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The Children’s Research
Foundation of Ireland,
Inc. was incorporated on
March 5th 1979 in the
state of Delaware.

The amount of
grants provided by
the organization to
pediatric healthcare
in its lifetime.

The number of projects
funded in 40 years.

These are the tiny humans. These are
children. They believe in magic. They play
pretend. There is fairy dust in their IV bags.
They hope, and they cross their fingers,
and they make wishes, and that makes them
more resilient than adults. They recover
faster, survive worse. They believe.

The Children’s Medical
Research Foundation exists
to raise funds and stimulate
change to significantly
improve the quality of
children’s healthcare and
research to transform the lives
of sick children, young people
and their families in Ireland.
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The Leaders

Part 1
The Leaders
Welcome to our story. Join us as we
celebrate four decades of impact from
the birth of our organization in the
1970’s; its growth to adulthood; the
organizations’ leaders and friends, the
impact you have allowed us to have and
the future we are constantly imagining.
Quality of Life, Patient Experience and
Saving Lives - the core pillars of the
work of Children’s Medical Research
Foundation - will continue to focus
our minds as we carry our vision into
the future.
Pictured left: Princess Grace of Monaco visits
Our Lady’s Children’s Hospital for Sick Children,
Crumlin in 1961 where she chatted with patients
and parents, and helped distribute gifts
throughout the wards.
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Alan Ennis
Alan Ennis is the Chairman
of the Trustees of the
Children’s Medical
Research Foundation, Inc.
We asked Alan to share
with us his experiences
of working with the
Foundation and his hopes
for the future.

“ I am incredibly proud of the record
of the Foundation, donating
significant sums to a wide range of
projects and I think this is a unique
achievement, especially in the face
of a global recession and challenging
economic circumstances.”
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In conversation with
What prompted you to first get involved with
the Foundation?
Back in 2013 I had been working as chief
executive of the global cosmetics brand Revlon
and had decided to leave to pursue other
interests. I was invited to meet with Eamonn
Coghlan around that time and soon after joined
the board here in New York. Donard Gaynor had
been chair of the board for quite some time up
to that point. We are next door neighbours in
New Jersey so he had quite some time to expel
the merits of the organization during our time
together. When the board decided that the time
was right for a successor, I was more than happy
to take on the role.
What have been your favourite moments of
working with the Foundation over the past
few years?
Some of the best memories are from witnessing
first-hand the impact that the work of the
Foundation both here and in Ireland is having.
Where possible, the clinicians who work in
the hospital at Crumlin and in the research
centre speak at our fundraising events and
relay the difference that the funds raised are
making. They connect the donor directly to the
child even though they may be thousands of
miles away.
Can you describe what your role as
Chairman of the Board of Trustees for the
Foundation entails?
Certainly. The Board is made up of talented,
experienced individuals who volunteer their
time in their personal capacity and share their
skills to guide and promote the work of the
Foundation. We meet a minimum of four times
a year to review financial progress, discuss
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key events and campaigns, oversee grant
distribution and plan for the medium and long
term. Additionally, through email and phone
calls we keep up to date with each other and
with the news of the charity sector, or take
group decisions that may not wait until the next
quarterly meeting.
Why do you believe that the work of the
Foundation is important?
Simply, I believe that it is everyone’s duty to help
those less fortunate that ourselves. The busy
pace of life and focus on our own families is such
that sometimes it is easy to forget about the
needs of others. Working with the Foundation
enables me to support – effectively and with
impact – young people who need and deserve
compassion and help.
Has the Foundation any achievements that
you are particularly proud of?
I am incredibly proud of the record of the
Foundation, donating significant sums to a
wide range of projects and I think this is a
unique achievement, especially in the face of
a global recession and challenging economic
circumstances. I am particularly proud of the
funding the Board of Trustees has provided
towards the Clinical Fellowship Programme
at the National Children’s Research Centre
in Ireland. The programme provides funding
for young doctors to take time out of the
clinical environment and focus on a particular
speciality typically over 2 or 3 years. Since
2015 approximately 11 young doctors have
been funded from the United States in a
variety of areas including Emergency Medicine,
Rheumatology, Oncology and Diabetes and
many more. This is testament to the level and
ambition of the programme.
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In conversation with
How would you like to see the Foundation’s
work develop over the next 5 years?

Do you think the business world has a lot to
teach charities? And vice versa?

With more certainty on the needs of the
paediatric research agenda in Ireland, we have
an exciting opportunity to review our work and
the impact we hope to achieve. Between now
and 2022 we have a fresh platform from which
to explain our mission and reach out to new
corporate partners and individuals. With the
help of the Foundation’s supporters I would
like to see the variety of partnerships grow and
deepen and the calendar of events become even
broader and compelling.

Like businesses, all not-for-profits have their
own challenges to face and overcome. Being
an accountancy graduate of UCD and Arthur
Andersen alumnus, I joined Revlon in a finance
role in 2005, having previously worked for
industrial group Ingersoll-Rand. By the age of
39 I was the chief executive and typically met
the owner Ronald Perelman twice a week. The
same issues exist in both sectors – budgeting,
resourcing, brand recognition to name a few. I
believe that the Foundation, perhaps because its
original roots and founder members were in the
business world, has focused on being lean, doing
more for less and showing a fantastic return
on investment.

>10%
The estimated percentage of
overall research funds in Ireland
invested in pediatric research

94
Number of researchers funded
through grants in 2015 alone.

$80,000
The average cost annually of
funding a place on the Clinicial
Fellowship Programme
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Alan Ennis pictured with Coach Tom Coughlin at the 2017 Best of Ireland Gala dinner.
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Donard Gaynor
Donard Gaynor is the
Chairman Emeritus of
The Children’s Medical
Research Foundation, Inc.
We asked Donard to share
with us his some of the
history of the organization
and what he has learned
over four decades
of involvement.

“ Any Foundation narrative requires
larger-than-life heroes and, through
the years we have had people like Bob
Mulshine, Charlie McCabe, Eamonn
Coghlan, Dick Kearns and Dick
Connolly. People who were successful
in their own careers and together
they were an irresistible force.”
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In conversation with
How did you get involved with
the Foundation?

Why do you think there is such a connection
between the supporters and the cause?

I was working as a chartered accountant in Sligo
and always had my eye on a move to the United
States. I applied for a role with Pricewaterhouse
in New York and soon after the then chair, Bob
Mulshine, brought me onto the board. Once I
made partner at the firm years later, I in turn
recruited Mark Sheeran, our current treasurer. I
became chair myself then in the mid-1990’s.

There is a great sense of community that
you get from being part of something that
benefits children. Many of the people who
have supported the organization across the
United States since 1979 may never have seen
the inside of the hospital at Crumlin or met
any of the amazing medical staff breaking new
boundaries each day. The work that takes place
in Ireland has lasting benefits to children all over
the world. The friendships between the donor
and the recipient though, and the resultant
impact is something special and constantly sets
the bar even higher for the next project. I always
use the line “It’s all about the kids.”

