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Introduction 

We are a non-profit and non-governmental patient organisation, striving to provide support 
and information for sufferers of endometriosis and to promote research into this disease. We 
also aim to raise awareness of endometriosis amongst women and the medical profession, 
awareness of not just the disease but also the symptoms, effects and treatment options. We 
look forward to a time when all women have ready access to a timely diagnosis and receive 
appropriate treatment, care and support. We would like to see endometriosis becoming a 
high priority in bio-medical research, with the appropriate funding. 
 
The Endometriosis Association of Ireland is a registered charity, founded in 1987. 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 outlined in 1989 were 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 community:   
In 2011 our membership fell from 74 to 52 paid up members. There are a few reasons for 
this drop, but as always, it is the contributions from these women which have made it 
possible for the Association to exist and so be able to reach out to a much wider community. 
 
Around 10% of women are thought to have endometriosis. We believe this figure translates 
into approximately 100,000 women in Ireland. 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. 
  
This 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 
with endo 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 
endo sufferers know that they are not alone. This is the reason why the Association, through 
support group meetings, 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 community.  
  
The EAI is the only charity in Ireland which works specifically with this community of 
endometriosis sufferers. 
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Our contact details: 
The registered address of the Endometriosis Association of Ireland is at the Carmichael 
Centre for Voluntary Groups, Carmichael House, 4 North Brunswick Street, Dublin 7. 
 
The telephone numbers are 01-8735702 and 086-3203855 
 
The Association has a website www.endo.ie and is emailable on info@endo.ie. 
 
We are also represented on Facebook by our official page facebook.com/EndoIreland and on 
Twitter http://twitter.com/endo_ireland 
 
Following the 2011 AGM in June, the management board was: 
Clodagh Lynam, Chairperson 
Bébhinn NicLiam, Secretary 
Shauna Whelan, Treasurer 
 
with Special Advisors: 
Adrienne Egan 
Tracy Dixon 
Kathleen King 
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Activities and Challenges 

A C T I V I T I E S  2011 
 
The board met many times during 2011. We organised two support group meetings 
throughout the year, one in Dublin and one in Kilkenny. We also published three newsletters 
for our members. 
 
The board also organised the administration for the volunteers doing sponsored walks and 
fun runs, sending out sponsorship cards and T-shirts. 
 

  

Valiant women 
raising much 
needed funds! 
 
Scenes from the 
Flora Womens 
Mini Marathon 
and the Western 
Peoples West of 
Ireland Womens 
Mini Marathon 
 

 

 
 
 
Strategy Workshops 
We initiated a series of Strategy Workshops which resulted in Vision and Mission 
Statements. This is a really important step towards defining the role of the organisation and 
identifying our priorities. Much has yet to be done, including drafting a Strategic Plan. This 
will enable us to work in a professional way towards our goals and give us something 
concrete to measure our outcomes against. Drafting a Strategic Plan is a collaborative effort 
as we are a patient driven organisation. We did conduct a “SWOT” analysis of the 
association – that is looking at our strengths, weaknesses, opportunities and threats, which 
was done with the generous help of Norma O’Kelly, Kathleen King, Charlie Barr and the 
facilitator Edna Jordan who volunteered her services.. 
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The vision and mission statements drawn up at those workshops are replicated here, as they 
are important milestones for us as an organisation looking to the future. 

 
International Contacts 
The association is in contact with the international endometriosis network. Links are 
provided from endometriosis.org to our website, and they also list our events for Awareness 
Week along with other endo groups from around the world. We are kept in touch with 
developments internationally.  
 
In 2011 the decision was made to formally become members of the World Endometriosis 
Society (WES). WES is the international body for national endometriosis groups, researchers, 
doctors and clinicians, and advocates on behalf of endometriosis sufferers globally. WES also 
organises the World Congresses on Endometriosis. 
 
