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Foreword
After thirty years of supporting people with congenital heart disease (CHD), Heart
Children is now rebranding and repositioning to build a more robust national
organisation and to improve/expand the services we provide to our members.
Each year 5-600 babies are born with CHD in Ireland and the majority of the conditions
they present with are repairable but not curable. This hasn’t changed since Heart
Children’s inception. But much else has and the landscape for medical diagnosis and
treatment of CHD has improved immensely.
Currently 100 of the children born annually are diagnosed at the first maternal scan (at
20 weeks) and a dedicated Clinical Nurse Specialist in CHI Crumlin is helping parents to
prepare for their child’s arrival to this world.

Sheila Campbell, CEO
Additionally, the establishment of the All-Island CHD Network - a co-operation between
Departments of Health North and South of the border which has resulted in all children
with CHD in Ireland receiving their surgical care in CHI Crumlin - has hugely advanced
the technology, staffing and standard of care available to patients in the hospital.
There are still bridges to be mended and foundations to be laid but my ambition for
Heart Children in the next three years will be to represent the care and cause of people
with CHD and to see Heart Children emerge as a dynamic, modern organisation
working to help people with this life-long condition to live confidently, remain well and
enjoy life to its fullest.
Over the course of the next three years,
I will be working with the staff and Board
of Heart Children to achieve successful
outcomes under the six strategic
priorities highlighted in this document.
I look forward to reporting on our
performance .
Kind regards,

Sheila Campbell,
CEO.

Board of Directors:
Eileen Carruthers, Chair
Mike Foley, Treasurer
Lisa McAlister
John McGuckian
Denis O'Connor

Lesley Osborne
Rachel Power
Bernard Raftery
Rhona Savage
Michael Teehan
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Congenital Heart Disease (CHD)
Facts
CHD is the most common birth defect worldwide.
In Ireland, approx. 5-600 babies are born annually with the condition.
During pregnancy, the baby’s heart develops differently, leading to structural
abnormalities in the way in which the organ works and the way in which blood is
pumped through the body.
CHDs can vary from mild (such as a small hole in the heart) to severe (such as
missing or poorly formed parts of the heart).
Depending on the severity of their condition, children may need one heart surgery or
repeated heart surgeries throughout their lifetime.
CHD can be detected as early as the 20-week maternal scan.
CHD is not one condition. It refers to a set of over 40 different structural issues in the
heart and every child will have a different presentation of one or more of these
conditions.
Even with improved treatments, many people with a CHD are not cured, even if their
heart defect has been repaired.
Twice as many children die from CHD than from all childhood cancers combined.
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Introduction
Heart Children is the national organisation providing support to people born with
Congenital Heart Disease (CHD) and their families in Ireland. We work to help
people of all ages with CHD to stay well, live confidently and enjoy life to its fullest.
Now thirty years in operation, the organisation began as a parent support group
and providing 'support' remains our core mission. The medical care of people born
with CHD is provided in hospital. But the extended care of the child post-surgery;
of the parents and family unit and of the adult person with CHD, requires levels of
differing emotional and psychological support and community building. Heart
Children is focused on responding to this need and shaping a professional service
offering for people with CHD.
In 2022, the Strategic Plan for Heart Children - under the leadership of a new CEO
and in consultation with stakeholders and members - has identified six core
objectives required to sustain income and develop the growth and impact of the
organisation.
To achieve these objectives, the 2022-24 strategic plan will look to grow income,
from all possible funding streams - public and private. Heart Children wants to
support the expansion of existing services and the development of new services
identified as necessary through the public consultation process.
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About
In the last three decades, medical services for children with CHD in Ireland have
developed significantly. The Children's Heart Centre in CHI Crumlin is now one of the
best-in-class, paediatric cardiology centres worldwide.

Medical Funding
However, thirty years ago, this was not the case. And over this period, Heart
Children supported the early development of cardiology services in CHI Crumlin with
funding in excess of €3 million.
Heart Children provided pilot funding for staff positions including Clinical Nurse
Specialists and Play Therapists. And once a requirement for these posts was
proven, the HSE took over the funding.
In addition, Heart Children funded medical equipment and worked closely with the
medical teams as they built-up the Paediatric Cardiology Service in CHI Crumlin. The
organisation also supported the Adult Congenital Cardiac Unit at the Mater
Hospital. Typically, at age 16, young people with CHD transition from paediatric
care in CHI Crumlin to adult care in the Mater Hospital. In 2011, Heart Children
opened 'The Maurice Nelligan Congenital Heart Clinic' in the Mater Hospital.

