
Hello and welcome to the Autumn 2014 Edition of the NAC’s Newsletter.  
 

As well as news and information items, this edition brings you articles about holidays!  With the 

summer almost a distant memory, articles about cruises and holidays in the sunshine bring the 

sunshine back!  
 

The NAC is increasingly aware that providing care and/or support to elderly parents as we 

ourselves age is a huge physical and emotional struggle for many beneficiaries.  Managing one’s 

own disability or dealing with pain may affect the level of practical support one can give.  After 

reading Geraldine’s excellent account of caring for her Mum, I hope readers may come forward to 

share their own experience in a future edition. 
 

Please enjoy reading, as ever, if you’d like to contribute to the next newsletter please contact me. 
 

Simone Illger, Newsletter Editor 
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Chair’s Up-date 
 

Welcome to the autumn edition of the NAC newsletter. We are so grateful to Simone for editing 

this edition and for the wide range of articles she has managed to squeeze out of so many willing 

volunteers. 

 

Following my re-election to the NAC, along with Freddie Astbury and Rowland Bareham, I was 

asked to take on the role of NAC chair in April. I agreed to take on this role simply because we are 

at such a momentous time as a thalidomide community. 

 

There have been many significant changes in staff at the Trust offices in the last year or so, 

culminating in the appointment of Deborah Jack as our new Director. These new staff members 

have truly hit the ground running and this has given NAC members unprecedented opportunities to 

be significantly involved in many new initiatives. The NAC is in the process of changing the way we 

operate in order to take advantage of these new opportunities. 

 

The NAC elections saw both the chair (Liz Buckle) and deputy chair (Sue Kent) of the Health and 

Welfare committee bid farewell to the NAC. It was very sad to see them go, along with another 

NAC stalwart, Daphne Allan. This has meant that the H&W (now renamed Health and Wellbeing) 

committee has new leadership. Simone Illger and Rowland Bareham make a formidable 

leadership team, assisted by three other regular members. The H&W committee have a huge 

workload with a number of new initiatives and a close working relationship with Trust staff. The 

Finance committee has been officially disbanded to reflect the fact that the NAC team now work so 

closely with the Finance trustees (read more on Page 30). 

 

The NAC-led negotiations with Diageo were also hugely positive, with all of us seeing a massive 

uplift in our annual payments as a result. 2014 was a bonus year financially for all of us and was 

the result of a great deal of hard work. Please don't expect such a result on a regular basis, but the 

team is already thinking ahead to the next six-yearly review, which begins in 2016. The campaign 

to persuade the German government to face up to its wrongdoing at the time of the Grünenthal 

trial in 1971 is also at a pivotal stage. We have presented a dossier of incriminating evidence to a 

team of specialist lawyers and have key meetings coming up in the autumn. Thank you to 

everyone who contacted MPs and MEPs. 

 

As ever, the whole NAC would love to hear from you if you have any questions or comments about 

our work. If you think you have significant abilities that would benefit the thalidomide community 

please do stand for election next year. 

 

We wish you all our best wishes, 

 

Nick Dobrik - NAC chair 

Craig Millward - NAC vice chair
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A few words from the new Director…… 
Deborah Jack 
 

It’s been a bit of a whirlwind since I took over the post of Director on 1st June. The Thalidomide 

Trust is a unique and fascinating charity and I have found my first few months interesting, varied, 

intellectually stimulating….and at times challenging!  

 

My priorities have been getting to know the organisation, the staff, the trustees, the NAC and key 

stakeholders (including Diageo, the Health Departments and MPs) – and, of course, meeting the 

beneficiaries and understanding what your current needs are and what you want from the Trust 

going forward. 

 

I’ve found everyone very warm, welcoming and also very open and willing to share their thoughts 

and views with me – and some of you clearly have very strong views! 

 

I’ve been struck by the range of different disabilities that beneficiaries are living with – a far cry 

from the stereotypical view of Thalidomide damage – the variety of life experiences you have, the 

different coping mechanisms that you have adopted over the years and the wide spectrum of 

different ways you are currently using the health grant to change your lives for the better. But 

despite the differences, there have been some common themes running through many of the 

discussions I have had with beneficiaries:  

• the importance placed on maintaining your independence and mobility and the increasing 

challenge of staying fit and flexible. 

• the pain that many of you live with on an ongoing basis – which has often just become an 

accepted part of your life. 

• unanswered questions that you have about the impact of ageing on bodies that have been 

put under immense pressure over the years. 

• the enormous difference increased funding in recent years has made to your quality of life 

and sense of independence and security 

• but also fears about the long term future and worries about whether the health and social 

care services will be able to understand and meet your changing needs as you get older – 

and whether you’ll be able to stay in your own homes. 

Another striking thing has been that, as you reach your early 50s, many of you are going through 

big life changes – such as children leaving home, parents getting older or even dying, moving 

home and giving up work, reducing your hours or changing careers – and this brings a whole set of 

fresh challenges to deal with.  And whilst many of you have lost touch with other beneficiaries over 

the years, it seems that there is a growing interest in re-connecting now – and many of our newer 

beneficiaries and overseas beneficiaries are also really keen to build links with other people who 

have some understanding of what they are going through, share problems (and solutions!) and 

give and receive support. 
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I will do everything I can (working with the staff team, the trustees, the NAC, Volunteer Visitors and 

Campaigns Team) to: 

 

• secure ongoing and increased funding for you all 

• continue to develop HealthLink to provide advice and support to empower you to get the 

care and support you need 

• improve communications and increase information sharing with, and between, beneficiaries; 

to explore new ways of helping you keep in touch with each other 

• deliver research projects that will help improve our understanding of your health needs and 

ultimately improve standards of care  

• ensure that we are making the best possible use of the resources we have. 

 

I look forward to getting to know those of you who I haven’t yet had the opportunity to meet in the 

months ahead.  

 
 

Deborah 

 

 

Communications Working Group 

Mikey Argy 
 

The NAC has established a 

“Communications Working Group”. 

 

You will by now have already have received a 

form, from the Trust, about how you currently 

communicate with the Trust and how you 

would like the Trust to communicate with you.  

 

There is great technology out there to enable us to get 

information to you very quickly if you wish to receive it 

more than twice a year in a newsletter. For example, 

some people may wish to have campaign updates regularly, some may 

want that but prefer a paper newsletter; or an electronic newsletter but no campaign updates 

except once a year; there will be different ways you can choose to receive your communications.  

 

Please look out for that form and complete it! We are looking at all variables to establish better and 

easier ways for the NAC and Trust to disseminate information to the community.  
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Campaign Up-date  
The Campaign Team 
 

EU Campaign Activities 

 

As you are aware, following recent successful negotiations with the UK Government, securing the 

Health Grant, and Diageo, obtaining another supplementary distribution and the acceleration of the 

Long Range Plan 2022; we have turned our attention to the Germans who have yet to contribute a 

single euro to UK Thalidomide survivors. 

 

We all know the role Grünenthal played, but incredibly we have recently discovered even more 

startling evidence about the depth of their despicable behaviour. In addition, our research reveals 

that the German Government was actually complicit in the Thalidomide Scandal too. We have 

presented our initial evidence to a law firm who have formally advised us that, in their view, it does 

“…..raise a prima facie case of political involvement in the early termination of the criminal trial 

against Grünenthal” 

 

It is important to understand that whilst there are legal matters, this is not a legal issue. Our 

campaign will be won politically. 

 

You will appreciate we can not go into real detail here about our tactics and strategy, but we 

envisage that we will be able to expand more and take questions at NACAC 2014 on Saturday 

18th October in Stansted. We look forward to seeing you there. In the interim, we can say that we 

are adopting a pincer movement.  

 

You have all contributed to the action in the UK by signing and sending letters to your MPs in 

Westminster. Indeed, if you haven’t already, you will have received a follow up letter to sign and 

send off. It is absolutely vital that we all do this as it is this grassroots support that will carry the 

day. There is also tremendous support from all the Devolved Administrations. You will see a 

detailed report on the UK Campaign elsewhere.  

