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Max’s Foundation funds research into the

screening, detection and treatment of

genetic heart conditions in children. We

also support initiatives that provide help  to

young people both directly and indirectly

affected by serious heart conditions to

benefit from peer support.  It is our

ambition is to stop these conditions

breaking families.  Our hearts are set on

change.

Max’s Foundation is dedicated to supporting

research and treatments aimed at improving

the lives of children living with the life

limiting impact of a genetic heart condition. 

We advocate early screening and we help

fund the development of procedures that

will enable early diagnosis. We also subsidise

research roles and treatments focused on

improving young lives impacted by genetic

heart conditions and specifically, types of

cardiomyopathy.

We are entirely volunteer run, meaning

100% of monies raised goes directly to our

chosen research and support projects with

Great Ormond Street Hospital,

Cardiomyopathy UK and Noah’s Ark

Children’s Hospice.

The charity was founded by the Schiller

family in memory of their son, Max - a ten

year old bundle of joy and energy whose life

was suddenly and tragically stolen in

January 2015 by an undiagnosed heart

condition, hypertrophic cardiomyopathy.

When we lost Max, so suddenly and without
warning, we became a different kind of family,
bereaved and in shock, members of the ‘club’ that
no one wants to belong to.  Founding the
Foundation in Max’s name a year after his death
was a step towards remembering what a very
special boy he was. It also allowed us to channel
our energies into preventing the loss of other
young lives and supporting other families in
similar situations to our own.  

But we could never have imagined that the
charity would become such a positive force for
change.  We are so proud of all our chosen
research and support projects, more of which you
will read about in this review.  

Despite the current pandemic and lockdown,
which has severely impacted our fundraising this
year, we have honoured every one of our current
commitments.  This has only been possible thanks
to the incredible support of friends, colleagues,
and our wider communities, not just this year but
since the Foundation’s beginning.  

This review is aimed at highlighting how much
your support means and the difference you have
made possible for so many children, young adults
and families.  Thank you from the bottom of our
hearts. 

Dave, Shira & Molly Schiller
Co-founders and Trustees

Front cover picture shows one of our amazing Heart Warriors, Henry, with his mum, Kayleigh. Preston 



enhanced recruitment to several

research studied running within the

unit. These include the BIOmarkers in

Paediatric Inherited Cardiovascular

Disease (BIOPIC) study, for which Ella

and her team have been able to enroll

490 patients as well as submitting over

1,600 samples.  There are also now

more than 185 patients in the European

Cardiomyopathy Registry study.

helped coordinate clinical tests and

appointments for patients with

hypertrophic cardiomyopathy, a rare

condition in which a portion of the

heart becomes thickened resulting in

the heart being less able to pump blood

effectively, as part of a research study

focused on gathering individualized and

finer grained details about how the

disease manifests.

supported the gathering and organising

patient data to form the basis of a new

clinical research database, covering the

whole range of inherited cardiovascular

diseases, including both current and

historic patient populations.  This has

enabled the team to identify specific

cohorts of patients suitable for further

investigation in future research projects.

Over the past three years, Ella's role has: 

 

Over the coming years, Ella will continue

to support and work on a broad range of

ongoing and newly developing projects

mentioned above.  She will also develop

and coordinate her own research project,

exploring whether ECG biomarkers can be

used to identify, monitor disease

progression and provide a prognostic value

in children with hypertrophic

cardiomyopathy.  This work will form the

basis of a PhD studentship application.

Your most generous gift has allowed vital time
to be spent on a range of projects aimed at
characterising hypertrophic cardiomyopathy in
children to better understand the subtle early
igns of disease development and to monitor
ongoing disease progression.  

This work will ultimately help the team
diagnose and treat patients at an earlier stage,
screen patients more effectively and develop
novel targeted therapies.  We anticipate that
these findings will be presented at
international meetings and published in major
per-review journals." 

GOSH is a national referral centre for hypertrophic cardiomyopathy and treats more than two

thirds of all children in the UK with this condition, making it the largest pediatric hypertrophic

cardiomyopathy centre in the world and well placed to lead investigative work in this field. 

 Max's Foundation has, from 2017, funded a full-time research nurse, currently fulfilled by Ella

Field. Through involvement of several different projects, the overarching aim of Ella’s role is to

work towards a better understanding of hypertrophic cardiomyopathy in children.

