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LEGAL AND ADMINISTRATIVE DETAILS 

 

FTWW: Fair Treatment for the Women of Wales is a constituted third-sector, patient-led 

organisation, registered as members of the Wales Council for Voluntary Action. 

 

Board of Directors 

Members of the Board during the year were as follows: 

 

Chair: Kathryn Luckock  

Treasurer: Iona Wyn Roberts  

Secretary: Jonathan Stevens 

Louise Evans – Digital Communications / Technical Support 

Heidi Burrows – Fundraising Activities 

Willow Holloway – Neuro-developmental Conditions Representative 

Ruth Appleby – Rare Disease Representative 

Mared Wyn Roberts – Young Women’s Representative 

 

We have tried to ensure that our Board encompasses a range of skills and experiences, ages, 

and health conditions. 

 

Our Board incorporates professional experience of managing social enterprises, coaching, 

advocacy, law, teaching, and the chairing of national charities. Directors also have lived 

experience of primary, secondary, and tertiary care, as well as Crohn’s Disease, 

endometriosis, adenomyosis, mental health conditions, autism, and Ehlers Danlos 

Syndrome. 

 

Chief Executive Officer: Deborah Shaffer 

 

Contact address: c/o CVSC Office, 7 Rhiw Rd, Colwyn Bay LL29 7TG 

 

 

Medical Advisors / Support 

 

Mr Richard Penketh, Consultant Gynaecologist, University Hospital Wales 

Ms Elizabeth Bruen, Specialist Nurse Practitioner, University Hospital Wales 

Mr David Rowlands Consultant Gynaecologist, Arrowe Park Hospital 

Mr Thomas Aust, Consultant Gynaecologist, Arrowe Park Hospital 

Ms Nahid Gul, Consultant Gynaecologist, Arrowe Park Hospital 
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DIRECTORS’ REPORT 

 

About Us 

 

Fair Treatment for the Women of Wales (FTWW) is the only patient-led third sector 

organisation in Wales dedicated solely to women’s health equality. 

We support, inform, educate, and advocate for girls and women in Wales who are suffering 

a range of health conditions and who are not receiving adequate (or fair) treatment.  

FTWW aims to empower women to speak up with confidence amidst a medical and societal 

environment which often tends to privilege the male experience, sometimes dismissing 

women’s symptoms and concerns as being ‘psychological’ in origin. 

FTWW is a not-for-profit organisation, registered with Community and Voluntary Support 

Conwy, and a member of the Wales Council for Voluntary Action. 

 

 

Main Aims and Objectives of the Organisation 

 

The purposes of FTWW are as follows: 

• To address health inequalities for women living in Wales 

• To maintain an online presence for women living in Wales who are experiencing a 

range of health issues 

• To provide advocacy, support, guidance, advice, and resources using a range of 

facilities (online, telephony, in-person, and in-writing) 

• To empower women to be able to advocate for themselves 

• To inform and educate 

• To raise awareness 

• To lobby 

• To work with NHS Wales, health boards, and clinical institutions, on developing 

better strategy for patients 

• To develop partnerships with other organisations (including condition-specific; user-

led; Wales-based; women’s equality groups) 

• To conduct, publish, and distribute research 
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Strategic Objectives for 2018-2021: 

 

• To continue to represent women at a strategic level across Wales, sharing the voices 

of our members and striving to ensure that women in Wales have access to the 

health services and support they need and have a right to access  

• To continue addressing health inequalities for women in Wales, whilst also 

empowering and supporting members to do the same 

• To ensure financial sustainability of the organisation within the three-year period, so 

we can continue to provide the services and support we currently offer, whilst 

looking to employ a small team of staff to service the organisation 

• To recruit and train more volunteers to assist us in delivering our projects and 

initiatives  

• Develop our operational practices and procedures to improve the effectiveness of 

our resources, be they financial, personnel, and / or knowledge 

• To continue developing our Welsh-language provision 

 

 

Why is FTWW needed? 

