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NO. 14 

/ 2014 Vision

That women of all ages in Ireland 
will know what they can & should 
expect in terms of risk, diagnosis, 
treatment, recovery & support in 
order to improve early detection 
rates & survival rates. 

Hello and welcome to  
Europa Donna Ireland’s 
fourteenth newsletter

Your EDI committee have been busy on 
your behalf since our last newsletter. This 
year has seen a more varied approach to 
our Breast Health message from our public 
talk at our AGM by Dr Susan O’Reilly on 
“Breast Cancer services now and in the 
future in Ireland” to our EDI Dragon Boat 
Road Show in conjunction with the Irish 
Dragon Boat Association and funded by the 
Coca -Cola Thank You Fund which brought 
our message of the benefits of exercise and 
healthy eating to Donegal, Galway, Killaloe 
and Athlone.

Anne Keating, Ciara O’Donnell and Tara 
Byrne all joined our committee in 2013 
and their skills and experiences have 
been a great asset to EDI. This year we 
are joined by Fiona McEntee as our latest 
committee member and already she has 
made a great impact on our work. I can’t 
forget to mention the ongoing excellent 
contributions that Deirdre O’Connell and 
Marie Ennis-O’Connor make. It is always 
good to bring new and varied skills and 
perspectives to our work so I feel that we 
have a great mix on our committee now.

Of course it is important to acknowledge 
the wonderful contributions made by past 
committee members and especially so to 
Mary Stokes, who was a serving committee 
member when she passed away earlier 
this year. Mary was a lovely, fun person 
who made many valuable contributions 
to EDI. Also I would like to mention Alison 
Sainsbury who also died this year. While 
Alison was an EDI member, she had been 
a long standing EDI committee member in 
the past and was well known throughout 
the Europa Donna community in Europe 
as well as Ireland. They are both greatly 
missed by us all.

The EDI committee have been continuing 
to work hard on your behalf with the EDI 
mission and vision. As many of you will be 
aware, despite our call for the extension 
of the national breast cancer screening 
programme to age 69 this has as yet not 
been achieved. We firmly believe that 
the ending of breast cancer screening at 
age 64 is sending out the wrong message 
regarding the risk of breast cancer. As I 
reported previously all involved parties 
are in agreement with us on this issue but 
as yet the funding has not been found to 
extend the BreastCheck screening to age 
69. Therefore we will continue to raise 
this issue at every opportunity to ensure 
that it happens.

We have also been calling for an increase 
in accessible Lymphoedema services 
in Ireland for breast cancer patients. 
Again, while there have been some 
improvements in this area, we continue to 
raise awareness about Lymphoedema in 
general and the ongoing risk of it occurring 
following a breast cancer diagnosis. 
We have highlighted this issue with the 
women TD’s, Senators and the Health 
Committee at an Oireachtas Breakfast 
which was hosted by Minister Frances 
Fitzgerald and Mary Mitchell O’Connor 
TD on behalf of EDI which was held to 
celebrate Breast Health Day 2013. 

Another issue that has come to the 
attention of EDI over the last year is that 
a change has occurred for some women 
regarding entitlements post breast cancer 
surgery. Entitlements following initial 
surgery to bras/prosthesis/swimwear had 
been established some years ago in order 
to deal with a situation where there was 
great variation between different HSE 
regions. The situation generally now is 
chaotic, with provision differing from area 
to area. We are very concerned at this 
situation and have been campaigning for 

clarity on the issue and for a return to the 
original entitlement. We would like to hear 
from you if you have had a recent difficulty 
in this area, so that we can assess the 
situation throughout the country. 

As always EDI recognises the importance of 
providing current and factual information. 
Europa Donna head office in Milan provides 
a bursary annually for two people to attend 
Advocacy Training for our new committee 
members and also we ensure ongoing 
training and attendance at relevant 
conferences for all the EDI committee.

Breast Health Day events for October 2013 
were successful and fun yet again. Various 
groups around Ireland organised walks, 
talks and even an operation transformation 
type group to encourage others to 
exercise and eat well. SwimIreland again 
encouraged swimmers to host a “Breast 
Stroke for Breast Health” event at their 
local pools. This year we look forward 
to even greater participation by you, our 
members, on or around the 15th October 
2014. We want to remind girls and women 
in Ireland about the importance of lifestyle 
factors that can influence their future 
breast health and help prevent breast 
cancer and also the role of early detection 
in fighting breast cancer. This year’s theme 
is “Take Your First Step For Your Breast 
Health”. The campaign continues to grow 
every year and reminds women nationwide 
that engaging in physical activity, 
maintaining a normal body weight and 
eating a healthy diet can help protect their 
breast health. So get thinking for new novel 
ideas to get active this year. Let us know 
your plans and we will provide BHD and 
EDI literature for your event and promote 
it on our website. So what will you do for 
Breast Health Day 2014?

