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Turning money into hope 

Christmas 2018 Newsletter 
2018 has unfortunately been a mixed year for us.  After 
the hopes at the end of last year, we have been on a bit of 
a rollercoaster ride this year.  Two of the NPC trials 
concluded this year with mixed results.  Whilst they 
haven’t failed, the results aren’t as exciting as hoped.  
The trials highlighted the difficulties in designing a trial 
for an ultra-rare disease with each patient presenting 
differently.  William has also struggled a little this year 
and we head in to 2019 needing to adapt to his new needs. 

Fundraising efforts 
After the successes of last year on the fundraising front, 
we have afforded ourselves a quieter year this year with 
no Charity organized events.  However, as always, we 
have received fantastic support from other sources and 
are incredibly grateful to everyone who has included us 
in their fundraising efforts this year. 

Mike Hodges and the team at 
Carrington Investments 
kindly chose the NPRF as their 
charity for 2018 and have been 
busy raising funds for us.  Their 
main event saw teams of 5 
cyclists and spinners alike, 
attempting to complete the cumulative distance of 385 
km (London to Paris) in 3 hours.  There were several 
teams involved including two Carrington Staff teams 
competing against teams made up of clients and friends.   
The teams smashed the challenge and safely reached 
“Paris” raising over £7,000.  Thank you to “teams” 
Carrington for your support this year. 

We are also are grateful to Rebecca’s 
old school, High March, who once 
again chose the NPRF to be one of 
the charities to benefit from funds 
raised at their summer One Night in 
Venice Ball. It was a beautiful 

summer’s evening and we were all delighted to join the 
guests for the drinks reception and traditional Heads and 
Tails event.  It was a fantastic evening, brilliantly 
organized and it gave us another opportunity to air our 
version of Ed Sheeran’s Photograph to a new audience.   

Sue was delighted to go back to the school in September 
to attend an Upper School assembly and be presented 
with a cheque for over £14,000! Thank you so much! 

A massive thank you to William’s friends Luke 
Maxwell and George Nagle who nominated the NPRF 
to receive a donation from the Benevolent Fund at The 
Royal Grammar School in Wycombe. George and Luke 
made a presentation on the NPRF to their peers and 
raised £212.  And finally, on the school front, thank you 

to family friend Gitta Streete, whose son Jordan is a 
great friend of William, and her school Dropmore 
Infant School who raised £350 from donations made at 
last year’s Christmas Nativity event. 

We are also grateful to William’s godmother, Amanda 
Fleming-Jones and her friend Sarah for choosing the 
NPRF to be one of the charities to benefit from their 
Moonwalk in the summer, presenting the NPRF with a 
cheque for £500.   Thank you also to William’s uncle 
Martin Coward, for raising £500 with his HSBC work 
colleagues from various events throughout the year. 

Finally, our wonderful scientists 
once again took on a challenge to 
raise funds for us and the NPUK. 
This time they cycled from Oxford 
to Cambridge where 
the NPUK Family 

Conference was taking place.  Despite 
challenging weather once again, they all 
arrived safely.  Thanks to Team Platt for 
all you do for the Niemann Pick 
Community.  

Research and Trials 
We started the year with optimisim that progress was 
being made towards a treatment for NPC. Unfortunately 
there has only been mixed progress during the year.  
Designing a trial for a rare disease is complicated. There 
is only a small population to recruit from; there can be 
material variations in disease presentation and progress; 
trials normally require a placebo (a group of patients not 
on the drug) which can blur the actual effectiveness of a 
drug.  The two trials that finished in 2018 (including the 
one William is on) have reported preliminary data that 
shows that whilst the drugs were well tolerated and little 
disease progression was noted in the groups taking the 
drug, this was also true of the placebo groups, making it 
difficult to prove efficacy.  Defining the right endpoints 
to judge a drug against has proven to be a big challenge 
and it does feel that little progress has been made.  
However, we remain hopeful that further analysis of the 
data may prove more efficacy and eagerly anticpate those 
results early in 2019. 
 
