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Changing lives and making a difference
to those living with Norrie disease

Our vision
To see a better supported and informed Norrie community and
to find a treatment for the Norrie disease hearing loss.
Our purpose
To share information, resources and contacts; provide funded
family days; and to actively support research, starting with
treating the hearing loss through gene therapy.
Our beliefs
We believe in empowering the Norrie disease community
through support and medial research so that they have the
fullest and richest life experiences, and each individual can
reach their maximum potential

Kelly with her son, Alfie

"We didn't want families to feel so alone as we did after
our son's diagnosis. Sharing information and resources is
vital for families who have a child with a rare disease and
new research gives us hope for the future."
Kelly & Tom Leggett

CHAIR'S REPORT
What a first year it has been for the Norrie Disease Foundation! It is hard to believe
we have only been operational for six months and we have achieved so much in
such a short space of time. Whilst the charity became official in January, it was not
until May that we formally launched at the Institute of Child Health in London.
Since then, we have been very busy!
We are really excited that Professor Maria Bitner-Glindzicz’s research group
at Great Ormond Street Institute of Child Health, University College London, which
has a long history of working on genetic hearing, has been successful in her
application for funding for a research grant into the Norrie hearing loss from
Newlife and from Sparks, The Children’s Medical Charity. The research is a
laboratory study on hearing loss in Norrie disease and whether this can be treated.
One of the main aims of the Foundation is to bring together families and the Norrie
community to share experiences and provide peer support through the Norrie
network. These are wonderful opportunities for the families to get to know each
other and share their experiences of living with Norrie disease, and what has and
hasn’t worked for them. NDF organised three meetings and we have big plans for
2018 so watch this space!
Our fundraising efforts are currently focused on ensuring the community meetings
can take place on a regular occurrence.
We have had some wonderful fundraisers this year, including a concert, football
match and bootcamp sessions! On behalf of the trustees I would like to thank all of
our incredibly generous supporters, particularly from the Norrie community in the
UK, who have fundraised and given their time and energy to enable the charity to
have such an incredible and successful first year.

Wendy Horrobin

TRUSTEES' REPORT
The Board of Trustees presents the Trustees’ Report and Financial Statements for
for the year ended 31 December 2017.

Objects
The objects of the charity are to relieve the needs of those affected by Norrie
disease by promoting greater understanding of the causes, symptoms and
treatment of Norrie disease in all its forms, including:
promoting research and sharing and disseminating results of such research for
the benefit of the general public; and
raising public awareness of the symptoms, needs and related medical conditions
of those living with Norrie disease.

Public Benefit
In exercising relevant powers and duties, the Board of Trustees have considered
Charity Commission guidance on public benefit. This report outlines how our
performance during 2017 has benefited the public.

Teddy

STRATEGIC REPORT
Achievements
Peer Support
One of the main aims of the Foundation is to bring together families and the Norrie
community to share experiences and provide peer support through the Norrie
network. In 2017, three meet up days took place, enabling families to get to know
each other and share their experiences of living with Norrie disease, and what has,
and hasn't, worked for them.
Formation of Medical Advisory Board (MAB)
In April 2017, the MAB was formed and will guide the trustees in scientific matters.

Chair Wendy Horrobin (centre) with members of the Medical Advisory Board
Launch of charity
80 guests attended the launch of NDF at the Great Ormond Street Institute of Child
Health, University College London. 15 Norrie families were present, and for many
this was the first time they had met other Norrie families. In addition, members of
the MAB, sensory teams and advocates from visual impairment and hearing
impairment organisations also attended.

