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Chairperson’s Foreword 
Dear Friends, 
 
As the newly elected chairperson of the Endometriosis 
Association of Ireland (EAI), I wish to take this 
opportunity to tell you a little about myself and the 
vision the board have for raising awareness of 
endometriosis. 
 
Firstly, I would like to take this opportunity to sincerely 
thank the outgoing chairperson Clodagh Lynam for her 
tireless work in leading the association over the last 
number of years. 
 
I am a medical scientist, working in the health service 
and qualified in Acupuncture and Traditional Chinese 
Medicine.  For 25 years I have lived with the symptoms 
of endometriosis and like many women worldwide,  
I struggled to get a timely diagnosis; in my case this 
took nine years. 
 
Upon diagnosis I was driven to contribute to the 
education and support of women with endometriosis.   
I joined the EAI and Endometriosis UK.  I became a 
helpline and support network volunteer (UK) and trained 
as a Chronic Disease Self Management Tutor.  
Most recently I was the Team Captain for the Worldwide EndoMarch (Million Woman March for 
Endometriosis).  This was a global event that brought together women under the banner of endometriosis 
awareness. Their aims are to Empower, Educate and Effect Change. These aims reflect my vision for the 
association going into the future. 
The association is going through a period of rapid change at the moment.  We have recruited new board 
members, with a valuable skill mix. The board is currently addressing key objectives, such as constituting a 
medical board, strategic management, fundraising events, political lobbying and awareness programmes. 
 
This report will give you an overview of all the association has achieved in 2014. 
 
 

 

 

 

 

Kathleen M King 

Chairperson of the EAI 2014  

MSc BSc Biomedical Science, Dip Acupuncture and TCM 
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Introduction 
About us 

The Endometriosis Association of Ireland (EAI) was formed in 1987, to provide 
information and support for women with endometriosis. 

Among the objectives of the Association is to promote, safeguard and protect the 
interests of members, to advance public education and raise awareness of the 
disease, its symptoms and treatment.   The Association also wishes to promote the 
study, research into and discussion into all matters relating to causes, alleviation and 
cure of Endometriosis to improve the quality of life of the members of the Association 
and the development of services and better interests of those who suffer from 
Endometriosis. 

We are a non-profit and non-governmental patient organisation. In 1989 it took the 
further step of becoming a “company limited by guarantee and not having a share 
capital”, in other words a non-profit organisation which is a limited company and so 
has to be compliant with Company Law as well as charity regulations. One of the 
requirements is the auditing of the Annual Accounts, a major financial outlay, but a 
condition for retaining our charitable status.  

The main aims of the Association are as follows: 

i) To promote and foster within Ireland the carrying out of medical research 
into the causes, cure or relief of Endometriosis and allied diseases. 

ii) To undertake duties in relation to the care and welfare of sufferers from 
Endometriosis and allied diseases. 

Our Vision  

All women in Ireland will have ready access to a timely diagnosis and receive 
appropriate treatment, care and support, enabling them to enjoy happy, fulfilled, 
healthy lives with their family and friends. 

Our Mission 

The EAI is committed to providing support and raising awareness of endometriosis, 
it’s symptoms, effects and treatment options among women and the medical 
profession in Ireland. Its aim is to achieve this through education, information, 
facilitating research and advocacy. 
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Kathleen King 

Our Community 
The EAI is the only charity in Ireland, which works specifically 
with this community of endometriosis sufferers. Traditionally, 
around 10% of women in their reproductive years are thought to 
have endometriosis - approximately 100,000 women in Ireland. 
However ESHRE, the European Society for Human Reproduction 
and Embryology, estimates that between 2 and 10% of women 
within the general population have endometriosis. This could 
mean the figure is over 150,000 women in Ireland.  
 