 

In the EU Parliament, there is also fantastic wide-spread support from MEPs; cross border, cross 

party and cross political groupings. Having built a broad base support before the summer recess, 

we are now targeting the most senior MEPs with a very specific request that will bring significant 

pressure to bear on the Germans. It will be a very busy autumn; watch this space. 

 

In the EU Commission, we have met the Health Commissioner, Tonio Borg, three times since 

January, which is almost unheard of. He has promised to verbally brief his successor about our 

campaign to ensure continuity and his civil servants are on board. A lobby group tends to only get 

one meeting and rarely two. This practically demonstrates we are being taken extremely seriously.  

 

We are very keen to ensure that where we lead; others can follow. In the same way our Statement 

of Regret and Health Grant in the UK had positive ripple effects across Europe and our Diageo 
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negotiations across the world; we anticipate Thalidomide survivors across Europe including those 

in Denmark, Finland, Italy, Spain and Sweden will benefit from our current campaign activities.  

 

Your campaign team are totally dedicated and have been working very hard and expect to do so 

for the next eighteen months to finally force the Germans to take responsibility for their actions. 

 

Our new Director, Deborah Jack, is working to improve communication and we will take advantage 

of the new system(s) to share campaign developments with you more regularly. In the interim, you 

can look at www.fiftyyearfight.org which will be updated from early October.  

 

UK Campaign Activities 

 

We like to thank all of you for your tremendous support to the campaign team.  In the last 3 months 

we have met over 100 MPs and we can now count the majority of the House of Commons as our 

supporters. 

 

In the course of our research into the German archives on the criminal trial of Grünenthal, between 

1968 – 1970, we have found compelling evidence to show German government interference in the 

trial, the consequences of which were detrimental for the wellbeing of thalidomiders in the UK. The 

suppression of the evidence to do with Grünenthal’s negligence in regard to birth defects meant 

that our lawyers in the early 1970’s felt that we had a poor case. This led to the inadequate 

settlement in 1973, which meant that many of the health needs of our community were not met. 

We expressed this view in a meeting with Norman Lamb, Minister of State in the Department of 

Health. At a Trust held event in Westminster, he pledged his total support for our campaign.  

Meanwhile we will be very shortly seeing David Lidington, Minister for Europe, who will assist us in 

starting a conversation with the German government about out health needs. 

 

A lot will be happening over the next three months, and we ask you to keep continuing to support 

the campaign team, by looking out for letters from the Trust and acting on them promptly; and to 

continue your dialogue wherever possible with your own MP. 

 

Before finishing, we would especially like to thank those individuals who have spread the same 

message into the devolved Assemblies as well as the many others working tirelessly “behind the 

scenes” to drive the campaign forwards. 
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Thalidomiders in Westminster on 8
th

 July 2014 
 

 

On 8th July 2014, there was a Parliamentary event 

in Westminster (the third such event following 

those in Stormont, Northern Ireland and Holyrood, 

Scotland).  All the parliamentary events have 

been arranged by Steven Sinclair (NAC member) 

and this one in Westminster was hosted by 

Michael Moore MP – one of Steven’s contacts. 

 

There were about twenty-five thalidomiders there along with about the same number of MPs, and 

other attendees including a couple of our trustees.  Amongst the speakers were the new Trust 

Director (Deborah Jack), Norman Lamb MP (Minister of State for Care and Support) and Michael 

Moore MP (previously Secretary of State for Scotland) – both the MP’s speeches were very 

moving.  Many of the campaign team were there also - Nick Dobrik spoke about the campaign and 

Craig gave a short presentation about the history of Thalidomide and the injustice of Grünenthal’s 

woeful response since. 

One of the speakers was the new 
Trust Director – Deborah Jack 

Norman Lamb MP, Laura Beeton and  
Sir Robert Smith MP 

 

“I have just returned from the event 

in Westminster and want to take a 

moment to thank you for making it 

such a worthwhile experience.  The 

speakers were amazing and the 

day was well attended by MPs and 

thalidomiders alike. 
 

Thanks for making the event so 

worthwhile.” 

 

A beneficiary 

 



 8 

 

Steven Sinclair: “There is not enough space to thank the 

many involved in this event by name, but thank you all for 

making this event a success.” 

 
The event also showcased some of the fantastic and incredibly moving works of art produced by 

thalidomiders.  See the top ‘photo where Norman Lamb MP was presented with a painting by 

Laura Beeton, a thalidomider (pictured with her MP, Sir Robert Smith MP). 

 

The aim of the event is to ensure that our MPs are kept informed of our campaigning, to raise and 

maintain awareness of our achievements, to highlight the challenges that we continue to face, and 

to give an opportunity to thank them for the Health Grant that is now in place. 

 

Norman Lamb MP said “I will continue to work with colleagues in Westminster and the Thalidomide 

Trust to do all I can to help them in their campaign for justice.” 

 

Michael Moore MP said: “It was a privilege to host the reception today with Stevie and raise 

awareness of the thalidomiders’ 50 year campaign for justice … It is an absolute scandal that 

victims of Thalidomide have still not received an apology from the drug manufacturer Grünenthal 

nor the compensation due to them.” 

 

Michael Moore MP with Steven Sinclair and some of the paintings on display 
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Farewell to Sue Brooks, Secretary at the Trust 

Sue shares her memories of her time at the 

Thalidomide Trust 
 

Sue, I think you must hold the record for the person who’s 

clocked up the greatest number of years as an employee of 

the Trust!  How many years is it now??  

 

It's just over 20 years but John Hurley holds the record at almost 

27. 

 

You’ll probably remember your first day at work.  Can you 

share some of your memories of that day? 

 

Well, on my first day at the trust's office at The Shrubbery, I remember everyone was very 

welcoming and also being given a guided tour round the office to see where everything was kept, 

including of course the very important beneficiary files.  

 

What are some of the biggest changes you’ve seen during your time working for the Trust? 

 

Most changes occurred following Martin's arrival in 2000 and included: 

• Much improved contact with beneficiaries. 

• Planning and moving to the new offices. 

• Implementation of IT and electronic communication 

 

What do you think you’ll miss most about the job? 

 

Absolutely everything - except minute taking and then typing them up after meetings! 

 

Conversely (if you’re happy to share…..), what will you least miss? 

 

Minute taking and typing them up after the meetings! 

 

What are your plans for retirement?   

 

Initially, catching up with friends and family; spending more time with my mum and four grandsons; 

trying to get my garden looking as neat and tidy as my neighbours!  Then off to Majorca for a three 

and a half week holiday with friends, which will take me to October!  I haven't really thought 

beyond then, but I'm sure I won't have time to be bored! 
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Any special places you are looking forward to visiting? 

 

Some of the special places are where old friends of mine live; some of whom I haven't seen for 

many years, although we keep in regular contact.  I've warned them that once retired I would have 

time to travel round the country visiting and surprisingly they are looking forward to it as much as I 

am! 

 

How would you like to be remembered by beneficiaries? 

 

Someone who always had their best interests at heart and was always friendly and helpful whilst 

remaining professional. 

 

Sue also asked me to include the following message to beneficiaries with this article. 

 

“I would like to take this opportunity to thank everyone for contributing to my retirement collection, 

all the lovely gifts, the lovely cards and also the lovely photos and words in my memories 

book. The generosity shown has been amazing.  As I've said many times I feel privileged to have 

had 20 years working for such amazing people and I will always remember with great fondness my 

time at the trust.  Love to you all.   

 

Sue Brooks” 
 

 

Sue Brooks’ Retirement Celebration 

Colleagues and family members gather to 

celebrate 
 
On Monday 21st July 2014 at the Marriott Hotel, 

Huntingdon, a large group of beneficiaries, fellow work 

colleagues (past and present) and family members awaited 

the arrival of the guest of honour at what was a 

momentous and enjoyable afternoon. 

 

Eventually… she arrived!  Sue Brooks entered the building 

and enjoyed a rapturous round of applause and was 

handed glass of Pimms and lemonade.  Sue received a 

further surprise when she realised her mother, son and 

daughter were also there. 

 

The afternoon took the form of a barbeque meal and 

cocktails, which had been surreptitiously organised by Roz 

Hepple with the support of Trust staff. 