What comes to mind when you reflect upon
your time with the organization?
The Foundation here in the United States was
set up in 1979 and has a very rich history over
the last four decades. The organization was so
active in the 1980’s and into the 1990’s with
lots of events taking place all over the United
States including our golf tournaments in New
York and Boston that still take place today. The
board has evolved in recent years but the impact
remains huge and that is something to be hugely
proud of.
Why do you think the organization has
continued to grow over such a period of time?
Any Foundation narrative requires larger-thanlife heroes and, through the years we have
had people like Bob Mulshine, Charlie McCabe,
Eamonn Coghlan, Dick Kearns and Dick Connolly
up in Boston. People who were successful
in their own careers and together they were
an irresistible force. The mission of the
organization at our early events was to support
cutting-edge pediatric research in Ireland and
to provide a conduit for our connections in the
United States to make an impact at home.
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Has you any achievements that you are
particularly proud of?
I chaired the Best of Ireland dinner in 2016 and
on that night we heard from Dr. Orla Franklin,
Pediatric Cardiologist at Our Lady’s Children’s
Hospital, Crumlin and Noel O’Connell, a parent
whose son Ollie was a regular attendee of
the hospital under Orla’s care. The dinner had
contributed almost $3m to the building the
Children’s Heart Centre that little Ollie attended
and it was heart-warming hearing the difference
that the funds raised had made not only to a
family but to the entire clinical staff who no
longer had to worry about issues around space
or infection control. Over 550 children annually
in Ireland have open-heart surgery and when
you think that each and every one of them
will benefit from such facilities, it makes you
incredibly proud.
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In conversation with
How do you see the future of the
organization developing?

What role do you think you will play
in that future?

With great delight I was able to hand over
the chairmanship of the organization to Alan
Ennis in 2016 and it is in great hands. The
board continues to grow and develop, and
matched with the enthusiasm of the Emerging
Leaders Board, there is a natural path for
the organization to continue to flourish. The
leadership in Ireland continues to present a
selection of projects for support and provides
great transparency not only on the need
but that the donors’ intentions are realised
in the outcomes.

Having spent most of my professional career
in the U.S. I’m delighted that I now spend
significant time in Ireland pursuing my nonexecutive and charitable activities. I will
always endeavour to visit the hospital and
research centre in Ireland when I visit and
provide what support I can to the board as it
continues to develop.

1 in 100
Number of babies born annually
in the United States with a
congenital heart defect.

550
Number of children annually
in Ireland that have
open‑heart surgery

$3m
Amount contributed by The Best of
Ireland Gala to The Children’s Heart
Centre construction in Dublin
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Donard making his opening
address as Chairman of the 2016
Best of Ireland Gala dinner.
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David Evans
David Evans is the
Chairman of The Emerging
Leaders Board of The
Children’s Medical
Research Foundation,
Inc. We asked David to
share his reasons for
getting involved and what
his hopes for the junior
board are.

“ We understand the growing needs of
the cause and the impact our work
can have for pediatric health.”
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In conversation with
Can you provide some background firstly to
how you go involved in the organization?
Working and living in the United States you
end up attending your fair share of charity
dinners and golf outings. In 2014, I was invited
to attend the Best of Ireland dinner in aid of
the Foundation at the New York Athletic Club in
Manhattan. This was the third year and already
they had some amazing people involved. At the
end of the evening I introduced myself to the
then Chief Executive in Dublin, Mr. Joe Quinsey,
and asked what else I could do to help. Over
the period of the next six months, together
with a group including Aoife Butler and Alex
Barry, we formed a committee and held our first
fundraiser that Fall.
How then did the Emerging Leaders Board
come about?
Like any committee that was contributing their
time and money, you always want to do more.
We were learning about the organization but
wanted more of a structure and a relationship
with the main board of the organization. In
January 2016, after looking at other junior
boards around the country, we formed the
Emerging Leaders Board (ELB). 12 young
professionals joined with the objective of
doing what we could to further the mission and
vision of the organization. Our Irish upbringing
has made us the people we are today and we
wanted to give something back.
How has the junior board model evolved?
In the early days our goal was to fill a room with
like-minded people to raise what we could for
the Foundation. Peter Coonan from Love Hate
joined us at that first event and since then we
had Shane Byrne, Issac Boss and Shane Jennings.

CMRF Four Decades of Impact

Very rugby focused for sure but that planted
the seed to do something bigger and in 2016
we hosted the Irish rugby legends Johnny
Sexton and Ronan O’Gara to support their
Number 10 Fund. This summer dinner model
has now become a fixture in the diary and most
recently the Irish rugby coach Joe Schmidt was
honoured and helped the ELB move past the
$300,000 mark.
Why do you believe that the work of the
Foundation is important?
My family have our own reasons for being
involved as both I (as a kid) and my daughter
attended the hospital at Crumlin. It was many
years ago for me but to go back now during
business trips to Ireland and see with my own
eyes what has been achieved is wonderful. We
have hosted sporting heroes of Ireland here
in New York and they have helped us not just
spread our message, but built wards, funded
pioneering research and allowed thousands of
children to live their lives in a positive manner.
Has the Foundation any achievements that
you are particularly proud of?
During the early months of our original
committee in New York, we were eager to focus
the minds of everyone on a project or something
that we could speak about to others. We were
introduced to Dr. Sinead O’Donnell, a young
doctor in the Emergency Department at Our
Lady’s Children’s Hospital, Crumlin. Sinead was
embarking on a project that sought an effective,
quicker way of identifying life-threatening
fever caused by bacteria in pre-verbal infants in
pediatric emergency departments globally. Her
two-year fellowship is now complete and ahead
of publication, her work is set to impact on
almost 8,000 infants in Ireland alone.
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In conversation with
What are the plans for the Emerging Leaders
Board over the next 5 years?
We believe that we are only at the beginning
of our work and that is the exciting part. The
Emerging Leaders Board continues to grow in
a strategic way and in itself becomes a feeding
ground for the main Foundation board for the
future. We understand the growing needs of
the cause and the impact our work can have
for pediatric health. To that end we are looking
at opportunities on the west coast and how
we can replicate what has been done in New
York. It is vital that everyone involved can see
for themselves the impact that the events, the
fundraising, the volunteering has had and that
is something that we really want to showcase as
more of the clinicians from Ireland share their
time with us in the United States.

2016
Year that the Emerging Leaders
Board was established

16
Members of the Emerging
Leaders Board in New York

$300,000
Amount raised in the first 3 years
of the Emerging Leaders Board of
the Children’s Medical Research
Foundation, Inc.
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Dave pictured with Johnny Sexton, Rory Best and Ronan O’Gara at the
Number 10 Fund Gala dinner in July 2016 at The Water club in New York.
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Lisa-Nicole Dunne
Lisa-Nicole Dunne is the
Chief Executive Officer of
CMRF Crumlin in Ireland.
We asked Lisa-Nicole
to share her vision for
the future of pediatric
healthcare and how
the support from the
United States has had
demonstrable impact.

