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Objectives
‘To advance the education of the public in 
all aspects of Niemann Pick Type C and 
to make a positive difference to those 
affected by NP-C and their families by 
aiding research into the disease for the 
public benefit and through the giving of 
grants, both to affected individuals and to 
organisations with a common interest.’

The History 
The Hope for Hollie Foundation is a grant giving charity which received 
charitable status in March 2014. The Foundation was founded following 
on from the success of an awareness campaign launched by the Carter 
family in 2008 shortly after their daughter Hollie’s diagnosis of NP-C 
at age 2. NP-C is a rare life limiting disease that causes progressive 
neurological decline. The brain, central nervous system, liver and 
spleen are all affected. The disease affects both children and adults 
and is estimated to affect approximately 1000 sufferers worldwide. 
Although there is medication to help manage the symptoms and slow 
progression, there is currently no cure. The disease progresses meaning 
it gets worse over time. 

The Foundation is based in Milton Keynes, where by extraordinary 
coincidence there are four children affected by the same disease. 

The Foundation was set up because through their own experiences 
of living with a child with NP-C, through meeting other families and 
through seeing the vital role that support groups and researchers play 
in the fight against this disease, the Carter family saw an opportunity to 
help with the ever challenging need to preserve and enhance support 
and information services provided to families by other charitable 
organisations. Due to the lack of statutory funding and the high cost of 
specialist equipment for such a complex and rapidly changing disease 
they further recognised the need for grant funding streams to support 
families specifically affected by the disease and saw the benefit of 
working collaboratively with other organisations to fund vital research 
projects and widen public awareness. 

Mission Statement
To make a positive difference to the lives of those fighting Niemann Pick Type C 
(NP-C) today whilst continuing to work collaboratively within the NP-C community 
towards our common goal of finding a viable and long term treatment or cure for 
NP-C. Bringing hope for the future.
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What We Do
The Foundation has four key aims; It is hard to believe that we have now 

completed our first year of registration and 
within that year we have managed to deliver 
on all of our key aims and much more. 
This would not have been possible without 
the dedication of the nine strong board 
of trustees who all volunteer their time to 
grow and develop the charity so that we can 
continue to support families affected by this 
devastating disease. In addition to the trustees, 
we have numerous volunteers within the local 
community who will offer their services at 
fetes, fayres, bag packs and summer events. 
Local companies continue to play a key role 
in our success by providing services free of 
charge such as printing, event sponsorship, 

and valuable editorial space in publications as 
well as airtime on local radio, helping to widen 
our reach and keep administration costs to  
a minimum. 

We would not however be where we are 
today and have been able to support so 
many families, projects and charities without 
those individuals, schools, work places 
and community groups who support us 
through generous donations, taking on their 
own fundraising challenges, doing bucket 
collections, dress down days, cake bakes 
and helping make our annual charity ball 
and sky dive a success. The money that has 
been raised this year has far exceeded our 
expectations and has enabled us to directly 

fund the continuation of vital services, patient 
needs and research. 

There have been many great achievements 
this year which you will read about in this 
report. Be in no doubt that our success is 
your success and you really are helping make 
lifetime a reality for children and young adults 
with this life limiting disease. Together we are 
helping to give NP-C a voice and shining the 
light on this rare disease. 

Helen Carter
Helen Carter, Chair

“To increase knowledge, education  and awareness  of all aspects of NP-C amongst the public”

“To provide financial support for the continuation and 

enhancement of vital support services to other charitable 

organisations with a common interest”

“To provide grants to individuals affected by NP-C where there 

is a recognised social or medical need. This could include the 

purchase of specialist equipment, sensory tools, minor adaptions 

and assistance with travel costs to a medical setting.”

“To provide partner funding for research”

Chair’s Welcome
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Our Biggest Achievements 

Part Funding the post of Niemann Pick UK Family 
Officer, a vital non-clinical support role working with 

families throughout the UK.

 The award of 12 separate grants to individuals 
affected by NP-C for things such as garden 
adaptions, specialist seating and buggies, medical 
equipment and learning aids.

  Funding for activities which encourage social 
interaction and the building of vital support 
networks between Niemann Pick families, helping to 
reduce feelings of isolation and despair. 

