has been clear that the ambition is to 

maintain as much NHS essential service activity as possible, and to further reintroduce 

and upscale routine activity where it is safe to do so, alongside the Covid-19 response. 

Dr Andrew Goodall, Chief Executive of NHS Wales, recently wrote to health boards to 

emphasise this ambition. 

Guidance has been developed and issued to support health boards reintroducing 

services that have been delayed as a consequence of Covid-19.  Consultants have 

been asked to go through their waiting lists and to risk stratify and prioritise each 

patient, so that when it is possible to safely reintroduce relevant services, those with 

most urgent need are seen first.  The work is being clinically led, which is the correct 

approach and adds the level of risk assessment.   

Ultimately, it will be for Health Boards to introduce local arrangements to help reduce 

delays and they have been holding outpatient appointments in different ways, making 

use of technology to have appointments virtually.  However, where there is a need, 

service-users are still being seen face to face when it is safe to do so for both parties.  

Welsh Government has just published a recovery plan for the NHS in Wales 

(https://gov.wales/improving-health-and-social-care-covid-19-looking-forward). Although 

Gynae services are not specifically referenced, there is an expectation that all health 

services will reflect the changes set out in the plan. 

 

Q) Do we know when endo surgery will restart in Wales? What is being done to 

communicate with patients across Wales?   

A) No…There is very limited endometriosis surgery in most health boards at present.   

All our University Hospital Wales (Cardiff) patients have had telephone clinics to explain 

the delays and try to optimise symptom control whilst waiting for surgery. 

A) The health and care services pandemic recovery plan published on 22 March sets 

out how the NHS in Wales will recover from the pressures of the Covid-19 pandemic. 

Beyond that strategic direction set out in the plan, which is supported by £100million of 

funding, health boards will need to manage their own services. 

https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
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A link to the document: https://gov.wales/improving-health-and-social-care-covid-19-

looking-forward  

 

Q) Why cannot patients in Wales be allowed to request referrals into England 

whilst the one centre in Wales tries to meet the backlog? What more can be done 

to give patients choice?   

A) England has the same problem and will be trying to solve it for themselves. 

A) I cannot speak for the situation in England, but I understand that there are similar 

levels of concern among patients there. Tertiary endometriosis services for women in 

South and Mid Wales are provided by Cardiff and Vale UHB, whilst women in North 

Wales tend to be referred to Liverpool (Arrowe Park Hospital on the Wirral). There are 

limits to the number of women that can be seen by such services and we hope that the 

increased number of nurse practitioners provided via the WHIG will assist women 

before they need to see a specialist. The WHIG will look at further ways in which this 

issue might be addressed.  

 

• Awareness and Training 

Q. What are we doing to improve the awareness and knowledge of endometriosis, 

menopause, and other women’s health issues, amongst healthcare professionals 

in Wales? 

A) The new nurse practitioners should help to drive this by educating GPs and working 

with GP clusters.  

A) Welsh Government is in discussion with colleagues in Primary Care to understand 

the level of awareness of endometriosis among GPs in Wales. Discussions are also 

ongoing with the Royal College of Obstetricians and Gynaecologists to consider what 

actions the College could take to improve awareness. 

The new endometriosis nurse practitioners funded via the WHIG will be expected to 

work with GPs to help improve awareness of the condition and its treatment.  

 

Q) What strategies can be used to raise the profile of women’s health issues in 

Wales and why is this important?   

A) The WHIG was designed to do just this and is investing funding to promote 

women’s health and provide additional resource for health boards to enable 

service redesign.  

 

https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
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Q) How can we persuade Welsh Government and Ministers to invest more in 

women's health in Wales and why is this necessary?   

A) To make certain that funding follows the work so that the complex endo is 

properly resourced.  

A) Welsh Government’s WHIG is already supported by £1 million pounds per 

annum, purely to help advance the women’s health agenda. The WHIG has 

enabled significant changes in terms of staffing resource for women’s health 

issues. 

