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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. 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.

From the CEO…
The past year, 2018, brought new successes. We
participated in a number of significant events:
• Nearly 200 people attended the 22 nd PanCare
Meeting held in Paris in October.
• From our combined projects we published 8
excellent papers during the year
• We helped to organise the well-attended Closing
Conference of PanCareLIFE at the Institut Curie in
Paris in October
• PanCareFollowUp, tThe new PanCare project,
was approved by the EU and will start on 1
January 2019
• As a member of the board of CanCare4Living we
participated in 5 Roadshows around Ireland to
raise awareness of late effects in 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, and to the members of the Board
of the Boyne Research Institute.
The Boyne Research Institute was a partner in two EUfunded consortia, now concluded. PanCareSurFup came
to an end in January 2017 and PanCareLIFE concluded
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. PanCareSurFup, with over 80,000
European five-year survivors of childhood and
adolescent cancer, is the largest project of its kind. As a
result the project will provide new information on late
effects to help survivors manage their risks. Two
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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 our many
thousands of participating
survivors, are completed.
In September 2018,
PanCare was approved for
funding from the EU for a
new project called PanCareFollowUp (PCFU). PCFU will
carry the research work to its logical extension, that is,
into the clinic. Dr. Byrne will be an advisor to this
innovative project which will set up, or expand, four
clinics for long-term survivors in Europe (Belgium,
Sweden, Italy and Czech Republic).
Dr. Byrne has also been invited to be an advisor to the
Board of PanCare, and to attend meetings annually.
Our staff in 2018 consisted of
Rebecca Lawler, (below)
administrator, and Helen
Campbell, research assistant
(right).

Both gave excellent service to
deliver on our research
commitments, Rebecca
excelling at the tricky
accounting required by the EU,
and Helen skilfully and
diplomatically managing our
research activities in
PanCareLIFE, and assisting with
submissions of manuscripts.
We wish our readers every blessing in 2019.
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SUMMARY OF RESEARCH PUBLICATIONS FOR 2018
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 (20112017) examined the risks of second
cancers among five-year survivors of
cancer diagnosed before age 20 years.
PanCareSurFup is the largest study of its
kind. 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.

2.

Chloe Bright from the University of Birmingham and her co-authors 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. Nearly 70,000 five-year survivors were included in
this study, which is the largest number of survivors to be evaluated for second cancers to date..
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, 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.

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.
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
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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.
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THE PANCARESURFUP COHORT OF 83,333 5-YEAR SURVIVORS OF
CHILDHOOD CANCER – METHODOLOGY AND RESULTS OF
HARMONISING DATA TO ESTABLISH A COHORT FROM 12 EUROPEAN
3.

COUNTRIES.
Grabow D, Kaiser M, Hjorth L, Byrne J, Alessi D, Allodji RS, Bagnasco F, Bárdi E, Bautz A, Bright CJ, de Vathaire F, Feijen EAM,
Garwicz S, Hagberg O, Haupt R, Hawkins MM, Jakab Z, Kremer LCM, Kuehni CE, Kuonen R, Lähteenmäki PM, Reulen RC,
Ronckers CM, Sacerdote C, Vu-Bezin G, Wesenberg F, Wiebe T, Winter DL, Falck Winther J, Zadravec Zaletel L, Kaatsch P, on
behalf of the PanCareSurFup Consortium. Eur J Epidemiol (2018) 33: 335-349. PMID: 29497894.
https://link.springer.com/content/pdf/10.1007%2Fs10654-018-0370-3.pdf
This paper describes how the
PanCareSurFup study was conducted,
how the different registries, clinics and
studies pooled their data, and the
differences between them. It is helpful to
authors of later PCSF papers to have this
paper to refer to, to avoid duplication of
information.

Childhood cancer survivors face risks
from a variety of late effects,
including cardiac events, second
cancers, and late mortality.

4.

