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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 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 Ireland and overseas, 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.

Two examples of PCSF publications are included in this
report, published in the high impact journal – Journal of
the National Cancer Institute. Boyne is central to efforts
to continue the main activities of each consortium to
ensure that the many publications promised to the EU,
and to ourselves, are completed.
In April 2018, PanCare plans to submit another
application to the EU for a new project. This one, called
PanCareFollowUp (PCFU), will carry the research work
to its logical extension, that is, into the clinic. Since
Ireland does not have a fully-functioning clinic for longterm follow-up survivors of childhood and adolescent
cancer, this new consortium, we plan to set one up in a
Dublin hospital, in conjunction with three other
expanded clinics across Europe. These will be the first of
what we hope will be an expanded national network of
care for LTFU survivors of cancer.
We greatly appreciate the commitment of Friends and
Board Members to the Boyne Research Institute, and
wish our readers every blessing in 2018.

From the CEO…
The year past – 2017 – was a good year for the Boyne
Research Institute with many accomplishments. As the
funded phase of our European projects wind down, the
PanCare network, including the Boyne Research
Institute, is developing new ideas to extend our work
intended to improve the lives of survivors of cancer
diagnosed during childhood and adolescence.
Local, national and international efforts to obtain funds
for our organisation continue. We are especially
grateful 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 EUfunded consortia. The older of the two – PanCareSurFup
– came to an end in January 2017. The second
consortium – PanCareLIFE – will conclude its funded
phase in November 2018. However, the work started by
both projects continues in the form of publications and
presentations, that will take many years to complete.
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SUMMARY OF RESEARCH PUBLICATIONS FOR 2017
1. RISK OF SOFT-TISSUE SARCOMA AMONG 69,460 FIVE-YEAR SURVIVORS OF CHILDHOOD
CANCER IN EUROPE.
Bright CJ, Hawkins MM, Winter DL, Alessi D, Allodji RS, Bagnasco F, Bárdi E, Bautz A, Byrne J, Feijen EA, Fidler MM, Garwicz S,
Grabow D, Gudmundsdottir T, Guha J, Haddy N, Jankovic M, Kaatsch P, Kaiser M, Kuehni CE, Linge H, Øfstaas H, Ronckers CM,
Skinner R, Teepen JC, Terenziani M, Vu-Bezin G, Wesenberg F, Wiebe T, Sacerdote C, Jakab Z, Haupt R, Lähteenmäki P, Zadravec
Zaletel L, Kuonen R, Winther JF, de Vathaire F, Kremer LC, Hjorth L, Reulen RC; PanCareSurFup consortium. J Natl Cancer Inst
2018;110(6):djx235. doi: 10.1093/jnci/djx235 https://www.ncbi.nlm.nih.gov/pubmed/29165710

The PanCareSurFup consortium (2011-2017) examined the
risks of second
malignancies among fiveyear survivors of cancer
diagnosed before age 20
years. This was the first time that researchers had gathered
enough data to provide stable and accurate risk estimates of
second cancers occurring after age 40. Earlier studies
included relatively small numbers of survivors and were
unable to follow them for long enough. The PCSF study
assembled nearly 70,000 five-year survivors including more
than 12,000 who were aged over 40 at the time of the study.
Eleven European countries contributed data for this study.
Chloe Bright and her co-authors from the University of
Birmingham measured the risk of a type of cancer called
“soft tissue sarcoma” (here abbreviated to STS) occurring as
a second cancer in adults who already experienced a first
cancer before age 20. The authors pooled data from 13
European sources in 11 European countries. After the
eligibility criteria were satisfied, nearly 70,000 five-year

2.

survivors were included in this study. The authors found that
301 STS had occurred compared to only 19 expected (based
on the general population rates).
The types of STS that occurred most frequently were
malignant peripheral nerve sheath tumours,
leiomyosarcomas (smooth muscle tumours) and fibromatous
neoplasms (tumours of fibrous connective tissue).
The risk was highest for survivors whose first cancer was a
retinoblastoma (cancer of the eye), and Wilms tumour of the
kidney. The risk of an STS as a second cancer declined with
increasing age at diagnosis. Although some survivors had a
high risk, overall the chance of getting an STS as a second
cancer was low: by 45 years from diagnosis, only 1.9% of
survivors overall had been diagnosed with an STS.
Further analyses of these PCSF data are underway and are
planned. The information derived from PCSF will help
survivors and their care-givers plan better for surveillance
and early detection to reduce their risk of getting a second
cancer. This paper can be seen in full here.