Research funding to Action Medical Research to 
support 1 year project management costs for study 
into metal based treatment for NP-C.

 Providing support funding for the production of 
short film ‘IMAGINE’ which features the fictional 
story of a little girl’s battle with NP-C – a film that 
has already had over 100,000 on You Tube and 
been entered into various film festivals. 

In January 2015 the Foundation was voted MK 
NEWS/MK WEB Charity of the Year by the local 
Milton Keynes community, giving the Foundation 
the opportunity to spread further education and 
awareness for this NP-C.

Working for the Public Benefit
The trustees of the Foundation have had regard to the guidance issued 
by the Charity Commission on public benefit and take account of this 
guidance when planning their activities for the year. 

In furtherance of our charitable objects the charity as approved 
grant funding during 2014/15 to both charitable organisations 
and individuals ensuring the continuation and enhancement of 

support services, information, and research as well as providing vital 
assistance to affected individuals and their families where statutory 
funding is unavailable. We continue to work collaboratively with 
other organisations working in the Niemann Pick field to raise public 
awareness and education in all aspects of NP-C, its impact on affected 
families and society.



 

Elizabeth Davenport, Niemann Pick UK Family Officer

“I have found the individual grant provision offered through the Hope 
for Hollie Foundation to be helpful for families who are in need of 
particular items. Grants in the past have been hard to find and can 
take too long to arrive. I can now access the Foundation and know that 
each grant is discussed and the benefit for each child or young person 
is at the forefront of everything they do.

A perfect example of the grant system happened several months 
ago. I was sat in a meeting with a mother who has several children 
with NP-C. She wanted her youngest to start nursery so that he 
could experience the physio-social benefits of a nursery. His mum 
also needed a break and was desperate for the nursery to take him. 
However the nursery could only offer 15 hours per week government 
funded childcare and it could only start in September, which was 
months away. This wasn’t the outcome mum needed. For her this 
meant 3 months of no support. Mum just looked at everyone in 
the meeting and started to cry. I just thought what can I do? Then I 
remembered Hope for Hollie and suggested that I would speak to the 
trustees and see if they could help to fund a couple of hours over the 
next few months until the government funding started. On my way 
back from the meeting I called the Foundation and explained the issue 
and asked if the Foundation would be able to consider an application  
to provide emergency funding for the place. The answer was yes and 
the application was fast tracked as a priority! Shortly after I was able 
to call the nursery and told them to book the little child in - mum was 
so overwhelmed.

S is a young lady who is very independent. She does spend a lot of 
time with her mum and they normally go swimming or bake together. 
Last year S mum was diagnosed with cancer so all the fun things 
stopped as carers started to look after S. Mum was tired and didn’t go 
out much. I contacted the family and asked what I could do to help. 
They said that as they don’t go out much so could I find someone who 
could help them buy a hot tub so S could sit in her garden and relax. 
S also needed a new shed for her wheelchair and decking. Experience 
has taught me that finding any funding for garden equipment is 
extremely difficult. So I approached the Hope for Hollie Foundation 
and explained that this garden was a life line for the family. The grant 
application was successful and now S and her mum spend lots of time 
together in their beautiful garden.

The Foundation also funds group activities for NP-UK. As our families 
are all based across the country and are extremely isolated I try to 
develop fun outings that focus on family time and making memories. 
The Foundation has allowed me to develop this aspect of my work by 
funding hotels rooms for families who live a distance from the events. 
The Hope for Hollie Foundation have funded hotel rooms for our 
annual Christmas party and our summer trip to Legoland. They have 
also helped to buy tickets for an activity to Longleat. This is  
such a remarkable thing to do and helps me to build a fun and well 
planned event.”

Partner funding for research
The Foundation provides grant funding to other charitable organisations 
to facilitate research into NP-C with the aim of helping to find future 
treatments and therapies to help slow the disease and improve quality 
of life. 

What we have done
In May 2014 the Foundation approved grant funding totally £4,600 to 
Action Medical Research to help cover one year project management 
fees for a research project being undertaking by Professor Fran Platt 
looking at the development and evaluation of metal-based treatments 
for NP-C. 