The aim of the pan-European PanCare Childhood and Adolescent Cancer Survivor
Care and Follow-Up Studies (PanCareSurFup) Consortium was to collect data on
incidence and risk factors for these late effects among childhood cancer survivors in
Europe. This paper describes the methodology of the data collection for the overall
PanCareSurFup cohort and the outcome-related cohorts. In PanCareSurFup 13 data
providers from 12 countries delivered data to the data centre in Mainz. Data
providers used a single variable list that covered all three outcomes. After validity
and plausibility checks data was provided to the outcome-speciﬁc working groups. In
total, data was collected on 115,596 patients diagnosed with cancer from 1940 to
2011, of whom 83,333 had survived 5 years or more. Due to the eligibility criteria
and other requirements different numbers of survivors were eligible for the analysis
of each of the outcomes. Thus, 1014 patients with at least one cardiac event were
identiﬁed from a cohort of 39,152 5-year survivors; for second cancers 3995
survivors developed at least one second cancer from a cohort of 71,494 individuals,
and from the late mortality cohort of 79,441 who had survived at least 5 years, 9247
died subsequently. Through the close cooperation of many European countries and
the establishment of one central data collection and harmonising centre, the project
succeeded in generating the largest cohort of five-year survivors in Europe, or
anywhere.

THE PANCARESURFUP CONSORTIUM: RESEARCH AND GUIDELINES
TO IMPROVE LIVES FOR SURVIVORS OF CHILDHOOD CANCER.

Byrne J, Alessi D, Allodji RS, Bagnasco F, Bárdi E, Bautz A, Bright CJ, Brown M, Diallo I, Feijen EAM, Fidler MM, Frey E, Garwicz S,
Grabow D, Gudmundsdottir T, Hagberg O, Harila-Saari A, Hau EM, Haupt R, Hawkins MM, Jakab Z, Jankovic M, Kaatsch P, Kaiser M,
Kremer LCM, Kuehni CE, Kuonen R, Ladenstein R, Lähteenmäki PM, Levitt G, Linge H, Llanas D, Michel G, Morsellino V, Mulder RL,
Reulen RC, Ronckers CM, Sacerdote C, Skinner R, Steliarova-Foucher E, van der Pal HJ, de Vathaire F, Vũ Bezin G, Wesenberg F,
Wiebe T, Winter DL, Falck Winther J, Witthoff E, Zadravec Zaletel L, Hjorth L. Eur J Cancer. 2018 Nov; 103:238-248. PMID: 30286417
https://www.ejcancer.com/article/S0959-8049(18)31333-9/fulltext
This paper is different from No. 3 above,
because it describes the scientific
background and some of the preliminary
results of PCSF.

Second malignant neoplasms and
cardiotoxicity are among the most
serious and frequent adverse health
outcomes experienced by childhood
and adolescent cancer survivors
(CCSs) and contribute significantly to
their increased risk of premature
mortality. Owing to differences in
health-care systems, language and
culture across the continent, Europe
has had limited success in
establishing multi-country
collaborations needed to assemble
the numbers of survivors required to
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clarify the health issues arising after successful cancer treatment. PanCareSurFup
(PCSF) is the first pan-European project to evaluate some of the serious long-term
health risks faced by survivors. This article sets out the overall rationale, methods
and preliminary results of PCSF.
The PCSF consortium pooled data from 13 cancer registries and hospitals in 12
European countries to evaluate subsequent primary malignancies, cardiac disease
and late mortality in survivors diagnosed between ages 0 and 20 years. In addition,
PCSF integrated radiation dosimetry to sites of second malignancies and to the
heart, developed evidence-based guidelines for long-term care and for transition
services, and disseminated results to survivors and the public.
115,596 individuals diagnosed with cancer were identified, of whom 83,333 were 5year survivors and diagnosed from 1940 to 2011. This single data set forms the basis
for cohort analyses of subsequent malignancies, cardiac disease and late mortality
and case–control studies of subsequent malignancies and cardiac disease in 5-year
survivors. PCSF delivered specific estimates of risk and comprehensive guidelines to
help survivors and care-givers. The expected benefit is to provide every European
CCS with improved access to care and better long-term health.
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BARRIERS TO CARE FOR BREAST CANCER: A QUALITATIVE STUDY IN IRELAND.