Dympna Watson
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Our Mission is to bring the voice of the 
woman with experience of breast cancer

- to raising awareness of the need for 
screening and access for all women  
to best quality specialist centres and 

- to campaign for evidence-based, best 
practice health policy changes to 
ensure this happens.

Chairperson Dympna Watson
Vice Chairperson Anne Keating
Treasurer Ciara O’Donnell
Secretary Tara Byrne
Social Media Marie Ennis
Members Fiona McEntee

 Deirdre O’Connell

2014/2015

Committee

Thank You to
Red Dog (especially Katherine Brownridge), Q4PR, Sainsbury and Stokes families, Minister Frances Fitzgerald,  
Mary Mitchell O’Connor TD, Eilis Quinlan, Diane Sammon and Deborah Bradshaw (auditors), Sandra Deady  
(NCRI), Florence Grehan (Clinical Photographer Mater Hospital), Sine Vasquez, Grainne Gallagher and  
Mairead Traynor, Julie Doyle (The Irish Dragon Boat Association), Olga Flinter, Sarah O’Toole, Cathy Ryan,  
St Andrew’s Resource Centre, Plurabelle Paddlers and Coca Cola Thank You Fund.

Committee: Ciara O’Donnell, Dympna Watson, Deirdre O’Connell, Tara 
Byrne, Fiona McEntee, Anne Keating. Insert – Marie Ennis O’Connor

Boards and Working Groups

Chairperson Dympna Watson is a 
member of the following groups:

Radiographer’s Registration Board

Irish Oncofertility Consortium

NCCP Lymphoedema leaflet for 
professionals working group

Fiona Tiernan
The Plurabelle Paddlers – Ireland’s first Dragon Boat team and Breast Cancer team, 
have shared the sad news that their founder, Fiona Tiernan passed away in August 
2014 after a long illness. 

Fiona was the energy force behind the Plurabelles and an inspiration to all the 
current and future breast cancer dragon boat clubs in Ireland. She was one of the 
first people in Ireland to advocate for the promotion of exercise therapy to those 
who have been diagnosed with cancer. Her legacy lives on.
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The 2014 AGM was 
held on 24th May in 
the Central Hotel and 
Chairwoman Dympna 
Watson noted, with 
deepest regret, the 
passing away of 
committee member 
Mary Stokes, and also 
of former committee 
member, Alison 
Sainsbury. Both Mary 
and Alison contributed 
greatly to Europa Donna 
Ireland and the breast 
cancer advocacy cause. 
The resignation from 
the committee of Trudy 
Doyle was also noted 
with sincere thanks 
for her contribution 
for several years as 
Treasurer. Fiona McEntee 
was elected to the 
committee and was 
welcomed by Dympna.

There was a discussion on the current 
very unsatisfactory situation on 
prostheses and the following resolution 
was passed:

‘Following the initial post surgery 
provision of two bras and one prosthesis, 
the entitlement for women with medical 
cards has been two bras per annum 
and one prosthesis every two years 
(two for women who have had double 
mastectomies), plus swimwear and a 
swimming prosthesis. This was a hard 
won entitlement some years ago, to 
deal with a situation where there was 
great variation between different Health 
Board areas. There is now a return to 
great variation. We consider this lack of 
consistency unacceptable and we call 
upon the HSE to return to the original 
allowance and to ensure that women 
have access to the best fitting service 
as specified in the Standards of Care for 
Breast Prosthesis Fitting Services’.    
 
Following the AGM an Information 
Session was held featuring Dr Susan 
O’Reilly, Director of the National Cancer 

Control Programme. Dr O’Reilly gave 
a most insightful presentation “Breast 
Cancer Services in Ireland - Now and 
in the Future” which resulted in a lively 
discussion. The presentation covered 
the increase in cancer incidence, 
key developments in oncology, the 
development of a hereditary cancer 
programme, improving access to 
genetics services, and an onco-fertility 
programme. Dr O’Reilly stated that Irish 
cancer survival can improve by up to 
10% by successful implementation of 
well-organised cancer control systems.

We were also treated to a presentation 
by Orla Kaminska, Ceramic artist and 
winner of the European Breast Cancer 
Arts and Humanities Award 2014 on her 
prize winning Plurabelle Paddlers Mosaic. 