Psychology Support
Heart Children provides a nationwide Psychology Service
to support the mental health and well-being of people with
CHD and their families. The trauma of having a child with a
long-term illness can not be underestimated and parents and
children need access to psychological support on many levels.
This service is completely free to members and is our most
sought after service.

Respite Funding
Financial support is available to families making the journey to
the UK for heart transplant and for families in financial crisis as
a result of their child’s hospitalisation in CHI Crumlin.
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INR Home-Testing
Heart Children funds self-test devices to those discharged from hospital on warfarin
medication which allow them to monitor their INR readings from home. Having a
'CoaguChek' device means that you no longer have the disruption to family, school
and work caused by having to attend hospital regularly for blood tests.
The children and people with CHD we support live in all corners of the country, many
located at a far remove from general hospitals. The taking of bloods can be time
consuming and traumatic. The simplicity of managing it safely from home, with only a
pin-prick of blood required, is more time-efficient, less emotionally draining and just as
effective.

Advocacy
Heart Children sits on the board of the All-Island Congenital Heart Disease Network
which is an example of North-South cooperation in healthcare, in which Departments
of Health, North and South of the border, work together in the interests of patients
with CHD. Heart Children's role is to chair the Family Engagement Group which
provides feedback to the All Island CHD Network board on issues the arise for families
whose children are receiving treatment in CHI Crumlin.
Heart Children is also a member of the Network of Childhood Illness Organisations
(NCIO) which lobbies policy makers and hospital administrators with regard to the
financial, mental and physical impact of hospitalisation on children and their families.
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STRATEGIC PRIORITIES
1.Support people born with
CHD and their families
6. Cultivate new
board directors

5. Develop
communications
& advocacy

2. Build and
strengthen our
membership
community

4. Establish a
national network of
peer support groups

3. Grow
fundraising
income to
support
service
delivery

We have outlined a number of actions we will take including
indictators of achievement for each strategic priority.
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1.
2.
3.
4.
5.
6.

Support people born with CHD and their families
To continue to provide supports and services for people with
CHD and their families.

Build and strengthen our membership community
To connect with affected families from the earliest point of
diagnosis offering relevant services with the aim of growing
a strong and supported community.

Grow fundraising income to support service delivery
To grow and develop income streams from public and private
funding to finance planned developments in service delivery.

Establish a national network of peer support groups

To provide the framework that will make it possible for people
with CHD, their parents and siblings, to have appropriate peer
support networks regionally and online.

Develop communications and advocacy
To communicate the cause and educate about the impact CHD
has on the person and their carers.

Cultivate new Board Directors
To renew the profile of members and recruit a range of
professional expertise to complete the skill set of the board and
boost organisational capacity.
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1.

Support people born with CHD and their families
Our first strategic priority is to continue to support and develop services for people
with CHD and their families. We want to support parents and guardians by
providing them with access to information and support that will assist them in
caring for their child from the earliest point.
Psychological and practical support is key for our members. There is no cure for
CHD. This is a life-long illness that will require parents, adolescents and adults to
manage their own health, or that of a loved one, outside of times when they are
receiving medical care in hospital.

Actions under this strategic priority
1.1 Develop supports for parents from the earliest point of diagnosis - at the first
maternal scan during pregnancy - and throughout the lifetime of the person with
CHD. We need to be providing access to peer support and information on how to
prepare for what might lie ahead.
1.2 Continue to provide for the mental health and well-being of people with CHD
and their families by expanding the range of our psychological support services
and providing regional access to therapies.
1.3 Recruit and train members to establish support groups in all areas of the
country so peer support is available locally.
1.4 Continue to work closely with the social work and CNS teams in CHI Crumlin &
the Mater Hospital. To offer financial assistance to parents of children undergoing
treatment in hospital and, in addition, to parents whose child is travelling to the UK
for heart transplant.
1.5 Develop practical post-operative supports for parents of children discharged
home after surgery - develop video supports and actively lobby All Island CHD
Network for inclusion of step-down community nurisng service .
1.6 Continue to work as members of the All-Island Congenital Heart Network to
represent and advocate for service improvements at CHI Crumlin.
1.7 Use structured communications and public relations to develop greater
awareness of Heart Children and recognition of the impact of CHD on the person
born with this illness.

