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Mission The joint missions of the Boyne Research
Institute comprise research and education. Our
research mission is to help understand the causes and
consequences of diseases during childhood, and to
identify the barriers to care for women with breast
cancer. Our current projects include studies into the
long-term complications of cancer and cancer
treatments in adults who had cancer during childhood
or adolescence, and a new collaboration with the
oncology unit at Our Lady of Lourdes Hospital,
Drogheda, to investigate the barriers to care for
women undergoing treatment for breast cancer. Our
educational mandate is to provide research
experiences for young people from the community,
training for junior scientists in Drogheda, and expert
advice for colleagues in Europe participating in
PanCare.

Objective

While retaining our present structure
of independence and our community base, we are
committed to becoming a world-class research
institute. We aim to achieve this by expanding
partnerships in Ireland, in Europe and in the United
States to complement our capabilities.

From the CEO…
The year past – 2016 – was a good year for the Boyne
Research Institute with many accomplishments. BRI staff
member Niamh Corbett led the BRI effort that resulted in a
successful conference in Brussels in May 23-24, called
PanCareSurFup Acting Now!. The General Assembly of our
second consortium, PanCareLIFE, met in Drogheda in
October, again a very successful event led by Boyne
Research staff member Helen Campbell. Data collection is
complete for our joint project with the local hospital (Our
Lady of Lourdes, Drogheda), and we are preparing the
results for publication. More details follow in the Report.
In 2016, the Boyne Research Institute became a virtual
research organization and as a result we were unable to
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offer our Summer Student Programme. Our postal address is
now 5 Bolton Square, East, Drogheda A92 RY6K, Ireland.
Other contact details are unchanged. Our local fund-raising
continues in the Drogheda area, and we are grateful to the
other voluntary organizations that have contributed, and
especially to the Washington-based Friends of the Boyne
Research Foundation. The Board of the Boyne Research
Institute has been very supportive.
The Boyne Research Institute is a partner in two EU-funded
consortia. The older of the two – PanCareSurFup – comes to
an end in January 2017. However, Boyne is central to efforts
to continue at least part of the structure in order to ensure
that the many publications promised to the EU, and to
ourselves, are completed. Other projects are in the pipeline,
but not yet funded.
Our second consortium – PanCareLIFE – has a lot of life left
in it -- with nearly two more years until completion. The
consortium has published
its first paper concerning
guidelines for preservation
of fertility before and
during treatment for cancer
in childhood and young
adulthood. We expect to
see a large flow of
publications emerging from
both consortia in the next
few years.
We greatly appreciate the
commitment of Friends and
CEO Julianne Byrne
Board Members to the
Boyne Research Institute, and wish our readers every
blessing in 2017.
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SUMMARY OF RESEARCH PUBLICATIONS FOR 2016
1. FERTILITY PRESERVATION IN CHILDREN, ADOLESCENTS, AND YOUNG ADULTS WITH CANCER:
QUALITY OF CLINICAL PRACTICE GUIDELINES AND VARIATIONS IN RECOMMENDATIONS.
Font-Gonzalez A, Mulder RL, Loeffen EA, Byrne J, van Dulmen-den Broeder E, van den Heuvel-Eibrink MM, Hudson MM, Kenney LB,
Levine JM, Tissing WJ, van de Wetering MD, Kremer LC; PanCareLIFE Consortium. Cancer. 2016, Jul 15;122(14):2216-23.

Cancer treatment during childhood or young adulthood can mean damage to the reproductive
organs – ovaries and testes. This is of great concern to both patients and their families. The medical
community strives to reduce late complications of treatment such as fertility problems. Many guidelines
exist to promote the best choices for helping survivors preserve their fertility, to the degree possible.
However, these guidelines may not agree within themselves. PanCareLIFE is working with colleagues across
the world to evaluate existing guidelines, and to create new guidelines for fertility preservation based on
the latest evidence. This paper reports on the results obtained after evaluation of 25 existing guidelines,
and showed that large variations exist in recommendations within guidelines, making the production of
new guidelines by PanCareLIFE even more important. These new guidelines will be described in future
publications from PanCareLIFE, and will be intended to help healthcare professionals, survivors and their
parents make the best decisions possible to preserve fertility.

2. LATE CARDIAC EVENTS AFTER CHILDHOOD CANCER: METHODOLOGICAL ASPECTS OF THE
PAN-EUROPEAN STUDY PANCARESURFUP.
,

Feijen EA, Font-Gonzalez A, van Dalen EC van der Pal HJ, Reulen RC, Winter DL, Kuehni CE, Haupt R, Alessi D, Byrne J, Bardi E, Jakab
Z, Grabow D, Garwicz S, Jankovic M, Levitt GA, Skinner R, Zadravec Zaletel L, Hjorth L, Tissing WJ, de Vathaire F, Hawkins MM,
Kremer LC; PanCareSurFup consortium. PLoS One. 2016 Sep 19;11(9):e0162778. doi: 10.1371/journal.pone.0162778. eCollection
2016.