Dr Susan O’Reilly and Dympna Watson

AGM 2014
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EUROPA DONNA –  
The European Breast 
Cancer Coalition 
celebrated the 6th 
Breast Health Day on 
15th October, 2013. 
Established in order 
to spread the word 
throughout Europe  
that the lifestyle  
choices women 
make today can help 
protect their future 
breast health, the Day 
promotes physical 
activity and a  
healthy lifestyle

The 2013 campaign featured a new 
animated video and the use of social 
networking sites, plus an Information 
Day at the European Parliament on 
15 October. Throughout Europe from 
Austria to Uzbekistan Europa Donna 
groups organised healthy activities and 
spread the word about breast cancer.

In Ireland EDI and a number of 
organisations marked the day in 
various ways:

• “A Breast Stroke for Breast Health 
Day” event in conjunction with  
Swim Ireland

• A Healthy Lifestyle Talk for a 
group of women on breast cancer 
prevention and how to make their 
daily lives healthier

• Launching of “Operation 
Transformation”, a 3-month  
exercise and nutrition programme 
for members of Fatima Groups  
United as part of the drive to 
minimise the lifestyle element of  
risk of breast cancer

• “Walks for Awareness” around 
Roscommon town and through Coole 
Woods to raise awareness of the 
importance of lifestyle in reducing 
the risk of breast cancer

• “Steps together in Fighting Cancer”, 
a walk through Enniscorthy to 
highlight the importance of exercise 
in reducing risk and in aiding the path 
through treatment post-diagnosis

• On 15 October, “Pink Day @ the 
Centre” at Raheen FRC, Co Wexford 
with a pink resource centre and an 
information day.

We also invited women TDs and 
Senators and members of the Health 
Committee to an information breakfast 
in Leinster House, where we talked to 
those who attended about our priorities. 
We are very grateful for the support 
of Mary Mitchell O’Connor, TD, and 
Minister Frances Fitzgerald. 

 

Breakfast in Dail Eireann

Breast Health Day 2013 
Make good choices for your breast health

Breast Health Day in Roscommon
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In October 2013, EDI board member, 
Marie Ennis, headed down-under for 
a ten-month research sabbatical at 
the Flinders Centre for Innovation in 
Cancer, Flinders Medical University, 
Adelaide, South Australia.  

2014 marks the tenth anniversary  
of my breast cancer diagnosis.  
When the opportunity presented 
itself last year to take a research 
sabbatical at the Flinders Centre  
for Innovation in Cancer (FCIC),  
it seemed a fitting way to mark  
a decade of healing and learning. 

The FCIC provides an integrated 
approach to tackling cancer, from 
the point of diagnosis, through 
treatment and beyond. Research 
focuses primarily on cancer 
prevention and early intervention. 
Of most interest to me is the 
emphasis on long term cancer 
survivorship, caring for the patient 
after treatment ends. The FCIC 
programme includes development 
of models of survivorship care 
delivery, integration with primary 
care, cancer rehabilitation, nutrition 
and exercise, fertility and cancer, 
cancer and supportive care and 
psycho-oncology. Next year FCIC 
will host their second international 
survivorship conference, with the 
theme “Life after cancer, from 
Recovery to Resilience.” In keeping 
with this theme, I gave a talk at 
their Cancer Insights Lecture Series 
– Life After Cancer: Stories Building 
Resilience. 

Australia is a long way to travel, but 
thanks to the welcome and support I 
got from new friends down under, it 
didn’t take me long to settle in and 
feel part of a community. I received 
a particularly warm welcome 
from Cancer Voices SA, a patient 
advocacy group for those affected 
by cancer in South Australia. I was 
invited to take part “Presenting 
The Cancer Experience,” an annual 
series of 16 small group tutorials 
with medical students at Adelaide 
University. There is strong evidence 
that involving patients in healthcare 
professionals’ education has many 
benefits for all involved. Overall I 
was impressed with what I saw of 
the important role that patients can 
play in the Australian healthcare 
system under the banner of The 
Health Consumers Alliance (HCA).  
Many of the practices I saw in place 
would work equally well in our Irish 
healthcare setting and I look forward 
to seeing how we might put them 
into practice through our advocacy 
work at Europa Donna. 

Marie Ennis

 

EDI Board Member’s 
Australian Research 
Sabbatical

Young Women 
and Breast Cancer 
in Ireland
An average of 134 women 
aged between 25 and 39 were 
diagnosed with invasive breast 
cancer per year between 1994 
and 2011 with a slight increase 
of incidence rates over time. In 
situ breast cancers, in contrast 
to in situ cervix, were very low 
in number with only one case 
diagnosed in 15-24 year olds 
during the 18 year period overall.  
In older women (24-39 year olds) 
incidence of in situ breast cancer 
increased from less than 5 cases 
per year during the 1990s to an 
average of 15 cases per year during 
the late 2000s.