Indicators of achievement:
10% increase in membership numbers annually
A suite of information on CHD and other supports available in hard copy and
digital formats by 2024
Support groups operating in twenty regional urban centres by 2024
A greater range of 'personalised' psychological services available such
as bereavement / educational / teenage supports
Increased awareness of Heart Children and the CHD cause in
the community through fundraising and PR activity
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2.

Build & strengthen our membership community
A key priority for Heart Children will be to strengthen our reputation and grow
our member base. Annually, 5-600 children are born with CHD. Heart Children is
uniquely providing supports for people with CHD in the Republic of Ireland and
should have an increased membership profile. With expanded service provision
and through more effective channels of communication, information and
support, we expect that our membership base will grow accordingly.

Actions under this strategic priority
2.1 Rebrand and develop a new website reflecting a modern and dynamic
organisation that is embarking on a programme of renewal and remains on top
of issues relating to the cause.
2.2 Provide a members area on the site where parents can interact in a private,
safe and protected community and offer regular newsletter communications
about matters relating to the disease.
2.3 Engage with CHI Crumlin to install wallboards in the Children's Heart Centre
that will allow us to dispense information on the charity.
2.4 Develop an information pack for parents who receive a prenatal diagnosis
and circulate to Dublin maternity hospitals.
2.5 Establish a professionally managed helpline, staffed by a Cardiac CNS, to
provide support and advice to parents countrywide.
2.6 Employ greater use of social media and media relations to highlight the
cause, to promote the work of Heart Children and tell real stories about the
lifetime impact of CHD on those affected and their families.
2.7 Organise social engagement events allowing parents and children to enjoy
themselves at 'happy events' i.e our Summer Picnic/ Christmas party social
events.

Indicators of achievement:
30% growth in membership by 2024
Multiple wallboards dispensing membership information in CHI Crumlin
Heart Children information being dispensed to the approx. 100
parents annually who receive confirmation of a pre-natal diagnosis in
Dublin maternity hospitals.
Programme of annual social events organised in regional urban
centres countrywide.
Heart Children Professional Helpline in operation by 2024
Monthly email and twice yearly magazine to improve communication
with members by end of 2022
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3.

Grow fundraising income to support service delivery
The desired sea-change that we wish to achieve in the next three years can only
happen through the generation of increased income for the organisation.
Generating sustainable funding is an imperative for Heart Children and will be
implementing a fundraising plan to increase revenue by €150K year-on-year for
the next three years.
As our strategic priorities align - achieving an increase in membership figures, more
media coverage, increased awareness and the delivery of expanded services and
supports - we are confident that we can appeal to stakeholders, corporates and
state to assist us in meeting this objective.

Actions under this strategic priority
6.1 Develop and implement an annual fundraising plan to look at all avenues
including state funding, public fundraising, committed giving, corporate support,
legacy giving and digital fundraising. Our goal will be to grow fundraising revenue
by €150K annually for the next three years.
6.2 Recruit fundraising support through the establishment of regional volunteer
co-ordinators and committees.
6.3 As income grows, recruit another staff member to grow fundraising activity,
provide excellent stewardship of donations and support general administration.
6.4 Apply for state and philanthropic grant funding for core costs and services
6.5 Develop our donation platform and merchant facilities through the new
website.
6.6 Develop a list of tangible funding opportunities to market to the corporate
sector.

Indicators of achievement:
€150K growth in income p.a for the next three years
Secure Pobal funding for core costs for the next three years
Development of a committed giving income stream from our membership
Secure two corporate sponsorships annually
Develop and train regional volunteer fundraising teams
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4.

Establish a national network of peer support groups
Both our Clinical Psychologist and parent members have identified that having
the emotional and practical support of others who have been through the
same experience is vital. This support needs to be available close to home and
the establishment of volunteer-led peer support groups in regions throughout
Ireland will be a major objective for Heart Children in the next three years.