Peer Support
a new NDF website was created for the inauguration of the Norrie Disease
Foundation charity www.norriedisease.org.uk
communications with those within the Norrie community and the general public
through the NDF website, and via social media
on Facebook, a public page for the general public is used as our primary form of
outbound communication. We also have a closed support group for families
affected by the condition
NDF also has a Twitter page @NorrieDiseaseUK

Research
NDF is delighted that a research group at Great Ormond Street Institute of Child
Health, University College London, which has a long history of working on genetic
hearing, has been successful in an application for funding for a research grant into
the Norrie hearing loss from Newlife and from Sparks, the Children's Medical
Charity. The research is a laboratory study to see if the Norrie hearing loss can be
treated through gene therapy.
Chair Wendy Horrobin and Professor Maria Bitner-Glindzicz, a member of the MAB
and leading the hearing loss research, were interviewed on London Live to discuss
the pioneering project.
Paediatric trainee Dr Amina Al-Yassin met face to face with 22 families in the UK to
understand more about how Norrie disease affected them - this is the largest face
to face study on Norrie disease. The aim is to try and understand more about the
characteristics of Norrie disease in families so that the research group can build up
a really good idea of the health issues experienced by people with Norrie, as well as
their journeys in the healthcare system.

Raising Awareness
BBC Children in Need Big Life Fix featured Josh, who has Norrie disease and a team
of designers and engineers who devised a way for Josh to play with his friends in
the playground at school. Josh and mum Wendy were also guests on BBC Breakfast
to promote the programme.
Trustee Kelly Leggett featured in The Sun's Fabulous magazine, which ran an
article featuring four women sharing their experiences of giving birth to a child
with a rare condition.
Taylor and Jackie Adams were invited to speak about Norrie disease at the Sparks
Charity Winter Ball, hosted by Emma Willis and Paddy McGuiness.
NDF has also been liaising with Contact (formerly Contact a Family) to ensure its
information about Norrie disease and the Foundation and our support network is
up to date so that it can be passed onto families.
NDF was invited to talk at the GOSH charity review meeting, which discussed the
new Sight and Sound hospital currently being built at GOSH. It is brilliant that
Norrie disease is being mentioned as one of the rare diseases that they are
supporting through appointments, treatment and research.
Ambassador
We are delighted that presenter Simon Reeve agreed to become the first NDF
ambassador.
“Meeting Josh through The Big Life Fix drove
home how difficult life is for children affected
by Norrie disease. There are huge obstacles in
the way of many of those every day things we
take for granted for our children.
"Having an organisation like the Norrie
Disease Foundation to raise awareness of the
challenges people living with Norrie disease
face and to provide vital support can make all
the difference to the children and families
affected. I’m happy to be able to support a
worthwhile charity.”

Financial Review
The charity trustees continuously monitor cash reserves to ensure its financial
stability.
The trustees have examined the Foundation's requirements for free reserves in
light of predominant risks to the Foundation. These are identified as a loss of
income from donations and fundraising.
The Foundation is committed to building a reserves policy of £6,000 to ensure
there is enough funding to cover one year's operational costs and the expenses for
one family meet up per year.
The charity has no outstanding financial obligations nor outstanding debts.
The charity's principle source of funds comes from the general public, either
through donations or fundraising events.
The trustees are especially grateful to Genetic Disorders UK Jeans for Genes for its
support and a private donation which provided the start up grant funding to enable
the charity to launch.
Receipts
Donations (Just Giving)
Donations (direct)
Grants
Total Receipts

£1,916
£2,113
£4,500
£8,529

Payments
Launch
Insurance
Training
Fundraising
Website
Promotional Materials
Total Payments

£385
£369
£50
£108
£2571
£251
£3,734

Net of receipts/(payments)

£4,795

Cash funds this year end

£4,795

Trustees
Wendy Horrobin - Chair
Kelly Leggett - Secretary
Theresa Peacock - Treasurer

Volunteers
The Trustees would like to thank the following volunteers, who have helped make
the charity's first year such a success:
Tom Leggett - Family Support Officer
Kelly Robinson - Fundraising Officer
Tina Waldock - Website
Samia Razak - Website
Dominique Mirabel - Fundraising
Lesley Newland - Fundraising
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