 

• To combat taboos around gynaecology which can delay help-seeking 

• To challenge old-fashioned attitudes and prejudice, whereby many women report 

having their health concerns dismissed, and / or being told they’re psychological in 

origin 

• To improve healthcare professionals’ knowledge and appreciation of women’s lived 

experience 

• To campaign for investment in, and development of, services and / or specialist 

provision in Wales 

• To increase knowledge and implementation of existing referral pathways within / 

outside of Wales and, where those don’t currently exist, to lobby for their creation 

 

FTWW aims to empower women by giving them the knowledge and skills they need to 

challenge discriminatory, or just unfair, practices in both clinical and work settings. 

We provide an informal setting where women can share experiences, but we also organise 

more formal consultations and research activities. These often form the basis of our 

lobbying of government and health services / organisations for improved strategy – in Wales 

and farther afield. 
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FOREWORD 

 

Thank you for reading our annual report! 

 

This last year has proved to be a busy and productive one for FTWW. Our online support 

group has almost doubled in size, and we have been instrumental in making 

recommendations to Welsh Government on a range of issues, including endometriosis, 

pelvic physiotherapy, social prescribing, and ‘services fit for the future’. We are now 

working on emulating this success with miscarriage services, menopause services, female 

autism, and Ehlers Danlos Syndrome (EDS). 

 

We have participated in research projects, including the James Lind Alliance Priority Setting 

Workshop for Endometriosis, a Cardiff University project on collating the patient experience 

of the disease, and the Royal College of Obstetricians and Gynaecologists’ (RCOG) Specialists 

of Tomorrow Public Insight Group.  

 

We continue to represent the Welsh woman’s voice on a number of boards and 

organisations across the UK, within Wales, and at a local level. 

 

We have enabled our members to participate in a whole host of health and social care-

related consultations and events the length and breadth of Wales and beyond. We have also 

featured in a number of media pieces, including television, radio, online, and in traditional 

print-based publications. 

 

This next year will see us continue to provide support and advocacy for girls and women in 

Wales. We will endeavour to build on our past successes with campaigning for increased 

awareness and improved services for a number of the health-related issues with which 

women in the region are living. We also hope to secure sufficient funding to enable us to 

expand our provision, develop projects, and become more sustainable into the future. 

 

 

  
Deborah Shaffer, CEO  Kat Luckock, Chair 
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KEY ACHIEVEMENTS 

 

 

SUPPORT FOR GIRLS AND WOMEN ACROSS WALES, LIVING WITH CHRONIC / INVISIBLE 

HEALTH CONDITIONS 

 

Increased our online support group to in excess of 650 members. On average, there 

have been 250 new threads created each month, with around one third of those offering 

members the chance to participate in surveys, consultations, or events 

Expanded the ways in which women can find us, using Twitter (976 followers); 

Instagram (564 followers) our website (6737 hits in the last 12 months), and a public-facing 

Facebook page (436 page likes) 

Continued to provide bi-lingual resources and website content  

 

Distributed over 3000 information leaflets 

 

Successfully piloted a North Wales bi-monthly in-person support group 

 

 

 

Increased provision of telephone and email support, including assisting members in 

drafting letters to healthcare providers, Assembly Members, and Members of Parliament 

 

Connected members to other condition / issue-specific peer-support groups and 

organisations 
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INFORMATION AND RESEARCH 

 

During the last 16 months, FTWW has participated in and contributed to a wide range of 

health and social care-related events, seminars, workshops, and consultations. We also 

represent patients / service-users on a number of Boards. It is a vital part of our work to 

advocate wherever possible for women in Wales living with chronic and / or invisible illness. 

We inform policy-makers on how this affects quality of life, productivity, and well-being; we 

collate and share patient experience, and advise clinicians on how this might inform best 

practice. 