Actions under this strategic priority
3.1 Create a policy document for management of these groups and a road
map for how they are set up and advertised.
3.2 Recruit and train members to establish support groups in major population
centres nationwide.
3. 3 Have all volunteer managers undergo appropriate training and garda vetting.
3. 4 Establish channels of communication to allow groups to provide feedback
to senior management on parental concerns that may arise at meetings.
3.5 Promote greater community engagement amongst the CHD population.
3.6 Inspire these groups to advocate on behalf of Heart Children and be a
voice for CHD awareness in their region.

3.7 Drive improved levels of engagement with our member network.
3.8 Increase our membership base.

Indicators of achievement:
Establish 20 peer support groups in regional urban centres countywide
Improve engagement with members
Be able to direct new members to supports in their locality
Receive feedback from these meetings to help shape future policy around
service and support provision
Activate members in regions through the country that we can call on for
support in advocacy and fundraising
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5.

Develop communications and advocacy
Heart Children supports a significant community of people with a long-term
illness. We have much work to do in increasing awareness, generating desire
for membership and to inform and educate the public about CHD and how its
impact affects the lives of those with the illness and their families.

Actions under this strategic priority
4.1 Generate greater awareness of Heart Children and build relationships
with broadcast and print media.
4.2 Hold an annual conference in February which is global CHD awareness
month and which will also act as a launch pad for our annual fundraising
campaign. This activity will provide stories and interviews for media and help
promote the fundraising initiative.
4.3 Create annual communications and social media plans to drive out
relevant communications to activities happening in the organsiation.
4.4 Provide media training to members so that they can become
spokespeople for regional media.
4.5 Engage with known celebrity supporters to heighten the profile of the
organsiation.
4.6 Lobby hospital administrators and policy makers for more resource
funding for Adult CHD services in the Mater Hospital.
4.7 Continue to work and engage with the All Island Congenital Heart
Disease Network and the Network of Childhood illnesses Organisations to
represent the voice of our members.

Indicators of achievement:
Generate increased coverage for Heart Children in national media
Increased frequency of discussion about CHD and its impact in national
media
Advocate for more government funding for the Adult Congenital Heart
Unit in the Mater Hospital
Representation available for regional media interviews in every county
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6.

Cultivate new Board Directors
The organisation looks for its direction from the Board who are ultimately
responsible for the guidance of Heart Children and its future.
Heart Children is in compliance with the Charities Governance Code which
recommends a nine year threshold for board members. Several of our members
are approaching this in 2022. We will look to recruit and renew board members
with appropriate business backgrounds that will add to the skill set of our Board
Directors.

Actions under this strategic priority
5.0 Identify key skills/expertise that we would like to add to our board skill set.
5.1 Analyse our membership base with a view to renewing and enhancing
expertise.
5.2 Register with Boardmatch to see if there are candidates who would be
interested in engaging with the work of Heart Children.
5.3 Hold an induction for new board members and organise suitable training
through Carmichael Centre.
5.4 Prepare board pack to bring new members up to date on the organisation's
history, services and strategic objectives.
5.5 Ensure compliance and best practice in all matters relating to charity
governance.
5.6 Ensure our policies and practice in all areas of operation is of the highest
standard and in keeping with current regulations with the non-profit sector.

Indicators of achievement:
Recruit new board members to the board to replace retiring directors.
Four/five new board directors required in 2022/23.
Recruit members with new expertise and skills that will help steer the future
of the charity - advocacy & PR, legal, governance & compliance.
Remain compliant with Heart Children's Constitution and the guidelines of
the Charities Governance Code by having board directors retire after
a six year term.
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Heart Children
Timeline
1990

The organisation was founded as a support group for parents

1991

The first AGM
First annual conference

1993

Constitution established
Funding provided for Cardiac Liaison Nurse in CHI Crumlin
Bereavement service begins

1997

First Cardiac Pre-admission Programme

1998

Dept of Health announces major upgrade of Cardiac Services

1999

Set up office in Carmichael Centre

2001

Establishment of psychology
support service

2003

Incorporation as a limited company
Funding provided for Clinical Nurse
Specialist in the Mater Hospital

2007

Funding of Cardiac Speech & Language
Therapist

2016

Redraft of the Constitution
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We're with you through your journey
Carmichael Centre, Nth Brunswick St, D 7
T: 01 874 0990 E: info@heartchildren.ie
Reg. Co. No: 371707 CHY No:10022 CRA: 20025274
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