 

Sue discovers members of her 

family are at the party too! 
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Once again, Roz had done a sterling job 

of making the tables and surroundings 

look spectacular!  The baby pink and 

lime green colour scheme followed 

through from balloons, to table décor to 

the cake and gift wrapping. 

 

 

 

 

 

 

 

 

 

 
 

 

 

National Advisory Council’s Annual Congress 

(NACAC) 2014  
 

Saturday, 18th October 2014 
at the 4* Radisson Blu Hotel, London Stansted, 

Waltham Close, London Stansted Airport, Essex CM24 1PP 

 

It’s now less than one month until the NAC Annual Convention and it is shaping up to be a 

fantastic event. 

 

The agenda has been finalised and there will be a number of really interesting and informative 

sessions including; 

 

Financial Matters: Jenny Tunbridge will provide information on the financial questions that the 

Finance Team receives most enquiries about including life assurance, making a Will, emergency 

grants and major grants. 

 

Direct Payments: Mandy de-la Mare, one of the Trust’s Volunteer Visitors, and Michelle Hodson-

Curran will explain Direct Payments, how they work and how you can access them. 

 

Sue arrives at the hotel to her surprise retirement 

celebration 

Co-ordinated gift, flowers and cake by the 

talented Roz Hepple 
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The Pathway To Getting My Life Back: Dr Cowan from the Royal National Orthopaedic Hospital 

in Stanmore will explain the work that his team are undertaking to help beneficiaries to stay flexible 

and active and manage pain.  
 

Campaign Update:  The Campaign Team will provide an update on the current campaign against 

the German Government and Grünenthal and explain how you can get involved. 
 

New Ways of Assessing Risk of Heart Attack or Stroke: There will be an update on the new 

research study at UCL which is exploring new ways of assessing cardiac risk for people who have 

difficulty having their blood pressure taken. 
 

Q&A session: Where you can hear and more importantly be heard. 
 

In addition, there will be a chance to hear from Mike O’Brien who was the Minister of State for 

Health when we won the Health Grant; Nick Dobrik, Chair of the NAC, and Deborah Jack, 

Director. 
 

The meeting runs from 9.30am to 5pm and there is a fabulous and fun evening’s entertainment 

planned - a dinner dance with music from ‘the Ultimate Motown’. 
 

A special room rate has been negotiated with the hotel – with prices from £89 per night for air-

conditioned rooms with Wi-Fi including breakfast. 
 

Time is running out to book your place.  If you are interested in attending, please contact 

Stephanie on : 01480 474074 or  Stephanie.tweedale@thalidomidetrust.org. 

 

We’d love to see you there! 
 

 

Fit for the Future  
 

What is it? 
 “An interactive event to inform and guide beneficiaries on improving their health and well-being in 

the broadest sense.” 
 

For some time now, the NAC have been talking about an event for beneficiaries to attend to learn 

more about some of the practical and physical things they can do to maintain their future health 

and independence. 
 

Some of the topics which may be included: 
 

• Using the Health Grant 

• Exercise 

• Weight loss 

• Gadgets and gizmos 

• Mental well-being  

• Wills and financial matters 

• Pain management 

• Keeping the heart healthy 

and avoiding diabetes 

• Making the most of your 

Trust allocation 
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It has been agreed to replace the previous working title of “Fit for Fifties” with “Fit for the 

Future” and to ensure that more of those issues identified in the long range plan are included in 

the Agenda. 

 

When and where? 
Work is presently underway to organise this event, which may take place as early as May 2015. 

Venue and specific dates have yet to be agreed, but as soon as these are available, further 

information will be communicated to you via the Thalidomide Trust.   

 

This will be a weekend event to accommodate those beneficiaries who work.  It may include Friday 

afternoon as well as the whole of Saturday.  Delegates will be able to enjoy time afterwards 

socializing and relaxing with others before leaving on Sunday after breakfast. 

 

Will there be a cost? 
Beneficiaries will need to pay a contribution towards attend this event.  This is a cost that could 

be met from your Health Grant monies.  Further details will be made available as soon as they 

become available. 

 

What subjects will be covered? 
As part of the planning process, beneficiaries will be canvassed about which topics they 

are most interested in learning about.  It’s really important that this event is as informative 

and beneficial to beneficiaries as possible and beneficiary opinion will determine the final 

programme.   

 

Some of the areas of potential interest that the NAC has been made aware of are: 

 

• Treatments, therapies and learn more about the issues of pain, weight loss, maintaining 

independence and improving mobility, flexibility and emotional well-being 

 

• Financial well-being - Planning for the immediate and long term future.  The importance of 

writing a Will and making provision for dependants. 

 

Outline plans for the format of the event include: 
 

• short presentations from experts or specialists 

• beneficiaries sharing their own personal experiences 

• question and answer sessions 

• more personal small discussion groups or one-to-one sessions 
 

Keep an eye out for further information being sent out about this event. 

We want to make it what YOU want it to be! 
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Looking After Mum 

By Geraldine Freeman 
 

My Mum lived on her own near my sister Kath who did a lot of the looking after of her as in 

popping in and out every day, shopping and making meals.  Mum would come and stay with me 

for weeks on end and it was on one of these many visits in the summer of 2006 that we began to 

grow increasingly concerned for her well being as in coping living on her own.  We felt there was 

an accident just waiting to happen.  My Mum had dementia.   

 

Both my sisters had full time jobs and homes that really were not suitable to accommodate my 

Mum.  After a great deal of discussion, it was decided that she would come and live with me.  I 

was at home and in more of a routine with the boys and also knew more about how social services 

worked.  I was therefore in the best position to arrange the help that would be needed and could 

oversee her care. 

It took some adjustment for myself and Charlie and Harry at first, but we soon did and the boys 

were fantastic in dealing with her condition, although there were never two days alike which is 

normal living with someone with dementia.  

 

I looked after my Mum by shopping and cooking her meals and some personal care.  In the 

beginning I was able to assist her physically in washing and dressing and getting into bed, I did 

this by prompting her step by step.  It was a slow and laborious process at times and also 

frustrating because it soon became obvious that she needed much more help physically. I 

therefore started off employing assistance just in the evening getting her washed and ready for 

bed.  I employed two local ladies privately.  She soon needed more help in the mornings, which is 

when we had to call in Care Agencies – and that was where my nightmare began. 

 

It was bad enough watching my Mum lose her personality and then her independence.  She was 

always a very strong independent loving Mum to us all.   She was the one who did the looking 

after. 

 

There were days when care workers just didn’t turn up and I would be left trying to do what I 

physically could for her... arguing with the agency each day was exhausting.  We very rarely got 

the same person which just added to my Mum’s already confused mind and just made our 

situation harder as I would have to constantly explain what was needed.  They would rush their 

care and on two occasions I sent them off with a flea in their ear as I just didn’t like how they 

treated my Mum.  This was one of the good things about being able to oversee her care; I had 

some control.  

 

There were occasions when my Mum would fall and I was unable to help her up.  I would then 

either have to call a friend neighbour or sometimes even the paramedics, which left me feeling 

terribly emotionally frustrated and helpless. 
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This sounds awful to say but in some ways when my Mum became bedridden, it became easier for 

me physically... apart from when on a couple occasions she fell out of bed.  

 

Apart from the emotional side of watching my Mum becoming frailer by the day my nerves were in 

threads as each morning.  I would dread what that day was going to bring... what battles was I 

going to have to fight.  I was running on adrenaline.   

 

It was on the 22nd October 2008 at 8.20pm and with my two sisters and I at her side that our Mum 

sadly passed away.  To say we were heartbroken was an understatement.  It wasn’t until after her 

funeral that I realised the effect of not just losing our Mum, but also what looking after her had 

taken out of me...  her condition left me traumatised exhausted...  unable to sleep for months...  I 

suffered guilt...  did I do enough was 

my care enough. Then there was my 

guilt over the boys; I felt I had 

neglected them during that time.  As a 

little girl I would always say to my Mum 

“When I’m older Mum I’ll look after 

you.”  I’m glad I kept my promise.  It 

took me eighteen months to recover 

and I don’t think I will ever stop missing 

her.  I think about her daily and as a 

family, we still talk about her all the 

time. 