Providing non-clinical support to individuals affected by NP-C, their 
families, support workers, education providers, employers and relatives.

Since June 2014 the Foundation has provided part funding for the post 
of Niemann Pick UK Family Officer. In the year June 2014 to June 2015 
this amounted to £12,100. The Foundation has approved funding of this 
post for a further year until June 2016. 

This post provides non-clinical support to families from the point 
of diagnosis through to end of life care and beyond. Support is 
provided to help with the benefits system, housing aids, adaptions, 
education, insurance and other social needs. The Family Officer helps 

to reduce the feeling of isolation and despair through home visits, by 
being available to chat of the end of the phone or via email. She will 
encourage and support social interaction with other affected families, 
giving families the opportunity to meet and share their thoughts and 
experiences. She acts as an advocate on behalf of the family through 
face to face contact with education providers, employers or other 
support workers. 

Quotes from those the Family Officer has been able to support:

How our grants have delivered 
public benefit

NP-Parents
“Thank you to Elizabeth for taking Thomas out bowling and for pizza, 
so she could have a chat with him on how he was feeling and if there 

was anything worrying him. This helped him a lot and Thomas knows he 
has a friend in ELIZABETH and can talk to her about anything and ask her 

anything about Niemann Pick. Thank you Elizabeth you are a special 
person. Thank you for what you do for Thomas. It is just so nice to 

have someone to talk to who knows us as a family.”

Siblings
“It makes me feel special when you visit. I like writing my list of questions 

(about NP-C) and then playing a game and making craft coins of my 
feelings. It is fun when you visit, we do all the things I like.”

Affected Adult
“Thank you for speaking up for me. No one was listening before.”

Affected Child
“M comes home from school and sometimes feels overwhelmed. He 

asks me (mum) to get Elizabeth on the phone so he can discuss how he is 
feeling. They have a chat then he goes to play with his friends.  

Elizabeth then tells me what is going on and how we can work together 
to make school a happier place.”

Part Funding of Niemann Pick UK Family Officer

Family Officer Perspective

Working with affected families on a daily basis means that the Family Officer is frequently one of the first to assess and understand a family’s 
needs. The Family Officer will signpost families to the Foundation where she feels grant funding may be available in line with our grant making 
policy. She can help families complete the application forms and obtain the necessary paperwork in support.



FUNDRAISING 
As an extremely small grant giving charity supporting those with 
an ultra rare disease of which many have little knowledge there is a 
significant need for the Trustees, volunteers and supporters of the 
Foundation to work harder to give such a rare disease a voice and 
garner support. 

We are extremely grateful to the local community for its unwavering 
support of the Foundation and the empathy and compassion shown 
by each and every one of them who continue to fundraise and raise 
awareness on our behalf. We would like to extend a big thank you to the 
local businesses, schools, nurseries and community groups who have 
supported the charity throughout the year by carrying out their own 
extremely successful fundraising and awareness events.

The Foundation aims to host at least three fundraising events each 
calendar year such as its annual charity ball. The continued success 
of our annual charity ball and other events hosted by the Foundation 
and the awareness this generates within the local community is 
phenomenal and leads to new supporters taking on their own individual 
fundraising activities in support of the Foundation. 

Fundraising Successes
Our charity balls in 2014 and 2015 were an overwhelming success. In 
May 2014 our Hollie’s Summer Lovin Ball helped raise £14,039 in total. 
We are grateful to Santander for their matched donation of £3,500 
which increased the total to £17,539 profit.

 In June 2015 Hollie’s Best of British Ball raised £10,830. A further 
matched donation from Santander of £3,500 increased this total  
to £14,330 profit.

Our Commitment to Research in 2015/16
In furtherance of its research objectives the Foundation has already 
approved additional partner funding to Niemann Pick UK for two 
research projects taking place in 2015/16 within Oxford and Cardiff 
laboratories totalling £5,000 

Individual Grant Funding
Provision of grant funding to individuals with a formal 
diagnosis of NP-C is a key objective of the work of 
the Foundation - making a positive difference and 
improving the quality of life of those living with this 
life limiting disease – helping where statutory funding 
is unavailable, with any social, medical or educational 
needs - working to make a difference.