“ The Foundation is committed to the
highest standards of governance
to ensure full transparency in
how it operates.”
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In conversation with
What are your key priorities in your role?
One key financial priority for the Foundation
here in Ireland is that it ensures that it gets the
biggest and best outcomes with the funds that
are available. It is always about trying to have a
best possible care picture of what the needs are
and where the greatest impact can be made in
relation to children’s health.
How has the organization dealt with the
increasing demands of transparency
from donors?
The Foundation is committed to the highest
standards of governance to ensure full
transparency in how it operates. Fully
compliant with Irish charity laws and regulatory
frameworks, its regulatory journey to date
includes the Community, Voluntary and
Charitable Governance Code, signing up to the
Irish Charities Tax Reform Guiding Principles
of Fundraising, and embracing the work of
the Charities Regulatory Authority. There is
increasing focus on the sector and we are fully
bought into making sure that we are committed
to the highest standards of good governance,
transparent reporting and adopting all codes
of best practice. That includes looking ahead
to all aspects of data protection and whatever
new regulations are coming down the track and
making sure we are ahead of that and living it
and ensuring that our donors and supporters can
trust everything that we do.
How do you prioritize the needs of a children’s
hospital and pediatric research?
Our Lady’s Children’s Hospital, Crumlin treats
more than 145,000 patients annually and feted
its 60th anniversary in 2016. As the national
centre for childhood cancer – with over 200 new
cases annually, and treating up to 600 infants
born annually with congenital heart disease –
the core of our Foundation is a desire to help
every sick child and give them every possible
chance to survive, thrive and live to their
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potential. We provide funding to the hospital
but also the National Children’s Research Centre
to help enable treatments and ongoing care for
young patients.
What role has funding from the United
States played?
When a child becomes ill, it has such an effect on
the whole family. Ensuring every child can access
the best possible care, equipment and research
is essential. Thanks to support from the United
States, we have also been able to enhance and
upgrade much of the hospital. This is particularly
evident in the Children’s Heart Centre, where
the state-of-the-art environment has a profound
effect on sick children and their parents during
their illness. A new national children’s hospital
is on the horizon for 2022 in Ireland. But with
one million children set to pass the doors at
Our Lady’s Children’s Hospital in Crumlin before
then, CMRF is committed to supporting the
current hospital with its vital needs until the last
child transfers over to the new hospital.
Can you explain how vital pediatric research is
to families?
The Foundation has helped fund and enable
the National Children’s Research Centre to
significantly invest in pediatric research which
offers children and their families hope for
better, more personalised treatments, improved
quality of life, and even cures for rare and
complex diseases. Going forward, our priority is
making our donors aware of what the real needs
are and connecting them to the areas where
we can make the most pressing and important
impact. Much greater investment is needed in
pediatric research into drugs, treatments and
diagnosis specific to children. We want to enable
breakthroughs to drive pioneering discoveries
out of the lab and onto the wards and to help
future generations the world over. And support
like this helps make this a reality.
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In conversation with
Is there an example of how this researchfocused approach will make an impact?
In the area of oncology for example, the unique
needs of adolescents and young adults are
addressed as part of the new National Cancer
Strategy 2017 – 2026, with Our Lady’s Children’s
Hospital and the new children’s hospital set to
play a central role its implementation. Cancer
is the leading cause of natural death in the
16 to 24 age group, with approximately 30%
coming from haematological malignancies, or
cancer of the blood. Although recent studies
show that child and older adult cancers have
seen a large increase in survival rates, the same
cannot be said for adolescent and young adult
cancers, leading to an increased focus in the
oncology community on the unique needs of this
population. Amongst the key provisions of the
new strategy is the establishment of a Young
Adult Cancer SERVICE Network – functioning on
a hub and spoke model – with Crumlin Hospital
as well as the new children’s hospital as the hub.
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10%
Funding contribution from
the United States annually to
overall needs

700,000
Children that will pass through
the doors of Crumlin before the
new hospital opens

$100m
Overall funding given in grants
to Crumlin hospital and National
Children’s Research Centre
since 2007.

Lisa-Nicole pictured with Graeme McDowell, National Children’s Research Centre CEO Dr. Jacinta Kelly
and Head of Cardiac Services at Crumlin Hospital David Coleman.
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The Ambassadors

Part 2
The Ambassadors
To get to the pinnacle of their sport,
even the most naturally gifted athletes
have to give it their all. The Children’s
Medical Research Foundation has been
fortunate to count on the support of
many such athletes who have given their
time and energy to give our children a
chance to reach their potential.
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The Ambassadors

Eamonn Coghlan

“ Having grown up only a mile from the
hospital at Crumlin on Cooley Road,
I’m so proud of the organization and
its volunteers whom I’ve dealt with
around the world.”

Eamonn Coghlan winning the 5000 metres gold medal on August 14th 1983
at the World Championships in Helsinki, Finland.
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The Ambassadors

Eli Manning

“ Having been involved with numerous
children’s hospitals in New York and
Mississippi, I appreciate as a football
player that I can light up a child’s day
in hospital just a little bit by giving up
my time to improve theirs.

??????????????Harum as alis magnimus sum, sunditessit, verore denda dolupta tecerum
et rerchil es ime velitae nestiurit accae cusam, temolla ceaquis ciaeped isinto beat.
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The Ambassadors

Graeme McDowell

“ The gift I received to play golf
motivates me every day to give
something back to sick children all
over Ireland, both north and south.
We have been able to directly impact
on the lives of thousands of children
suffering from congenital heart
disease, not just in the building of the
Children’s Heart Centre but also in
funding cutting-edge cardiac research
in Dublin.”

Graeme McDowell pictured with the U.S. Open Championship after claiming victory on
June 20th 2010 at Pebble Beach, California.
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The Ambassadors

Jonathan Sexton

“ I really enjoyed meeting all the children
in the hospital who are extremely
brave and inspirational considering
the everyday challenges they face.
Supporting the amazing work and
research being carried out at the
hospital is an honour and I’m delighted
to be able to do what I can to help.”

Johnny Sexton in action against New Zealand in the historic 40 - 29 test match victory
against New Zealand on November 5th 2016.
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The Ambassadors

Brian Leetch

“ It is an honor and a privilege to have
been involved with the Foundation
and meet the amazing people who
are working with children every single
day. The amount of love and support
in the United States for the cause is
incredible to see.”

Brian Leetch played 18 seasons in the NHL with the New York Rangers, Toronto Maple Leafs,
and Boston Bruins, winning the 1994 Stanley Cup championship with the Rangers.
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The Ambassadors

Robbie Keane

“ I have visited the hospital many times
over the last few years and each time
I leave I am so moved by the children,
staff and parents that I meet. Every
child and story is unique. Every child
deserves a happy childhood and a
day-to-day filled with things to make
them smile.”

Robbie Keane scores the equalizer against Germany in the 1-1 World Cup group match
in the Suwon World Cup Stadium, Suwon, South Korea on June 16th 2002.
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The Donor Difference

Part 3
The Donor Difference
Our donors are at the very heart
of what we do and make a huge
difference to patients and their
families. Through their generosity,
collectively and individually, changes
in global pediatric healthcare have
been made possible. In the next section,
you will hear from patients, parents,
doctors, consultants and donors about
this impact. These are the stories that
would have been left unwritten if it were
not for your generosity.

CMRF Four Decades of Impact

35

Snapshot of international contributions to Ireland
The impact of the work made possible
by the thousands of donors who have
supported the organization since 1979
is outlined in the following pages. They
are enabling breakthrough projects
through their discovery, leadership
and transformational gifts.

$100m $4.7m
In the last decade,
$100m has been granted
towards pediatric
healthcare in Ireland.