PanCareSurFup enrolled nearly 60,000 survivors of childhood cancer with
medical histories, in order to evaluate the occurrence of heart problems following their treatment for
cancer. The cardiac problems that were included by PanCareSurFup were symptomatic heart failure
(weakened heart muscle), ischaemia (lack of oxygen to the heart), pericarditis (inflammation of the
membrane surrounding the heart), valvular disease and arrhythmia. This paper describes how these data
were collected and the planned analyses. A future paper, or papers, will report on the results of this study.
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2016 Activities
1. PanCare (www.pancare.eu):
The Boyne Research Institute is a founding member of PanCare. Dr. Byrne resigned
from the board of PanCare, and as founding Hon. Treasurer of PanCare. The
seventeenth and eighteenth meetings of PanCare (www.pancare.eu) were held in
Lisbon in April 2016 and in Erice, Sicily in October 2016. The conferences welcomed
delegates from 13 countries. This meeting focussed on the guidelines for care of longterm survivors. Speakers were invited from the US to talk about special aspects,
including the Erice Statement. The invited speakers included, from the US – Kevin Oeffinger, Melissa
Hudson and Greg Reaman and from Italy – Giuseppe Masera.
As with all PanCare conferences these included talks by survivors from across Europe highlighting the
problems encountered by adult survivors of childhood cancer. Themes included the inequalities of follow
up care between countries, involvement of survivors and parents in care provision, the importance of
health promotion and patient education, PanCare’s contribution to raising government awareness and the
continuing issue of survivors’ passports. The meeting in October celebrated the 10th anniversary of the Erice
statement. A special panel was co-chaired by Julianne Byrne and Momcilo Jankovic. Each of the 10 elements
of the Erice Statement was addressed by different speakers critically; they were asked to suggest possible
changes. As a result there will be a revised Erice Statement in 2017. The original Erice Statement can be
viewed here http://www.pancare.eu/documents/erice-translation/erice-statement-english.pdf.

PanCare Meeting, Erice, Sicily, Italy, Oct 2016.

The Spring PanCare meeting will take place in Lund, Sweden 3-5 May 2017. The Autumn PanCare meeting
takes place in Lűbeck, Germany, 3-5 October 2017. Anyone interested in questions related to long-term
follow-up of survivors of cancer diagnosed at a young age is welcome to attend, including parents and
survivors, researchers and care-givers, advocates and policy-makers.
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2.

PanCareSurFup (PanCare Childhood and Adolescent Cancer Survivor Care and Follow-Up Studies,
www.pancaresurfup.eu):
Dr. Byrne continues her work as Research Liaison in this consortium.
Ms. Niamh Corbett, BRI research assistant, helped organise the
PanCareSurFup Acting Now! European conference in Brussels, 23-24
May 2016.

The PanCareSurFup for Childhood Cancer Survivors European Conference was held over 2 days in
Brussels in May 2016. The conference aimed to empower survivors to play an active role in maintaining
their own health and well-being. The conference was attended by survivors from across Europe who
shared their experiences with health professionals,
researchers and policy makers. Sarah Quigley, an Irish
survivor, described the impact childhood cancer has on
her life as an adult. She was accompanied to the
conference by her baby girl and husband. She gave a
personal account of her health issues, especially during
her recent pregnancy, and the failures of the Irish
health system to provide her with necessary
anticipatory care and surveillance.
One of the highlights of the meeting was a tour of the
parlamentarium museum in Brussels followed by a
networking dinner in the Thon hotel in Brussels.
At both meetings there were continuing updates of data collection and each Work Package leader gave
a presentation on their progress to date.
The final PCSF General
Assembly took place in
Erice, Sicily from October
31 to November 1. The
view of the north coast of
Sicily is taken from the
conference centre (San
Domenico). Also, on
behalf of the consortium,
Riccardo Haupt presents
PCSF Coordinator Lars
Hjorth with a piece of
Sicilian pottery as a token
of
the
sincere
appreciation
of
the
consortium
for
his
leadership.
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3. PanCareLIFE (PanCare Studies in Fertility and Ototoxicity to Improve Quality of Life after Cancer
during Childhood, Adolescence and Young Adulthood www.pancarelife.eu):
Dr. Byrne continues to provide support and management expertise to the
PanCareLIFE project as the Research Manager, ably assisted by Helen Campbell of
BRI. The PanCareLIFE consortium completed two further successful consortium
meetings (seven to date) in 2016. The first was held in Mainz, Germany on the 6th –
7th April 2016. Data providers gave an update on the progress of data collection.
The second consortium meeting was organised by the Boyne Research Institute and
held in the D Hotel in Drogheda on 17th – 18th October 2016 (www.pancarelife.eu).
We were delighted to welcome over 40 PanCareLIFE members from across Europe
to Drogheda. Ms Aimilia Tsirou, a childhood cancer survivor from Greece, founder of the Greek
survivors’ organisation (and board member of Childhood Cancer International (CCI)) gave a talk on her
experiences with follow up care after cancer. Data providers gave an update on progress and data
collection is nearing completion. Lisbeth Knudsen, a member of the Ethics Advisory Board gave a talk on
ethics considerations for PanCareLIFE. The meeting included a walking tour of historical Drogheda
followed by a networking dinner in Scholars Townhouse hotel in Drogheda.