Cancer in Ireland 1994-2011: 
Annual report of the National 
Cancer Registry 2014. NCRI, 2014.

Forthcoming events

2nd Breast Cancer in Young Women 
Conference (BCY2) 
4-5 November 2014 – O’Reilly Hall, 
UCD, Dublin, Ireland 
Further details at www.eso.net 

13th annual European Breast Cancer 
Advocacy Training course    
14-16 November 2014, Milan  
EDI is sending two women to attend  
this course.

12th EUROPA DONNA Pan  
European Conference  
Paris, 17-18 October 2015 

10th European Breast Cancer (EBCC10)  
Multidisciplinary innovation in  
breast cancer care.   
Amsterdam, 9-11 March 2016
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Ensuring quality services  
and equal access 
Prague, 19-20 October 2013 

Dympna Watson, Ciara O’Donnell, Tara Byrne and Deirdre 
O’Connell were delegates from Europa Donna Ireland to the 
11th EUROPA DONNA Pan-European Conference held in the 
lovely city of Prague and attended by more than 250 breast 
cancer advocates and specialists from 37 countries. 

EUROPA DONNA has been advocating for EU accreditation 
of breast centres for a decade now with the aim of ensuring 
quality services and equal access so it was appropriate 
that the keynote address was delivered by Krzysztof 
Maruszewski, Director of the EC Institute for Health and 
Consumer Protection, Joint Research Centre. The JRC Breast 
Cancer Initiative is working to create a performance-based 
European quality assurance scheme and accreditation by 
the end of 2016. The work includes updating the 4th edition 
of the European Guidelines for Quality Assurance in Breast 
Cancer Screening and Diagnosis, work in which EUROPA 
DONNA is involved.

The programme included an overview of personalised 
medicine by Guiseppe Curigliano, European Institute of 
Oncology, Milan, Peter Dubsky, Medical University of 
Vienna, on oncoplastic surgery, Bettina Borisch, University 
of Geneva and ED Past President, on the role of the 
pathologist in breast cancer diagnosis and Miroslava 
Skovajsová, Prague, on significant progress made in 
increasing early detection rates of breast cancer through 
the Czech screening programme.

Lifestyle and survivorship issues have become central to the 
breast cancer experience. Isabelle Romieu, Head of Section 
of Nutrition and Metabolism at the International Agency 
for Research on Cancer (IARC), stressed the importance of 
maintaining a healthy weight, limiting alcohol consumption 
and practising regular physical activity in helping to prevent 
breast cancer. Based on the available evidence, she also 
recommended a diet based mostly on fruit, vegetables 
and vegetable fibre, limiting consumption of energy-dense 
food, and promoting breast-feeding. Dorothy Goddard, 
National Cancer Survivorship Initiative, UK, discussed a 
“self-management” approach, which includes appropriate 
support, information and education, in place of the 
traditional hospital follow-up. 

Four workshops covered advocacy and survivorship,  
young women, special populations and women with 
metastatic disease. 

As usual the informal element of the conference was most 
enjoyable and often informative, through meeting women 
from many different countries and health systems, almost 
all with the common experience of breast cancer. 

If you would like more details you will find them at  
www.europadonna.org/publications/ed-publications   
or you can ask us to send you a printed version of  
the proceedings.

The next Pan-European Conference will be in Paris,  
17-18 October 2015.

11th EUROPA 
DONNA  
Pan-European 
Conference 
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Glasgow, March 2014 

Dympna Watson, Tara Byrne and Deirdre O’Connell attended 
EBCC9, co-organised by EUROPA DONNA – The European 
Breast Cancer Coalition in partnership with the European 
Organisation for Research and Treatment of Cancer (EORTC) 
and the European Society of Breast Cancer Specialists 
(EUSOMA). This year numerous sessions were devoted to the 
Coalition’s current and future priorities:

• The importance of specialist breast units and the 
multidisciplinary team

• The European Commission breast service accreditation 
project

• Optimum treatment and support for women with 
metastatic breast cancer

• Primary and secondary prevention of breast cancer and 
the importance of lifestyle choices

• Survivorship and the needs of women after breast cancer

Another main advocacy priority was the release of the 
EBCC9 Manifesto “Optimal Pathology Should be Available 
in a Timely Manner to Every Breast Cancer Patient”. This 
document outlines a woman’s right to access all clinical 
information relevant to her case and will serve as a tool 
for further advocacy initiatives at an EU level. The widely 
attended EUROPA DONNA Wrap up sessions summarized 
the key scientific findings presented each day. 
 