RISK OF SUBSEQUENT BONE CANCERS AMONG 69,460 FIVE-YEAR SURVIVORS OF CHILDHOOD
AND ADOLESCENT CANCER IN EUROPE.

Fidler MM, Reulen RC, Winter DL, Allodji RS, Bagnasco F, Bárdi E, Bautz A, Bright CJ, Byrne J, Feijen EAM, Garwicz S, Grabow D,
Gudmundsdottir T, Guha J, Haddy N, Jankovic M, Kaatsch P, Kaiser M, Kuonen R, Linge H, Hawkins MM. J Natl Cancer Inst
2018;110(2):djx165. PMID:28954302 https://doi.org/10.1093/jnci/djx165

In this second paper
from the University of
Birmingham Amanda
Fidler, with her coauthors looked at a small fraction of the total data collected
by PanCareSurFup. They evaluated the risks of second
cancers that occurred in the bone, and not to any other part
of the body (these will be the subjects of future analyses).
235 bone cancers occurred while the survivors were being
followed. The main types of bone cancer that occurred were
– osteosarcoma, Ewing sarcoma and chondrosarcoma. In the
general population 11 bone cancers were expected to occur.
Compared to this our survivors were 22 times more likely to
have a bone cancer. However, the incidence was low: by age
45 less than 6% of survivors had been diagnosed with a bone
cancer as a second malignancy.
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Also the risk was not evenly spread over all survivors. Three
factors had a major impact; these were 1) the type of first
cancer, 2) the age at diagnosis of the first cancer, and 3) the
time since the diagnosis of the first cancer.
In the first case survivors whose first cancer was either a
retinoblastoma (eye cancer), or a bone cancer, or a soft
tissue sarcoma were more likely to have a second cancer as
a bone cancer. In the second case the risk of a second
cancer decreased as the age at diagnosis went up, and in the
third case, the risk decreased as more time passed since the
first cancer was diagnosed.
This paper will help survivors to manage their risk for a
second cancer, and will help care-givers to develop more
focused ways to screen and prevent second cancers among
survivors of a first cancer before age 20. This paper can be
viewed in full here.
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2017 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 nineteenth
and twentieth meetings of PanCare (www.pancare.eu) were held in Lund, Sweden in
May 2017 and in Lübeck, Germany in October 2017. The conferences welcomed
delegates from across Europe.
The meeting in Lund marked the end of Dr. Lars Hjorth’s tenure as chairperson of
PanCare. The PanCare network will now be headed by the new chairperson Helena van der Pal of Emma
Children’s Hospital, Amsterdam. This meeting included a session covering the psychosocial and socioeconomic issues after childhood cancer and a panel forum focussing on developing recommendations for
transition from Pediatric to adult care. Speakers were invited from
The Lübeck meeting focussed on survivorship after childhood cancer and long-term follow-up guidelines. At
both PanCare meetings colleagues from PanCareSurFup and PanCareLIFE presented some of the results of
their research.
As with all PanCare conferences these included talks by survivors from across Europe highlighting the
problems encountered by adult survivors of childhood cancer.

PanCare Meeting, Lund, Sweden, May 2017.
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PanCare Lübeck, Germany, October 2017
The Spring PanCare meeting will take place in Prague 18th -20th April 2018. The Autumn PanCare meeting
takes place in Paris, October 2018. 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.
PanCareSurFup (PanCare Childhood and Adolescent Cancer Survivor Care and Follow-Up Studies,
www.pancaresurfup.eu):
PanCareSurFup concluded in Jan 2017. Many publications are in the
writing phase at the moment. Dr. Byrne is heavily involved with the
preparation of these papers.
2.