The World Congress on Endometriosis 2011 
The World Congress is held every 3 years. In 2005 the association attended the World 
Congress in Maastricht, but the following one in 2008 was in Australia and it was not 
affordable. Last September it took place in Montpellier, France and it was decided that it 
would be of great value to the association to attend.  
 

  
Deborah Bush on the ME (menstual education) 
programme in New Zealand 

A workshop on DIE (Deep Infiltrating 
Endometriosis) and treatments 

Estelle Jobson 
and Mary Lou 
Ballweg 
(acclaimed 
endo expert) of 
the 
Endometriosis 
Association 

 

 The Poster Presentations filled the hall 

Vision statement 

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. 

Mission Statement 

The EAI is committed to providing 
support and raising awareness of 
endometriosis, its 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. 

 

Mission Statement 

The EAI is committed to providing 
support and raising awareness of 
endometriosis, its 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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The opportunity the WCE2011 provided us with in terms of meeting people who are making 
things happen in the whole area of endometriosis was very timely. We were amongst over 
1,300 experts in endometriosis. We attended scientific workshops, clinical presenations, 
debates about which surgical approaches should be taken, we heard about research projects 
that are taking place around the world. We learnt about the ME (Menstrual Education) 
Programme in New Zealand, developed by Deborah Bush of Endometriosis NZ which targets 
young teens in school. 
 
We met doctors and scientists, medical students and researchers. We also met people from 
other patient organisations around the world and talked to them about their work and the 
challenges they face in their home countries. We returned to Ireland with an insight into 
what is happening in the medical world and with endometriosis patient organisations. 
 
On the final day the Association attended the Consensus Meeting. This initiative is 
attempting to rigorously analyse current research and treatments in scientific terms, and to 
do so by consensus. To achieve an agreement on what is effective using the strength of 
evidence is a huge task. This work is still continuing.  
 
 
Pain Alliance Europe 
The Association was invited to attend the launch of the Pain Alliance Europe (PAE) in 
November 2011. The launch was hosted by Marion Harkin MEP at the European Parliament 
in Brussels and Professor Hans Kress spoke about the societal impact of pain. PAE was 
created by a number of organisations coming together, to create a stronger voice in Europe 
for those who have to live with chronic pain. Patient organisations, representing all different 
types of pain, from countries as diverse as Finland, Germany. France, Netherlands and 
Ireland, coming together in order to try and instigate change at a European level is a very 
welcome development. 
 

  
Launch of the Pain Alliance Europe at the European Parliament in November 2011 
 
 
Contact with Endometriosis Sufferers 
Much of work of the Association involves responding to women who contact us through 
letters, email, telephone messages or personally at events we organise. They find out about 
us through our website, through internet searches, or because their doctor or hospital nurse 
has given them one of our information leaflets. Every week we get queries for information. 
We are not always able to deal with them all.  
 
The number of enquiries by email varies. In 2008 we received 31 enquiries, in 2009 it was 
78, 2010 it was 95. However in 2011 we had 65 email contacts. Whether this means that 
women are getting more information from other websites or on-line forums and so lessening 
the need to contact us, it’s hard to say. There is definitely a need for advice and information 
specific to this country. As always, the majority are from women who are understandably 
very upset and distressed, either by the shock of being diagnosed with endometriosis or feel 
that their treatment is failing causing their quality of life to diminish substantially. We cannot 
offer medical advice but we try our best to offer the help and support these women deserve.  
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We also receive a substantial number of enquiries through the post and also through 
telephone messages passed on to us by Carmichael House. We have build up an email 
mailing list of overt 300 endo ladies, and the number of people who get directly notified of 
any Association events is constantly growing. This email community is great in responding to 
requests for taking part in research or interviews with the media, and also by publicising the 
work of the Association further afield.  
 
Much contact is also done though our events, such as support group meetings or 
Information Days. In 2011 approximately 120 people attended our events. Each person has 
their own story to tell about their experiences with the disease. We are also aware of the 
difficulty people often have in attending, and those who are simply in too much pain to 
travel. 
 