$10m
of these grants made
from international
fundraising.
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Research projects

$5.3m
Capital project

Thematic area of the grants since 2007

55% 27% 18%

Clinical focus of
International Funding
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Quality of Life

Other 2%

Kidney Reflux 7%

Saving Lives

Immunology 7%

Scoliosis 3%

Cystic Fibrosis 6%

Gastroenterology 26%

Diabetes 2%

Cardiology 28%

Oncology 11%

Emergency Medicine 6%

Rheumatology 2%

Capital & Patient
Experience

40

Number of
projects funded

37

Patient Experience 1

It is anticipated that over 1,800 patients will occupy
the 5 new en-suite beds before the new hospital is
delivered in 2022.

A new home for
IBD patients at Crumlin
“ Some of the patients who
were then receiving care on
the old unit, have said there
is no comparison. The privacy,
the space, the comfort and
access to an en-suite facility
when they are so unwell
have all really helped in
dealing with their illness and,
more importantly, the road
to recovery.”
Rachel Kenna, Director of Nursing at
Crumlin Hospital
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The Donor Difference

The National Centre for Pediatric
Gastroenterology is located at Our Lady’s
Children’s Hospital, Crumlin. Ireland is uniquely
placed internationally, as it has a single centre in
the hospital, providing care to all Irish children
diagnosed with inflammatory bowel disease
(IBD) under the age of 16 years.
The incidence of IBD in children continues
to more than double in Ireland over the past
15 years and 90 new cases are diagnosed
annually. This is one of the highest rates in
Western Europe.
Care is coordinated for multiple complex
conditions including inflammatory bowel
disease, complex oesophageal diseases,
intestinal failure, acute and chronic liver

“ Alfie underwent surgery when
he was 6 months old to remove
the damaged part of his colon.
After his surgery he began
daily treatments and the staff
showed us how to do washouts
at home to keep him healthy.
For Alfie this is huge. It might
seem like a minor thing to
some people, but to be able to
keep your child at home after
treatment is so important.”
Alfie’s mum

Alfie O’Connor, aged 3 from County Longford, was born with
Hirschsprung’s disease and is treated at the new GI unit.

diseases, liver transplantation in children
and teenagers and children requiring home
parenteral nutrition.
Before the upgrade took place, children with
IBD and other gastro-intestinal and liver
challenges had no access to single en-suite
rooms, as the few available en-suites were
required for other children who needed isolation
(cancer care, CF etc). The goal and vision of this
project was to ensure the ward which cares for
these children was fit for purpose and enables
dignity, high standards of care, and a better
patient experience.
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What’s in the renovated unit?
•

5 new ensuite single rooms. One room is a
fully isolated unit.

•

Two play areas. One outdoor area and an
indoor playroom. Caters for toddlers up
to teenagers.

•

Tea station for parents to sit down and rest.

What does it mean for children and
their families?
•

Individual rooms mean reduced chance of
children picking up infection.

•

24/7 access to personal bathroom helps
patients maintain privacy and dignity.

•

Parents can stay overnight with
their children. ■
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Patient Experience 2

Ollie is one of 550 children in Ireland who are diagnosed annually with congenital heart disease.

Heart Centre a landmark
opening in pediatric
healthcare
“ My wife and I just cried.
We felt like hugging Dr.
McGuinness, the surgeon.
It was an amazing
moment when the faith
we had in these people
were realized.”
Noel O’Connell, Ollie’s dad
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The Donor Difference

Thanks to the support of the Best of Ireland
dinner, children like brave Ollie O’Connell from
Calverstown, County Kildare in Ireland now
receive world-class treatment in world-class
facilities at the Children’s Heart Centre. Ollie
was just a day old when he had open heart
surgery for the first time. He wasn’t a little hero
– he was a tiny hero.

“Ollie was diagnosed with a Congenital Heart
Defect and Down’s Syndrome during the
pregnancy,” his parents, Noel and Katrina,
explain. “From day one, we put our faith in the
team at the hospital – the experts.” A plan was in
place for Ollie’s care right from the moment of
his birth. When Ollie was just a day old, a stent
was put in to improve the flow of oxygen to his
heart. After that, Ollie was supposed to have six
months to grow stronger and prepare for the
next operation.
But Ollie was in and out of hospital and had six
open heart surgeries in the first 18 months of
his life, as the cardiac team battled to save his
life. When finally the hole in Ollie’s little heart
was mended, Noel says, “My wife and I just
cried. We felt like hugging Dr. McGuinness, the
surgeon. It was an amazing moment when the
faith we had in these people was realised.”
One little boy’s courage, the love of his family,
the skill and professionalism of the surgeon and
medical team – and your generosity. That’s what
it took to mend Ollie’s tiny heart. Noel O’Connell
couldn’t be prouder of his little son. “You are an
amazing little man,” he says. “You have faced
more pain and suffering in your first 13 months
than most people will face in a lifetime. You never
complained and smiled your way through it all.”

“ We operate on 550 children
with heart disease every year
at the centre -- it’s the only
centre in the country which
provides care for children as
sick as this. Our team tries
to help parents not only with
the medical aspect of their
child’s illness, but to provide
emotional and practical
support for families at this time.
We have been overwhelmed by
the generosity of the attendees
of the Best of Ireland dinner
who have contributed to the
Children’s Heart Centre but it
is the parents, like Noel, whose
story about little Ollie truly
shows the impact.”
Dr. Orla Franklin, Pediatric Cardiologist,
Children’s Heart Centre at Our Lady’s
Children’s Hospital, Crumlin

Today, Ollie – with his mended heart – is a
toddler with bundles of energy. He’ll need three
more operations in the next 15 years as he
grows up, but thanks to your support, Ollie can
count on receiving the very best treatment at
the Children’s Heart Centre. ■

Dr. Franklin is one of four pediatric cardiologists at Crumlin that
work in the new Children’s Heart Centre.
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Ollie and his brother Niall heading off to school in September 2017
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Patient Experience 3

The diabetes department has benefitted
hugely from research studies since 2012

It is most difficult when
children feel different
from their peers
“ I work with children and
their parents and siblings
because a diagnosis of
chronic illness affects
not just the child or
adolescent, but the
entire family.”
Vincent McDarby, Senior Clinical Health
Psychologist, Crumlin Children’s Hospital

I work primarily with children who have diabetes
and am the sole psychologist specialising in that
area. There are currently about 500 children
attending the hospital with the condition.
Research shows that diabetes is one of the most
difficult long-term conditions to live with. The
general perception among people who don’t
have any direct contact with the condition is
that it is pretty straightforward, very treatable
and it’s a case of taking insulin injections and
not eating sweets. But, in reality, it has a huge
impact on day-to-day life. Some children and
young people can adjust to that really easily and
some people have huge difficulty.
With diabetes, like most chronic illnesses, there
is an increased incidence of anxiety and low
mood in the young people affected, and there
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“ The incidence of type 1 diabetes has increased quite dramatically
in Ireland and the United States over the last number of years with
approximately 10% of the population living with diabetes under
the age of 18. There is a doubling of the incidence rate every 20
years, and a 3-5% annual increase in children. In Ireland there
is a fairly high incidence of type 1 diabetes while the increase
is most prevalent and most obvious in the very young child less
than five years of age. This is very worrying because they have
diabetes for a longer duration and thus are at much higher risk
of complications.”
Dr. Declan Cody, Pediatric Endocrinologist, Crumlin Hospital