 

 

 

 

 
 

 

Carry on Cruising! 
Ed Freeman 

 
Up until May this year, I had never considered a nautical holiday.  The very thought of spending 

two weeks bobbing up and down, whilst my wheelchair rolled uncontrollably around the deck, 

seriously dissuaded me.  And as we all know ships are virtually inaccessible, with steps, door 

thresholds and stairs everywhere.  Then there’s the mind numbing on board ‘entertainment’ to 

endure. By day the cast are cleaning the cabins and waiting on tables but at night they inexplicably 

become Broadway stars, albeit, tone deaf and with two left feet.  Furthermore all the food will be 

aimed at the middle class elderly, easy to chew and from a menu created in the 1970’s. 

 

Well, back in April, my Mum celebrated her ninetieth birthday and she had always wanted to go on 

a cruise, so being a dutiful and selfless son I put my dread behind me and my partner Claire and I 

booked a cruise for us all on the Royal Caribbean ship ‘The Independence of the Seas’ for seven 

Happy days.  My Mum (left) with me (behind paddling 

pool) and Simone Illger (nee Cleveland) at Mary 
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nights, leaving from Southampton and stopping off in France and Spain.  Having all the 

apprehensions I had, I thought a week would be long enough. 

 

Sadly, three weeks before we were due to go, my Mum fell ill and her Doctor advised her not to 

travel.  But being the dutiful, selfless and somewhat frugal son, I decided to continue with the trip, 

especially after the insurance company informed me there’d be no refund! 

 

Off we trotted to Southampton docks to board the ship.  A stress free drive and far easier to get to 

than any airport I’ve ever been to.  On arrival at the dock we were directed to the disabled car 

park, which is less than a hundred yards from the terminal.  Before Claire had a chance to mutter 

that old cliché on first glimpse of the vessel, “oh, it’s like a floating hotel”, a porter tapped on the 

car window and asked if we wanted our luggage taken to the ship (no limit on the amount of 

luggage).  Absolutely we said and the suitcases were whisked away and weren’t seen again until 

we reached our cabin where they sat outside.  I was more pleased for Claire about this as the poor 

lady usually has to struggle with the luggage whilst I can only sit and offer verbal support.   

 

Off we gleefully strode to the terminal to get booked in.  Being a disabled traveller I, aided by the 

staff, queue jumped all the way to the front.  After the usual passport formalities and ID photograph 

taken we were given our ‘card keys’.  These are the shape and size of credit cards and serve as 

ID, cabin key and on board money.   From here we moved to the next area where we had the 

opportunity to have our photographs taken in front of the ship backdrop (all very glamorous and 

already I’m feeling a tad film star-ish).   With staff showing us the way, we walked up the ramp to 

the ship’s entry door.  At this point I nearly wept with joy at the thought of not having to sit around 

an airport lounge for three hours and being coerced into buying unwanted duty free to stave off 

boredom.  Not only that, I wouldn’t have the indignity of having to transfer from my chair into an 

ambulance trolley and be dragged through the plane aisle as passengers muttered about my time 

wasting.  I didn’t even have to go on hunger strike in case I needed the toilet! 

 

Our cabins were closed until 13:00 by which time our suitcases would have been delivered and so 

we decided to explore our floating hotel, and what a hotel it was!  Polished brass, chrome and 

glass as far as the eye could see, with external lifts shooting up and down the fourteen decks.  It 

was a cross between Las Vegas and Hollywood Glitz.  After finding our way around (totally and 

fully accessible) a drink was in need off and we stopped at one of the many plush bars.  Time flew 

by as did the drinks, brought to us by an extremely accommodating waiter.   

 

Time now to see if our cabin matched the opulence of the rest of the ship… it did.  It was a larger 

than a normal cabin due to it being for disabled people, with a Queen sized bed, settee, coffee 

table and chairs.  The dressing table and wardrobe were in polished wood.  The disabled wet room 

was amazing and looked brand new.  Whilst on the toileting topic, there were four public toilets on 

every floor and each one incorporated a disabled toilet which open/shut by the push of a button.  

Although the attention to detail for disabled travellers was second to none doesn’t mean it felt like 

a hospital ship.  Yes there were a number of disabled on board but we were vastly outnumbered 

and I never had to queue for the loo! 
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First night was informal dress code in the 

restaurant, which gives everyone a chance to 

relax after driving to the port.  The food was 

excellent as was the restaurant itself, very much 

five star.  The waiter offered to cut up my food 

and would have brought me straws for my wine if 

I had so wished.  The following night was formal 

attire and it was wonderful to have the chance for 

Claire to put on an evening gown and for me to 

wear a tux.  It was all very premier night and red 

carpet.  Every night after dinner there was a show 

in the theatre (which was bigger than the one in 

my home town) and there wasn’t a waiter to be 

seen as the performers were all from the West 

end shows.  If formality isn’t your style there were 

many more theme cafes and restaurants around 

and one was open 24/7 for those who had the 

munchies after a few drinks.  

 

 

One day whilst out at sea a helicopter joined us.  Apparently a young boy had jumped into the pool 

and knocked himself out.  After being rushed into the medical bay and stabilised he and his family 

were airlifted to the nearest land hospital.  The Captain later told us that the boy had made a 

complete recovery.   It was comforting to know that I was in safe hands in the event of an 

emergency. 

When not being pampered on the ship we had the opportunity to go ashore and see the sites.  

Getting ashore was relatively easy and staff would guide me along the ‘gang plank’ from ship to 

port.  It wasn’t always plain sailing (enjoy the pun) however as the nearest town could be miles 

away and the shuttle buses weren’t always accessible.  But every port we stopped at did their best 

to accommodate our needs and quite often we could hire our own taxi or mini bus otherwise it 

could be walked if you didn’t mind the trek.  Because there is no dedicated disability assistant on 

board we did have to research excursions ourselves beforehand. 

 

To sum up the experience: 

The rock of the ship was so gentle it often lulled me off to sleep (though the drink helped too) but 

most of the time it was totally still, the whole ship was wheelchair accessible, the Entertainment 

was professional (I didn’t miss one show) and the food is five star. Plus the greatest part of all is 

that every morning (after having been treated like Royalty the night before) you awake to explore 

another country. 

 

Claire and I enjoyed the ease, relaxation and glamour of it so much we have just returned from our 

second cruise, this time it was to the Baltics for two weeks and we took our four kids with us and 

we had a fantastic time.   

 

Update… Claire and I are off on a Mediterranean cruise next May! 

Claire and Ed all glammed up.  Lots of 

opportunities for these kinds of souvenir 



 18 

 

 

We are Sailing….. 
Darren Mansell 

 
Louise and I have recently got back from yet 

another cruise. Why do we like them? Well, 

primarily because we don’t have to fly by 

going from Southampton. Wheelchairs get 

abused when being put onto planes. 

This latest voyage was our 5th cruise now. 

This latest one was on the Celebrity Eclipse 

to the Baltics and Russia with Ed Freeman, 

Claire and their children. We have 

previously cruised with Royal Caribbean on 

the Independence of the Seas to the 

Mediterranean and the Fjords, and with 

Cunard on the Queen Victoria to the 

Canaries.  

 

 

 

We also use the disabled cabins as they offer 

greater space, enough to comfortably use/park two 

electric wheelchairs. They have level access into 

the cabin, wheel in showers and accessible 

balconies if you want them.  

 
As we are quite adventurous, we do our homework 

before hand and usually know what to expect in 

each port. Some ports are almost in the town/city 

Lou and Ed aboard one of the accessible buses.  Louise checks out the gym facilities. 

All togged up! 

The spacious disabled accessible cabin. 

Bathroom in accessible cabin. 



 19 

and others are quite a ride away. Most times shore excursions for full time wheelchair users are 

non-existent so we look to the Hop on Hop Off buses, which are always accessible but limited to 

two wheelchair places. We have given up complaining to the Shore Excursions people about 

providing accessible transport and have found local buses and sometimes taxis are available. 