 
Contact with the Medical Profession 
Assisting with the education of undergraduate medical students is limited at present to the 
Royal College of Surgeons in Ireland (RCSI). Since 2009 we have been talking to students 
about endometriosis from a patient’s point of view. Established now as part of their Early 
Patient Contact Module, the RCSI say “the opportunity to meet patients early in their 
training is very important for the professional development of a medical student and the 
feedback from thee students has been very positive.” 
 
It is hoped that making medical students aware of endo and the difficulties in living with a 
chronic condition, may help some woman get a timely diagnosis in years to come and  
treatment that is both sympathetic and appropriate! 
 
We also supply hospitals with our information leaflets, as we have found there is a great 
need for them to be available on the gynaecology wards for women receiving a diagnosis 
following surgery. 
 
 
Website Activity:  
Page Views: The amount of page views our website gets shows a year on year increase. 
From 60,422 in 2006 this has risen to 151,963 in 2010. Last year, 2011, showed a drop to 
145,410. There is greater access to the internet but also a rise in the number of sites 
(especially on Facebook) catering for women with endometriosis. Even so, the figures do 
show consistent traffic to our site, with a steady stream of referrals on towards our official 
Facebook page. 
 
 

 
 
Number of page views recorded for our website 
www.endo.ie, and the monthly breakdown. 
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Other Social Networks 
The Association’s official Page on Facebook is bedding in well. It has become an important 
part of being visible and contactable. It has given us a flexibility that our website does not 
allow us at the moment. We can post images, events, circulate items for discussion etc. 
Ideally this should be done in parallel with the website but until such time that the website is 
overhauled the Facebook page actually fulfills many of the website functions. 
 
As an offical Page, rather than a personal profile, it has taken time to build up a following. 
Facebook is always suggesting new ‘friends’ to users so it’s much quicker to build up a base 
of ‘friends’. It’s harder for a Page to be promoted, without incurring charges. However by 
engaging with other Pages and sites our Facebook presence has gradually strengthened. By 
the end of 2011 we had 216 fans who “liked” our Page. 
 
The Page has given us easy access to many endo organisations that also utilise Facebook, 
and given campaigns such as International Awareness Week a much wider audience. It also 
gives access to the many loose groupings and individuals whose main concern is 
endometriosis, and also for people to contact us directly. The Association’s page can be 
found at facebook.com/EndoIreland and can be viewed by members of the public, they 
do not have be signed up to Facebook unless they want to post comments etc. 
 
The Association can also now be found on Twitter: http://twitter.com/endo_ireland 
We had 198 followers by the end of 2011. Twitter works in a different way to Facebook but 
has proved a remarkable source of information, 
whether newest research or newspaper 
interviews with endo sufferers around the globe. 
We retweet the most relevant information and 
also tweet when we have events etc. coming 
up. In October, the pioneering US endo surgeon 
Camran Nezhat responded by sending us a good 
luck tweet. It shows that with the aid of social 
networks that the person who first introduced 
the now standard of using video laparoscopic 
surgery is aware that a patient organisation on 
the other side of the Atlantic will be talking to medical students! 
 
  
 
Awareness Week 2011 
For endometriosis organisations around the world, the big event of the year is International 
Endometriosis Awareness Week. In 2011 we 
held a special Information Day in the Lucan 
Spa Hotel, Co. Dublin on 12 March. It was 
attended by around 80 people.  
 
We approached the media in advance of 
Awareness Week, to encourage them to 
highlight endo in whatever way they could. 
As a result, the Sunday Independent Life 
magazine on 20th February published an 
interview with Geraldine O’Sullivan-Hogan 
about her experiences of the disease, and 
TV3 included a discussion about endo on 
their Midday show on Friday 11th March.  
 
Also on Friday 11th March, Kathleen King, 
of Letterkenny General Hospital, spoke 
about endometriosis on the Shaun Doherty 
Show on Highland Radio.
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The Association contacted the producers of TV3’s 
Midday show to highlight International Endometriosis 
Awareness Week. The Midday show invited author 
Anna McPartlin onto the panel, to share her 
experiences of endometriosis. 
Our website was given as a contact point for more 
information. 