In the closing session of the conference Ms Bergsten 
Nordström ED President, reiterated EUROPA DONNA’s 
advocacy priorities and the need for continued collaboration 
between scientists and patients. The European Breast Cancer 
Conference, held every two years, is the only conference of 
its kind bringing together advocates, clinicians, scientists 
and researchers in one arena. The next conference, EBCC10, 
Multidisciplinary innovation in breast cancer care, is to be 
held 9-11 March 2016 in Amsterdam.

Irish artist wins The European Breast  
Cancer Arts and Humanities Award, EBCC9  

9th European Breast Cancer Conference (EBCC9), 

Glasgow, March 2014

The European Breast Cancer Arts 
and Humanities Award is awarded 
at each European Breast Cancer 
Conference to an individual who 
has ‘made a difference’ through an 
artistic or humanistic activity such 
as: artwork, dance, film, literature, 
music, photography or poetry and 
whose contribution and personal 
achievements reflect the efforts 
and vision of the EBCCs. Artists are 
nominated by EUROPA DONNA Fora 
throughout Europe and for 2014 
Europa Donna Ireland nominated Orla 
Kaminska, a renowned Irish ceramic 
artist, for her ‘Plurabelle Paddlers 
Mosaic’. We were very proud when 
Orla won the prize and to be at the 
presentation at the opening session 
of the Conference, where EUROPA 
DONNA President Elisabeth Bergsten 
Nordström presented the European 
Breast Cancer Arts and Humanities 
Award to Orla for her mosaic created 

for the Plurabelle Paddlers, a dragon 
boat team for breast cancer survivors. 
The selection of Orla’s work underlines 
EUROPA DONNA’s commitment to 
promoting physical activity in breast 
cancer prevention and remediation of 
adverse effects following treatment.

The Plurabelle Paddlers is the first 
dragon boat racing team for breast 
cancer survivors in Ireland, founded 
by Fiona Tiernan. Orla volunteered 
to work with the Plurabelle Paddlers 
to create a mosaic for their new 
boat house and at the same time 
raise awareness for breast cancer. At 
Orla’s invitation, the paddlers formed 
a panel and started working on a 
process with her to design the mosaic. 

They attended several workshops 
where they worked through their 
‘stories’, and described their breast 
cancer experiences; her professional 
attention helped them shape their 
ideas from which she created the 
design. That was followed by involving 
breast cancer survivors with family 
members in the actual preparation 
of the mosaic, cutting and laying of 
the tiles, etc. Her expertise, talent 
and time lead her to create a finished 
mosaic that truly captures the spirit of 
the Plurabelle Paddlers and provides 
constant awareness of the breast 
cancer cause to all those who see 
it on the wall of the boathouse on 
Grand Canal Dock, Dublin.
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EUROPA DONNA – The European Breast Cancer Coalition 
marked 20 years as Europe’s breast cancer advocacy 
organisation at a reception held on 21st March at the 9th 
European Breast Cancer Conference (EBCC9) in Glasgow. 
Almost 100 EUROPA DONNA members and scientists from 
many of the Coalition’s 46 member countries attended 
and viewed the 20-year video produced for the occasion. 
It features EUROPA DONNA’s Past Presidents, CEO and ED 
advocates from a wide range of member countries citing 
the strengths of the organisation, its history and its  
future priorities.

“It was encouraging to see so many of our advocates and 
our scientific partners come together to mark the end of 
the conference by celebrating two decades of our advocacy 
work. It is also a celebration of everything we plan to achieve 
together so that women across Europe have equal access to 
high quality breast cancer care. Holding the celebration at 
EBCC9 helps to reinforce our commitment to working hand 
in hand with researchers and scientists,” said Susan Knox, 
Executive Director of EUROPA DONNA. The 20-year video 
can be seen at 

https://www.youtube.com/watch?v=M-PUPksAgiY  

EDI Publications – 
keeping you informed
It is very much part of Europa Donna Ireland’s mission 
and vision that women and girls be informed about 
breast cancer and, with that aim, we have published 
various information leaflets as well as posting useful 
reports, leaflets, links and news stories to our website 
and to social media. Just contact us if you would like 
us to send you copies of any of our leaflets, which are 
listed on our website.

Our latest leaflet is Lymphoedema + Breast Cancer, 
which is about to be published. We have other leaflets 
in the pipeline, so keep an eye on the website, our 
Facebook page and Twitter.

Europa Donna – The European 
Breast Cancer Coalition 
Celebrates 20 Years 

EUROPA DONNA 
– advocating  
in Europe
During October 2013 EUROPA DONNA – The 
European Breast Cancer Coalition was actively 
engaged in informing members of both the European 
Parliament and the Council of Europe of the need  
for optimum breast cancer care for all women  
across Europe. 