Unfortunately, many will never receive a diagnosis, or may only 
find out when being investigated for unexplained infertility. For 
every woman with endometriosis there are many more whose 
personal lives have also been impacted by this disease: the 
partners and husbands, family members, and children will all 
have been caught up in its often negative influence disease has 
many devastating symptoms and is especially known for its 
excruciating pain and fatigue. Endometriosis sufferers have a 
lower quality of life as a result. Women may not be able to 
complete their education, their careers can be affected, a wish 
for children may not be fulfilled and relationships with 
partners, family and friends can be terribly damaged. 
 
 The difficulties women face in getting their symptoms 
acknowledged, and therefore diagnosed and treated, creates 
huge additional psychological stress. To this must also be added 
the psychological burden of not being able to talk about the 
effects of the disease openly, whether in a work situation or 
from not wishing to burden friends or family with the hardships 
of dealing with a chronic illness. The isolation felt by women 
who have endometriosis is a big problem. It is important that 
endometriosis sufferers know that they are not alone.  
 
This is the reason why the Association, through support 
meetings and social media, liaising with journalists for items in 
magazines and newspapers, posting out leaflets to hospitals, 
funding the website and any other means at our disposal, tries 
to reach out to the many women out there in the wider 
endometriosis community. 
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Overview of 2014  
 
2014 was another challenging year for the Association.  We achieved many things 
including maintenance of the website, answering member’s queries, running three 
support days in Tallaght Library, organising support for our runners in the Flora Mini 
Marathon, having a very successful Info Day in the Spa Hotel in Lucan attended by over 
150 delegates.  All this was achieved despite having only six members volunteering their 
time despite all having careers and family commitments. 
 
 



 

6 

Governance 

Memorandum & Articles of Association  
The EAI’s Memorandum & Articles of Association 
(M&As) were reviewed by the organisation. Our 
current one is outdated and was not compliant with 
the new regulations. The board examined the objects 
of the association to see how they could be brought 
in line with current requirements. A&L Goodbody’s 
are assisting “pro bono” and had provided us with a 
model copy of Charity M&As, which provided us with 
a basis to begin the process to update our existing 
M&A.   
However, although much work went into this, 
scrutinising both existing and draft M&As in order to 
future proof as much as possible whilst still adhering 
to the criteria set down by the Revenue 
Commissioners, we were unable to complete this 
task.   
Work on this had to be deferred, as operational 
matters took immediate priority. This is an important 
task, which will be a key	  focus for 2015. 

Strategic Planning  
The board made progress with strategic 
planning in 2014. Every charity should 
have a completed Strategic Plan, where 
the operational plan is developed from 
the outcomes and outputs from the 
Strategic Aims. It is a means of working 
out in practical tasks, from your 
charitable objective, how best to achieve 
your aims. It gives an organisation a 
means also of assessing progress and 
achievements against these aims. The 
strategic plan for the organisation needs 
to be updated in light of the current 
regulatory environment. 

New Directors 
We are also glad to announce that Mary Heslin, 
Charlie Barr and Laura Kearns joined the board in an 
official capacity as Directors in 2014.  
Their skills and experience have strengthened the 
board immensely. 
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Financial Governance 

Our Treasurer Shauna Heslin continued in her role of Treasurer. She continues to be the 
main custodian of the association’s assets and ensuring clarity in all transactions.  
 
The following is the financial summary for 2014, as approved by our Auditor. 
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Financial Governance 

Please find the detailed income and expenditure for 2014 below.  
The full audited accounts report from McCloskey & Co is available on request. 
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Association Activities throughout the year 

January 2014 – We had a support meeting Tallaght 
The New Year kicked off with a support meeting in 
Tallaght Library. We had a number of attendees 
who travelled from all corners of the country. The 
support meeting was facilitated by several members 
of the board who encouraged conversation amongst 
attendees.  
 
 
 
 
 

January 2014 – We attended an Endometriosis Symposium  
Kathleen, Beibhinn and Charlie attended an 
Endometriosis Symposium in Belfast, hosted by 
EndoSupport NI and the Patient Client Council in 
Northern Ireland.  
 