During the period March 2014 to March 2015 the Foundation approved 
12 individual grant applications totalling £5,442.88 to cover such things 
as garden adaptions, the purchase of medical monitoring equipment, 
specialist buggies and seating.

Education of the Public 
Education of the Public in new and innovative ways 
is key to stimulating interest in this rare disease, its 
signs, symptoms and the effects it has not only on the 
immediate family but the wider community. Education 
helps to improve the care, support and services for 
affected individuals and helps to garner support 
for the work of the charity enabling it to further its 
charitable objectives – increasing opportunities to 
fund Research, Support and Information.

New Route to Awareness
In 2014 the Foundation was approached by young local film maker Carl 
Mason who had already demonstrated his talent for film making having 
previously assisted the charity with awareness films. Inspired by his 
friendship with Hollie and her family, he wanted to help raise awareness 
of NP-C in a new and unique way. He put forward a proposal to both the 
Foundation, Niemann Pick UK and the National Niemann Pick Disease 
Alliance for joint funding totalling £6,000 for the production of a short 
film called IMAGINE. 

“IMAGINE” has already earned Carl great accolade in the Niemann Pick 
community and further afield due to its powerful but sensitive portrayal 
of the story of Millie, a little girl who dreams of being a dancer, yet 
suffers from Niemann Pick Type C.

The film was developed in collaboration with all three charities and 
their medical advisers. Since launch at the Hope for Hollie annual 
charity ball in June 2015 the film has been viewed by over 220,000 
people on You Tube since its launch. It is now part of a much wider 
social media campaign, has been translated into many languages and 
is being distributed worldwide by the Foundation, Niemann Pick UK, the 
International Niemann Pick Disease Alliance as well as been submitted 
to a number of film festivals. 

 

Education, Education, Education
Through it awareness activities, website, presentations, development of 
information leaflets, and strong social media pages the Foundation has 
raised vital public awareness of the disease, its signs and symptoms 
and the impact on the wider community. The Foundation hopes to build 
on this over the coming year.
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Through the commitment of our volunteers, supporters and fundraisers 
we are making a real and measurable impact to the lives of those with 
NP-C. Below we share with you a few examples provided by individuals 
and organisations.

Sam’s New Wheels
Sam desperately needed a new specialist buggy to help him enjoy 
quality time with his mum, dad, siblings and the family dog. The 
Foundation was delighted to be able to approve the grant and soon 
Sam was enjoying his new wheels! 

“An enormous thank you to supporters of the Hope for Hollie 
Foundation for the equipment grant that purchased Sam’s buggy. A 
very fancy set of wheels! With it we’re able to get out into the great 
outdoors, knowing that Sam will be comfy and secure. It’s a great piece 
of kit but comes with a hefty price tag. We hope it will last him for 
several years as it’s fully adjustable. The only problem we have is that 
everyone wants a ride in it when they get tired!”

Miriam Evans, Mum to Sam, NP-C.

Garden accessibility for Emily and Sarah
Sarah and Emily both suffer from NP-C and desperately needed 
wheelchair access into their garden so they could enjoy their outdoor 
space. Emily was also in need of a sat monitor at home. We were 
pleased to be able to approve the applications in support of this family

“Mark and I would like to thank the Hope for Hollie Foundation for not 
only funding the garden decking area for our girls but also funding a 
much needed sat monitor for our oldest daughter Emily. Having the 
garden decking will enable us to enjoy the outside space with our  
girls whilst providing the care and support both girls need. It is  
so appreciated.’’

Lisa Bushaway, Mum to Sarah and Emily, NP-C.

Grant funding to charities working  
in the Niemann Pick field
NP-C is an ultra rare life limiting disease with complex and distressing 
symptoms which not only affect the patient and family but also have 
an impact on the wider community such as friends, teachers and 
professionals. Families can frequently spend many years seeking a 
diagnosis and feel alone and lacking support because little is known 
about the disease in their local community. Through collaboration with 
other charities working in the Niemann Pick field we have been able 
to support the continuation and enhancement of vital support and 
information services provided to affected individuals, parents, the wider 
family unit and those working with families in the social care field. This 
has a direct benefit to the families and the local community. This benefit 
is recognised by the national patient group Niemann Pick UK .

