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Cross-Party Group on Women’s Health 

Tuesday 18 September, 1-2.30pm 

Committee Room 2, Scottish Parliament 

Topic: Endometriosis 

 

1. Welcome  

Monica Lennon MSP welcomed the group to the meeting and gave apologies for MSPs who 

were unable to attend. 

 

2. Appointment of Kalitasha as secretariat 

The group approved Kalitasha as the temporary group secretariat, while the representative 

from the Royal Chartered Society of Physiotherapists is on maternity leave. 

 

3. Approve minutes of the last meeting, dated 5th June 2018  

The group approved the minutes of the previous meeting on menopause in the workplace.  

 

4. Presentations: Emma Cox, CEO of Endometriosis UK; Dionne McFarlane, Educator on 

Endometriosis; Katy Johnstone, journalist, endometriosis campaigner and founder of 

Endo Silence Scotland 

Monica Lennon commented on the lack of awareness and research into women’s health 

issues in Scotland, and given that one in ten women of reproductive age have endometriosis, 

it is a good use of the group’s time to dedicate this meeting to the issue. 

Monica Lennon welcomed Kenneth Gibson MSP and highlighted the member’s debate he led 

in February 2017 on endometriosis. 

Emma Cox, CEO of Endometriosis UK   

Monica Lennon introduced Emma Cox, CEO of Endometriosis UK, who gave a presentation 

about endometriosis, covering what endometriosis is, the reality of living with endometriosis, 

the work of Endometriosis UK and recommendations for improving life for people living with 

the condition. 

Key points raised in the presentation include: 

• 10% of women of reproductive age in the UK suffer from endometriosis, although the 

impact of the condition can be for life 

• Endometriosis affects 1.5 million women in the UK  

• £8.2 billion per year is lost due to endometriosis (healthcare costs, loss of work and 

education) 
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• Receiving a diagnosis takes an average of 7.5 years 

• The cause of endometriosis is unknown and there is currently no cure 

• Endometriosis has a diverse range of symptoms that can often overlap with other 

conditions. These are often ‘hidden’, e.g. pelvic pain and fatigue 

• Endometriosis can have a significant negative impact on mental health 

• A referral to a gynaecologist can take months, and they may not be an expert in the 

condition. Many women view seeing a consultant as their ‘last chance’ – they have 

years of experience of the condition but only a 20 minute appointment  

• Treatment of endometriosis includes hormonal treatment, which masks the 

symptoms rather than treating them, and surgery. Very few women are offered pain 

management treatment 

• The financial cost of having endometriosis or menorrhagia (heavy menstrual bleeding) 

can be high, linking it in with period poverty 

Endometriosis UK’s recommendations/ asks of the Scottish Government include: 

• Three fully set up endometriosis specialist centres in Scotland, with multi-disciplinary 

teams, including pain management and access to fertility experts. 

• NICE guidelines and quality standards on endometriosis adopted in Scotland. 

• Menstrual wellbeing included in the school curriculum as part of RSHP education.  

Dionne McFarlane, Educator on Endometriosis 

Monica Lennon introduced Dionne McFarlane, Educator on Endometriosis, who gave a 

presentation about her own experience of living with endometriosis. DM spoke about the 

difficulties she had at school, the impact on her mental health, the waiting time to see 

consultants, being passed around consultants and the consequences of having to take time 

off work. DM commented on the many women who have lost their jobs due to high levels of 

absence, despite the protection of the Equality Act 2010. DM would like to see all employers 

being made aware of gynaecological conditions and how to support their employees to 

manage conditions in the workplace.  

Katy Johnstone, journalist, endometriosis campaigner and founder of Endo Silence Scotland 

Monica Lennon introduced Katy Johnstone, a journalist, endometriosis campaigner and 

founder of Endo Silence Scotland, who gave a presentation about her own experience of living 

with endometriosis. KJ spoke about doctors calling her pain ‘normal’ period pain, missing 

school, waiting a long time to be referred to a gynaecologist, and the sidelining of menstrual 

issues in society. KJ commented on the fact that 176 million women worldwide have 

endometriosis, which is on par with the prevalence of diabetes, yet 20% of the UK public 

haven’t heard of endometriosis. KJ also commented that menstruation is still considered 

taboo. KJ would like to see the smashing of the taboo and the normalising of menstruation. 

Monica Lennon thanked the speakers and commented on the shared sense of trauma that 

came across in all of the presentations. 
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5. Discussion/ Q&A  

One member commented on the lack of discussion around mental health in relation to 

endometriosis, particularly the mental health impact of experiencing pain during or after sex. 

They commented that this can be especially difficult for women with a history of abuse and/or 

experience of sexual violence.  