The theme of this meeting was "Developing a 
Regional Endometriosis Centre and Network for 
Northern Ireland". The meeting comprised of the 
Pain Alliance Northern Ireland (PANI) in partnership 
with the Endometriosis Support Group Northern 
Ireland, the Patient and Client Council, Wellbeing 
of Women and Napp Pharmaceuticals Ltd.  
 
The purpose of the meeting was to promote 
financial and logistical support of the organisation. 
Over 100 patients, doctors, nurses, health services 
managers and politicians met in Riddle Hall, Belfast 
to discuss how best to improve services for woman 
who suffer from the most severe form of 
endometriosis. 
 
We heard presentations from the Edwin Poots - Minister for Health, from ladies 
whose lives have been affected by endometriosis and from experts working in the 
field.  The group then agreed the following key actions: 
 
• Planning is to commence on the development of a regional Endometriosis Centre 
• The centre should provide clinical and educational support for the network of 

local gynecologists with a special interest in endometriosis. 
• It should lead research into the causes and treatment of endometriosis. 
• It should have strong links with Regional Fertility 
• It should lead a programme of education for GPs, local specialist and non-

specialist endometriosis gynecologists (including trainees), specialist 
endometriosis nurses and gynecology nurses. 

• It should work closely with the Endometriosis Support Group NI to ensure that 
the patient voice is heard. 
 

The event was extensively covered in the Northern Ireland Media. The EAI were 
proud to support this event. 
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Association Activities throughout the year 

February 2014 – We received a donation from The 
Hospital Saturday Fund 
Thirty Irish charities received donations from The 
Hospital Saturday Fund at a special reception held at 
the Mansion House in Dublin on the 20th February.  
In total, €100,000 was donated to the charities at the 
event, which was hosted by the Lord Mayor of 
Dublin, Oisin Quinn, Vice-President of The Hospital 
Saturday Fund. The Endometriosis Association of 
Ireland was delighted to be presented with a cheque 
for €3,000 to help with Endometriosis Awareness 
month events, specifically our Information Day and 
printing costs. 

 
 
March 2014 – We conducted a survey of women living in Ireland with 
endometriosis.  
There were 192 respondents in this survey of women in Ireland living with 
endometriosis. 
Findings correlated with international data available on women with endometriosis. 
The survey findings will be used to help develop the EAI services and to communicate 
our members needs to relevant third parties. 
 
Main findings were as follows: 

• There needs to be recognition of Endo as a disability 
• There is a need for emotional support and understanding from family, 

friends, partners and medical profession 
• Clinicians need to separate symptoms of endo from infertility 
• Early access to specialist services will improve chances of conceiving 
• There is a need for access to public funding for fertility treatment 

o 45% waited between 5 and 15 Years. 22% waited >15 years. 
• There is an urgent requirement for clinician education/awareness/training, 

including sub fertility 
• There needs to be an emphasis on primary care providers.  
• Established gynecologists also need updating.  

o 50% attended GP within 1 year of onset of symptoms. 
• There is a need for early access to specialist consultants/centres of 

excellence 
• Several women referred to the need for multidisciplinary teams treating all 

aspects of disease presentation, including mental health input. 
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Association Activities throughout the year 

March 2014 – We were interviewed on TV3s Ireland AM  
Aisling Carroll (EAI Member) and Mr 
Mo’iad Alazzam (UPMC BEACON Hospital) 
were invited to join the Ireland AM team 
for a chat about endometriosis.  
Aisling outlined her personal story from 
diagnosis through to treatment. She 
emphasized the need for early diagnosis 
and for the medical professionals to 
listen to women and not dismiss them. 
Mo’iad explained to the audience what 
endometriosis is, its impact and how it 
can be treated. The broadcast was well 
received and resulted in a number of 
queries through our social media 
channels and email. It also helped to raise awareness of the Information Day. TV3 
uploaded the clip to their Facebook page and online player, and was well received by 
a wider audience. 
 
 
March 2014 - Soroptomists Ireland supported Endometriosis Awareness Month 
Soroptimists International is a volunteer organisation that works to improve the lives 
of women and girls in local and international communities. 
 