 

Q) Many patients in Wales only get diagnosed with endometriosis by paying for 

private consultations and surgeries with specialists. What training is proposed 

for general gynaecologists and GPs in Wales?   

A) Endometriosis Champion consultants and their nurse practitioners will address this.  

 

Q) When the brilliant Liz Bruen has to finally retire, will there be another full-time 

nurse in Cardiff to be trained-up?  

A) {Answered live} At the moment we have no idea what will happen. The funding for a 

new endometriosis nurse practitioner for Cardiff and Vale is aimed at primary and 

secondary care roles and is not a replacement for Liz. Since Liz retired and returned 

half-time, we have lost sessions of her time which was dedicated to endometriosis when 

she was working full-time, yet she has continued to have to contribute to other services.   

She is still fully committed to teaching and contributing out of paid hours.   

 

• Clinical Questions 

 

Q) What interventions are in place for women experiencing pelvic pain but who 

can't get to see a gynaecologist?   

A) I don’t know as I haven’t seen them. Liz sees women in the self-referral clinic, but 

this is only every 2 weeks, and she is only allowed to see Cardiff and Vale residents at 

present whereas she used to see anyone (Funding issues we believe). All the new 

nurse practitioners should be developing similar clinics for their locality. 

 

Q) What is being done to recognise, prevent or treat the devastating impact 

endometriosis can have on other organs?  
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A) Improved diagnostic pathways, as discussed during the meeting, should speed up 

the symptoms-to-diagnosis time, and onward referral to tertiary care should be 

expedited before the disease is too severe. Thoracic endometriosis management 

should be centralised.  

 

Q) If someone has a laparoscopy with a non-specialist gynaecologist and 

findings are inconclusive for endometriosis, do they have any advice for next 

steps please?   

A) Still manage the condition as suspected endometriosis – it often appears during a 

woman’s twenties so a negative laparoscopy early on does not exclude an 

endometriosis diagnosis in the future. It is important that the suggestion of implementing 

an agreed diagnostic laparoscopy standard is essential.  

 

Q) Why are we allowing (medical menopause-inducing) medications like Prostap 

and Zoladex to be used as a 'diagnostic tool' - i.e., if they help, then the pain is 

likely to be caused by endometriosis / adenomyosis? There doesn't appear to be 

any research to back this up, and the way women react to them also varies 

hugely. All it really indicates is how they are responding to the drug.   

A) (These medications) are not diagnostic tests for endometriosis but they can be used 

in the medium-term to suppress symptoms whilst waiting for surgery or between two-

stage operations.  

 

Q) We know with the right knowledge, professionals can detect a lot of what is 

going on via ultrasound, more so with severe disease. What more can be done to 

improve scanning capacity and expertise?  

A) Ultrasound is a dynamic investigation best performed by a clinician who has a 

special interest in gynaecological imaging (could be a radiologist, a gynaecologist, or a 

nurse practitioner). Ultrasound imaging shows up the mobility of the cervix and ovaries 

and can see rectovaginal disease   Trans-rectal scanning and rectal endoscopic 

ultrasound can assess invasion into the muscle of the bowel wall to help plan surgery.  

There are plenty of skilled sonographers in Wales, but we agree that more training 

would help.  

      

• Menstrual Wellbeing Education 

Q. The Welsh Government was initially reluctant to introduce mandatory 

menstrual wellbeing education as part of the Curriculum for Wales review. What 
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is the next step in ensuring this is introduced as part of the Relationships and 

Sex Education (RSE) Code? 

A. I understand this has now been agreed. The new Curriculum for Wales guidance is 

clear that growing up will have a critical impact on learners’ health and well-being and 

settings and schools should consider how they will support learners to understand and 

manage the developmental changes as well as how those changes affect learners in a 

range of different ways. 