Byrne J, Campbell H, Gilchrist M, Summersby E, Hennessy B. Eur J Cancer Care (Engl) (2018) 27(5):e12876. PMID:
30028056 https://onlinelibrary.wiley.com/doi/abs/10.1111/ecc.12876
The Boyne Research
Institute established a
collaboration with the Lourdes Hospital in
Drogheda for this study. The idea arose
from a previous publication of BRI, based
on the data from the Irish Cancer
Registry. In that paper we found that
women who had been diagnosed with
breast cancer, and who living in
disadvantaged areas of Ireland were
more likely to die during the follow-up
period than women living in more
advantaged areas. We followed up this
observation with a series of personal
interviews with women living in relative
disadvantage in the North-East region of
Ireland. The purpose was to have women
tell us their stories about cancer to see if
we could detect themes related to
disadvantage.

6.

Disparities in survival after breast cancer persist. Cancer registry data that are often
used to assess associated factors only explain some of the differences. The purpose
of this study was to obtain information from disadvantaged Irish women concerning
possible barriers to care for breast cancer above and beyond risk factors collected
by cancer registries. We used a qualitative interview study with disadvantaged
women in treatment for breast cancer, following the methods of thematic analysis.
Important themes potentially related to disparity occurred in each treatment phase.
Before diagnosis themes included delays in diagnosis. During treatment themes
concerned surgical complications, communication difficulties and use of alternative
therapies. During the post treatment phase a strong theme was lack of compliance
with hormone therapy. Overarching themes were stress related to disadvantage,
including financial difficulties, obesity, alcohol use, fears of eviction from home,
worry about dependent relatives. Future studies of the breast cancer survival gap
arising from socio‐economic disadvantage may benefit from a mixed‐methods
approach that combines cancer registry data with personal interviews to understand
the persistence of survival disparities. As breast cancer rates continue to rise
disparities in survival due to socio‐economic disadvantage will continue, but can be
addressed and mitigated.

LONG-TERM SURVIVORS OF CHILDHOOD CANCER: CURE AND CARE – THE ERICE STATEMENT
(2006) REVISED AFTER 10 YEARS (2016).
Jankovic M, Haupt R, Spinetta JJ, Beck JD, Byrne J, Calaminus G, Lackner H, Biondi A, Oeffinger K,
Hudson M, Skinner R, Reaman G, van der Pal H, Kremer L, den Hartogh J, Michel G, Frey E, Bardi E,
Hawkins MM, Rizvi K, Terenziani M, Grazia Valsecchi M, Bode G, Jenney M, de Vathaire F, Garwicz
S, Levitt GA, Grabow D, Kuehni CE, Schrappe M, Hjorth L and participants in PanCare. Journal of
Cancer Survivorship (2018) 12(5):647-650. PMID: 29946794 https://link.springer.com/article/10.1007%2Fs11764-018-0701-0

In 2006, an expert panel met in Erice, Italy, to produce a set of principles concerning the cure and care of survivors of childhood and
adolescent cancer. The result was the Erice Statement that was translated into nine languages. Ten years on, it was timely to
review, and possibly revise, the Erice Statement in view of the changes in paediatric oncology and the number and results of
international follow-up studies conducted during the intervening years.
The long-term goal of the cure and care of a child with cancer is that he/she becomes a resilient and autonomous adult with
optimal health-related quality of life, accepted in society at the same level as his/her age peers. “Cure” refers to cure from the
original cancer, regardless of any potential for, or presence of, remaining disabilities or side effects of treatment. The care of a child
with cancer should include complete and honest information for parents and the child.
Some members of the previous expert panel, as well as new invited experts, met again in Erice to review the Erice Statement,
producing a revised version and a declaration was prepared, by the Childhood Cancer International Survivors Network in Dublin on
October 2016.
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From the PanCareLIFE consortium we published two papers in 2018. Many more are in the pipeline. These two papers
focus on methods only. The first one describes the scientific basis of the subprojects contained within the consortium,
that covers long-term adverse events affecting fertility, hearing and quality of life. As with PCSF it is helpful for
subsequent papers to have this information already in the public domain, to avoid duplications, and also to raise
awareness about PanCareLIFE.
7.

PANCARELIFE: THE SCIENTIFIC BASIS FOR A EUROPEAN PROJECT TO IMPROVE LONG-TERM CARE REGARDING FERTILITY,
OTOTOXICITY AND HEALTH-RELATED QUALITY OF LIFE AFTER CANCER OCCURRING AMONG CHILDREN AND ADOLESCENTS.