At their 2014 National Conference the Soroptimists International Great Britain and 
Ireland voted to take on a two-year plan of action around endometriosis.  This 
includes research into local availability of information for women with 
endometriosis, how long diagnosis takes and what treatment is available. This 
information will be used to lobby legislators and health providers.  
They also aim to raise awareness of endometriosis in young girls and to alert health 
providers and the general public to endometriosis symptoms and the importance of 
early diagnosis. The Irish group sent their support during March (Endometriosis 
Awareness Month) with messages, photos and sharing of information 
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Association Activities throughout the year 

March 2014 – We held our Information Day 
Our Information Day was held in the Spa Hotel in Lucan. 
 
Our keynote speaker on the day was Dian Shepperson Mills, author of ‘Endometriosis: 
A key to healing through nutrition’.  
 
Dian talked about using diet and nutrition to help manage endometriosis symptoms 
and improve fertility. Dian’s book is an icon amongst women with endometriosis; she 
gave a comprehensive overview of her own journey with endometriosis and how to 
use dietary modifications to take control of symptoms. 
 
Mr. Mo’iad Alazzam gave news of the UPMC Beacon Hospital attaining the BSGE 
accreditation as a centre for the treatment of endometriosis. This is a great step 
forward for women in Ireland.  
 
Dr David Hunter took the audience through the description of endometriosis and the 
effective treatment using surgery.  
 
Kathleen King, Endometriosis Advocate & EAI Chairperson and Director, presented 
findings from the recent survey of women in Ireland on endometriosis. She also gave 
an overview of the Worldwide Million Woman March for Endometriosis.  
 
There was a fantastic attendance on the day, which provided a forum for sufferers 
and their friends and family to engage with people in a similar situation. 
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March 2014 – We participated in the EndoMarch 
 
The Founders of the EndoMarch are the Nezhat 
family originated from Iran (Persia). Their passion 
for medicine started very early, after their mother 
became ill and required a great deal of medical 
care. The doctors involved in her care saved her life. 
 
After this incident, they grew up with the knowledge 
that doctors could potentially provide life-saving 
care and keep families together as a result. On 
reflection, because of the significant role that Mrs. 
Nezhat had in the life of her children, three of the 
Nezhat brothers did in fact become gynecological 
surgeons. 
 
Drs. Camran, Farr, and Ceana Nezhat, and their 
niece, Dr. Azadeh Nezhat, have been dedicated to 
women’s health for decades. During this time, the 
Nezhats have witnessed young girls and women 
suffering immensely from extreme physical and emotional pain due to endometriosis. 
To address these unmet needs in the community, the Nezhat family has made it their 
mission to develop technologies to better diagnose and treat endometriosis, as well 
as raise awareness about this invisible epidemic so that millions of women and girls 
can receive a proper diagnosis, quality medical care, and, hopefully one day soon, a 
much-needed cure. 
 
 
The Founders of the Worldwide EndoMarch are committed to pursuing the following 
goals: 
 
Empower 
 
• To unite women and their supporters to take a stand against endometriosis 
 
Educate 
 
• To raise awareness about endometriosis and its effects on women and girls 
• To educate and train members of the medical community, in order to promote 
early detection and improved treatment 
 
Effect Change 
 
• To educate the public and medical professionals about endometriosis 
• To find a cure for endometriosis, and to develop non-invasive diagnostic tests 
• To improve health screenings for endometriosis among girls and young women in 
public schools 
• To educate our government and congress to allocate funding for endometriosis 
 
 
We participated by sending photos, 
video and dedicated our 
Information Day to the event. 
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Association Activities throughout the year 

May 2014 – We held our AGM 
We hosted our AGM in The Mont Clare Hotel. There was a great 
turnout on the day. Full minutes of this meeting are available on 
request. 
 
 
 
 
 
 
 
 

June 2014 - Flora Women's Mini 
Marathon  
Every year the mini marathon is a great 
source of donations, made possible by 
motivated women. Often they are not 
even members, or even affected 
themselves but have seen friends or 
family members struggling to cope with 
endometriosis. 
In 2014, five women took part wearing 
Endometriosis Association of Ireland T-
shirts, including Laura and her mum. 
They raised substantial funds for the 
association. Beibhinn, Shauna and Mary 
did a great job coordinating everyone’s 
efforts on the day at their base in the 
Mont Clare Hotel, Dublin 2. 
 