 
 
Endometriosis Information Day 2011 
 

 
 
The Information Day was 
extremely well attended 
by people from all over 
Ireland.  
 
Dr. Hugh O’Connor the 
endo surgeon spoke 
about surgical treatments 
and techniques, 
illustrated with video 
footage from laparoscopic 
surgery. Unfortunately he 
was unexpectedly on call 
at the hospital so could 
not stay long for the 
many questions that 
arose after his talk. 
 

Tracy Dixon spoke about endometriosis and nutrition. She explained about diet and which 
foods to avoid and which to include. As a fully qualified Nutritional Therapist she was able to 
customise the diet to the needs of the endometriosis sufferer and explained how even small 
steps, such as drinking an extra glass of water a day, can help with symptoms. 
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Dr Hugh O’Connor giving his video 
presentation 

Adrienne Egan explaining the technique of Maya 
Massage therapy 

 
Adrienne Egan, a qualified practioneer of Arvigo Techniques of Maya Abdominal 
Therapy(ATMAT), gave a very interesting talk on this therapy. Handed down by meso-
american healers, medicine men and midwives for hundreds of years, is relatively new to 
Ireland. The Maya believed there was no separation between the body, mind and emotions. 
Adrienne explained who would benefit from such therapy and what those benefits are, using 
actual case studies. She also gave a demonstration on how to make your own caster oil 
pack, which is something that can be used by all women. 
 
 
Helpline 
During Awareness Week we publicised the telephone helpline. This was operational in the 
evenings and although the time was restricted it received a good number of calls. We 
started this in 2010, after many years of not being able to provide such a service. The 
helpline continued to have a positive impact as women who had seen the number advertised 
in the newspapers during Awareness Week were still calling afterwards. The Association’s 
mobile phone has proved itself a real asset to the association through out the year also. 
 
 
End 2 Endo coffee mornings 
We had a few fund-raising/awareness raising End 2 Endo coffee mornings. This initiative, 
which was started in 2010, is for members or supporters to host a coffee morning in their 
own home or venue of their choice, charging their guests per cup of  tea or coffee and 
telling them about endo and sharing out information leaflets. The feedback we received was 
that even close friends were not fully aware of the impact of endo on people’s lives and that 
we each in our own small way can create a “ripple effect” in raising awareness. 
 
AGM and Presentation on Traditional Chinese Medicine 
We held our Annual General Meeting (AGM) in June 2011, instead of before the Information 
Day as has happend in recent years. After the AGM there was a presentation on Traditional 
Chinese Medicine (TCM) and Endometriosis given by Kathleen King, a qualified practioneer. 
The different approachs of TCM and western medicine were explained as well as how they 
can work together to help women with endometriosis manage their symptoms. 
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C H A L L E N G E S  2011 
 
Membership 
The years since 2008 have all difficult ones for most charities in Ireland. The international 
financial crisis had a profound effect on Ireland’s economy and the effects are felt by the 
general population. Charities throughout the country face falling income and memberships. 
 
The Association actually managed to increase its membership from 49 in 2009 to 74 in 2010. 
This came back down to 52 members for 2011, 20 of whom were new members. This 
means that only 32 people renewed their membership. The Association extended the special 
half-price rate from just teenagers to all people who require a concessionary rate.  
 

 
Making membership more affordable is only one part of it. We need to discover why we lose 
so many members each year. It might be that people join at a point were they need the 
Association but once the crisis is over the need abates. Some members are committed 
members in that they rejoin every year although this benefits more the wider endo 
community than themselves individually. We offer the option of renewing by Standing Order 
to make it easier for people to renew their membership, but this has had a very low take up 
to date. Retaining membership is important for the Association to grow in a sustainable 
manner. 
 
Our website does not reflect the more flexible approach taken to membership fees and may 
be a disincentive to women who wish to join. 
 
