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News from the UK Lowe Syndrome Trust 

July 2004  

 
    Lowe Syndrome Trust 

ñCare today é cure tomorrowò 
 

It has been a busy year so far for the Lowe Syndrome Trust in the UK.  Following the 

Trust awarding a £50,000 Lowe research 

grant to Dundee University, I was 

approached by the Press department of 

the University to ask if myself and Oscar 

would be willing to take part in a TV 

programme called GMTV (Good Morning 

Television).  The reason was that the host 

of the programme was about to be 

honoured as the University Rector and 

they had looked through various 

happenings at the University which would 

be of interest to the general public and 

decided Lowe Syndrome would fit the 

bill!!  

 

The journey from London to Scotland was a little stressful when husband Andrew did not 

have his passport (a new requirement on internal flights).  Somehow Oscar and I were 

allowed on board without ours!!! Andrew finally appeared at the hotel at 3:00am in the 

morning to be woken at 6:00am with a car ready to take us to the University. 

 

Oscar was extremely excited and the hyperactivity set in with a vengeance!! The producers 

thought we would leave him out as difficult to pin him down!  Fortunately, when the 

cameraôs rolled on myself and Dr John Lucocq who is carrying out the Lowe Research, 

Oscar walked calmly to our table and sat as sweet as pie!!!! 

 

The show was shown throughout the UK and resulted in good publicity for the charity and 

the disease. 

 

The next campaign to raise funds 

was a return to the theme of 

Ladies who Lunch.  UK TV 

Personality Tris Payne (and 

gorgeous at that! ) was our host 

for the event which included 

entertainment, raffle, board and 

auction prizes. The FABBA 

GIRLS supported us once again by 

attending the lunch which ended 

in a climax of frantic bidding for 

lunch with Tris ï two women 

bidding £300 each!!  The lunch 

raised just over Ã3000é 
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Another fund raising idea came to mind and I 

was delighted that the Trust was accepted 

following my letter writing to be placed on the 

BBC Radio 4 Appeal.  I met with the producers 

and put together a script for the Lowe Syndrome.  

I managed to persuade UK Actor Tom Conti to 

come along to the studios and record the script 

which was aired on three different occasions.  

Local North West Magazine Editor, Cathy Levy, 

who has supported the charity immensely, 

including information about the trust in three 

editions of the magazine kindly helped with the 

final editing. 

 

The Appeal was a fantastic success in both raising awareness and funding of £8000.00 

 

We were given the opportunity of holding an event at the House 

of Lords ïour next door neighbour is a Lord and kindly agreed 

to host the event.  I decided to use the event as an awareness 

campaign for both medical professionals and supporters.  I 

searched the internet and other means of information and 

invited people I believe can help us in the future.  I also invited 

supporters of the trust who have attended events and helped 

raise funds to date.  I was pleased that a UK company, BT 

Global Solutions, who have previously supported the Trust, 

confirmed they would sponsor the event. 

 

The evening turned out to be a 

tremendous success in spite of the 

typical UK summer weather.  We had 

gailforce winds, driving rain and the 

temperatures normally seen in 

November!! 

 

From the medical arena, we had the 

current research teams from Great 

Ormond Street Hospital, Dundee 

University, University College London 

and Imperial College London.  The 

Lowe UK Scientific Advisory Board 

turned up in force and I was delighted 

that in spite of the weather we had 

attendees such as the Chair of the UK 

Genetic Interest Group, the Chair of 

the Neurological Society and the Assistant Director of Research and Development for the 

NHS (National Health Service). Tony Hadley and Jono Coleman both Patrons of the Trust 

again supported the charity by attending, along with the FABBAGIRLS.  Another of our 

guests was Nicole Cox, wife of Brian Cox who has recently been seen in the film Troy.  

Brian had been present at the Dundee screening of GMTV with me and said he would help 
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in any way he couldé sadly work commitments 

meant he could not turn up for the House of 

Lords event, but having his wife was a real 

bonus! 

 

Lord Janner kindly introduced the event and 

welcomed Lowe Trust Chair of the Scientific 

Advisory Board, Professor Bruce Caterson who 

presented a well received speech on the trust 

achievements in respect of the research projects 

underway in the UK.  Bruce thanked the 

supporters, the Scientfic Advisory Board , the 

current research teams and all the supporters 

for their continued commitment to the 

endeavours of the trust. 

 

The morning following the House of Lords 

event, I was given the opportunity to speak 

live on a London Radio programme LBC with 

Nick Ferrari.  In spite of my tiredness I 

believe I managed to cover all the relevant 

details of the trust and disease which again 

hopefully lead to better awareness and the 

need for more funding and research. 

 

I was also given the opportunity to take part 

in the David Prever show on LBC Radio on 

2
nd

 August.  In spite of my nerves, I believe 

the one hour programme went well and will generate more awareness of the Lowe disease. 