Websites such as cruisecritic.com have roll calls where fellow cruisers can talk about their cruise 

and come up with some creative suggestions on ports and transfers. Excursions are a big area 

where the disabled community needs to push for better inclusion. For example, we were able to 

find a Russian private tour company, which catered for wheelchair visitors, and they were very 

accommodating and all their vans were quite new too.  

 

There is a myth about formal nights on board. Louise and I love to get togged up and look the part. 

Of course most cruise lines have formal nights but some of the new ships are switching to dynamic 

dining where only one of the many venues requires 

formal attire. This is the chance to scrub up and 

pose. Louise takes far too many dresses and has 

several posh frocks to choose from for formal 

nights. You can get lots of photos done in all your 

finery. 

 

Unfortunately, accessible cabins are few in number 

so it is best to book as soon as the next season of 

cruises are announced usually in the spring for the 

following year, e.g., spring 2015 for cruises in 2016. 

This is where we have a good Travel Agent, but 

usually I have all the details well prepared with cabin  

number and dates required when they come on 

sale. There are several new ships coming out in the 

next two years such as Quantum and Anthem of 

the Seas, P&O Britannia and NCL Escape and 

Bliss just to name a few calling in on Southampton.  

 

If you can fly, then Florida is the place to pick up 

several of the larger ships that cruise the 

Caribbean. There are only transatlantic crossings in 

spring and autumn where ships reposition for the 

Winter/Summer. 

The thing we like about cruises is that everything 

can be done for you. When we board, we ask the 

cabin steward to help unpack and pack everything 

for us. They are looking for a good tip at the end of 

the cruise so will go that extra mile for you. I also get 

them to quickly do up my shirt top button and bow tie 

when it is formal night. In the dining room, the 

waiters quickly cotton on to your needs like cutting 

up the food, bringing straws and putting your drink 

Accessible and private balcony. 

Level door thresholds throughout the ship. 

Accessibility even extends to the wardrobe! 
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within reach for you. They aim to please and by the end of the cruise you want to take them home 

with you. In the cabin, the bed is made and changed every day and if you want more pillows, 

towels, coat hangers or an ice bucket then they are happy to get them for you. The newer ships 

have level access balconies so when it is nice you can sunbathe in your own private space. 

What’s next for us? Well we do a four night cruise to France and Belgium back on the 

Independence of the Seas before home for a night before setting sail to New Jersey, USA on the 

brand new Quantum of the Seas and then nine days travelling on Amtrak to Williamsburg, 

Washington, Philadelphia and a last night in New York before we get back on to the Cunard 

Queen Mary 2 to sail home.  This has all been self-researched and booked independently. 

 

If that’s not enough next year we have two weeks on the P&O Britannia and two weeks on the 

Anthem of the Seas, both new ships. We also have a quirky one night cruise to nowhere on the 

new NCL Escape which basically goes from Southampton around the Isle of Wight twice and back 

again. It’s a good sampler cruise to try a ship and cabin out and a good way to try out cruising. 

Darren Mansell, NAC Member, September 2014. 

 

 

 

An (accessible) Place in the Sun 
Geraldine Freeman 

 
I’m sure it’s not necessary to explain to many readers of this newsletter just how difficult it is to 

plan and arrange a holiday when you have 

a physical disability, especially if you are a 

full-time wheelchair user. 

 

I thought I’d write and share my 

experiences of a wonderful hotel in the 

sun.  It’s somewhere I first visited in 1990, 

but I have returned many times since 

because of the fantastic access and 

facilities it offers. 

 

New York, New York!!!  The Celebrity Eclipse 

Mar y Sol Hotel, Los Cristianos, Tenerife 
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The first time I visited, it was with my ex-husband Eddie, who many of you know, as he’s also a 

beneficiary (and a wheelchair user).  We also took Ed’s parents and my Mum and one of Ed’s 

friends Keith, who is a wheelchair user.   

 

Although we all enjoyed the holiday together, we’d taken our parents as back up knowing that we 

may need their assistance if the hotel facilities weren’t as accessible as they promised to be.  We 

were overwhelmingly impressed with just how accessible everything was. 

 

There’s a bit more about the hotel at the end of this article, which tells you how it came to be. 

 

A year later, Ed and I returned to Mar-y-Sol, this time on our own.  It was our honeymoon after all!  

This was the first time the two of us had enjoyed a holiday together without the need to take 

support with us.  Because we’d been the year before, we knew that the access was good and we 

also knew that we’d have back-up if either of us had a problem with our wheelchairs (it’s possible 

to hire wheelchairs at the hotel). 

 

We went back to Mar-y-Sol when our boys were really tiny.  Charlie, my oldest son, was only 7 

months old then.  Even though we went with close friends and their baby, we could manage safely 

in the apartment alone. 

 

So what is it I like so much about this hotel that makes me return time and time again? 

 

Firstly, everyone speaks very good English, so it’s far easier to sort out any problems that arise. 

 

The hotel isn’t just for disabled people, anyone can book.  Because of its good access and 

facilities, you do (of course) get many disabled people staying there.  The whole of Los Cristianos 

has become a bit of a Mecca for disabled holiday makers, but rather than making the area like a 

“disabled ghetto”, it means disabled people can expect to enjoy their holiday on a level footing with 

other holiday makers because the whole resort is so accessible.  If you haven’t got good mobility 

and don’t want to eat in the hotel there are lots of good restaurants and bars nearby. 

 

There’s a company called LeRo which is adjacent to the hotel,  This company hire out wheelchairs 

(manual and electric), scooters, shower stools and other disability equipment that you may need to 

make your stay easier.  Nothing is too much of a problem – one year they helped me when my 

charger blew up with altering the chair so I could use one of their chargers.  

 

It’s also possible to hire personal assistance there, whether you need support to have a shower or 

to use the toilet.  You simply pre-arrange the help as and when you need it (at an additional cost).   

 

LeRo also have an accessible mini bus.  This can be booked for airport transfers (the hotel is 

about a 20 minute drive from Tenerife South Airport.  It’s also possible to organize your own 

personal sightseeing trip around the island, or join others to make the price a bit cheaper. 

 

Tenerife Airport disabled assistance staff are excellent, simply because they have a wealth of 

experience of doing their job.  Sun beds around the poolside are higher than average, great for 
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those with mobility problems and wheelchair users.  All the rooms are spacious, quite basic, but 

very clean.   

 

If I had to complain about anything, it would be the lack of entertainment and the food isn’t great.  

Having said that, you are not obliged to eat at the hotel and there are plenty of nice restaurants 

and bars in the vicinity to choose from. 

 

Contact me on my email address for more information:  Geraldine Freeman, on my email address 

 
georgieben21@gmail.com 

or alternatively contact me via the Thalidomide Trust.  I’m more than happy to tell you more about 

this great holiday destination! 

 
Mar y Sol - The hotel:   
 

The idea for the "Mar y Sol" Hotel project in Tenerife originated in 1975.  German born Mr Fischer 

used to spend his holidays with his wife in Los Cristianos, at that time a small fishing-village.  His 

wife suffered from Multiple Sclerosis and Mr Fischer noted the marked benefit that the local climate 

had upon her condition and therefore came up with the idea of creating a holiday resort for people 

with MS and a host of other neurological and rheumatic conditions. 

Although it proved a long and difficult path to bring this idea to fruition, Mr Fischer resigned his 

executive position at a German energy company, taking a leap of faith to create a holiday resort for 

disabled people and their families.  He persevered with this project even when his wife sadly died. 

The Mar y Sol Hotel was inaugurated in 1990.  Since 1995 Mr Fischer has lived in Tenerife with his 

second wife, Mrs. Elli Baum-Fischer, and his two children Ina and Thomas, and continues to 

manage the hotel resort. 

The Mar y Sol was the first hotel in Europe, if not in the world, designed to be wheelchair 

accessible throughout. "TeraLava", the modern therapy centre, is part of the resort and managed 

by Mrs. Elli Baum-Fischer herself. 

 

Situated in the small, former fishing village of Los Cristianos in the south-western corner of the 

island of Tenerife the area has a very low percentage of airborne allergens and is set on a gentle 

slope roughly 400 metres away from a level and accessible sea promenade, which runs along the 

coast for approximately 8 kilometres.  The hotel has 234 accessible studios and apartments. 