can be increased stress for parents. One of the
primary areas of my research is diabetes and I
work with other psychologists in universities
that are doing research within the hospital.
The thing children find most difficult about
diabetes is when they feel different from peers.
This happens when they are playing a soccer
match and they have to go to the sideline to take
something to bring their blood sugar up or when
they have to leave friends to do injections.
I work with children and their parents and
siblings because a diagnosis of chronic illness
affects not just the child or adolescent, but
the entire family. Psychologists are trained in
a number of therapeutic approaches, but you
always tailor it to the child. With the child who
is five or six years of age and under, most of
the work is done by the parents, so it is about
helping them to support their child.
There is no typical working week as such for
me. On Wednesdays we have a diabetes clinic.
On Thursdays I am booked up with outpatients.
Then on Mondays, Tuesdays and Fridays, I do
research in the hospital – I have a unique
position where half of my time is taken up with
research. In reality I end up seeing clinical cases,
going to meetings and giving lectures as well,
but it is predominantly research.
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At the moment one of the things we are looking
at is how to reduce the anxiety of children
who have to give blood samples. In the last 2
years we also conducted a study that looked
at how social media could positively impact
on teenagers who suffered from diabetes.
The findings from the research I undertake
with the National Children’s Research Centre,
I now bring to my weekly clinics in an effort to
change behaviours.
The funding I have received has made this
research possible and improved me as a doctor.
I find the work very satisfying and I take great
pride in what we have achieved. There are
a lot of sad cases, but everyone here, their
goal and their purpose, is to make things
better for children and young people. That’s
very rewarding. ■

Diabetes: The Facts
Ireland

US

Population with diabetes

225,000

29.1m

% population

4.7%

9.3%

Population with diabetes
younger than 20

17,000

208,000

% of diabetes population

7.5%

7.1%

43

Patient Experience 4

Thanks to the support of Aer Lingus,
over 25 families have made the visit

A lifetime of memories for
seriously ill children
“ Getting to know the
families during the
planning and preparation
for such a trip makes the
end result so emotional
and moving. You forget
that when a child is sick
that it affects the entire
family unit and to see
these families be a family
together is wonderful. ”
Rachel Daly, Events Manager, CMRF Crumlin
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Thanks to the generosity of Graeme McDowell
and his G-Mac Foundation, over 25 families from
the Crumlin hospital experienced an once-ina-lifetime opportunity to visit Disneyworld
in Florida as part of our patient experience
programme. Together with the parents and
siblings, a lifetime of memories have been gifted
to these families.
Organising the hotel, bus transfer, insurance and
passports keeps me occupied but getting to put
faces to names in Dublin airport on the morning
of our flight was fantastic. It was easy to see
who was travelling with us, all you had to look
for was a smile from ear to ear.
Our flight was just over 8 hours from Dublin to
Orlando on that March day and what a welcome
we received as Graeme came onto the plane to
welcome us to Florida. We even got to sit in the

cockpit with the pilot’s hat on! After our long
and tiring journey we reached our hotel which
was the fantastic Hawaiian-themed Polynesian
resort in Walt Disney. It had awe inspiring
waterfalls and rivers running through the hotel
and leafy trees that make you feel like you are
in a tropical rainforest. After check-in, each of
the families finally reached their beds and no
doubt fell fast asleep dreaming of meeting our
favourite Disney characters in the morning.
To say this place is like a dream is an
understatement, from the rides to the shows to
the Disney stores (and there are a lot of Disney
stores) and the amazing fantasy parade through
main street, everything is out of this world.
Gathering on the sidewalk with our ice-cream
and popcorn and watched and waved to Mickey
Mouse, Cinderella and the very popular Ana and
Elsa from Frozen. The kids were so excited!

Our day ended with the Spirit of Aloha dinner
and show. Getting our fingers dirty with BBQ’d
chicken wings and pork ribs while watching
amazing hula dancers and fire breathers was
an incredible experience. Excitement built over
the following days through to our dinner with
Graeme on the Friday evening where we got
to say our thank you to the guy who made all
this possible.
Getting to know the families during the planning
and preparation for such a trip makes the end
result so emotional and moving. You forget that
when a child is sick that it affects the entire
family unit and to see these families be a family
together is wonderful. This is only one part of
the amazing patient experience programme
at Crumlin and you cannot underplay what
difference it can make to the life of a child. ■

Presentation made to Graeme and his wife Kristin from the families after the first Florida trip in 2012.

CMRF Four Decades of Impact

45

Quality of Life 1

Dr. Orla Killeen, Pediatric Rheumatologist at Our Lady’s
Children’s Hospital, Crumlin was the Principal Investigator
on this project.

A new hope for children
with Down’s Arthropathy
“ The impact of juvenile arthritis
on a child’s life is huge; it
affects everything from
fine motor development to
mobility and delay in reaching
developmental milestones.
There is also the social
development side of things.
A lot of teens with a chronic
disease such as arthritis do
not want their friends to know
and medication compliance
can be a big problem in this
age group.”
Dr. Orla Killeen, Pediatric Rheumatologist at
Our Lady’s Children’s Hospital, Crumlin
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Juvenile Idiopathic Arthritis (JIA) is the
most common rheumatic disease in children
worldwide and one of the most common chronic
diseases of childhood. It is estimated that
there are over 1,000 children less than sixteen
years of age in Ireland with JIA compared
with approximately 36,000 children in the
United States.
Although there have been no published
population studies of the incidence of Down’s
arthropathy (a disease of the joints of children
with Down’s Syndrome), it has always been
estimated to be higher than that of JIA. Despite
this perceived higher prevalence and incidence,
delay in diagnosis is a feature consistently
reported, and as a result of delayed diagnosis

they also have delayed treatment and have
significant joint damage and disability at the
time of diagnosis.
The research, funded through the Children’s
Medical Research Foundation and presented in
2016 at the British Society for Rheumatology
annual conference in Glasgow, was based on the
examination of a study pool of over 500 children
in Ireland over 2 years and highlighted how
Down’s arthopathy is not only more prevalent
than JIA but also has distinct clinical and
radiographic features.
We found that those with Down’s arthropathy
had a higher number of restricted joints at
diagnosis thus suggesting that it may be a more
aggressive disease. In addition, the time until
the diagnosis in these children was longer over
twice as long compared with those with JIA.
When you combine the above with the facts that
a high percentage of healthcare professionals
were not aware of the risks of arthritis in Down’s
Syndrome children, you quickly see what a huge
area this research could become.

“ We found that Down’s
arthopathy is not only more
prevalent than Juvenile
Arthritis but also has distinct
clinical and radiographic
features. This could have a
huge impact on families with
children who are suffering and
waiting for treatment.”
Dr. Charlene Foley, Research Fellow at
Our Children’s Hospital, Crumlin

Our recommendations are that children with
Down’s Syndrome should have an annual
musculoskeletal examination because of
their increased risk of developing arthritis, an
association that is widely underappreciated.
Future research to more accurately define
Down’s arthropathy and to identify best
practices with regard to treatment will be
invaluable in the future. ■

Eabha from Cork was diagnosed with Down’s arthrophy during Charlene’s research work. The images, taken 12 months apart, show how
Eabha could walk down stairs unaided thanks to a change in treatment.
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Quality of Life 2

The Cardiac Day Unit at the Children’s Heart Centre officially
opened in December 2016.