“The continuing support of grant giving organisations such as the 
Hope for Hollie Foundation is vital to NP-UK and greatly assists us 
in achieving our objective of making a positive difference to affected 
families through the provision of care, support and information and the 
promotion of relevant research. 

We have  been able to collaborate with the Hope for Hollie Foundation 
on several projects, one of which is the acclaimed short film ‘Imagine’, 
which has been highly successful in raising awareness of NP-C 
across the world. The project was jointly funded by the Hope for Hollie 
Foundation, NP-UK and the International Niemann-Pick Disease 
Alliance and has now been translated into 10 languages. In addition 
NP-UK has also been most fortunate to have secured grant funding 
from the Foundation for several projects including part-funding for the 
essential post of NP-UK Families Officer.”

 Toni Mathieson, Executive Director, Niemann-Pick UK.

MAKING AN IMPACT



The accounting period for the Foundation runs from the 1 April 
to 31 March each year. 

Charity expenditure covers two key areas:
• to fund awareness and fundraising activities
•  to provide grant funding in line with our grant making policy. 

Charity income during the financial period has been made 
up solely of  fundraising income.  This has involved events 
hosted by the Foundation, individual fundraiser contributions 
and fundraising undertaken by local companies, schools and 
nurseries as well as matched funding donations and gift aid.

Administration expenditure is nominal – trustees and 
volunteers help carry out the charity administration and attend 
events on a voluntary basis and regularly donate stationery 
supplies free of charge. 

We are extremely grateful to local businesses who continue 
to provide their services free of charge which has helped to 
reduce or eliminate certain expenditure. In particular we are 
grateful to our local printer, who continues to provide the 
charity with printing services at no charge.

Overheads for fundraising events are kept at a minimum 
through the generosity of companies offering substantial 
discounts on most services. Our biggest fundraising outlay is 
when we host our annual charity ball. All overheads are fully 
accounting for when setting ticket prices for this event.

 

Financial Review
Administration
Registered Address

3 Stubbs Field, Shenley Brook End, Milton Keynes, Bucks, MK5 7GG

Trustees

Helen Carter, Chair (NP-C Parent) 
Alison Ayers, Vice Chair 
Diane Waller, Secretary 
Sarah Gale, Treasurer 
Dana Smith, Trustee 
Jacqui Richardson, Trustee 
Linda Skellern, Trustee 
Roger Widdecombe, Trustee 
Nadia Slatch, Trustee (NP-C Parent)

Medical Advisor

Professor Paul Gissen, PhD FRCPCH

Governance

The Foundation has nine trustees, two of whom are parents of children 
affected by NP-C. The Chair of the Foundation is also a Trustee of the 
patient organisation Niemann Pick UK. 

Conflicts of Interest

A robust conflicts of interest policy is in place to ensure that any 
conflicts are dealt with in an appropriate manner to protect both the 
charity and its trustees. Trustees with a recognised conflict of interest 
or loyalty abstain from any consideration of grants or other discussions 
where a conflict could be perceived to exist. The charity holds a 
conflicts register which is updated annually. All trustees are reminded of 
the need to declare any conflicts at the start of each board meeting.

Our Grant Making Policy

The Foundation approves grants in line with its Grant Making Policy to 
both individuals and other charitable organisations. An individual may 
apply for a grant of up to £1,250 in any twelve month period. The grant 
application must be supported by a medical or social care professional 
and where the grant application relates to the purchase of equipment 
or services it must be accompanied by a minimum of three quotes. The 
individual grant limit can be increased at the discretion of the Trustees 
where there is a clear need for funding above the set limit. 

The Foundation welcomes applications from other charitable 
organisations registered with the Charity Commission of England and 
Wales, Scotland or Northern Ireland where the grant funding would be 
in furtherance of the Foundation’s objectives. In particular this would 
include the continuation and enhancement of specialist support and 
information services, partner funding for an approved research study, 
funding of specific projects which will benefit those affected by NP-C 
and funding of community activities that enable social interaction and 
the development of mutual support networks. 

The Foundation may approach charitable organisations directly to offer 
grant funding where it is felt that such funding would be in furtherance 
of the Foundations objects. 