 

A favourite spot for guests is the extensive pool area, which includes two large pools and a therapy 

pool.  One of the large pools (unique in the Canary Islands) is heated all year round to 

approximately 32 degrees C (90 degrees F) and, equipped with a hoist (max. weight 110kg/17st) 

and easy-to-use steps with handrails so that both elderly and disabled guests can easily access it. 

This pool has an even depth of 1.30m.  Relaxation in the pool is provided by neck-showers, 

moulded underwater bubble beds, water cascades and massage shower jets. 
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The second large pool goes from 1.10 m to 1.96 m deep and is heated to between 19 degrees C 

(66.2 degrees F) and 25 degrees C (77 degrees F), depending on the season. This pool is 

equipped with a hoist (max. weight 110kg/17st) and easy-to-use steps. 

 

The hotel maintains a free 24-hour emergency service provided by a qualified female and male 

nurse. 

 

Mar y Sol is now able to provide complimentary toilet & shower chairs for our guests.  Toilet and 

shower chairs are available on demand, free of charge. Three different types are available. 

 

LeRo 

 

LeRo is an independent in-house company offering our guests a wide range of care services. 

Nursing aids can be booked for time-slots.  LeRo offers rental and sale of mobility aid equipment. 

LeRo also takes care of the fully-accessible transfer to and from the airport, which is located about 

15 km away. Lifts or ramps help disabled passengers get onto the bus easily. 

 

Guests can enjoy the wide range of excursions offered by LeRo to many tourist sites on the island. 

 

For airport transfers and the renting of mobility aid equipment, we would request you contact our 

in-house partner company LeRo personally to arrange them. 

 

The resort 

 

Los Cristianos (Arona) is located in Tenerife, on the south-western tip of this Canary Islands, and 

boasts the highest mountain in Spain: Pico del Teide, 3,718 m. Together with Florida, Los 

Cristianos hosts the largest number of wheelchair tourists in the world, which is why the 

municipality has put so much effort into making most streets and paths wheelchair accessible. 

Many shops and restaurants have followed suite. 

 

Los Cristianos Beach has also opted to support the Eurokey system (similar to the RADAR-Key), 

which dictates that all public toilet facilities in Europe be accessible to the disabled. This key is 

available from the Mar y Sol reception upon payment of a deposit. 

 

As the whole resort is on a gentle slope, it is easy to reach the centre of the village, although for 

less mobile guests the return trip to the hotel may be more difficult.  However, electric wheelchairs 

and scooters can be easily hired in the resort (and from Mar y Sol itself) and it’s also easy to get a 

taxi back 
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Accessible Sandy Beach 

 

Playa de Las Vistas-Beach (about a 20 minute walk 

from Mar-y-Sol Hotel) is completely “barrier-free”.  

Accessibility features include an accessible 

sunbathing area, showers and changing 

rooms/toilets.  They keys to the disabled 

changing room / toilet is held by the Life Guards 

next door, so the facility isn’t abused.  Special 

crutches and amphibian chairs are also provided 

free of charge which allow disabled beach goers 

access to the sea.  Specially trained lifeguard 

staff supervise the use of these amphibian 

chairs, helping those who want to enjoy a swim 

or a dip in the sea to get right into the water. 

 

360 degree pictures of the hotel and resort 

 

http://www.marysol.org/eng/fot_01.php 

 

This link provides some amazing 360 degree pictures 

of the hotel and the accessible beach (Playa de Las 

Vistas) which give you a really good idea of the 

fantastic accessibility that this hotel and resort have to 

offer. 

 

Decking area on the beach front for those with 

mobility difficulties 

Get right into the sea with the amphibian 

wheelchairs!  

Accessible shower, toilets and changing 

facilities right on the beach  

Kurhotel Mar-y-Sol 

Avda Amsterdam 8 

38650 Los Cristianos 

Tenerife 

Tel:  +34 922 750 540 

Fax:  +34 922 795 473 
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Opportunity to join in an International gathering of 

Thalidomiders – July 2015 
 

As one of the organisers of the two previous UNITH (United International Thalidomiders) events 

held back in 1992, I’m really please to see that efforts are underway to organise a similar event in 

2015.  I have been sent the following details for circulation, and thought I would share with you.  

Coincidentally, there is an article on page 15 of this newsletter that tells you a lot more about the 

hotel and the resort where it’s planned to hold this event. 

---------------------------------------------------- 
 

Hello everybody! 

 

Are you interested after 20 years to meet 

internationally to spend spare time, to have 

fun with Thalidomiders from all over the 

world???? 

 

In 2015 it has been 20 years (ago) when 

we met with Thalidomiders worldwide in 

Sweden and celebrated with each other, 

discussed, tried out new activities like 

diving …. and made new friends. 

 

Something similar we want to organize next 

year again ….. 

• With workshops where you can 

exchange experiences and 

learn how to take good photographs, 

how to paint, or discussion groups 

about the “political” situation oft he 

Thalidomiders, or meet to exchange 

experiences about different ways to 

enjoy life even if we are not as 

mobile anymore.    …and a lot more. 

We are open to any suggestions 

here!!!!  

• With excursions in the area, to visit El 

Teide or Loro Park …) with wheelchair adapted buses; 

• In a hotel, which will be solely ours in case there are over 250 people who want to come… 

• Within surroundings which will do us “good” (warmth) 

• Where we can enjoy “sportive activities“, and try our different movements and therapies 

• Where we can book in advance wheelchairs, electric vehicles, helping aids, and necessary 

professional care. 

International gathering 

Hotel Mar y Sol, Tenerife  
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• With outdoor swimming pools, one has a temperature of 32 degrees Celsius and a hoist, 

• Where the sea is not far away and we can look for dolphins and wales even in an electric 

wheelchair! 

• To spend together time at a place where you just can be to enjoy fun, or celebrate and – 

when you want – to find a quiet spot, when you need it and help and care get, when 

needed…… 

 

When: In July 2015 

Where:  On Tenerife (Canary Islands)!!!!!! 

Hotel:  Mar Y Sol in Los Cristianos, Have a look at :    http://www.marysol.org 

How long: We plan a week ”together“, but everybody can come and stay long 

if he/she wants! 

 

We, the society of Thalidomiders in North Rhine Westfalia and ICTA Germany plan and organize 

the trip and coordinate the activities at the spot; we will bring some assistance along, we take sign 

language people with us and people who will do the workshops (professionals) …. And all the 

costs we will split among each other….  The price we can tell you when we know, how many of us 

are really interested ….. 

 

The flight you should book on your own! 

 

Why do we send you this email already now???? 

 

We have to know in advance, how many of us might be interested!!!!!!!! The more we are, the more 

possible it gets, that we will book the whole hotel!!!!!! 

In case we will be about 250 – 300 people, the hotel is ours!!!! And we can get better conditions! 

 

The owner oft he hotel is really a very nice person with a really nice family and team, who all are 

glad to help us there ….. 

 

If you are interested, please tell us as soon as possible before the 3rd of October 2014, by email, 

telephone, facsimile or by post. 
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Please send your name, email address, tel/fax number: 

 

To: 

 

Barbara Wenzel-Heyberg 

Telefon: 0049 (0)2268/9094288 

Fax: 0049 (0)2268/9094287 

eMail: bwh@contergan-nrw-peer-to-peer.eu 

by post: Udo Herterich, Bensberger Str. 139, 51503 Rösrath 

 

Just write or say that you are interested in coming!  This NOT a firm BOOKING !!!!!! 

In October/November 2014 we will send more information/ the booking form prices, so that we can 

progress plans for this plan special “holidays”!!!! 

 

On the following internet pages you will find more information (look for Tenerife) – the information 

is there in English and German, and about the hotel and surrounding area in Spanish too.   

 

www.ictadeutschland.de and www.contergan-nrw.eu  

 

We are looking forward to your reactions!!!! 