 

We: 

Represented the Welsh experience on the James Lind Alliance Priority Setting 

Partnership for Endometriosis Research 

 

 

 

Advocated for women with a range of gynaecological conditions on the RCOG 

Specialists of Tomorrow Public Insight Group 

 

Submitted comments to a range of NICE standards / guidelines, including Multi-

Morbidity, Chronic Health Problems in the Workplace, and Endometriosis 

 

Facilitated a range of workshops, including: a DWP consultation into the impact of 

disability benefit reform; a Betsi Cadwaladr University Health Board (BCUHB) consultation 

on a 10-year Plan for Women’s Health Services in the region; a Bangor University workshop 

on resources for nurse-training, and a Cardiff University research project and workshop, 

‘Drawing Out Personal Experiences of Endometriosis’ 
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‘Drawing Out Personal Experiences of Endometriosis’ Workshop 

 

Entered submissions to, or participated in, a range of Welsh Government consultations, 

including: 1000 Days and Adverse Childhood Experiences; The Wellbeing of Future 

Generations; Framework for Action on Independent Living for Disabled People; Review of 

Health and Social Care; Supporting People Programme: Services Fit for the Future; 

Independent Professional Advocacy Feedback Group; the Autism Bill, and Inquiry into 

Pregnancy, Maternity and Work in Wales 

 

Gave presentations on ‘The Patient Experience of Endometriosis’ to RCGP Wales 

clusters in North West Wales and South East Wales, and ‘The Barriers and Facilitators to 

Prudent Healthcare’ to NHS Wales Policy-Makers 
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Submitted reports to a range of policy-makers / organisations, including Women’s 

Equality Network (WEN) Wales ‘Human Rights for Women in Wales’, and UN ‘Convention 

for the Elimination of Discrimination Against Women / CEDAW Shadow Report’, Disability 

Wales on ‘Invisible Disability and Chronic Illness’, and Health Inspectorate Wales, 

‘Community Mental Health Services in Wales’ 

Represented service-users at events and conferences, including WCVA’s Gofod, and 

Disability Wales’s regional ‘Defending our Rights; Challenging Attitudes’ 

Advocated for service-users at 78 additional events across Wales throughout the 16 

months, including the Equality and Human Rights Commission in Wales, the Wales Audit 

Office Good Practice Exchange, and the Golden Thread Advocacy Programme 

 

During the last 16 months, we have: 

Represented service-users on the North Wales Regional Partnership Board for Social 

Services & Well-being 

Represented service-users at the North Wales Mental Health Summit and on-going 

mental health / well-being forums 

Represented service-users as part of the Bevan Commission’s Advocacy Programme 

Represented patients on the RCGP Patient & Carer Partnership Group and Women’s 

Health Stakeholder Group, where we are developing a Menstrual Well-being toolkit  

Represented service-users on BCUHB’s Maternity Voices Group 

Represented service-users and the organisation on the 2025 Social Prescribing Wales 

programme of conferences and workshops 

Represented service-users at the Wales Policy Forum’s Keynote Seminars on Priorities 

for Health & Social Care, Mental Health Provision, Next Steps for Primary Care, 

Employability 

Represented patients to the Board of Community Health Councils in Wales 

Represented patients on the North Wales Women’s Directorate Board  

Facilitated interface between RCOG’s Women’s Voices Group and RCGP’s Women’s 

Health Spotlight Project 

Represented service-users and grass-roots organisations on WCVA’s Health, Social Care 

and Well-being Planning Group 

Represented service-users on BCUHB Equality Stakeholder Group 
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CAMPAIGNING  

 

We have: 

Lobbied Welsh Government and been instrumental in the creation and work of a Task & 

Finish Group for endometriosis  

Participated in a Welsh Government Task & Finish Group for pelvic physiotherapy 

(obstetric injury & faecal incontinence) 

Had a poster on the patient experience of endometriosis accepted by the RCGP for their 

annual conference 

Sponsored and helped to organise the Cardiff leg of global endometriosis awareness-

raising event, the Worldwide EndoMarch, alongside FTWW members, Niki Dally, Karla 

Edwards, and their dedicated team. 