Byrne J, Grabow D, Campbell H, O’Brien K, Bielack S, am Zehnhoff-Dinnesen A, Calaminus G, Kremer L, Langer
T, van den Heuvel-Eibrink MM, van Dulmen-den Broeder E, Baust K, Bautz A, Beck JD, Berger C, Binder H,
Borgmann-Staudt A, Broer L, Cario H, Casagranda L, Clemens E, Deuster D, de Vries A, Dirksen U, Falck
Winther J, Fosså S, Font-Gonzalez A, Grandage V, Haupt R, Hecker-Nolting S, Hjorth L, Kaiser M, Kenborg L,
Kepak T, Kepáková K, Knudsen LE, Krawczuk-Rybak M, Kruseova J, Kuehni CE, Kunstreich M, Kuonen R, Lackner
H, Leiper A, Loeffen EAH, Luks A, Modan-Moses D, Mulder R, Parfitt R, Paul NW, Ranft A, Ruud E, Schilling R,
Spix C, Stefanowicz J, Strauβ G, Uitterlinden AG, van den Berg M, van der Kooi AL, van Dijk M, van Leeuwen F, Zolk O, Zöller D,
Kaatsch P on behalf of the PanCareLIFE consortium. Eur J Cancer (2018) 103:227-237. PMID: 30273888
.https://www.ejcancer.com/article/S0959-8049(18)31119-5/fulltext

Survival after cancer diagnosed
during childhood or adolescence
continues to improve with new
treatments and supportive
therapies. Optimal long-term
care requires that risks to
vulnerable organs are clearly
defined and translated into
guidelines that are implemented
into practice. PanCareLIFE is a
pan-European consortium that
addresses survivorship issues
comprising fertility, hearing
impairment and quality of life.
This article describes the
scientific basis of PanCareLIFE's
studies.

countries, with additional 11 data providers from five other countries.
PanCareLIFE will investigate the way that treatment impairs female fertility,
by evaluating fertility hormone levels and the underlying genetic
susceptibility to loss of fertility. For the fertility studies, more than 6000
survivors have completed questionnaires, more than 1500 provided blood
samples and more than 400 case-control triads have been identified.
Fertility preservation guidelines for boys and girls will be developed. More
than 2000 survivors have contributed audiograms for the hearing loss study.
Almost 1000 samples were sent for genetic analysis related to fertility and
hearing impairment. Questionnaires will measure quality of life in more
than 10,000 survivors.
The large number of subjects enrolled in PanCareLIFE and the detailed
information accumulated will allow in-depth evaluation of important
outcomes. Fertility preservation guidelines will help patients and their
families make informed decisions and contribute to their long-term wellbeing.

PanCareLIFE involves 17 partner
institutions from eight European
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GENETIC VARIATION IN GONADAL IMPAIRMENT IN FEMALE SURVIVORS OF CHILDHOOD CANCER: A PANCARELIFE STUDY
PROTOCOL.

van der Kooi A-L LF, Clemens E, Broer L, Zolk O, Byrne J, Campbell H, van den Berg M, Berger
C, Calaminus G, Dirksen U, Falck Winther J, Fosså SD, Grabow D, Haupt R, Kaiser M, Kepak T, Kremer
L, Kruseova J, Modan-Moses D, Ranft A, Spix C, Kaatsch P, Laven JSE, van Dulmen-den Broeder E,
Uitterlinden AG, van den Heuvel-Eibrink MM on behalf of the PanCareLIFE Consortium. BMC
Cancer. 2018 Sep 26;18(1):930. PMID: 30257669
https://bmccancer.biomedcentral.com/articles/10.1186/s12885-018-4834-3
Improved risk stratification, more
effective therapy and better
supportive care have resulted in
survival rates after childhood cancer
of around 80% in developed
countries. Treatment however can
be harsh, and three in every four
childhood cancer survivors (CCS)
develop at least one late effect, such
as fertility impairment. Fertility
impairment can cause involuntary
childlessness, with serious
consequences for the well-being of
CCS. In addition, early menopause
increases the risk of cardiovascular
disease and osteoporosis. Interindividual variability in susceptibility
to therapy related fertility
impairment suggests a role for
genetic variation.