Colleagues from PanCareSurFup presented 4 posters describing their
work at the ‘15th International Conference on Long-Term Complications of Treatment of Children and
Adolescents for Cancer’ held in Atlanta, Georgia on 15th – 17th June 2017.
(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 as research assistant, and editorial assistant, with
Rebecca Lawler as administrator. The PanCareLIFE consortium completed two further successful consortium
meetings (nine to date) in 2017. The first was organised by Boyne and conducted with all partners over the
telephone on 7th – 8th June 2017. Work package leaders gave an update on the progress of data collection
and delivery to the data centre to UMC Mainz.
3.
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The second 2017 PanCare consortium meeting was held in Mainz, Germany on 8th – 9th November 2017
(www.pancarelife.eu). We were joined by over 40 PanCareLIFE members from across Europe including Ms
Aimilia Tsirou, a childhood cancer survivor from Greece, founder of the Greek
survivors’ organisation and board member of Childhood Cancer International (CCI).
Julia Inthorn of Mainz gave a talk on the ethical aspects of collecting patient data and
Andrica de Vries of Amsterdam discussed the importance of reporting incidental
findings to research subjects. Work package leaders gave an update on the progress
of data collection and discussed the first level publications they plan to submit
following data analysis. Plans for the future use of PanCareLIFE data and any future
research collaborations were discussed at this meeting. Our final meeting hosted by
Mainz included a fascinating tour of the Museum of Ancient Seafaring to see the
Roman shipwrecks uncovered in Mainz in the 1980s.
All data has now been delivered to the data collection centre in Mainz and following data cleaning by WP1
the harmonised datasets have been delivered to work package leaders to commence their analysis.
Dr. Byrne and other colleagues from PanCareLIFE presented 5 posters describing their work at the ‘15th
International Conference on Long-Term Complications of Treatment of Children and Adolescents for
Cancer’ held in Atlanta, Georgia on 15th – 17th June 2017.
Dr. Byrne, Atlanta, Georgia, July 2017.
Dr. Byrne and Ms Campbell travelled to Mainz for
meetings of the PanCareLIFE management team in
March and in July 2017. Throughout 2017 the
consortium held biweekly telephone conferences that
focussed on the data providers. The final PCL General
Assembly meeting will take place in Prague on 17th - 18th
April 2018. PanCareLIFE will hold its closing conference
in Paris on 26th October 2018. Survivors, researchers and
policy makers from across Europe are welcome and will be invited to attend the closing conference.
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 gain a greater understanding of 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 have submitted the results for publication. We will report that this group of women are
dealing with a great deal of stress arising from being disadvantaged 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 living with breast cancer could be greatly helped with support for weight
control, smoking and alcohol reduction and communication issues. 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.
4.
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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 2017). The goals for
the coming year (2018) include setting up a series of survivorship meetings around
Ireland to raise awareness and discuss the needs of survivors of childhood cancer in Ireland. A national
Survivors’ Day is planned for 7 July 2018. 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.

STAFF & VOLUNTEERS
Staff members consist of the CEO, Dr. Julianne Byrne, research administrator Rebecca Lawler and research assistant
Helen Campbell.

MEETINGS & PRESENTATIONS 2017
1.
2.
3.
4.

PanCare meetings in 2017: Spring meeting in Lund, Sweden, 3 - 5 May; Autumn meeting in Lübeck, Germany,
3 – 5 October.
PanCareLIFE meetings in 2017: General Assemblies in by telephone 7 – 8 June and in Mainz, Germany, 8 – 9
November
15th International Conference on Long-Term Complications of Treatment of Children and Adolescents for
Cancer, Atlanta, Georgia, 15 - 17 June.
CC4L Advisory Committee meetings in 2017

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
Dr. Leontien Kremer, Princes Maxima Centre, Utrecht, Netherlands (PanCareFollowUp)

GOVERNANCE OF THE BOYNE RESEARCH INSTITUTE, 2017

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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