 

 

Team Wales! 

 

Raised the profile of endometriosis and women’s health in Wales via media coverage, 

including WalesOnline, North Wales Pioneer, Denbighshire Free Press, Western Mail, 

Mindarium Magazine, LocalGiving’s Blog, Amnesty International’s online Suffragette Spirit 

Map, Heart Radio, S4C, and BBC Wales TV and Radio, the latter of which was a half-hour 

documentary which aired on March 7th 2018 

 

Participated in a number of Question Time-style events, ‘Carwyn Connects’, with 

Carwyn Jones, Wales’s First Minister, one of which was televised  
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Participated in the North Wales branch of Soroptomists International Suffrage March 

 

 

RESOURCING 

 

We continue to ask for members’ involvement in activities as much as possible and are 

looking to develop a more consistent and sustainable volunteer programme. We have 

created ‘crib-sheets’ to provide our representatives with information and increase their 

confidence, and we have created a ‘Comment Box’ for use at events for interested parties to 

post questions and / or share their contact details. 

 

Over the last 16 months, our volunteers have represented the organisation at 27 events 

/ meetings / conferences across Wales, which have involved their running a stall, advocating 

for members, and giving talks. 

 

 

 FTWW Presenting to a Full House / Niki Representing FTWW 

 

In-kind donations make up a large part of our provision, including hosting our website, 

and the design and printing of resources. Huge thanks to Mari and Adam Walker, at 

www.madamadari.com for their ongoing support.   

 

Fundraising activities have included LocalGiving match-funding, a Snowdon 7-Day 

Challenge where members and friends / family attempted to climb Mount Snowdon on 

seven consecutive days, a Pier to Pier walk, Endometriosis Evenings, dedicated raffles, the 

knitting and selling of yellow ‘EndoBears’, and donation drives including promoting the 

organisation on EasyFundraising, members giving a percentage of profits from their 

businesses, and donations to FTWW in lieu of birthday gifts.  
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We are, and remain, eternally grateful for the enthusiasm and dedication of our donors. 

 

Heidi, Iona & Teleri During the 7 Day Snowdon Challenge & Members at the Pier to Pier Walk 

 

We have also started to seek more formal sources of funds, including attending a 

‘tampon tax’-based Rosa Woman-to-Woman workshop and making a subsequent 

application. We are pleased to announce that we were successful in acquiring a small grant 

for financial year ending 2019, the purposes of which will be described in our ‘Future Plans’ 

section and next annual report. 

 

 

TRAINING UNDERTAKEN 

 

We believe that it is very important for our Board and volunteers to participate in relevant 

training sessions and courses as far as possible. Over the last 16 months, the following have 

been attended: 

 

Equality & Human Rights Commission (EHRC) Wales, ‘Tackling Discrimination in the 

Workplace’ 

Mantell Gwynedd ‘Safeguarding’ 

Conwy Voluntary Services Council, ‘Introduction to PQASSO (Practical Quality Assurance 

System for Small Organisations) 

RCS-Wales ‘Stress Management for those Working / Volunteering in Small / Medium 

Enterprises’ 

University of Wales, Bangor, ‘Healthcare Sciences Summer School’ 

Glyndwr University, Wrexham, ‘Independent Advocacy’ 

Share Impact, ‘Social Impact Training’ 
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WEN Wales, ‘Introduction to CEDAW (Convention for Elimination of Discrimination 

Against Women) 

WEN Wales, ‘Mentoring Women Programme’ 

ILM Level 3 ‘Managing Volunteers’ 

 

 

ACCOLADES & AWARDS 

 

 Presented with the award for ‘Most Admired Third Sector Organisation’ by Wales 

Council for Voluntary Action - WCVA, for the previous year, 2016-17 

 
 