9.

Currently, only one candidate gene study investigated genetic determinants in
relation to fertility impairment in female CCS; it yielded one single nucleotide
polymorphism (SNP) that was previously linked with the predicted age at
menopause in the general population of women, now associated with fertility
impairment in CCS. Additionally, one genome wide association study (GWAS)
evaluated an association with premature menopause, but no GWAS has been
performed using hormone measurements for fertility impairment as the primary
outcome in CCS.
As part of the PanCareLIFE study, the genetic variability of chemotherapy induced
fertility impairment among CCS will be addressed. Fertility impairment will be
determined by anti-Müllerian hormone (AMH) levels or alternatively by fertility and
reproductive medical history retrieved by questionnaire. Clinical and genetic data
from 837 CCS will result in the largest clinical European cohort assembled for this
late-effect study to date. A candidate gene study will examine SNPs that have
already been associated with age at natural menopause and DNA maintenance in
the general population. In addition, a GWAS will be performed to identify novel
genetic variants. The results will be validated in an independent CCS cohort.

FERTILITY AMONG FEMALE SURVIVORS OF CHILDHOOD, ADOLESCENT AND YOUNG ADULT CANCER: PROTOCOL
FOR TWO PAN-EUROPEAN STUDIES (PANCARELIFE).
van den Berg M, van Dijk M, Byrne J, Campbell H, Berger C, Borgmann-Staudt A, Calaminus G, Dirksen U,
Falck Winther J, Fossa SD, Grabow D, Grandage VL, van den Heuvel-Eibrink MM, Kaiser M, Kepak T,
Kremer LC, Kruseova J, Kuehni CE, Lambalk CB, van Leeuwen FE, Leiper A, Modan-Moses D, Morsellino
V, Spix C, Kaatsch P, van Dulmen-den Broeder E, The PanCareLIFE Consortium. JMIR Res Protoc
2018;7(9):e10824. PMID: 30215599 https://www.researchprotocols.org/2018/9/e10824/

Despite a significant number of studies on female fertility following childhood,
adolescent, and young adult (CAYA) cancer, studies establishing precise (doserelated) estimates of treatment-related risks are still scarce. Previous studies have
been underpowered, did not include detailed treatment information, or were based
on self-report only without any hormonal assessments. More precise assessments of
who is at risk for sub- or infertility are needed.
The objective of this study is to describe the design and methods of 2 studies on
female fertility (a cohort study and a nested case-control study) among female
survivors of CAYA cancer performed within the European PanCareLIFE project.
For the cohort study, which aims to evaluate the overall risk of fertility impairment,
as well as the risk for specific subgroups of female CAYA cancer survivors, 13
institutions from 9 countries provide data on fertility impairment. Survivors are
defined as being fertility impaired if they meet at least one of 8 different criteria
based on self-reported and hormonal data. For the nested case-control study, which
aims to identify specific treatment-related risk factors associated with fertility
impairment in addition to possible dose-response relationships, cases (fertility
impaired survivors) are selected from the cohort study and matched to controls
(survivors without fertility impairment) on a 1:2 basis.
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Of the 10,964 survivors invited for
the cohort study, data are available
from 6619 survivors, either
questionnaire-based only (n=4979),
hormonal-based only (n=72), or both
(n=1568). For the nested casecontrol study, a total of 450 cases
and 882 controls are identified.
Results of both PanCareLIFE fertility
studies will provide detailed insight
into the risk of fertility impairment
following CAYA cancer and
diagnostic- or treatment-related
factors associated with an increased
risk. This will help clinicians to
adequately counsel both girls and
young women, who are about to
start anticancer treatment, as well as
adult female CAYA cancer survivors,
concerning future parenthood and to
timely refer them for fertility
preservation.

Page 7

Boyne Research Institute

ANNUAL REPORT 2018

2018 Activities
1.

PanCare (www.pancare.eu):
The Boyne Research Institute is a founding member of PanCare. The twenty first and
twenty second meetings of PanCare (www.pancare.eu) were held in Prague, Czech
Republic in April 2018 and in Paris, France in October 2018. The conferences welcomed
delegates from across Europe.
At the Prague meeting we heard about the long-term follow up care of childhood
cancer survivors in the Czech republic and the importance of guidelines in care.