On 2nd October ED held an exhibition at the 
Council of Europe in Strasbourg and Susan Knox, 
Executive Director, addressed the Plenary Session 
of the Parliamentary Assembly. She told the 
parliamentarians from the 47 member countries of 
the need for guideline-standard population-based 
screening programmes, specialist breast units and 
recognised breast unit accreditation services, calling 
on the national delegates to see that this message 
reaches their governments.

Stella Kyriakides, MP Cyprus, Council of Europe 
member and Past President of EUROPA DONNA has 
successfully put forward a Motion for a Resolution 
on Breast Cancer at the Council of Europe entitled: 
“Optimum Care for Women with Breast Cancer”. A 
report is now being produced and is to be debated and 
voted on at the Council of Europe later this year.

At the European Parliament EUROPA DONNA, in 
collaboration with Ruban de l’Espoir – Ribbon of 
Hope and other organisations, held its annual Breast 
Health Day Information Day event on 15 October, 
2013, with the aim of spreading the Breast Health Day 
message ‘Make Good Choices for your Breast Health’ 
to parliamentarians and other policy makers so that 
women of all ages are aware of the benefits lifestyle 
choices can have on their future breast health. The 
President of the European Parliament, Martin Schulz, 
expressed full EU support of this event by offering it 
the “high patronage” of the European Parliament. At 
an exhibition on the day, EUROPA DONNA distributed 
flyers to MEPs to promote Breast Health Day.
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From the 2nd to 6th April 2014, 
Europa Donna Ireland, The Irish Breast 
Cancer Campaign in conjunction with 
the Irish Dragon Boat Association 
took to the roads of Ireland with 
two dragon boats in tow and made 
introductory visits to Donegal, 
Galway, Killaloe and Athlone. We had 
great success overall and enjoyed 
it despite the physical and mental 
exhaustion attached!  Though we had 
no complaints especially given the  
warm and enthusiastic reception 
that we received in each of our four 
chosen locations.

Participation numbers per location were 
very encouraging with a great mix of 
male, female, primary school students, 
secondary school students and adults 
from all walks of life. The adrenaline 
levels were high and the competitive 
spirit of many became apparent when 
out paddling on the various loughs and 
rivers of Ireland!  

Dympna Watson, Chairperson Europa 
Donna Ireland, said: 
“Our dragon boat roadshow helped to 
spread awareness of dragon boating 
in Ireland. The sport is hugely popular 
around the world and people in this 
country have begun to see the benefits 
it offers in terms of providing an 
engaging way to get active. Regular 
physical activity is beneficial for all 
our health, and it has been shown 

that those undergoing treatment for 
breast cancer can benefit from dragon 
boating through managing certain 
side effects, such as lymphoedema, 
a chronic swelling of the arm/hand/
chest. Dragon boating is a brilliant 
way to get moving, and, with up to 20 
people in each boat, the sport provides 
a social outlet as well.”

The Roadshow was made possible 
through the support of the Coca-Cola 
Thank You Fund. Europa Donna Ireland 
was one of eleven organisations to 
benefit from €125,000 distributed 
through the Fund in 2013. EDI received 
a grant of €10,000 towards the 
roadshow project.  

Erica Roseingrave, Public Affairs and 
Communications Manager, Coca-Cola 
HBC Ireland, said: 
“The Coca-Cola Thank You Fund  
makes awards to voluntary 
organisations promoting active 

lifestyles all over Ireland. We seek for 
innovative ideas which will capture 
people’s attention and which will 
encourage those who don’t participate 
in physical activity to introduce it into 
their lives. Through its Dragon Boat 
Roadshow, Europa Donna Ireland will 
introduce an ancient sport to an Irish 
audience for the very first time, and we 
are delighted to support its roll-out in 
locations across the country.”

The team at Europa Donna Ireland and 
the Irish Dragon Boat Association are 
very grateful to Erica and the wider 
team at the Coca Cola Thank You 
Fund. The roadshow was a fabulous 
experience for us and all of those 
who participated. We now feel really 
encouraged to continue our endeavours 
to develop the sport across the nation, 
thanks to Coca Cola’s recognition of 
and belief in us.

Tara Byrne

Europa Donna Ireland Dragon Boat Roadshow 2014

EDI Website 
upgrade
This year we have been busily working 
away in the background upgrading 
our website. We have integrated the 
website with our social media pages 
such as Facebook, Twitter and FlickR. 

So now you can access all of our  
pages in one place. We have also  
made it easier for you to share any  
of our website pages on social  
media by adding share functionality  
to each page. Take a look at  
www.europadonnaireland.ie where 
you can browse our website, see all our 
social media, and easily share all of the 
useful information we publish. 

We have also upgraded our database 
which we will make more use of in the 
future with our growing membership.