Driving efficiencies in
pediatric cardiac healthcare
“ The Cardiac Day Unit has
6 private rooms enables
patients to come to
the hospital for shorter
periods and that has
to be the goal in any
pediatric health system.”
Gerry Cully, Hospital Liaison Manager
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Our Lady’s Children’s Hospital, Crumlin is the
national centre in Ireland to carry out cardiac
surgery and cardiac catheterisation in children.
In November 2013, the newly built 27-bedded
Children’s Heart Centre opened, catering for our
in-patient cardiac cases.
In the year that followed, the unit saw over 1800
admissions made up of 500 cardiac surgery cases
and almost the same number in catheterisations.
This procedure is where a very thin plastic
catheter is passed into the chambers of the
heart and can sometimes help a small child avoid
the trauma of invasive heart surgery. These
patients were also treated as ‘in-patients’ but
due to the restricted infrastructure (priority for
cardiac surgery cases), there was a waiting list
for these procedures.

“ I lost count the number of times
we were called to the hospital
and we thought we might only
have a few more hours with her.”
Chloe’s mum

The development of the new cardiac day unit,
funded in part by The Number 10 Fund and The
Best of Ireland dinners in New York, would allow
for a more efficient way of managing patients,
enable children to stay at home and come to
the hospital for shorter periods and enable all
children with cardiac conditions to be treated on
the one floor.

Chloe, now aged 4, is a regular visitor to the Cardiac Day Unit

The new 6-bedded unit was build adjacent to
the Children’s Heart Centre and streamlined
the management of cardiac patients. Utilising a
previously disused ward, the development of the
dedicated cardiac day ward beside the inpatient
Heart Centre consists of 6 day case single rooms,
a treatment room and a nurse’s station.
These new bedrooms offer more privacy and
dignity for our patients and their families,
helping to make their short stay with us as
stress-free as possible. A single bedroom
will have room for a parent to stay with their
child for day admittances and will offer ensuite facilities, making the experience more
comfortable for the whole family. These rooms
will be a ‘home away from home’ for families,
allowing a parent or carer to be present by their
child’s bedside, which is very important for the
child’s recovery. ■
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At a cost of $1m the Cardiac Day Unit now allows for all children
with cardiac conditions to be treated on the same floor.
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Quality of Life 3
Colin graduated from UCC and is now an attending at CHOP

Hope for children globally
with growth hormone
deficiencies
“ Much research is being done to
better understand the causes
of growth hormone deficiency,
and to develop more accurate
ways of diagnosing it. Many
children with growth hormone
deficiency can look forward
to reaching normal height as a
result of the research that has
been done over the years and is
continuing today.”
The Human Growth Foundation
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Colin Hawkes is currently an Attending Physician
in the Division of Endocrinology and Diabetes
at the Children’s Hospital of Philadelphia
(CHOP) but his research work has been funded
through the Board of the Children’s Medical
Research Foundation.
Colin graduated from University College Cork
in 2007 and completed over seven years of
postgraduate clinical training in pediatrics and
pediatric endocrinology, both in Ireland and the
United States, prior to completing his fellowship
at CHOP where he was appointed an attending
in 2015.
His most recent work focused on clinical
and translational research into various novel
and clinically relevant aspects of the growth

hormone (GH) axis. Many aspects of disorders
of childhood growth and the growth hormone
axis are poorly understood. Children who
attend hospital with short stature and abnormal
growth present a particular challenge to
their pediatricians.

The United States is just one country that the
National Children’s Research Centre in Dublin
has links with internationally and has worked
on projects across 11 states to date:
State

Collaboration

The child with GH deficiency is often small,
with an immature face and chubby body build.
The rate of growth of all body parts if slow, s
that the child’s proportions remain normal. The
earlier a treatable growth problem is detected,
the better the child’s chance of maintaining
a normal height throughout childhood and
realizing his or her full growth potential.

California

School of Medicine, UCLA,
Los Angeles
Second Genome, San Francisco
Stanford Cancer Institute

Colorado

Children’s Hospital Colorado

Hawaii

University of Hawaii

Louisiana

Tulane University, New Orleans

GH is critical to the normal growth of a child,
and disorders of its production or action is
considered when children have abnormal
growth. Many normal children will be
misdiagnosed as having growth hormone
deficiency using current best medical practice.
This will result in many being unnecessarily
treated with growth hormone, an expensive
(25,000 US dollars per year) medication that
requires daily injections and may result in side
effects. His research focused on improving
our understanding of normal growth in
health, as well as the clinical investigation
and management of children with suspected
disorders of growth hormone production
and action. ■

Massachusetts Harvard Medical School
Harvard University, Boston
Memphis

St Jude Children’s
Research Hospital

New York

Columbia University, New York

North Carolina University of North Carolina
Ohio

Cincinnati Children’s Hospital
Medical Center

Pennsylvania

Children’s Hospital of
Philadelphia

Texas

Baylor College of Medicine,
Houston

“ Many normal children
will be misdiagnosed as
having growth hormone
deficiency using current
best medical practice.”
Colin Hawkes, Attending Physician,
Children’s Hospital of Philadelphia
Colin graduated from UCC and is now an attending at CHOP
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The
pioneering
‘Sting’
technique
reaches
a global
milestone
“ The STING technique cut
a two-and-a-half hour
operation, with a 10hour hospital stay, down
to just 15 minutes as a
day case.”
Professor Barry O’Donnell, past President of
the Royal College of Surgeons Ireland
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Professor Prem Puri pioneered the STING technique through
funding from the United States in 1983.

Vesicoureteral reflux (VUR), the backwards flow
of urine from the bladder to the kidneys, is the
most common urological disorder in children,
with a prevalence of 2-3% in the pediatric
population. It occurs in up to 40% of all children
who present with urinary tract infections
affecting 2% of boys and 8.5% of girls by the age
of seven years.
The consequences of missed diagnosis are
severe where undiagnosed or untreated VUR in
childhood can lead to permanent renal damage,
hypertension and chronic renal failure and in
certain cases end stage renal disease leading
to kidney transplant or dialysis. The UK Renal
Registry Report (2015) reported that the VUR
was the most common cause of end stage
renal disease in children under the age of 16
in UK (34%).

In his long career in paediatric research at the
National Children’s Research Centre, Professor
Prem Puri considers the most rewarding piece of
research in terms of having the greatest impact
on patient treatment worldwide, to be the
replacement of a major open surgical procedure
by a 15 minutes minimally invasive day care
endoscopic procedure (STING procedure).
As a direct result of his research at the
Children’s Research Centre in 1984, endoscopic
treatment using tissue gel has radically altered
the management of kidney reflux throughout
the world. The STING procedure involves
endoscopically injecting the gel into the bladder
lining where the ureter enters the bladder.
This gel helps to correct VUR by forming a
bump that stops the urine from flowing back
up the ureter into the kidneys. It is estimated
that over 400,000 children with VUR have been
treated worldwide using the minimally invasive
technique of STING.