PanCare Meeting, Prague, April 2018.
The Paris meeting focussed on the issues of radiation therapy and medical physics, endocrine long-term late
effects and neurocognitive issues among survivors of childhood and adolescent cancer. 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, Paris, October 2018.
NEXT PANCARE MEETING. The Spring PanCare meeting will take place in Opatija, Croatia, 24th – 26th April
2019. The Autumn PanCare meeting takes place in Basel, Switzerland, September 2019.
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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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.

PanCareLIFE (PanCare Studies in Fertility and Ototoxicity to Improve Quality of Life after Cancer
during Childhood, Adolescence and Young Adulthood www.pancarelife.eu)
3.

PanCareLIFE concluded in October 2018. Dr. Byrne continued 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 another
successful consortium meeting (ten in total) in Prague in April 2018. 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). Ms Tsirou gave a
presentation outlining the viewpoint of a survivor. Work package leaders gave an
update on the progress of data analysis. Plans for the future use of PanCareLIFE data
and any future research collaborations were discussed at this meeting.
The PanCareLIFE closing conference meeting was held in Paris on 26th October 2018 (www.pancarelife.eu).
This conference was attended by survivors of childhood cancer and their families, support groups, medical
professionals and researchers from across Europe. The results of the research and the challenging ethical
considerations of the project were presented and discussed during lively roundtable discussions. In
addition, survivors from across Europe represented the viewpoint of survivors.
Dr. Byrne and Ms Campbell travelled to Mainz for meetings of the PanCareLIFE management team in March
and in October 2018. Throughout 2018 Dr. Byrne and Ms. Campbell the consortium held regular telephone
conferences with Work package leaders to monitor progress of data analysis.
PanCareFollowUp
This new consortium was approved for EU funding in September 2018 with a start date of
January 2019. The Boyne Research Institute was involved in the preliminary planning stages. Dr.
Byrne is one of the team of Advisors for this project. The project aims to develop an intervention
in four clinics across Europe, to deliver patient-centered care to long-term survivors.
Approximately 800 survivors of childhood and adolescent cancer will be enrolled in total, and
the project will last for five years. The coordinator is Leontien Kremer of the Prinses Maxima Center in the
Netherlands. Dr. Byrne was appointed to the Advisory Team.
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 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
5.
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Drogheda. This research has been published in European Journal of Cancer Care (Barriers To Care For Breast
Cancer: A Qualitative Study In Ireland. Byrne et al., Eur J Cancer Care (2018) 27(5):e12876)
We reported 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 recommended 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.
5. CanCare4Living
Julianne Byrne is a founding member of CanCare4Living, the Irish organisation
for parents and survivors who have had cancer during childhood or young
adulthood. CC4L is a registered charity and has put in place an Advisory Council.
It held three meetings in 2018.
In 2018 CC4L held a series of survivorship meetings around Ireland (Cork, Galway, Carlow, Donegal) to raise
awareness and discuss the needs of survivors of childhood cancer in Ireland.
Over 100 people attended a national Survivors’ Day in Dublin Castle on 7 July 2018. The event jointly
organised by CanCare4living and the Boyne Research Institute with support from the HSE’s National Cancer
Control Programme (NCCP), brought together survivors of childhood and adolescent cancer, their families
and friends as well as health care professionals, researchers and advocacy groups. (see
www.cancare4living.ie )

Survivorship meeting, Dublin Castle, July 2018
2018.
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.

MEETINGS & PRESENTATIONS 2018
1.
2.
3.

PanCare meetings in 2018: Spring meeting in Prague, 18-20 April; Autumn meeting in Paris, 24-26 October.
PanCareLIFE meetings in 2018: General Assembly in Prague, 17 – 18 April; Closing Conference in Paris, 26th
October
CC4L Roadshows in 2018: Cork, 15th Feb; Galway, 24th April; Carlow, 3rd May; Dublin, 7th July; Donegal, 13th
November.

GOVERNANCE OF THE BOYNE RESEARCH INSTITUTE, 2018

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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