Invited to be on the judging panel for the 2017 WCVA Awards 

Selected to feature on Amnesty International’s Suffragette Spirit Map  

Delighted to see a FTWW member chosen for RCOG’s educational film on 

endometriosis and another member’s Ehlers Danlos Syndrome story selected as the basis 

for an episode of BBC’s ‘Casualty’ programme, aired on March 24th, 2018 

Nominated for the National Diversity Awards, ‘Community Organisation’ 

Shortlisted for the ‘Worldwide EndoActivist’ Award 

Finalist in 2018 Chwarae Teg Womenspire Awards ‘Community Activist’ category 
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FUTURE PLANS 

 

Already in the diary for the next 12 months are a range of events and activities which will 

help us maintain and expand the services and resources our members require. In addition, 

we plan on continuing to raise awareness, campaign and lobby for better care for the 

women of Wales wherever possible, including in the media and via reports to Welsh 

Government.  

 

Projects in the offing, and with financial support from the Rosa Woman to Woman fund, 

include: 

 

Working with BBC Wales to produce a piece on Menopause Services 

Assisting with the organisation of EHRC seminars across Wales on the Equality Act 2010 

and the Public Services Equality Duty for the benefit of members and FTWW partners  

Organising members’ participation in ‘Measuring the Mountain’, a Welsh Government-

funded project to collate and examine service-users’ experiences of health and social care 

Assisting in the setting-up of a North Wales / BCUHB Gynaecology User Group 

Supporting volunteers to run a FTWW South Wales in-person support & involvement 

group 

Working in partnership with members on campaigns including Miscarriage Services, 

Menopause Services, EDS, and Female Autism 

Continue looking to improve BAME representation 

Developing a volunteer induction, support, and evaluation programme 

Developing and co-producing an online / in-person resource to coach and empower 

members with a range of practical skills and knowledge 

Hosting and / or contributing to a number of Fundraising Events, including a Swap Shop, 

Coastal Path walk, a film-screening, and EndoMarches in both North and South Wales 

Investigating and applying for a range of grants / funding opportunities 
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                                               FTWW TESTIMONIALS AND GALLERY 

 

A selection of pictures, endorsements, and testimonials 

 

‘FTWW…has helped hundreds of ladies including myself…If it wasn’t for me finding this 

group on Facebook I would have suffered for the rest of my life with this horrible life 

changing disease (endometriosis)’ 

 

‘These ladies work tirelessly to help others while themselves facing many health issues’ 

 

‘On a personal level FTWW has done so much for me…it has connected me with a vibrant 

and engaged community of women within my country that have been and are going 

through the same things as me…I genuinely think FTWW will help make Wales one of the 

most progressive parts of the country in terms of women's health issues. Often the initial 

physical illness develops into further, even more disabling issues. Mental health issues are 

co-morbid, meaning that for many their lives and freedoms have been severely restricted. 

The medical community is slowly waking up, as is wider society. FTWW is playing a huge 

part in this. The silence is broken!’ 

 

‘The support and research are second to none…I cannot imagine the group not being there 

now, I really don't know what we'd do without it’ 

 

‘FTWW has given me a voice, has listened to me and given me advice…The team have 

worked tirelessly to get us noticed. Everyone supports each other, if it wasn't for FTWW a 

lot of us wouldn't be here’ 

 

‘Without this amazing organisation I wouldn’t be where I am today, I’m on the right track 

to get the help I need and to get my life back!! I owe absolutely everything to this group!’ 