Learners will have a range of needs and backgrounds, and the curriculum framework 

offers schools and practitioners the ability to develop the 

specific experiences, knowledge, and skills, as well as the specific topics, activities and 

contexts that will best support learning within the framework.  

Within the Health and Wellbeing Area of Learning Experience (AoLE) in particular, it is 

important that there is a sufficient degree of flexibility to support learners. A Description 

of Learning under the ‘Developing physical health and well-being has lifelong benefits’ 

statement of What Matters specifically relates to enabling learners to “……. recognise 

the connection between the physical and emotional changes that can occur in different 

contexts.”  Within this description of learning, learners are supported to develop their 

understanding along the learning continuum to be able to not only understand and 

recognise the connections between physical and emotional changes that occur, but to 

be able to adapt and modify behaviour to support their physical and emotional health.  

The statement of what matters, ‘Developing Physical and well-being has lifelong 

benefits” also has a description of learning which enables learners to “recognise some 

of the … conditions … that affect my physical health and well-being, and I know how to 

respond and get help in a safe way”. This recognises that there are range of conditions 

which learners may be affected by which they need to be able to recognise, understand 

and seek help for. Progression along this continuum will enable learners to develop 

knowledge and understanding on how to manage behaviours and conditions. 

Within these descriptions of learning schools are given the flexibility to cover puberty 

and menstruation at a developmentally appropriate stage and also provide learners with 

the knowledge and confidence to seek support and help to deal with the physical and 

emotional changes that occur throughout life.   

We recognise the link between physical and emotional wellbeing and how adversity in 

one can negatively affect the other.  This is why our whole school approach to wellbeing 

looks to take account of all the factors affecting children and young peoples’ wellbeing 

and to build their resilience and improve mental health.   

It will be of interest that the Minister for Education commissioned a Relationships and 

Sexuality Education (RSE) Working Group, which will include a range of stakeholders 

and practitioners. This group will be focusing on developing a RSE Code and supporting 
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guidance which will form part of the Curriculum for Wales framework. I would expect this 

group to consider topics such as menstrual wellbeing as part of this in more detail.  

In addition, the Women’s Health Implementation Group (WHIG) is developing a 

menstrual awareness resource which is due to be published in the next few months. 

This is designed to inform teenagers and young people about what to expect from 

periods, what is normal and when to consult their GP. 

 

Q) With regards to the delivery of Menstrual Wellbeing Education, will teachers be 

able to bring in key speakers, or would teachers be provided with the necessary 

training to deliver the topic effectively? Would there be resources available to 

staff too? Not many will understand these issues.  

A) The new ‘Bloody Brilliant’ web resource will be launched in May – both LB and RP 

have seen it and it is a fantastic start, but I am certain further developments will follow.  

The endometriosis nurse practitioners could be a community resource for this too.  

A) Menstrual well-being is very important and it will be included within the Relationships 

and Sexuality Education (RSE) code. As the Code is itself mandatory, this will ensure 

that menstrual well-being is taught in a developmentally sensitive way which supports 

learners and is integrated with other elements of RSE. I am unable to comment further 

as the details will be worked out by the policy leads in Education.  

 

• Mental Health 

Q. The pandemic has had a huge impact on people’s mental health, and the All-

Party Parliamentary Group on Endometriosis made commitments to ensure those 

with endometriosis also get access to mental health support. What is being done 

to ensure this happens? 

A. The focus on mental health must be taken in the context of people’s chronic pain 

which drives their mental health issues  We need availability of Cognitive Behavioural 

Therapy (CBT), mindfulness, an expert patient programme and psychologist who 

specialises in chronic condition management.  

A) Mental health services were positioned as essential services during the pandemic 

although services models may have needed to change in response to the restrictions. 

Whilst is it is understandable that some patients may need to wait longer to access 

services due to the restrictions, patients are prioritised based on clinical need. 