PanCareLIFE GA, Drogheda, Ireland, Oct 2016.
Dr. Byrne and Ms Campbell travelled to Mainz for meetings of the PanCareLIFE management team in
January and in August 2016. Apart from the twice-yearly General Assemblies, the consortium decided
to hold an extra face-to-face meeting focussing on the data providers. This took place in Amsterdam on
19th and 20th February 2016. Thereafter the consortium decided to hold telephone conferences of the
consortium in between GAs, and to continue the biweekly telephone conferences that focussed on the
data providers. The next PCL General Assembly meetings will take place in Mainz, Germany on April
24th and 25th and November 8th and 9th 2017.
BRI Annual Report, 2016
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4. Barriers to Care for Breast Cancer
Our earlier (2014) paper reported that Irish women from deprived areas are 33% more likely to die
from breast cancer than women from more advantaged areas (Socioeconomic Disparity in Survival
after Breast Cancer in Ireland: Observational Study, Walsh et al, PLOSOne, v9, Issue 11, Nov 2014).
In order to follow-up on this observation, and to dig a little deeper into how women from
disadvantaged backgrounds deal with cancer, the Boyne Research Institute, in collaboration with the
staff from the Oncology unit of Our Lady of Lourdes Hospital, Drogheda, carried out a series of
qualitative interviews with 17 women from deprived backgrounds who are currently in treatment for
breast cancer in Drogheda. We are preparing the results for publication. We will report that this group
of women are dealing with a great deal of stress arising from being poor and having cancer. Some have
real fears of eviction from their homes, and concern for family members for whom they are providing
care. We will recommend that women would need help with weight control and alcohol use to reduce
their risks of breast cancer recurrence. In general, this type of data gathering will complement the
information collected by cancer registries and help to understand how cancer impacts the lives of
disadvantaged women.

5. CanCare4Living
Julianne Byrne is a founding member of CanCare4Living, the new Irish
organisation for parents and survivors who have had cancer during
childhood or young adulthood. CC4L is now officially a registered charity
and has put in place an Advisory Council which meets quarterly (three
meetings in 2016). The goals for the coming year include creating stronger links with partner
organisations in Ireland and in Northern Ireland, and creating a membership roll. The two leaders of
CC4L, Garry Owens and Patricia McColgan, continue to provide valuable support and advice as board
members of the Boyne Research Institute.
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STAFF & VOLUNTEERS
Staff members consist of the CEO, Dr. Julianne Byrne, research administrator Rebecca Lawler and research assistant
Helen Campbell. Ms. Niamh Corbett concluded her work as a research assistant following the PanCareSurFup
European conference held in Brussels in May 2016. Dr. Byrne and the members of the board would like to thank
Niamh for her valuable support and wish her all the best for the future. We thank our volunteer in 2016, Patricia
O’Rourke, for her help with the Conference.

MEETINGS & PRESENTATIONS 2016
1.
2.
3.
4.
5.

PanCare meetings in 2016: Spring meeting in Lisbon, Portugal, 20-22 April; Autumn meeting in Erice, Sicily, 1
– 3 November.
PanCareSurFup meetings in 2016: Survivorship conference in Brussels, Belgium, 23-24 May. General
st
st
Assemblies in Lisbon, Portugal, 19-20 April and in Erice, Sicily, 31 October – 1 November..
PanCareLIFE meetings in 2016: General Assemblies in Mainz, Germany, 6-7 April and in Drogheda, Ireland,
17-18 October.
ESLCC meetings in 2016: European Symposium on Late Complications after Childhood Cancer, Copenhagen,
Denmark, 22-23 September
CC4L Advisory Committee meetings in 2016: April, June and November

COLLABORATIONS
For a number of years, the Boyne Research Institute has participated in national and international collaborations, in
areas covering developmental problems resulting in birth defects and cancer during childhood. At present, we are
involved in collaborative research with research teams in Ireland and Europe.
 Dr. Lars Hjorth, University of Lund, Sweden (chairman, PanCare & coordinator, PanCareSurFup)
 Dr. Peter Kaatsch, University of Mainz, Germany (coordinator, PanCareLIFE)
 Prof. Bryan Hennessy, Oncology Unit, Our Lady of Lourdes Hospital, Drogheda, Co. Louth, Ireland

GOVERNANCE OF THE BOYNE RESEARCH INSTITUTE, 2016

Mr. Patrick Morris
(Chairperson)

Mr. Garry Owens
(Secretary)

Dr. Carlos McDowell

Mr Gerry Fitzgerald

Ms Patricia McColgan

The Board of Trustees meets quarterly We are grateful to the members of our Board of Trustees who give freely of
their time and energy to help advance the mission of the Boyne Research Institute. .
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