Siblings of children with VUR are at greatly
increased risk of being affected themselves,
indicating that a genetic susceptibility factor
(or factors) was involved. The original work
developed by Professor Puri together with a
further study in 2002 on a collection of 150 pairs
of siblings affected with VUR and their parents
was entirely funded by the Children’s Medical
Research Foundation. The second study studied
for genetic markers in the sib-pair collection to
allow the team to diagnose VUR in siblings of
affecteds without the use of invasive testing.
Professor Puri is currently the Newman Clinical
Research Professor at the UCD School of
Medicine and Medical Science, and President
of the National Children’s Research Centre.
He is President of the World Federation of
Associations of Pediatric Surgeons Foundation
and is an Honorary Fellow of a number of
prestigious medical and scientific societies in the
United States including the American Surgical
Association (ASA) and the American Academy
of Pediatrics. ■

“ As a direct result of his work,
endoscopic treatment using
tissue gel has radically altered
the management of kidney
reflux throughout the world”
Dr. Jacinta Kelly, Chief Executive, National
Children’s Research Centre

Prem was honoured at the 50th anniversary dinner for CMRF in
Dublin in 2016
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Saving Lives 1
Daniel was born with a heart defect that affected
four areas of his heart.

3D printed hearts help
Irish doctors plan surgeries
in children
“ He’s running around
now. Talking non-stop.
He’s into absolutely
everything and
it’s fantastic!”
Daniel’s mum

Clinical research funded by the National
Children’s Research Centre shows that 3D
printed models of children’s hearts can help
doctors plan complicated surgeries.
They say that no two hearts are the same. For
children with structural defects of the heart,
and a history of multiple heart surgeries, this
a serious issue faced by cardiologists. Now, for
complex structural heart defects, doctors are
turning to 3D printing to produce models to help
them plan complicated surgeries.
In an international study, Colin McMahon, a
paediatric heart specialist based in Our Lady’s
Children’s Hospital, Crumlin, used images taken
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during CT scans to create 3D printed models of
the hearts of patients attending The Children’s
Heart Centre. His aim was to determine if these
models could assist in planning the surgeries
of young children with heart defects that had
undergone several previous heart surgeries.
Three children aged between 4 and 11, all of
whom had had their first heart surgery before
their first birthday, took part in this study. By
creating 3D printed models of their hearts, Dr
McMahon and his team set out to determine
whether 3D printed hearts could help ensure
that they received the best treatment for their
specific heart problem. Ultimately, and after
careful consideration of the 3D model, and
extensive discussion, it was decided that, for
two of the children, it was simply too dangerous
to perform further heart surgery. For these
children, non-surgical management of their
condition was agreed upon. For the third child,
the 3D model allowed Dr McMahon and his
team to plan a complicated, but ultimately
successful operation.

By using a 3D model of the patient’s heart, the
surgeon can examine the very specific details of
the defect. They can more clearly visualise, and
even feel, how the various parts of the heart
fit together. This allows them to make a betterinformed decision about the best approach to
surgery, and indeed decide if surgery is even
the best course of action. For children in whom
surgery is likely too dangerous, 3D printed
models can be used to explain to their parents
why surgery is not recommended, helping them
to understand how this decision was reached.
For the three children in this study, 3D printed
models of their hearts changed their lives.
For two, dangerous surgeries were avoided,
while for the third, surgeons were able to plan
the operation with greater confidence that
it would be possible to safely carry out the
procedure. With work ongoing to create more
realistic models that can be actively used to
practice operations, Dr McMahon believes that
the use of 3D printed hearts is the future of
heart surgery. ■

“ I predict that in the future all
children with very complex
anatomies will be able to
have a 3D model of their heart
printed so that the surgeon
can assess if they can perform
a specific operation; and they
could potentially rehearse the
operation on the model. For
children like Daniel, who was
born with a heart condition,
this research could one day
save his life.”
Dr. Colin McMahon, Pediatric Heart
Specialist, Crumlin Hospital
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Dr. Colin McMahon shows Graeme McDowell around the
Children’s Heart Centre during a visit in 2015
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Saving Lives 2

Sinead spent 2 years working on her fellowship at the Research Centre

Towards an emergency
fever test
“ The viral form of fever
which accounts for 90%
of fever cases in infants,
is not life threatening,
whereas fever caused
by bacteria can be
affecting 10%.”
Dr. Sinead O’Donnell, Emergency
Department Pediatrician, Crumlin Hospital
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Doctors worldwide are seeking an effective,
quicker way of identifying life-threatening
fever caused by bacteria in pre-verbal infants in
paediatric emergency departments. Dr. Sinead
O’Donnell’s research, under the supervision of
Professor Ronan O’Sullivan, has significantly
contributed to this global effort.
Children under one year of age arrive into the
emergency department with an undiagnosed
fever; it is crucial that doctors determine, as
soon as possible, whether the source of that
fever is bacterial or viral. The viral form, which
accounts for 90% of fever cases in infants, is
not life threatening, whereas fever caused by
bacteria, affecting 10%, can be.

The practice up to now has been – in the
absence of a quick, reliable diagnostic test –
to treat all undiagnosed infant fever cases as
bacterial in origin. This ‘better safe than sorry’
approach means that most infants arriving at
hospital with undiagnosed fever will undergo an
unnecessary battery of tests, including giving
blood and urine samples, x‑rays and lumbar
punctures over a 48‑hour period.
Dr Sinead O’Donnell addressed the issue of the
lack of a reliable test for undiagnosed febrile
illness – or fever – in infants under one year for
an NCRC‑funded MD research project, which
was supervised by Professor Ronan O’Sullivan, a
consultant in Paediatric Emergency Medicine.
One of the main reasons Dr O’Donnell chose
this topic to study, was because it is a common,
potentially dangerous problem that physicians
must deal with in the Emergency Department
at OLCHC, accounting for one quarter of
admissions – 9,100 infants per annum.
Dr O’Donnell examined 200 children less than
one year of age who presented to the ED in
OLCHC with undiagnosed fever as part of her
research. The main goal of the study was to
find a marker in the blood of children with

undiagnosed fever that could definitively
identify whether the fever was due to viral or
bacterial infection.
No such test exists, and it is the Holy Grail in
this area of medicine. Sinead’s work, not yet
published, required her to develop laboratory
research skills as she looked for molecular
markers that might be developed into a
diagnostic test. The work, which is ongoing,
has shown a really exciting marker that initial
results show with a high degree of accuracy
in separating the two types of infection.
This could really help to solve a diagnostic
conundrum. The future work will require careful
follow up of these initial results to validate
the observation. ■
How this research helped:
It found a potential marker that may become
a diagnostic test for undiagnosed fever, in the
blood of these children. This is badly needed
in Emergency Departments in children’s
hospitals worldwide.

“ Madison had such a high
temperature when she was
only 9 months old. When
we went to the hospital she
had to go through so many
tests to eliminate anything
bacterial. To think that this
might be possible in the near
future would be such a relief
to parents.”
Madison’s mum Charlotte
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Professor Ray Stallings pictured with members of the Cancer Genetics
research team at the Royal College of Surgeons

Huge challenges remain in
childhood cancer battle
“ Due to the highly
heterogeneous nature
of the tumour and its
resistance to drugs,
over 50% of highrisk neuroblastoma
patients relapse
following treatment.”
Ray Stallings, Director of Research, Royal
College of Surgeons Ireland
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Neuroblastoma is a rare type of cancer that
affects children, mostly under the age of 5
years old. In Ireland, ten children are diagnosed
each year while in the United States almost
700 cases are reported. The disease has a poor
overall patient survival rate, due to its resistance
to known chemotherapeutic treatment, and
accounts for approximately 15% of childhood
cancer deaths.
John Nolan in conjunction with the Royal
College of Physicians and the National Children’s
Research Centre is conducting his PhD with
Professor Ray Stallings, a world expert in
neuroblastoma. Their ultimate aim is to examine
the potential of a new, gene-based therapy for
drug-resistant neuroblastoma. Their molecular
approach includes the development of models
of neuroblastoma drug-resistance, and the in
depth examination of all aspects of the cell
biology of resistant cancer cells.