We have also made a range of mental health support available that is easy to access 

and doesn’t require a referral from a health professional. The support can be accessed 

via the 111 website:  https://111.wales.nhs.uk/encyclopaedia/m/article/mentalhealth/ 

https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2F111.wales.nhs.uk%2Fencyclopaedia%2Fm%2Farticle%2Fmentalhealth%2F&data=04%7C01%7CRichard.Chivers%40gov.wales%7C0806d9e3b84343b90dde08d8f05f8e40%7Ca2cc36c592804ae78887d06dab89216b%7C0%7C0%7C637523640477275683%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=bZrW9IScBVcj9HfeD8nePAl1pWBjbMS2F%2BsBV7g7v9o%3D&reserved=0
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• Fertility 

Q) Fertility and endometriosis services are different in each health board in 

Wales. How can these services be standardised to ensure equality across Wales?   

A) The Welsh Government-supported Task & Finish Group report on Endometriosis 

recommended endometriosis champions in every health board to ensure a high 

standard of diagnostics and appropriate onward referral of complex endometriosis to the 

tertiary centres - the WHIG has yet to action this point, but North Wales has started 

work on it. Most of the health boards who have appointed an endometriosis nurse 

practitioner have an identified consultant lead for them to work with. 

Carol Shillabeer, the new Chair of the WHIG, has committed to designing the best 

endometriosis service for Wales and getting it properly commissioned. Equality of 

access and management will be supported by ensuring that each health board adopts 

the same practices, policies, and diagnostic management and audit tools. The 

endometriosis nurses will be providing support to both secondary and primary care. 

A) It is for each health board to offer services in accordance with the needs of the 

population it serves. These services should be offered in accordance with NICE 

guidelines, so the standard of services should be the same.  

 

Q. How is the Government working to ensure that the NICE Guidelines on fertility 

and endometriosis are being followed, and people with fertility issues or 

concerns are referred to a fertility specialist for treatment? 

A. Ministers expect that health boards operate their services so as to comply with the 

requirements of NICE guidelines, as well as Green Top guidance issued by RCOG and 

other Royal Colleges. Welsh Government writes out to health boards regularly to seek 

assurance that the guidelines are being complied with. 

 

Q. People with cancer have access to fertility preservation such as egg freezing 

but there is very little support for those with endometriosis. When will those with 

endometriosis be placed on a level playing field when it comes to accessing 

fertility care and support? 

A. In-Vitro Fertilisation (IVF) Policy in Wales is commissioned by the Welsh Health 

Specialised Services Committee (WHSSC). The policy does not exclude endometriosis 

nor is it exclusively for patients with cancer. The relevant section states: “Women 

preparing for medical or surgical treatment that is likely to make them infertile should be 

offered oocyte or embryo cryostorage as appropriate if they are well enough to undergo 

ovarian stimulation and egg collection, provided that this will not worsen their condition 
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and that sufficient time is available. This does not include patients that have chosen to 

undergo sterilisation as a contraception method.” 

It is therefore for the referring clinician to make the case that the treatment will affect 

fertility. If is it the patient’s endometriosis that is affecting their fertility, then providing 

they meet the criteria they would be eligible for IVF treatment. 

WHSSC will be reviewing their policy during the first quarter of 2021-22 and will 

incorporate the latest guidance in that review which could include any guidance around 

fertility and endometriosis. 

 

 

Thank you for reading! 

 

If you feel like you would benefit from peer-led support, information, and 

opportunities to have your say about women’s health services in Wales, please 

look up FTWW: Fair Treatment for the Women of Wales on social media or drop 

us an email. You can find us here: 

Our website – www.ftww.org.uk 

Email – info@ftww.org.uk 

Facebook – https://www.facebook.com/FTWW.Wales  

Twitter – @FTWW_Wales 

Instagram - @ftww_wales 

 

 

  

http://www.ftww.org.uk/
mailto:info@ftww.org.uk
https://www.facebook.com/FTWW.Wales
https://twitter.com/FTWW_Wales
https://www.instagram.com/ftww_wales/