We have continued to work with a number of the 
laboratories in 2018, with John Spencer at Sussex 
University completing his project developing copper 
chelation cyclodextrin hybrids and continuing his 
collaboration with Fran Platt on the mode of action of 
Tanganil.  2018 has also seen us enter into a partnership 
funding arrangement with Action Medical Research 
(AMC) and a number of other NPC charities to support 
Fran Platt’s laboratory with a fantastic peer reviewed 
research project.  This means the money you have kindly 
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helped us raise effectively goes further, and enables the 
scientists to secure larger grants which we alone are not 
able to support.  We are looking to repeat this partnership 
in future and have other new laboratories looking to 
conduct research into possible therapies for NPC. 
 
Financial results for the period 
ended 31st December 2017 
We are grateful yet again to Adam Cunliffe for 
reviewing the accounts for us.  The big event of 2017 was 
our second Ball, 5 years after the first one. Net proceeds 
from the Ball were £56k. The other significant fundraiser 
was the Race to the Stones sponsored 100km run, which 
contributed over £26k. Total net income for the year was 
£96,095 which generated a surplus (after overheads) of 
£94,325. We spent £77,419 on research during the year, 
across 4 research projects.  We finished the year with 
£158k in cash reserves, of which nearly £50k is 
earmarked for specific approved projects.  

 
Christmas Wishes 

We have continued to get out and about 
as much as possible with William and 
used a couple of big birthdays this year 
as an excuse to take William and 
Rebecca to New York for a wonderful 
few days in April, siteseeing and 
catching up with friends. 

 
The summer saw us once again back 
in Mallorca, this time joined by 
William’s cousins for a few days 
with one highlight being a beautiful 
sunset cruise.   
 

Finally, we were spoilt with an extra trip to 
Portugal in October to get some last minute 
sun to see us through the winter.  With 
lovely weather and a beautful setting it was 
a fantastic week and is inspiring us to get 
William away again in 2019. 
 

William has also enjoyed some great trips 
out in the UK, including a night on safari 
at Port Lympne, Kent. We stayed in the 
Giraffe Lodge which was fantastic, and we 
had a lovely family evening watching the 
animals at the watering hole in front of our 
lodge!  
 

He also went to his first concert in the summer and who 
better to see than Mr Ed Sheeran 
himself!   Thanks to The Carey 
Foundation for making the night 
possible which didn’t fail to live up 
to all our expectations. 
 

And finally, in a year of firsts, William competed in his 
first Superheroes Triathlon.  First up was the “swim” 
with David and Michelle Mclellan pulling William and 
Rebecca in a kayak over a 400m course. William then 
transitioned to his buggy, 
pulled by David on his bike and 
supported by Rebecca, 
enabling him to do a 10km 
cycle. Final leg was Sue and 
Rebecca running and pushing 
William in his buggy for 
2.5km.  Thanks to Michelle in particular for your support 
but also to the Wilkos and other Mclellans for coming 
and supporting us.  With so many disabled participants it 
was a humbling day but definitely one that we all really 
enjoyed, even if William was asleep by the end of the 
run!  
 

Thanks to Tracie and Sue, he 
has also had many great days 
out and is completely up to date 
at the cinema and enjoyed his 
annual trip to the panto this 
week.  
 

Looking forward to 2019, we are gearing up for a year of 
change for us.  William turns 18 next year and has to 
transition to adult care, including moving from GOSH to 
UCL next summer. Having been at GOSH since 2006 it 
is going to be quite a change, but our biggest change 
comes when Tracie leaves us at the 
end of February.  We can’t thank 
Tracie enough for everything she has 
done for William over the last 4 plus 
years and it goes without saying we 
are going to miss her massively.  
Good luck with your new adventures 
in Norfolk and make sure you come 
and visit us lots!  
 
Which leaves us just to send our very best wishes to you 
all for a wonderful Christmas and a healthy and 
successful New Year as we look forward to another year 
when we can continue to “Turn Money into Hope”. 
 
David and Sue French 
 