 
Funding 
The Association is dependent on membership fees as we do not get government funding. 
This income goes towards our rent, printing and postage costs, the annual auditor fee and 
website hosting. It also makes it possible to hold support group meetings. Membership fees 
are absolutely vital to the Association. When a person joins us, their membership does not 
benefit only themselves, but the women out there, suffering in isolation, who we are still 
trying to reach. 
 
The Royal College of Surgeons in Ireland donated €200 in appreciation of our involvement 
with their patient contact module. 
 
We also receive donations from members and supporters. Women have run Mini Marathons, 
sponsored walks, held end-to-endo coffee mornings, added in extra to their membership 
fee, made contributions at events during the year. 
 
A major challenge which became clear over the year was the need to identify additional 
revenue sources, such as grants and corporate donations, especially for one-off projects. 
Information and expertise in this area is required. 
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Volunteering 
As a charity, we rely on volunteers. The management board is made up of volunteers who 
dedicate much time to the business of running the Association. As women with 
endometriosis, the time given is never “spare” – it is taken from time otherwise spent with 
family or friends, rest time, recovery time from work or even surgery. We really appreciate it 
when members and supporters volunteer their time and energy, no matter what extent, 
because we know the costs involved personally. Volunteers really make a difference. 
 
Fundraising, although important, is not the only way volunteers can help. We would like to 
see Local Support Groups around the country. We have not been able to develop this further 
despite being contacted by interested people in different locations. Without a full-time 
coordinator it is a fragile process, easily derailed by illness or fatigue at either end. 
 
Volunteers are an essential part of the Association’s work and have the potential to become 
a vital part of its structure. One challenge identified in 2010 was the need to have a frame 
work to match the interests and skills of the volunteer with specific roles and tasks, where 
ever that person lives or works. This is a substantial piece of work which needs to tally with 
the goals of the Association. Two board members, Clodagh and Bébhinn, attended a four 
week course run by Volunteering Ireland in July 2011 on the whole issue of volunteers and 
volunteering. It gave an insight into the resources needed to manage volunteers and what 
has to be put in place beforehand, in terms of having a policy, defined roles, drafting 
agreements etc.  
 
 
Support Meetings 
In 2011 we organised two Support Meetings, both in Dublin. We would normally have four 
Support Meetings with two held outside of Dublin. However this just was not possible 
because of the extra events organised during the year as well as the external events 
attended. 
 
Each meeting is publicised via our website, email, flyers and via Facebook and Twitter. 
These meetings help to break the isolation and stigma attached to endometriosis. It is 
sometimes the first time women have been able to talk about their condition and the 
difficulties in dealing not just with this chronic illness, but also the attitudes encountered at 
work, at the hospital, or even from friends. They do so in a supportive and confidential 
environment, amongst other women who have had similar experiences.  
 
These meetings are valuable in themselves but the isolation returns afterwards. The 
committee identified a need for the support to continue, but we don’t have the resources to 
provide it. Ideally the meetings could be used as a catalyst for local women to get together 
on a more regular basis. The challenge identified by the committee was how this could be 
done, how can we support the women who would like to set up a Local Group. 
 
 
Website 
The website is an essential part of the function of the Association ever since it was first set 
up in 2006. It is the first point of contact for many women, often soon after getting a 
diagnosis. It is a permanent presence for women wherever they are based in Ireland, at 
whatever time they search the internet for help in coping with endometriosis. Information 
about events coming up feature on the home page as do our contact details. It also provides 
a forum for members to discuss things in a confidential environment. 
 