See us at: www.europadonnaireland.ie 
Join us on Facebook at:  
http://www.facebook.com/pages/
Europa-Donna-Ireland 
Follow us on:  
https://twittercom/EuropaDonnaIrl
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European Breast Cancer 
Advocacy Training Course 

15-17 November 2013, Palazzo delle Stelline – Milan – Italy

Each year EUROPA DONNA - The 
European Breast Cancer Coalition offers 
a Breast Cancer Advocacy Training 
Course in Palazzo delle Stelline, Milan, 
Italy. This training course is now in its 
12th year. It takes 2.5 days and is open 
to 2 participants from each of EUROPA 
DONNA’s 46 member countries. In 
2013 there were 57 delegates from 
32 countries and the nominated Irish 
delegates were Anne Keating and  
Maria Gonzalez. The purpose of the 
course is to ensure advocates are  
aware of the latest available treatments 
and diagnostic practice for breast cancer 
and are equipped with the necessary 
communication skills and lobbying 
techniques which includes media training.

On Friday and Saturday presentations 
were made by medical professionals who 
are experts in their field. On Sunday 
Alison Dawkins and her team from 360 
Flexible Training Solutions put us though 
our paces on effective communication 
skills. While it is a very intense course 
it is a very valuable experience and is 
of great help to anybody considering 
becoming a Breast Cancer Advocate.

On Friday afternoon the course was 
introduced by Elizabeth Bergsten 
Nordstrom, President of EUROPA 
DONNA. There then followed an 
overview of EUROPA DONNA The Breast 
Cancer Coalition, given bySusan Knox, 
Executive Director, Karen Benn, Head of 
Policy/Public Affairs and Barbara Klein,  
Communications Officer.

On Friday afternoon Dr Carlotta 
Galeone, Mario Negri Institute, Milan 
made a presentation on Epidemiology, 
Prevention and Risk Factors. This 
was followed by a very interesting 
presentation on Basic Biology of Breast 
Cancer and Genetics by Prof Dr Bettina 
Borisch, University of Geneva.

On Saturday morning there were 
presentations on Clinical Trials, 
Diagnosis and Early Detection of Breast 
Cancer, and Treatment of Breast Cancer: 
Surgery and Treatment Options.

The presentation on Treatment of 
Breast Cancer was made by Dr Alberto 
Costa MD, who explained how the 
breast develops and matures. He 
described the most common types 
of Breast Cancer, Ductal and Lobular 
carcinoma, and the need for a new 
classification of these breast cancers. 
A growing number of centres are 
introducing a new classification 
which defines Lobular Carcinoma in 
situ (LCIS) as Lobular Intraepithelial 
Neoplasia (DIN) and Ductal Carcinoma 
in situ (DCIS) as Ductal Intraepithelial 
Neoplasia (LIN) in various grades. He 
then went on to talk about difficulties 
in detection and diagnosis. A breast 
cancer can be palpable (a lump) or 
non-palpable (no lump), very early 
stage e.g. microcalcifications which are 
being detected as a result of improved 
screening. He spoke about the risk 
factors and used The Gail model to 
demonstrate these: - Menarch (age of 
first period), Age of first pregnancy, 
Number of pregnancies, Lactation, 

Family members with breast cancer, 
Precancerous lesions (biopsies). He 
also spoke about Conservative and 
Oncoplastic Surgery and procedures 
available to breast cancer patients.  
His most important message was to 
always attend screening as changes in 
the breast can be compared to previous 
mammograms and this enables early 
detection. Dr Costa is a Director of 
the European School of Oncology, 
Coordinator of the Breast Surgery Unit 
at the Maugeri Foundation in Pavia, Italy 
and also Coordinator of the Canton 
Ticino Breast Unit, Lugano, Switzerland.
In the afternoon there were 
presentations on European Guidelines 
for Specialist Breast Units given by 
Susan Knox, Executive Director EUROPA 
DONNA, Mammography Screening 
Guidelines and Screening Figures in 
Europe by Chris de Wolf, MD, Medical 
Director of breast cancer screening 
program, Berne, Switzerland and 
Psycho-social services for Breast Cancer: 
what should we lobby for? by Stella 
Kyriakides. Stella gave a very charismatic 
presentation on psychosocial problems 
encountered when there is a breast 
cancer diagnosis, such as loneliness, 
loss of control, threat to self-esteem, 
survival issues, changes in life priorities, 
coping with residual disease, treatment 
side effects, concern over recurrence, 
work and financial issues. She also spoke 
about how we should use our personal 
experiences to lobby for better services 
in our respective countries. Stella 
Kyriakides is a psychologist who is also a 
Past President of EUROPA DONNA and 
a Member of Parliament, Cyprus; she has 
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published widely and made presentations 
world-wide, as well as being a strong 
breast cancer activist. She is also the 
advocacy editor of the magazine The 
Breast.

