
Response by the Thalidomide Trust National Advisory Council to the call for 
consultation on the continuation of the Independent Living Fund in Scotland   
 
The National Advisory Council (NAC) is an elected user led group that exists to represent the 
beneficiaries of the Thalidomide Trust by working in partnership with the Trustees and the staff.  
Its’ 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. The NAC is the principal 
means by which the beneficiaries are able to influence the policies of the Trust. 
 
The NAC of the Thalidomide Trust represents the 467 surviving beneficiaries of the Thalidomide 
Trust.  This group of individuals, all aged between 48 and 54 are affected by a whole myriad of 
impairments as a result of the drug Thalidomide.  Many have upper limb impairments (either 
absence of upper limbs or shortening of limbs, missing digits etc), others have mobility problems as 
a result of lower limb and / or hips having been affected by the drug, or significant wear-and-tear 
damage - having used lower limbs throughout their lives to carry out everyday activities that would 
normally be accomplished with hands and arms.  Other disabilities caused by Thalidomide include 
hearing and visual impairment, facial disfigurement and palsy, and internal abnormalities affecting 
the major organs. A small number have learning disabilities affecting their cognitive function.  
 
The Thalidomide beneficiaries, all being around the same age, are now experiencing a very real 
and measurable decline in their health, their quality of life, their ability to remain independent as well 
as increasing and significant levels of pain.  These are well documented, and a further source of 
evidence about the current problems of thalidomide-affected people in Scotland and the UK is 
referred to below. 
 
There are 57 thalidomide-affected people in Scotland, in the age group between 50 – 54 years of 
age, with missing limbs or limb reduction and complex health needs, which are exacerbating with 
age. 
 
The National Advisory Council (NAC) currently estimates around 10 of the 57 beneficiaries were 
already in receipt of Independent Living Fund (ILF) when the fund was closed, and they will remain 
on the level of care support need for eligibility today. These people report that ILF is a crucial 
component of the package of self-directed funding they need to maintain a reasonable quality of life. 
The Scottish government should not consider removing or reducing this support in any way. 
In fact, as time goes on - sadly, these thalidomide survivors will find their need for care support 
increasing as they age. 
 
Nearly all of the rest of the Scottish thalidomide survivors are in receipt of the higher rate Disability 
Living Allowance, or are eligible for that benefit, and require an increasing amount of care support. 
Thalidomide survivors are suffering from age-related wear and tear symptoms as they grow old, 
their needs are becoming more complex and they are rapidly losing their resilience to perform day-
to-day events (due to such things as falls or acute sickness). Many in this category are already 
eligible for ILF support, or will become so. The Scottish government should provide ILF or similar 
funding to these too, otherwise there will be risks to the individuals in need of high levels of support 
if they cannot afford it, and there are equity issues. The risks include people with no limbs not being 
able to complete basic care for personal needs, being stuck in their homes, feeling isolated, with an 
inadequate quality of life. 
 
 
 



 
For all thalidomide survivors, the high degree of complexity of their individual health and care needs 
means that direct payments are the most appropriate way of enabling them to provide their own 
support needs. Please see the comprehensive report by Firefly April 2013 linked below. 
 
http://www.thalidomidetrust.org/SecureDocs/HealthGrantScottish2013.pdf 
 
The ILF is acknowledged by Firefly to be a crucial component of that self-directed support, where 
beneficiaries are in receipt of it. One of our beneficiaries has made the comments below on how ILF 
is so vital to their independence. 
  
“If the Independent Living Fund was abolished, it would leave a huge gap in my care package of 
around 35 hours a week. These hours are vital as they are used for visiting my aged parents, 
shopping, increasingly essential trips to medical appointments, and enabling me to get out into my 
local community. The withdrawal of this support could potentially make the difference between 
being able to live at home independently, or face being placed permanently in a care home.”  
 
Similarly, another of our beneficiaries points out the need for them to receive ILF payments. 
 
“Another Scottish Thalidomide survivor born with very short arms, has been in receipt of Higher 
Rate DLA for the past 8 years. Since then she has experienced the rapid deterioration of her arms, 
shoulders and back. She has virtually lost the use of her one most functional hand due to 
neurological decay, so is becoming more reliant on other people to do things for her. Everything 
from personal care, to carrying shopping, basic household tasks and transporting herself around - 
needs assistance where before, she could do things for herself. 
The constrictive policies of her Local Authority mean that she cannot find a suitable replacement for 
the ILF-type payments she now needs, so her lifestyle has become restricted and her quality of life 
is reducing year-on-year.”  
 
Thalidomide survivors are now increasingly worried about their future increasing needs, and that 
they will all need greatly increased care. At present Thalidomide survivors have no idea what 
ongoing damage that this drug is still causing in their bodies  
 
The current Chair of the Trustees of the Thalidomide Trust, Sir Robert Nelson summed up the 
situation facing survivors in the future. 
 
“The extreme rarity of the disabilities affecting our beneficiaries, especially the impact of multiple -
 limb deficiencies, means that the supporting agencies can often be slow to understand the impact 
of what might appear to be otherwise relatively minor problems to in-able-bodied people. For 
example, the impact on an individual with shortened arms of losing the use of a single leg or foot 
can easily mean the transition from functional independence to not even being able to use the toilet 
unaided. The independence of beneficiaries is often maintained on a very fragile basis, supported 
by adaptive technology that is extremely expensive. 
We are currently witnessing many major step-changes in the degree of disability among 
beneficiaries. Thus several have given up attempting to walk using what legs they have and 
resorted to using manual wheelchairs. The transition to use of a wheelchair for someone who also 
has upper limb disabilities is very different from the experience of most wheelchair users. Others, 
because of arm and shoulder deterioration, have had to exchange manual wheelchairs for powered 
ones. Each of these changes involves considerable additional costs in enlarging and adapting 
homes and in changing private vehicles. 



 
We are also observing a considerable increase in the number of beneficiaries reporting chronic 
pain, from around 25per cent ten years ago to over 50 per cent today. Again, this report accurately 
reflects this deterioration. A further issue of considerable concern to Trustees is the evidence of 
neurological decay, which the Trust first began studying 10 years ago, when it was evident that 
more than 20 per cent of beneficiaries were affected. That percentage too appears to have 
increased, and this field has now been the subject of two specialist medical studies commissioned 
by the Trust. Whatever the cause of these symptoms, we are not yet aware of any effective 
treatment to remedy them. We cannot foresee the full consequences of this problem, but clearly the 
impact on the ability of those affected to use their (already damaged) limbs could be profound, 
severely compromising their independence in everyday living and their use of the communication 
devices that are essential to maintaining day to day independence.”  
Taken from the foreword to -Looking to the Future: Evaluation of the Health Grant to Thalidomide-
Impaired People, Year 2 Final Report, Firefly 2012) 
 
The NAC would be most grateful if our concerns could be reflected in the consultation process.  
 
We have two Scottish NAC representatives who would be willing to discuss this issue further. 
Please contact Steve Sinclair at bilsink@aol.com or Liz Buckle at lizziebuckle@yahoo.com 
 
Submitted by the National Advisory Council of the Thalidomide Trust 
7th November 2013. 

 
 