 

Also, a friend nominated me for a magazine award in Good Housekeeping which I am 

pleased to say I managed to get through to the final three and shown in the August edition 

of GH. I really hope this again raises awareness of the Lowe disease ï if I win (people have 

to vote ï then the charity will benefit by £2000). 

 

The end of the year will be devoted to The Flora Light Womens Challenge ï a 5K run 

around Hyde Park ï we hope to have 50 runners for the Trust. 

 

We also have three runners in the New York Marathon on the 7
th
 November.  If you wish 

to raise money for these people please contact me.   

 

December 2
nd

 has now been finalised as a date for the first UK European Symposium 

which will take place in the Royal Society London.  It will be a chance for the current 

research teams in the UK to present on their projects to date.  Robert Nussbaum Head of 

the National Institute of Health in the USA has kindly agreed to attend.  Other invitees will 

be from the medical arena.  Sponsorship is required to fund this event -  if you think your 

company would be interested, please call me 0208 458 6791. 

 

As a brief update to our supportersé the research project at Great Ormond Street has been 

completed successfully.  Dr William Vanôt Hoff, Consultant Nephrologist with his team 
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have successfully cultured Lowe kidney cells from a few Lowe children within the UK.  

This now enables future research projects to be carried out. 

 

Both Imperial College London and Dundee 

University have commenced their projects and 

already have reported exciting findings which 

will be discussed and reported in a Newsletter 

at the end of the year following the UK 

Symposium. 

 

The project at University College London will 

now commence in the Autumn of 2004 due to 

the necessity of finding a PHD Student suitable 

for the project. 

 

We are delighted that Professor Chris Oliver of Birmingham University has joined the 

Trust in its endeavours to further research.  Already Professor Oliver has worked with the 

Trust and carried out a Behaviour Study not only on Lowe children within the UK, but also 

within the USA.  Behaviour problems with Lowe children are very difficult to control.  The 

children are very sweet, affectionate and loving but the syndrome depicts that they have 

similarities to the autistic spectrum.  They have unusual behaviour in that they sometimes 

have to carry out a task even if it is most bizarre!!  As a few examples 

 

¶ Donôt ever let a waiter take away his or her food without askingé. I have had 

scenes where I have ended up with the chef in a kitchen trying to explain where 

the food has gone! 

 

¶ Try not to visit supermarkets or any shop!   

 

¶ Will approach anybody, anywhere and start talking ï sweet, but sometimes 

embarrassing!  We get to know everybody at hotels we stay at as we have to 

follow Oscar around and introduce ourselves when trying to get Oscar away 

from them.  He usually wants to know if they own videos, gameboys, can he visit 

their houseé 

 

¶ Obsessions.. they all differ from child to child, but for instance our little boy has 

obsessions with videos, gameboy etc.  We try to steer clear of any shops selling 

these items as it usually results in him being carried out kicking and 

screamingé which for a 10 year old is quite a tough thing to handle! 

 

¶ Sensitivityé. They hate to see anybody hurt and upset.  If they see a girl/boy 

crying they will want to go up and comfort them ï even if they donôt know them! 

 

 

We are also in talks with other medical professionals regarding more research which has 

resulted from one of our present researchers spreading the word é thank you! 

 

I am in the midst of planning an Exclusive Prevew of the Tony Hadley 60 Date Tour, with 

Matin Fry and  FABBAGIRLS.  This will take place on Saturday 22
nd

 January in 

Knightsbridge Londoné details to be announced in September. 
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. 

There are lots of other fund raising activity happening within the trust.  Letter writing to 

trusts, companies etc.  As an example, we have again received £1000 from the Lots Road 

Galleries London - for three years running they have kindly collected money from their 

programmes for the Trust.  Our family carpenter has also worked hard raising nearly 

£3000 for the Trust ï thank you Hubert!  Lots more but too many to mention!  Thanks to 

all of you. 

 

BT Global Solutions have again entered into the spirit of raising funding for us and 

organised a Fun Day raising £2000.00 

 

We are delighted that CHARITY FINANCE magazine has awarded 

a commendation to the trust in respect of its achievements. 

 

I am about to set up an Auction site for the trust as we continually 

write for items which we will try to sell on ebay.  I am in contact 

wih lots of celebrities agents and hope to acquire items to raise 

more funding for researché.please call if you are interested in Liz 

Hurleyôs signed Versace Shoes, Holiday breaks, etc ! 

 

Help is required by the Trust in all aspects for example -  acquiring 

Auction items, Sponsorship, Letter Writing and general office work ï please contact meé 

 

 

Lorraine Thomas 

Chair 

The Lowe Syndrome Trust 

lthomas@care4free.net 

 

0208 458 6791 

www.lowetrust.com 
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