Research

Dr Juan Kaski, Consultant Paediatric Cardiologist and
Director of the Great Ormond Street Hospital Centre

for Inherited Cardiovascular Diseases



We fund  a part time Youth Support

Manager at Cardiomyopathy UK.  The role

focuses on delivering the positive

outcomes for children and young people

affected by cardiomyopathy and ensures

there are no barriers to any child wanting

support or needing help. The manager

ensures that the diverse and sometimes

complex needs of affected young people

are met and provides them with the tools

and support to grow into healthy, happy

and emotionally resilient adults who

understand their condition and can

manage it effectively and holistically.

We work with Noah’s Ark Children’s

Hospice funding the sibling support

programme, Synergy, for young people

aged 14 to 18 - all of whom have siblings

with life-limiting or life-threatening

conditions. The programme includes

regular Synergy Group events, which, in

2019, included trips to Thorpe Park, Go-

Ape, ice-skating and go-karting as well as

family activity days and all-age sibling

events.  Synergy Group provides older

siblings the chance to have fun and enjoy

memorable days out, whilst facilitating the

development of peer support networks,

enabling young people to form friendships

and connect with others facing similar

situations.

Finally, we fund bespoke bereavement

training for Noah’s Ark’s care staff

including the Family Link Team, a team of

social workers who support families from

initial referral and for to up to three years

after the death of their child.  The team

have subsequently delivered training in

loss and grief to all of Noah’s Ark’s staff. 

The bereavement training made possible

by Max’s Foundation will ensure that

bereaved families, and those whose

children are at the very end of their lives,

receive the most compassionate and

empowering support from everyone

associated with Noah’s Ark in the future.

Peer Support

We believe in the power of peer support and seek to fund projects and that enable young people

impacted by serious heart conditions the opportunity to benefit from activities that facilitate

shared knowledge and experience and provide emotional and practical support.

"90% of children and young people receiving
support from Cardiomyopathy UK report that
their physical and emotional well-being has
significantly improved.  

Max’s Foundation's grant will ensure that the
diverse and sometimes complex needs of
affected young people are met and that they
are given the tools and support to grow into
healthy, happy and emotionally resilient
adults who understand their condition and
can manage it effectively and holistically.'

Joel Rose, CEO Cardiomyopathy UK



Our Projects
65.8%

Fundraising Costs
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Admin
3%

MF Events
69.4%

3rd party events
16.4%

Donations
13.6%

Other
0.6%

Max’s Foundation has grown steadily since our launch in 2016.  Our income is raised at
annual fundraising events including a golf day in June, a gala dinner in November and
numerous fundraising activities and challenges undertaken by so many wonderful supporters
on our behalf.  We are extremely grateful to everyone who continues to support our work.  

income outgoing

We are incredibly grateful to all those who have given so generously to the charity.  To every
single one of our supporters, donors and partners, thank you.

MF Events - £95,671
Other events/activities - £22,698

General donations - £889

Our projects - £69,718
Fundraising costs - £33,094

Admin & governance - £3,169

Our reserves at the end of the financial year 2019 were £31,912.35, in line with our reserve
policy.  A full copy of our Annual Report and Accounts can be found on the Charity
Commission website.

To find out more about our work and fundraising events www.maxsfoundation.org.uk

Financial Summary

We would also like to thank those who so give so much of their time including: our trustees;
Sally Burdett, Suzanne Brennan, Phil Maurice, Shane O’Sullivan, David Schiller (chair), Molly
Schiller & Shira Schiller.  Our Social Committee; Suzanne Brennan, Sally Burdett, Lesley
McKinnon, Karen Rose & Shira Schiller.  Our Ambassador; Juan Kaski and our volunteers, Max’s
Marvels.



If you would like to find out more about our work, make a donation, attend any of our events or

activities or organise an activity on our behalf we would love to hear from you.  Please go to our

website to make a donation and/or complete the contact form.  If you would like to speak to us

directly please email info@maxsfoundation.org.uk

Max's Foundation
PO BOX 70131

N12 2EQ

Registered charity number 1164689

info@maxsfoundation.org.uk

www.maxsfoundation.org.uk