The website is showing its age and is difficult to administer. The situation has not improved 
and the website urgently needs to be modernised and made into a flexible fully working tool 
for communications and information. The existing website is used to its fullest possibility but 
is very limited. The forum on the website is not used to the extent it had been before the 
advent of Facebook etc. There is still a need for a confidential forum for the many women 
who do not want to discuss intimate matters in public or Facebook. If that should be 
provided by the Association’s website is something that needs to be discussed. 
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Contact with Endometriosis Sufferers 
There was a fall in the number of email contacts in 2011 (65) compared to 2010 (95). That 
means about one enquiry a week, occasionally 2, on average. Each one requires a 
considered reply or research to be done. Answering just one can take a few hours. And 
there is the postal correspondence (37 letters sent out) and telephone messages and so on 
to deal with. It is a very good thing that endo sufferers in Ireland do have someone to 
contact, but we do not always have the resources to deal with this fully. Some phone calls 
and emails do not always get a response, or there can be a substantial delay. A permanent 
help-line would be an ideal and direct way of being accessible to women when they most 
need support and advice. However there are no resources for this at present. When 
someone is in pain or distressed any delays must be avoided as much as possible. And 
responses must be sensitive to and sympathic with the person who needs help. 
 
We who volunteer for the Association, as fellow endo sufferers, do not want to fail even a 
single sufferer seeking help or advice. However, the more awareness there is out there 
about endometriosis and the more women are receiving that diagnosis we can only expect 
more enquiries to come to us. 
 
This a welcome challenge. We should aim to recruit, at some stage in the hopefully near 
future, a suitable person to work for the Association in a salaried position. This will involve 
sourcing consistent funding, a major challenge in these financially hard times. 
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Conclusion 

2011 was a further difficult year for many people in Ireland, and the financial constraints 
were felt strongly in the charity sector. The Endometriosis Association of Ireland had a 
decrease in members (hopefully to be reversed in 2012). Our outgoings have been greater 
than our income because of this and also because we invested in attending the World 
Congress on Endometriosis (WCE). We are carried over without an overdraft courtesy of 
very low outgoings in 2010 and funding raised through members and supporters. 
 
We met most of our targets for the year, in organising a successful Information Day and 
other events during International Endometriosis Awareness Week, a special talk in June on 
Traditional Chinese Medicine, but hosting two rather than four support group meetings and 
producing three rather than four newsletter for our members.  
 
We initiated a series of Strategy Workshops which resulted in  Vision and Mission 
Statements. We also conducted a “SWOT” analysis of the association. We would like to 
thank the collaborators who helped with this task, and Edna Jordan for facilitating. 
 
We made contact with other charities and patient organisations in Ireland, to see what we 
could learn from them. We strengthened our links internationally, by joining the World 
Endometriosis Society, attending the WCE and meeting doctors, scientists, other endo 
organisations and endo advocates and activists. The Pain Alliance Europe is also an exciting 
development and will help strengthen our voice in Europe. 
 
We also managed to field many enquiries and requests, whether personal, from journalists, 
hospitals, researchers etc. Approaching TV3 resulted in huge exposure for endometriosis and 
for raising our profile as the only national patient organisation for endo sufferers. 
 
Women with endo actively participated in furthering the aims of the Association by 
fundraising, making donations, attending support group meetings and sharing their 
experiences, organising awareness raising events themselves and contributing to the ‘ideas 
fund’ of the Association. 
 
There is a huge need to make more women, especially young women, and medical 
professionals aware of endometriosis and all it entails. Ideally, every woman would get a 
timely diagnosis and access to the best specialist care. As a small organisation run entirely 
by volunteers, with funding drawn from membership subscriptions, we are under pressure. 
The way forward has to be carefully worked out, with strategic planning and full use of what 
resources are at our disposal. Irish women need an organisation that is a strong focal point 
and advocate for endometriosis sufferers. 
 
The continued support from members is invaluable to us. We need to encourage more 
people to join, to strengthen our voice and support our work in reaching out to the wider 
endo community. We need to find additional ways of funding our activities. Channelling the 
energy, time and goodwill of our supporters needs to be done in a sustainable, optimal way. 
All the successes and challenges of 2011 will inform the Association’s planning for 2012 and 
beyond. 
 
Bébhinn NicLiam 
(Secretary) 
 
 

-  Ní neart go cur le Chéile  -  Strength though Support  - 
 