 

Take care 

 

Udo Herterich and Claudia Schmidt-Herterich 

 

Kampagnen - Sprecher Deutschland 

Internationale Contergan / Thalidomid Allianz 

 

and 

 

Interessenverband Contergangeschädigter 

Nordrhein-Westfalen e.V. 

Hilfswerk für vorgeburtlich Geschädigte 
 

 

 

Editors Note;  This article was based on information received via an email.  If you wish to find out 

more about this event or would like to make a provisional booking, please contact Udo Herterich 

and Claudia Schmidt-Herterich 
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Help the Trust to communicate with YOU! 

 
During the coming months, a lot of information will need to be shared with 

beneficiaries in terms of the on-going EU and UK Campaigns, NAC 

organised events (see page 11) as well as general Trust 

information.   

 

We would like to ensure that you receive this information in a 

timely and efficient manner. 

 

By far, the quickest and most efficient way to get information out 

to beneficiaries is via email.   

 

Using the regular postal system involves staff time, stationery, 

photocopying and postage costs as well as meaning it won’t be received 

by a day or two.   

 

You should have recently received a questionnaire from the 

Trust (alongside the recent Healthlink Newsletter).  If you 

haven’t received it, please contact the Trust to request a 

further copy.  This will help to ensure that the Thalidomide 

Trust know how often you want to receive information and how 

you’d like to receive information.  Send an email to 

administration@thalidomidetrust.org.  For further information, 

or telephone the Trust on 01480 474074. 
 

 

 

Long Range Plan 2013 - 2018 
Mikey Argy 
 

The Long Range Plan (LRP) 2014 2013-2018 has been fully accepted by 

the Trustees, and the NAC is working on the annual work sheet 

alongside trustees.  We have identified the objectives within the LRP 

2013-2018 and the annual worksheet will monitor progress towards 

meeting these objectives, both from the NAC and from the trustees.  

Each subcommittee is working on its sections within the LRP, but 

the whole of the NAC and trustees will be able to view the working 

documents at all times.  

 

This is still a work in progress as the Trust settles into all its new staff changes.
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Disability Onboard 

Rail travel made easy! 
 
Disability Onboard aims to encourage disabled people to travel by train by providing accurate 

advice and guidance. This service will help you identify the barriers that might affect your train 

journey and will show you how to seek solutions.  Remember you are not on your own – help is 

available through call centres, on line and at stations.  Staff will provide expert advice and help to 

plan your journey, booking assistance for when you might need it. Travelling by train is easier than 

you think. 

 

This useful website provides all sorts of useful and relevant information about travelling by train if 

you have a disability – whether it a physical or sensory impairment or you wish to travel in your 

wheelchair!  The website also contains short videos sharing passengers experiences.   

 

http://www.disability-onboard.co.uk 
 

 

All things legal and financial… 
 

Whilst many of us can enjoy more financial security because of the additional 

funding from the Government and from our Health Grants, we are aware that many 

are also thinking ahead to the future.  

 

Do your family rely on your Thalidomide Trust allocation to pay bills such as the 

mortgage, fuel and telephone, etc?  What would happen in the event of your death?  

Have you made sure that you have planned for this eventuality?   

 

The following articles draw from beneficiaries’ own experiences.  The NAC is 

becoming increasingly aware that there are many beneficiaries who are unsure or 

unaware of just how their Trust allocations can be utilised to ensure that an 

individuals finances are working in the best possible way for them.  This is 

something that we are working towards supporting beneficiaries with, but in the 

meantime, we hope that these articles will encourage you to examine what provision 

you have made, both for your own future and the future of your dependants. 
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Financial Matters at the Trust! 
Phil Williams 

 
There are two principal reasons that our income has seen 

massive increases since April 2004. (But that doesn’t 

mean the job is done and frankly we still do not receive 

sufficient annual income. In addition, a serious lump sum 

would not go amiss. This is still to be addressed and work 

is progressing on several fronts to try to put this right)  

 

The first is that, under Martin’s outstanding stewardship, 

there was a huge cultural change with the Trust 

becoming increasingly “user led”. This enabled 

beneficiaries to lead all the successful campaigns in the 

last decade. 

 

The second is that, increasingly, beneficiaries, whether on the NAC, VVs, on VTAG, the campaign 

team or simply as individuals have worked with staff, directors and trustees in a real team effort. 

Our current Board of Trustees are simply fantastic, hands on and fully engaged. We also now have 

a beneficiary, Anne Horton, working at the office doing a simply outstanding job on Healthlink. 

 

Here are some of the main finance matters that may be of interest;- 

 

You will be aware that the NAC used to have a finance sub committee to mirror the Trustees 

finance sub committee. We are delighted to report that these have now effectively merged. Four 

NAC members with an interest in finance attend the Trustees quarterly meetings; but of course 

leave the room for the “closed sessions” when individual beneficiary’s cases are discussed. The 

new arrangement is working very well for everybody. 

 

We can report that our fund managers, particularly Schroders, continue to deliver excellent 

investment returns.  

 

Our new finance team at the office, Jenny and Keith, are working extremely hard but crucially very 

intelligently. It was incredible how they got so much increased money out and into our hands in 

early April. They are implementing the Accounting Year End change, which will make the workload 

in the office more even throughout the year. They have and are modernising the systems at the 

office to improve efficiency and the presentation of our accounts. We also now have a formal 

expenses policy.  

 

Even though we have more money coming in and be distributed than ever before, please rest 

assured costs are constantly being scrutinised and controlled.  
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You will understand it is legally extremely difficult for anyone to give financial advice. However, the 

NAC and the Trust recognise that many beneficiaries would appreciate or indeed need some 

guidance or signposting and to be made aware of risks and opportunities that exist. There are 

plans to do this in 2015; watch this space. 

 

In the interim, we will say here and now that it is vital to understand that if you have Health Grant 

at the Trust that you are entitled to, but have not requested, then if you die all that money goes 

back into the kitty and NOT to your family or whoever is in your Will. If indeed you have one; but 

that is another story! This is in direct contrast to unspent Annual Allocation which goes where you 

choose if you die. 

 

Please draw and spend your Health Grant first. There are very broad categories you can spend 

this on; it is to all intents and purposes practically unfettered… (I think I can say that!) If you are in 

any doubt please urgently contact Jenny or Keith in the office or any NAC member.  

 

Come to NACAC 2014 on Saturday 18th October and find out lots more and have your questions 

answered. 

 

 

Thinking forward. Wills, Trusts and future finances… 
Darren Mansell  
 

Having recently looked into all things financial and legal, I was asked by the Editor to put together 

a few salient points on this process. 

 

First the legal stuff.  I was alarmed to find many friends and beneficiaries had not yet written or 

updated their Wills.  Having re-married to Louise (how many years ago?) I did not know then that 

my first Will became obsolete when we married.  Armed (pun!) with my old Will, we trooped off to a 

local Law firm to investigate further.  

 

We quickly established the need to re-write our Wills and with expert advice we were able to set 

things up legally to cover each other passing and make provision for both sets of now grown up 

children.  For tax purposes it is prudent to leave your estate to your spouse as they would not incur 

any inheritance tax (IHT). However, if you have enough money and your spouse is already 

comfortable, you should always consider giving away 

up to the IHT exempt band for that year to others, 

maybe children, so you don’t waste it. One significant 

advantage of having a Will is that after your death, it is 

still possible to tax plan for a limited period as your 

beneficiaries can agree to a ‘Deed of Variation’ .A 

good lawyer would be best able to discuss this with 

you.  
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Also, it is important that beneficiaries who co-habit with a partner specifically make their wishes 

known in their Will to avoid complications later.  We also established that you can make a letter of 

wishes to accompany your Will which can be altered at any time without resort to the lawyers (and 

incurring further costs).  Basically this lists your desires for when you pass, for example, cremation 

or burial, choice of hymns or songs, flowers or donations, whether you want to leave specific items 

to certain individuals, etc.  You need to date your letter of wishes and let it be known to your next 

of kin where it is. 