After a much needed coffee break Susan 
Knox presented on Advocacy and Lobbying: 
definitions and methods.  This was followed 
by workshops on lobbying strategies and 
success, with Q & A from participants and 
discussion on implementing the Breast 
Cancer Resolution. I particularly enjoyed 
the workshop as it afforded us time to mix 
with other participants and compare notes 
on services available in other countries.

Sunday was dedicated to developing 
our communication and presentation 
skills. There were presentations and 
workshops on Communication Skills 
Training, Assertiveness Techniques, and 
Handling the media, followed by formal 
presentations by the advocates. These 
presentations were put together by the 
participants in workshop sessions and 
were then presented by the participants.

All participants were presented with 
a Certificate by Karen Benn who then 
closed the course.

A very valued aspect of the training is 
the opportunity to meet advocates from 
other countries. Maria and I have forged 
new friendships with all the participants 
on the 2013 Advocacy training course. 
This will be of great benefit to us with our 
advocacy work in the future.

Anne Keating

In a 2012 EU study it was found 
that 40% of Irish people had either 
inadequate or problematic health 
literacy, with a negative correlation 
between health literacy and age. 
Patient Accessed Tailored Information 
(PATI) for Breast Cancer seeks to 
create a bank of easily understandable 
online modules explaining to breast 
cancer patients each step of their 
treatment using text, graphics and 
animation. Modules were designed 
following a patient information needs 
assessment and in conjunction with 
the National Adult Literacy Agency, 
and have been integrated into an 
online system to which the patient 
has personal access. At present 
the content is available through an 
application on 4 purpose-bought 
iPads (obtained with support from 
the Translational Research Access 
Programme, University College Cork 
School of Medicine and Aid Cancer 
Treatment). Patients from the Breast 
Cancer Research Centre in Cork 
University Hospital are being actively 
recruited to partake in a randomised 
control trial whereby half of the 
enrolled patients are given an iPad 
one week prior to their scheduled 
operation and return the iPad at their 
first post-operative visit. Several tools 
are being employed to evaluate this 
resource including:

• Mini-Mental Adjustment to Cancer
• Hospital Anxiety and  

Depression Scale 
• Information Satisfaction 

Questionnaire
• Information Technology Usability 

Questionnaire

It is anticipated that this system will 
empower patients, targeting health 
literacy to reduce anxiety, increasing 
their knowledge and improving their 
capacity to consent to medical/
surgical intervention. The following 
people are involved in this project: 
Niamh Foley1, Graham Connolly2, 
Sabin Tabirca2, Bridget Maher4, Tulin 
Cil3, Elaine Lehane5, Inez Bailey6, 
Claire O’Riordan6, Norma Relihan1, 
Paul Redmond1, Mark Corrigan1  

1.  Breast Cancer Research Centre, 
Cork University Hospital.

2.  School of Computer Science 
and Information Technology, 
University College Cork

3.  Division of General Surgery, 
University of Toronto, Toronto, 
Ontario, Canada.

4.  School of Medicine, University 
College Cork.

5.  Catherine McAuley School of 
Nursing and Midwifery, University 
College Cork.

6.  The National Adult Literacy 
Agency, Dublin

Patient Accessed 
Tailored 
Information (PATI)

11



EDI News No. 14: Newsletter of the Irish Breast Cancer Campaign

Contact Us
We welcome any comments and suggestions for future activities.
Contact us at 01 496 0198 
PO Box 6602, Dublin 8
or email us at info@europadonnaireland.ie

Donations to support our work are  
very welcome. Go to our website  
for secure online donation.

Working for better
breast cancer
services nationwide

Subscribe now to ensure that you are kept informed of all 
our latest news so please sign up today.

Name: (Print)     

Address:   

 

 

 

Tel:     

Email: (Print)    

What way would you prefer us to contact you: 
Email  r  Post  r  

Would you like to receive regular email updates about 
our Campaigns      Yes  r  No  r

Europa Donna Ireland, PO Box 6602, Dublin 8, Ireland. 
Registered Charity: CHY 16312

Please note: We will not be using your personal information 
for anything beyond our regular updates. If at any time you 
wish your name to be removed from our database please don’t 
hesitate to let us know.

Campaign for Change – Join to support our Mission

See our website at: 

www.europadonnaireland.ie
 Join us on Facebook at: http://www.facebook.com/pages/Europa-Donna-Ireland/28066107793

 Twitter: https://twittercom/EuropaDonnaIrl