Due to the highly heterogeneous nature of the
tumour and its resistance to drugs, over 50%
of high-risk neuroblastoma patients relapse
following treatment. The result of this is a 5-year
overall survival post-relapse of less 20%.
The project aims to develop a range of
biomarkers of tumour response to drugs that
might be used to help select patients for
treatment and identify novel targets for the
development of more effective personalized
therapy with the anticipated improvement
in outcomes. This work will contribute to
the more efficient design of re-initiation
treatment, sparing patients unnecessary rounds
of chemotherapy and ultimately increasing
survival. These new circulating markers will
benefit children with high-risk neuroblastoma
whose tumours are relapsed leading to less
harmful and more tailored treatment options
and improving the quality of life.

“ James was diagnosed with
Stage 4 Neuroblastoma
when he was one. He started
chemotherapy straight away
before having a stem cell
transplant. He has been cancer
free now for 5 years and it is
thanks to the dedication and
care from the medical team for
saving his life.”
James’ mum

John’s work will be published sometime
in 2018. ■

Most Common
Childhood Cancers

John Nolan will complete his
Fellowship in 2018
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Leukemia

31%

Brain & Central Nervous System

21%

Neuroblastoma (adrenal glands)

7%

Wilms tumor (kidney)

5%

Non-Hodgkin lymphoma

6%

Hodgkin lymphoma

4%

Rhabdomyosarcoma (skeletal muscles)

3%

Retinoblastoma (eye tumor)

3%

Osteosarcoma (bone tumor)

3%

Ewing sarcoma

1%

Combination of rare and other cancers

16%
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Paul pictured at the launch of the collaboration between the National Children’s Research Centre and the Royal College of Physicians in Dublin

Towards personalized
treatment for kids with
Cystic Fibrosis
“ I see research as a
huge beacon of hope to
families. They feel as if
they are being involved
in something that’s
positive. Something
that’s moving forward
all the time.”
Professor Paul McNally, Principal
Investigator, National Children’s
Research Centre
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Cystic Fibrosis (CF) is the most common lethal
genetic condition affecting the Caucasian
population. CF was previously a considered a
lethal condition in childhood, but advances in
our understanding of the disease mean that
treatments have evolved over time to the point
that the predicted mean survival for a child born
today is over 40 years.
There is growing evidence that CF lung
disease begins very early in life, and there is
pressing need to discover interventions that
will help to prevent lung damage. A greater
understanding of the early events leading to
lung function decline in childhood is vital if we
are to unearth new treatments that will improve
survival further.

“ It’s a life-limiting condition
and without ground breaking
research, I’m very aware of
what the future holds. As a
parent, you put all of your hope
in research. In the hope that
one day something will come
along that could change or
offer children like Alfie a longer,
brighter and happier life.”
Alfie’s mum
Four-year-old Alfie Dardis from Stepaside with Prof. Paul
McNally, Consultant in Paediatric Respiratory and Sleep
Medicine to help announce the first national paediatric Cystic
Fibrosis research programme in Ireland between RCSI and the
National Children’s Research Centre (NCRC).

Ireland has the highest incidence of CF in the
world. The delivery of care to children and adults
with CF in Ireland has lagged behind many other
countries until the recent past. This has been the
subject of a national review process over the last
several years, and structures have been put in
place to ensure that improved outcomes can be
delivered from the CF Centre network in Ireland.
New-born screening has recently been
introduced to Ireland and care for patients
with CF is now be localized in only a handful
of pediatric and adult centres where expertise
can be concentrated. This will allow centres to
further develop clinical and research programs
of international standing. This project came at
a time of significant change in CF in Ireland and
has helped to catalyse pediatric CF research
activity in Crumlin and elsewhere.
The underlying defect- mutations in the CF
gene leads to an imbalance in salt and water
secretion and absorption in the lung, causing
a reduction in airway surface liquid (ASL)
height, and consequently defective clearance
of bacteria from the lung, chronic infection,
inflammation and progressive lung destruction.
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The most recent study funded from the United
States looked at lipoxins in this area and how
they affected a group of 10 children through
the study.
The work on the lipoxin family has already
provided new information on how the CF
lung reacts as part of the long-term SHIELD
CF programme, the discovery bank unique to
Ireland that is tracking an entire population of
those children born with CF in the country to 6
years of age. ■

Cystic Fibrosis: The Facts
Ireland

US

Number of Adults with CF

700

16,000

Number of Children with CF

600

14,000

Number of babies with CF
born annually

40

1,000

Number of population who
carry the gene mutation

1 in 19

1 in 27
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The Community

Part 4
The Community
The very essence of The Children’s
Medical Research Foundation are the
people that make it what it is today.
In Ireland and in the United States, the
Foundation has built relationships that
have benefitted thousands of children
worldwide and we celebrate these over
the next few pages.
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Leadership

Officers
Alan Ennis
James F.Flanagan
Mark Sheeran
Donard Gaynor

Directors
Chairman of the Board
Nominating Committee Chair
Treasurer
Chairman Emeritus

Eamonn Coghlan
Stephen Condon
David Evans
Sean Gaffey
Thomas J. Goodwin
Stephen Kennedy
Chris McCabe
Colin Morrissey
Colin Neill
John J. Reilly
Daniel Robertson
Anne Sansevero
Caroline Sullivan

Directors Emeritus
Dick Connolly
Dick Kearns
Charlie McCabe
Brendan Mulshine

76

Discovery.
Leadership.
Transformation.
At the very core of our mission is
to stimulate change to significantly
improve the quality of children’s
healthcare and research to
transform the lives of sick children,
young people and their families.
This valuable work would not be possible without
the generous help of our supporters, especially
through those who join the Global Research &
Innovation Campaign. These donors, who give an
annual gift of $10,000 or more, are passionate
about helping children with pediatric illnesses
and their families. And we hope you will consider
joining us in this special work.

We recognize the generosity of these remarkable
individuals through a variety of increased benefits
and enhanced involvement with the Foundation,
based on the level of giving:

Partners in Hope
$10,000 - $34,999
1979 Founders Circle
$35,000 - $99,999
Leaders Circle
$100,000 - $499,999
President’s Council
$500,000 - $999,999
Chairman’s Council
$1,000,000+
In addition to invitations to exclusive events,
all Research & Innovation Campaign members
receive a recognition plaque for their first year
of membership and notable distinction in our
annual report.
But most importantly, as a member of the
Research & Innovation Campaign, you will have the
satisfaction of knowing that you play a key role in
providing compassion and strength for children
with chronic illness and their families.
We hope that you will join us. For more
information, or to join the Research & Innovation
Campaign, please contact Johann Fox at
646.200.0467, or email jfox@cmrf.org.
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