The Foundation promotes its grant making policy to families and 
organisations through its social media page, website and with the 
assistance of signposting by other charitable organisations.  

Reserves 

The charity has adopted a reserves policy that will enable the charity 
to continue delivering its core grant giving service during a time of 
reduced income/fundraising activity. The level of reserves are currently 
set at £15,000. This takes into account risks associated with a period 
of reduced income, future grant commitments, being in a position to 
be able to continue offering emergency funding to families in need 
Trustees will keep this under regular review.

Structure, Governance & Management



Statement of Assets and LiabilitiesReceipts and Payments

Receipts and payments accounts
For the period 7 February 2014 to 31 March 2015

Unrestricted funds Restricted funds Total 2015 Total 2014

Receipts                                                                                                                                                       £
Cash from Hope for Hollie Campaign 6,174 - 6,174

Just Giving Donations 16,908 - 16,908

Other Donations 2,356 - 2,356

Santander Match Donation 3,500 - 3,500

Hollie’s Summer Lovin’ Charity Ball 25,526 - 25,526

Christmas Fayre 1,359 - 1,359

Curry Night 663 - 663

MKFM Christmas Party 1,100 - 1,100

Other Fundraising Events 13,502 - 13,502

Merchandise Sales 116 - 116

Interest received 5 - 5

Total Receipts 71,209 - 71,209

Payments
Grants awarded 18,626 - 18,626

Costs of Ball 11,487 - 11,487

Other Event Costs 2,999 - 2,999

Fundraising materials 1,339 - 1,339

Just Giving costs 198 - 198

Internet costs 212 - 212

Insurance 221 - 221

Awareness DVD costs 2,000 - 2,000

Conferences, artwork & meeting costs 614 - 614

37,696 - 37,696

Asset Purchases
Laptop 380 380

Total Payments 38,076 38,076

Net of Receipts / (Payments) 31,333 - 31,333

Cash funds last year end - - -

Cash Funds This Year End 33,133 - 33,133

Unrestricted funds Restricted funds Total 2015 Total 2014
                                                                                                                                                                                                     £

Cash Funds
BMM Account 22,826 - 22,826

Community Account 10,307 - 10,307

Total Cash Funds 33,133 - 33,133

Assets Retained for the Charity’s Own Use
Laptop 380 - 380

380 - 380

Liabilities - - -

- - -



Independent examiners report  
to the trustees
I report on the accounts of the charity for the period ended 31 March 2015 
which are set out above. 

Respective responsibilities of trustees and examiner

The charity’s trustees are responsible for the preparation of the 
accounts. The charity’s trustees consider that an audit is not required for 
this year under section 144(2) of the Charities Act 2011 (the 2011 Act) 
and that an independent examination is needed.  

It is my responsibility to: 

• examine the accounts under section 145 of the 2011 Act, 

•  follow the procedures laid down in the general Directions given by the 
Charity Commission (under section 145(5)(b) of the 2011 Act, and 

•  state whether particular matters have come to my attention.

Basis of independent examiner’s statement

My examination was carried out in accordance with general Directions 
given by the Charity Commission. An examination includes a review 
of the accounting records kept by the charity and a comparison of the 
accounts presented with those records. It also includes consideration 
of any unusual items or disclosures in the accounts, and seeking 
explanations from the trustees concerning any such matters. The 
procedures undertaken do not provide all the evidence that would be 
required in an audit, and consequently no opinion is given as to whether 
the accounts present a ‘true and fair’ view and the report is limited to 
those matters set out in the statement below.

Independent examiner’s statement

In connection with my examination, no matter has come to  
my attention: 

1.  which gives me reasonable cause to believe that in, any material 
respect, the requirements:

•  to keep accounting records in accordance with section 130 of the 
2011 Act; and 

•  to prepare accounts which accord with the accounting records and 
comply with the accounting requirements of the 2011 Act

have not been met; or

2.  to which, in my opinion, attention should be drawn in order to enable 
a proper understanding of the accounts to be reached.

Jennifer Milton FCCA 
38 Welsummer Grove 
Shenley Brook End 
Milton Keynes 
MK5 7GF
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