 
 

June 2014 - Support Meeting  
We held a second support meeting in Tallaght library. We 
had lots of attendees who again travelled from all 
corners of the country. The support meeting was 
facilitated by several members of the board.  
 
 
 
 
 

August 2014 - Endometriosis article featured in Health & Living Supplement Irish 
Independent.  
Audrey Bryan, a long-term supporter and friend of the EAI wrote a very honest and 
open article, which featured in the Health and 
Living supplement of the Irish Independent.  
‘Girls should be taught all about endometriosis in 
school so they know that it can affect their 
fertility...’ 
 
To read this article in full please visit 
endometreosis.ie 
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September 2014 – We launched a text ENDO campaign  
We set up an ENDO campaign to allow people to text ENDO to 50300 to Donate €4 to the Endometriosis 
Association of Ireland.100% of text cost goes to the Endometriosis Association of Ireland across most 
network providers. Some providers apply VAT which means that a minimum of €3.26 will go to the 
Endometriosis Association of Ireland. By December 2014, €50 was raised by this campaign. 
 
 
September 2014 – We held a Support Meeting in Tallaght 
We had our final support meeting of the year.  
 
 
September 2014 – We took part in ISAL Hundred Cities against Pain campaign online 
The project “100 cities against pain” proposes to: 

• Sensitize and inform people about pain 
• Recognize chronic pain as a preventable and 

treatable disease 
• Support health care efforts to prevent and 

manage chronic pain 
• Make medications refundable and diagnosis and 

care instruments available 
• Promote founds raising for research 
• Facilitate a specialist formative culture 
• Involve media in pain fighting 

 
The EAI were registered as a charity that support those in 
chronic pain, members submitted images to support the campaign. 
 
 

 
December 2014 – We took part in Giving Tuesday 
#Unselfie campaign online 
#GivingTuesday is a worldwide movement of charity 
“giving” on the first Tuesday of December each year. It 
is in its 4th year worldwide and is brought to Ireland for 
the first time in 2014 by mycharity.ie. “Giving” can 
obviously be financial support through a donation, but it 
can also be time by volunteering, support by 
fundraising, advocacy by promotion on social media. It is 
up to anyone to “give” on giving Tuesday by whatever 
means they desire. 
Our members and followers took part by submitting 
“unselfie” images in support of the EAI; they were 
encouraged to donate time or funds to their chosen 
charity. It was a powerful campaign and is gaining 
momentum year on year. It raised the profile of the EAI. 

 

 

Association Activities throughout the year 
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We attended the General Assembly of the Pain 
Alliance Europe 
Attended the General Assembly of the Pain Alliance 
Europe in Brussels, November 2014. Also the SIP 
(Societal Impact of Pain) Symposium, was hosted by 
Irish MEP Marian Harkin.  
Dr. Shelagh Wright, an Irish expert in managing 
oncological pain, took part in one of the panel 
discussions, so there was a good Irish representation at 
this pan 
European 
meeting. 
 
 

 
 
 
 
 
We supported the SAL Day Against Pain 
We supported the ISAL initiative by publicising the Day 
Against Pain on all our social media and website. 

 

 

We developed a new brand look and feel 

Another new initiative we undertook in 2014 was to 
refresh our brand look and feel to ensure it was more 
modern in it’s look and also that our end line clearly 
articulated as an organisation aim to offer our 
members. We have received very positive feedback 
on it to date and would welcome any additional 
feedback 

 

We conducted website Training 

We conducted website training & the new website went live in 2014, 
allowing people to join online and to subscribe to our eNews endo 
updates. 
 
 
 

Association Activities throughout the year 
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Our membership numbers 

Our membership numbers grew to 86, over double that of 2013 at 41, this included board 
members past/present at Dec 2014. 