One member, who was involved in developing the NICE guidelines for endometriosis in 

England, commented that given that the guidelines took over two years to develop, it would 

be more resourceful for Scotland to adopt the guidelines rather than start from scratch. They 

can then be adapted for a Scottish context.  

One member asked if there was adequate clinical research on endometriosis. Emma Cox 

answered that there is not enough clinical research on endometriosis, and that major funding 

bodies need to commit specific funding to endometriosis, including long-term research on 

prepubescent girls to ascertain why and how endometriosis develops. Endometriosis UK is 

holding a research conference in November 2018. 

One member, who works in this area, commented that there needs to be more funding to 

maintain endometriosis centres and allow them to grow, as more women with endometriosis 

are now coming forward and require complex care.  

One member asked the group about the impact of absence at work when you are self-

employed and how this can be managed. 

One member highlighted that there is currently a full review of RSHP education being 

undertaken, which is open for consultation and inviting people to comment. All the current 

curriculum content can be found online at: rshp.scot. This is a great opportunity to affect 

future menstrual wellbeing curriculum.  

One member discussed the relationship between medical professionals and patients, and 

how this can be improved to empower patients. Women are currently engaging in additional 

emotional labour when advocating for their own healthcare.  

Emma Cox commented again on the importance of the NICE guidelines in England, which 

include how endometriosis patients should be treated.  

One member who runs an endometriosis support group in Fife, commented on the 

importance of endometriosis healthcare being available to girls and women in Fife and other 

areas in Scotland that are outside the major cities of Edinburgh, Glasgow and Aberdeen.  

One member spoke of her own personal experience of endometriosis, including the impact 

on pregnancy and birth, having a hysterectomy, losing employment and requesting access to 

their own medical files under the Data Protection Act. They said that on hearing today’s 

discussions, very little has changed in endometriosis care in over twenty years.  
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Monica Lennon closed the discussion, thanking the speakers and attendees. ML commented 

that the meeting would not be the end of the discussion and welcomed comments and 

feedback via email and social media.  

It was agreed that a letter would be sent from the group to Jeanne Freeman MSP, Cabinet 

Secretary for Health and Sport, to highlight the issues raised in the meeting.  
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Attendees 

Name Organisation CPG membership 

Monica Lennon 
MSP 

MSP  Convener of the CPG on Women's 
Health 

Kenneth Gibson 
MSP 

MSP  CPG Member 

Emma Cox Endometriosis UK CPG member 

Stephanie 
McCulloch 

Endometriosis UK (Glasgow) CPG member 

Eleanor Wilson GU Red Alert Society CPG member 

Giancarlo Bell GU Red Alert Society CPG member 

David Cltyton GU Red Alert Society CPG member 

Lucy Mulvagh Health & Social Care Alliance 
Scotland 

CPG member 

Agnes Holmes Member Africa Caribbean 
Women's Alliance 

CPG member 

Tricia Imrie Simon Community Scotland CPG member 

Rose Harkness South Lanarkshire College CPG member 

Hannah Pearson Kalitasha CPG member & secretariat 

Liita Cairney Kalitasha CPG member & secretariat 

Alison Johnson 
MSP 

MSP  Deputy Convener of the CPG on 
Women's Health 

Claire Beattie Endo Warriors West Lothian n/a 

Candice 
McKenzie 

Endo Warriors West Lothian n/a 

Kirsty Kerr Endomarch Glasgow n/a 

Lyndsey Hogg Endometriosis UK Edinburgh 
Support Group  

n/a 

Elaine Bowman Glasgow Endometriosis Support 
Group 

n/a 

Dionne 
McFarlane 

Educator on Endometriosis n/a 

Katy Johnston Endo Silence Scotland n/a 

Paul Dewart NHS Lothian  n/a 

Clare Cartwright NHS Lothian (Strategic Planning) n/a 

Andrew Horne NHS Lothian/ University of 
Edinburgh 

n/a 

Fulton 
McGregor MSP 

MSP  n/a 

Claire Baker 
MSP 

MSP  n/a 

Ann Smith Individual attendee n/a 

Luke Smith Individual attendee n/a 

Alicja Pawloczuk Individual attendee n/a 

Jan Cairns Individual attendee n/a 
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Claire Watson Individual attendee n/a 

Brittnee Leyson-
Ross 

Individual attendee n/a 

Gillian Cherrie Individual attendee n/a 

Kimberley 
Winning 

Individual attendee n/a 

Melanie 
Stronach 

Individual attendee n/a 

Emily Harn's  Individual attendee n/a 

Hayley Fillbroch Individual attendee n/a 

Ciara Menzies Individual attendee n/a 

Zoe Kelly Individual attendee n/a 

Claire Murrie Individual attendee n/a 

 

 

 

 