 

The second legal issue we looked at was Power of Attorney.  This has two elements, finance and 

welfare.  In terms of finance, the Power of Attorney gives your nominated persons the power to 

make financial decisions when you might be deemed unable to make such decisions.  Of course, 

although we all assume that this won’t be until we are elderly, you never know if a stroke, brain 

injury or accident will leave you in this predicament.  You can set a limit to financial transactions 

e.g., £10,000 so that a single trustee can make a decision or arrange that several trustees need to 

work in unison to make decisions on financial matters greater than £10,000.  Similarly, in terms of 

welfare, the same principles can be applied should a medical decision be needed such as moving 

me into alternative care provision or tuning off  life support machine.  This is something that could 

be set up for 2 out of 3 trustees to agree to.  

 

In our case the independent trustee is either close family friends or a representative of the law 

company at that time.  Ideally it needs to be someone who knows you really well and who is best 

placed to make the decisions that they feel you would have made were you able to. 

 

So, in my case, my estate will go to my two girls.  To further aid any inheritance tax, I have gifted 

my legal charge on my former house from my first marriage to them but in order to maximise the 

gift I have to live for 7 years beyond the date of the gift.  Basically I have given my share of the 

house to my girls earlier before I die. 

 

Therefore, I must stress the point of making or updating your Will. It saves all the hassle for those 

left behind. 

 

Secondly, we looked at all things financial. It is important to point out these are my own personal 

views and you should always seek the advice of an Independent Financial Advisor. They can be 

found on the internet and I would suggest trying three separate advisors to see who you feel most 

comfortable with. Sometimes the law firm can tell you whom they tend to work closely with. 

 

We have recently found out that a beneficiary’s Health Grant balance returns to the Health Grant 

pot should they die leaving a balance. This is different to the main allocation where any balances 

would be paid to the estate (another good reason for a Will!). So, when taking money from the 

Trust, it is prudent to use the Health Grant first as if you don’t use it you will lose it.  

 

It is also important to use the Health Grant for what it was intended, so examples of good or 

innovative use will always be valuable when we come to negotiate with the Government again in 8 

or 9 years’ time. Please let the staff at the Thalidomide Trust know of any good examples of how 

your Grant is being used.   
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So, working with our Financial Advisor, we have taken some of our nominee account balances and 

put them into trusts.  I now have my own discretionary Trust with separate Trustees, primarily my 

girls and the law firm.  The idea is set up a capital fund locked away for 10 years but with an option 

to take up to 10% interest each year on the anniversary of the commencement of the fund.  So this 

means if I pass on, the fund keeps going but the beneficiaries (my girls) are still able to take the 

interest but not all of the capital.  The fact it’s a bond, keeps the limit for inheritance down below 

the threshold.  It is also being used as a financial backup should the replacement to the 

Independent Living Fund not be fully able to cover my care costs in the future.  

 

So the aim of setting up this Trust was to provide for the children and to minimise tax liabilities.  

 

Overall, it was hard work and a lot of soul searching questions on what happens when you are 

gone. We can now relax a little in the knowledge we have carefully provided for our dependents 

and not leave them with any difficult decisions to make or any horrific tax bills. 

 

Darren Mansell, NAC Member, September 2014 
 

 

Providing for my daughter… 
By Simone Illger  
 

Like Darren, I was reviewing my Will following my marriage last year.  Although 

my Will ahead of my marriage had been fairly clear cut and straight forward, I 

realised a few changes were needed now that I was re-married.  Firstly, I wanted to ensure that in 

the event of my death, my daughter, Lois, would be financially ok.  She’s almost eighteen years old 

and in the middle of studying for her A’ levels with plans to go on to University.   

 

It would be nice to think that if something were to happen to me, she’d still be able to fulfill that 

dream.  Lois and Andy (my husband) have always enjoyed a good relationship and although I 

know he’d ensure her future welfare, he’s not her father and I therefore felt it was important to 

make some sort of formal financial provision for Lois via my Will. 

 

In reviewing my Will, I soon realised that many of the previous clauses wouldn’t work now that I 

was married to Andy.  For example, I had stipulated (in anticipation of my marriage) that my assets 

would be divided between Andy and Lois.  However, that would probably mean that Andy would be 

forced to sell the house that we live in – he’d lose the roof over his head.  That definitely wasn’t 

something I wanted to happen.  I therefore changed my Will so that Andy could keep the house 

and have instead made a lump sum provision for Lois.  It will be enough to see her through 

University and perhaps even pay a deposit on her first home. 

 

Alongside reviewing my Will, I arranged to meet with an Independent Financial adviser to discuss 

what options were available to me.  We discussed the family’s present financial situation as well as 

future financial needs and what it is we wanted to achieve.  They then spend time assessing what 
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level of risk you are prepared to take with your investment but then they assess the results of this 

to ensure that you aren’t subjecting yourself to too great a risk. 

 

Several weeks later, the company have come back to me with their proposals, outlining in a clear 

and concise manner what they recommend and why and showing the proposal alongside other 

options. 

 

To ensure that Lois will be well catered for and can fulfill her ambitions, I’m planning to invest into 

a “Collective Investment Bond” for her.  This investment will be placed into a Discretionary 

Trust Fund for her – “The Lois Baker Trust”.  There will be three trustees who have to jointly agree 

upon any payments made from the Trust Fund.  

 

I am first placing a lump sum into the investment (which has to run for at least 10 years).  I’m then 

free to “gift” additional funds into the investment each year.  Hopefully this should see the fund 

increase year upon year (depending on how the Investment Bond performs) and Lois will have a 

tidy sum set aside for her when she’s older – to use as a deposit on a house, to further her studies, 

to travel…. or whatever! 

 

The funds I pay in will be placed into various investments to (hopefully) grow considerably in size.  

It’s possible to “gift” up to £3,000 per annum completely free of inheritance tax, so my plan is to 

start to do this on a regular basis.  As this is a discretionary Trust, Lois will have no absolute 

entitlement to the Funds, but she’ll be able to make application for monies, which will be at the 

discretion of the Trustees (one of whom will be me!) 

 

A further benefit of this Trust will be that should I die, Lois will receive the benefits quickly without 

the need for probate or prior payment of inheritance tax.  The Bond is also structured as a life 

assurance policy and gives the benefit of life assurance cover worth up to 101% of the value of the 

Bond.  This sum would be payable to Lois. 

 

The monies in Trust will be held until Lois is older, but she’ll be able to have access to the funds 

with agreement from the Trustees of the Trust. 

 

Both Andy and myself are also in the process of applying for Power of Attorney (POA) for 

ourselves.  This is just the Property and Financial Affairs POA.  We both have parents who have 

(in recent months) been diagnosed with Alzheimer’s.  We are therefore (sadly) only too well aware 

of the need to ensure that this is something put in place for our future and not to wait until we feel 

“the time is right”.  The right time is now, whilst we are both still fit and well and whilst we still have 

the mental capacity!   

 

We have used a solicitor to help with our POA’s and it’s costing us £900 (for two people).  It’s a 

one off payment, and once drawn up and lodged with the courts, we can forget all about it knowing 

that we have the Power of Attorney in place for when it’s required. 
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This is something you could do yourself if you are willing to wade through the copious paperwork!  

Then it won’t cost you anything.  We will also need to pay £110.00 Court fees (per person) for the 

POA to be registered with the courts. 

 

It’s not just age that may cause our mental decline – it could well be a brain injury or disease.  

Having a close friend of the same age who suffered Encephalitis a few years back, I am all too 

aware that illness and injury can strike at any time and may leave you unable to make those 

important decisions in your life. 

 

Contact Us 
 

We do hope that you’ve enjoyed reading this newsletter.   
 
The next edition will be published in the spring of 2015.  If you’ve any feedback from this 
newsletter or would like to contribute to the next edition, please contact the newsletter 
editor, Simone Illger.  simoneillger@virginmedia.com 
 
Tel:  0118 9670218 
 
If you need assistance to get your thoughts for an article into writing, then help can be 
provided! 
 

Mission Statement 
 

“The NAC is a user led group that exists to represent the beneficiaries of the Thalidomide 
Trust by working in partnership with the trustees and the staff. 
 
Our aim is to give the beneficiaries the resources to meet their increasing financial, health 
and other needs. 
 
Its work is underpinned by a belief in justice, dignity and equality.” 

 