Quarterly Newsletter 

Throughout 2014, we developed and produced 3 newsletters. A few members who did not 
have email received a print version in the post. We haven’t had any comments about this 
change, so are interested to find out if members like receiving their newsletters this way. 
Sending newsletters out over email rather than post is very economical for the association.  

Support Meetings 

Resources did not allow us to achieve our target of 3 support meetings a year (We revised this 
down from 4).  

Website 

Our website includes information on endometriosis, backed the ESHRE (European Society of 
Human Reproduction and Embryology) to endure that we are sharing peer reviewed and 
accurate information.  We have members’ resources area, which contains videos and 
documents from our previous Information Days. Members can join online and renew 
membership safely and securely using PayPal. It also contains a live feed of all our social 
media posts. The website will be updated with our new branding. It is planned to incorporate 
a booking system on our website to facilitate our annual information day and support 
meetings. 

In 2014, we had 28, 500 page views. 

Mailing list 

Our mailing list was kept updated with subscribers and unsubscribers, staying at around 360 
or so people who opted to receive our email notifications. It’s important to remember that 
the association does not have any staff. All tasks take much longer as a result because we rely 
entirely on selfless volunteers who donate their spare time, knowledge and skills to the 
association. 

Personal email queries  
In 2014, there were 56 emails answered. Some were minor matters, others required lengthier 
conversations, research to find the correct information to send etc.  This was supplemented 
by an increased use of Facebook messaging to answer queries on endometriosis.  
 
Our mobile phone  

We have not recorded the number of personal queries by mobile, which we use as a message 
service. We have noticed the number of messages we need to respond to has fallen; possibly 
as more people have adopted social media such as Facebook. It is still an invaluable asset to 
the association, especially when dealing with enquiries and registrations for the Information 
Day etc. Credit is purchased when needed, so it is very economical. 

Postal & telephone enquiries through the Carmichael Centre 

Approximately 100-150 items come to us every year through our registered address at 
Carmichael House. This includes personal telephone enquiries taken down by reception staff 
that needs to be responded to, as well as everything from invoices to membership renewals. 

 

Contact with Our Community 
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We continued with a high level of activity on social media 
platforms, by posting activities, events, research and 
sharing information on endometriosis blogs and advice on 
living with a chronic illness. This has helped make the 
association much more visible.  

The majority of people and groups we interact with are 
based in Ireland, but it has also lead to very beneficial 
international contacts. The endometriosis community 
worldwide is much more linked up than ever before, and any 
developments are quickly shared. 

The number of fans of www.facebook.com/Endoireland rose 
from 903 in January 2014 to 1577 by December 2014 with some 
post reaching over 7000 worldwide. 

The number of followers on Twitter rose to nearly 700 users in 
2014. http://twitter.com/endo-ireland has become a very 
useful way of sharing information, and is used by many medical 
professionals, journalists and patient organisations.  

We set up pages on Google+, Pinterest, LinkedIn and YouTube 
to increase our possibilities of interacting with a much wider 
endometriosis community, including professionals.  

To have an effective presence on these platforms requires a 
regular input, and posts which are of interest to both patients 
and healthcare professionals. Time is involved but it also means 
that the association is seen to be active and contactable. 

 

 

Our Social Community 

Facebook stats 2014 
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2014 was a very challenging year for The Endometriosis Association of Ireland. The board 
had to limit activities in some areas in order to concentrate on improving governance.  

The association is very dependent on the goodwill of people affected by endometriosis, 
in terms of memberships, fundraising through events such as the mini marathon, and the 
time people are willing to volunteer. 

We look forward to your continued support into 2015.  

 

A big thank you to all our members, volunteers and 
supporters! 

Conclusion 



 

 

 

The Endometriosis Association of Ireland,  

Carmichael Centre for Voluntary Groups,  

Carmichael House,  
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Endometriosis.ie 
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01 8735702 (landline (messages only)) 
 
Twitter.com/endo_ireland 
 
Facebook.com/EndoIreland 
 