 

‘The organisation…offers invaluable advice and support to women facing health issues in 

Wales. It makes a huge contribution to policy and works closely with NHS to advocate on 

behalf of women in areas such as endometriosis treatment, which is sadly lacking. It has 

been a fountain of knowledge and empathy which I think supports women to be more 

confident in asking for fair treatment’ 

 

‘FTWW has supported and advised me immensely with my current health condition which 

has been more than medics have done. Without this group I don't know how I would get 

through every day, FTWW have given me hope and provided me with education…and 

made me feel that I’m not alone. (The CEO) even in her own time has taken time out to 

ring me at home when I've been at an all-time low, thank you FTWW…for all you’ve done’ 
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‘They’ve supported me endlessly with incredible knowledge, advice, empathy & amazing 

lobbying skills. They empower women to take control of their health, treatment, diagnosis 

& self-worth. Simply put - they offer a lifeline to a group of vulnerable women. I have no 

doubt that FTWW literally saves lives’ 

 

‘The organisation helped me with some recent problems with accessing necessary 

healthcare provision. They are helping a wide range of women within Wales with both 

practical and emotional support’ 

 

‘FTWW has had such a positive impact on my life. When I joined the group several years 

ago…I was provided with invaluable advice, information and much needed emotional 

support. Because of this group I have had the opportunity to access gold standard 

Endometriosis treatment at Arrowe Park hospital and have undergone two excision 

surgeries and I’m awaiting IVF. This group is LIFE CHANGING’ 
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GALLERY 
 

 

FTWW T-Shirts / Llinos Taking EndoMarch Wales on Tour! / Laura at a Research Conference 

 

Endometriosis Awareness: Two Page Report in ‘The Western Mail’ & FTWW Endo Leaflets 

 

Members & Their Families Raising Awareness of Endo, Fabulous ‘EndoBears’ Made by Claire P 
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FINANCIAL STATEMENT AND ACCOUNTS 

 

Summary of Financial Position 2017-18  

The following is drawn for the accounts of the Organisation and provides an overview of 

financial activity for the period.   

The Organisation brought forward a balance of £ 1206.69 from 2016-17.  

 

Income  

Between the 1st April 2017 and the 31st March 2018 generated a total income of   £4119.07.    

A breakdown of Sources of income is as follows.  

Fundraising  Events ………………………………………… £ 3103.28 

Individual Donations ………………………………………..£ 477.74 

Grants .....................................................………… £ 110.00 

Reimbursement of Costs ……………………………..…..  £ 428.05 

 

The relative proportions of income can be seen in the chart below. 

 

 

The significant proportion of income is derived from donations and fundraising activities and 

events co-ordinated by individuals supporting the organisation.  These have included events 

such as the “Snowdon Challenge”.     

 

The other significant element comes from the re-imbursement of costs of activity, such as 

attending meetings with Welsh Government and statutory bodies to influence policy.  The 

Organisation aims to build more revenue through Grant funding in the coming year to at 

least match the fundraising efforts and create sustainability.    

 

Reimbursement of Costs

Donations

Fundraising

Grants
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Expenditure  

Between the 1st April 2017 and the 31st March 2018 expended a total of £ 1944.61  in 

furtherance of its aims and objectives.    

A breakdown of expenditure  is as follows.  

Activity Costs ……...……………. £ 1134.61   

EndoMarch costs ………………. £ 391.52 

Insurances …………………..……. £ 291.20 

Other resources  …………………£ 127.59 

 

The relative proportions of expenditure can be seen in the chart below 

 

 

 

Activity Costs are substantially made up of costs supporting the travel across Wales to 

further the aims and objective of the Association.  As an organisation representing women 

Wales wide, this is a necessary cost, and it should be said that representatives of the 

organisation, who are ultimately volunteers, have been generous in avoiding claiming full 

costs for their efforts.   

 

Much of the infrastructure costs, such as IT, printing and phone costs have been borne 

without claim.  The major event, namely the EndoMarch Wales, incurred substantial costs 

but provides the flagship public event for the organisation.  

The closing balance of funds available to the organisation on the 31st March 2018 was 

£3381.15.  This represents a 65 % increase in funds over the year, however, the aim of the 

organisation must be to secure sustainable funding year on year and this is the main 

financial challenge for 2018-19. 

Activity Costs

Endomarch Costs

Insurances

Other Resources


