
 
 

1 
 

Shaping Future Support – The Health and Disability Green Paper 

 

Consultation response from the Thalidomide Trust, October 2021 

 

About the Trust 

The sedative drug, thalidomide, was approved and licensed for distribution in the UK in April 

1958, primarily under the brand name Distaval, and was withdrawn in December 1961 when 

it was found to have caused serious birth defects in babies born to women who ingested the 

drug during the first trimester of their pregnancy. 

The Thalidomide Trust was established in 1973 as part of a legal settlement between 

Distillers Company Ltd (the company that distributed the drug in the UK) and 429 children 

with thalidomide-related disabilities.  It is a discretionary Trust and a registered 

charity (number 266220) which provides a wide range of both financial and non-financial 

support to individuals with thalidomide damage. Since the charity was established, we have 

accepted 541 individuals as beneficiaries. Sadly, 94 have passed away and today we are 

supporting the 447 who remain. The Trust employs staff who are the experts on the impact 

of living with thalidomide damage. This includes current practising GPs who act as Medical 

Advisers to the Trust and to beneficiaries.  

Thalidomide affected the development of the fetus in different ways and the resulting 

disabilities include damage to the upper and lower limbs, musculoskeletal problems, facial 

damage, sensory impairment (including vision and hearing) and damage to internal organs.  

A small number of individuals were also born with cognitive impairments. As a result of 

adapting to live with these disabilities, thalidomide survivors are experiencing consequential 

damage, including persistent pain, deterioration of joints and other musculoskeletal issues 

arising from years of having to use their bodies in ways they were not intended. Data 

collected by the Thalidomide Trust on the health and wellbeing of the thalidomide survivors 

who are beneficiaries of the Trust indicates that they are living with significantly worse 

physical and mental health than the general population of a comparable age. Indeed their 

health is similar to those in the general population who are at least ten years older.  

The unique and specific additional health and wellbeing needs of thalidomide survivors have 

been recognised by the Government in the allocation of the Health Grant to help meet the 

costs of living with such significant needs. The Health Grant is intended to supplement the 

disability benefits to which all thalidomide survivors should be entitled as a result of their 

disabilities. Regretfully the shortcomings of the current system mean that many fail to claim 
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these benefits due to the complexity and stress of the process and the lack of understanding 

of their needs by the assessors, which results in poor decision making and unnecessary 

reassessments.  

The Thalidomide Trust welcomes the opportunity to respond to this consultation and make 

the case for an appropriate assessment process that meets the needs of our beneficiaries 

and reduces the time and cost to the DWP 

 

Summary 

 

• There are 410 (37 beneficiaries live outside the UK) people living in the UK with 

disabilities arising from the drug thalidomide. They are all now reaching their 60’s and 

are experiencing significantly worse health than their peers in the general population 

and in particular high levels of chronic pain. This group of people should have access to a 

light touch assessment route for disability benefits that takes account of their unique 

needs and relies on the knowledge of Thalidomide Trust experts to provide supporting 

evidence. The Thalidomide Trust is willing to work with the DWP to develop a pathway 

that meets the specific needs of this unique group. 

 

• There is a lack of understanding by assessors (alongside other health professionals) of  

the unique needs of thalidomide survivors and the complex impact of original 

thalidomide damage and consequential damage caused by years of struggling to 

maintain activities of daily living. Despite the provision of the Condition Insight Report, 

benefits decisions are still being made incorrectly. 

 

• There should be a recognition that for individuals such as thalidomide survivors, who are 

reaching their 60’s and experiencing deteriorating health as a result of living with the 

disabilities caused by their original damage, moving into employment is not an option. 

 

• For PIP claimants such as thalidomide survivors whose condition can be supported by 

medical professionals at the Thalidomide Trust, desk top assessments should be the 

route to assessment. Benefit awards should not be time limited and periodic repeat 

assessments should be removed with no need for further reassessment for those 

awarded enhanced benefits. 
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• We are concerned about the link that is being made between rising spending on health 

and disability benefits and making changes with the intention of “making the system 

more affordable in the future”. Any changes must be driven by needs not costs. 

 

• We are concerned that the move to a new single benefit would be primarily a cost-

cutting exercise. The case study comparisons with other countries are skewed and 

models that involve having costs verified by a health practitioner or providing individual 

receipts is disempowering and unworkable. People should remain able to spend their 

disability related benefits to meet their needs in the way they see fit. 

 

Chapter 1 - Government Support – Employment, Applying for Benefits and Mobility 

 

Question: What more could we do to improve reasonable adjustments to make sure that 

our services are accessible for disabled people? 

 

12% of Thalidomide Trust beneficiaries are not able/choose not to use the internet. This is a 

factor of their disability and their age group. It is important to recognise that online only 

application processes exclude many disabled people and have alternatives such as 

telephone processes in place. 

 

However, where these are provided they should not be second class services, from our 

beneficiaries’ experience of trying to contact the DWP, there is often a long wait for the call 

to be answered and for someone with disabilities and a physical or mental health condition, 

this is exhausting and distressing. 

 

66% of Thalidomide Trust beneficiaries have either facial disfigurements or a hearing 

impairment and the experience of this group when contacting DWP is poor. There is an 

assumption that all disabled people who use BSL to communicate are able to use the Video 

Relay Service, which is not the case. In a recent case where a beneficiary was deaf, they 

were not comfortable using this form of technology, they did not like to be looked at and 

only used video calls for short conversations. There is also a failure to understand the needs 

of this group more widely 

 

We would like to see the continued use of desk top reviews rather than face to face 

assessments for applicants such as thalidomide survivors where there is clear supporting 

evidence from the Thalidomide Trust and no prospect of improvement in their condition. 
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Signposting and support to help people access benefits 

 

What more information, advice or signposting is needed? How should this be provided? 

Do you agree with the principles we have set out for advocacy support? 

 

 

We have concerns about the principle that advocacy support would not be available for 

everyone. This risks denying access to individuals who may not fit any criteria that is 

developed to identify those who “need it most”. 

 

We welcome the approach of recognising and complementing the help that organisations 

such as the Thalidomide Trust provide to our beneficiaries, however the principle of non-

duplication should not be used as an opportunity to transfer the responsibility of advocacy 

to charities who may be under-resourced to meet the needs of all their beneficiaries. 

 

What kinds of support do you think people would want from advocacy? 

 

There is a clear difference between advice and advocacy. People in need of support with 

their application need advice and help through the process, so the parameters of the 

advocacy service must be clear. For example at the Thalidomide Trust we provide support 

that ranges from signposting to a local advice service, providing supporting medical 

information, helping to physically write the form (because the individual is unable to due to 

their disabilities) to accompanying individuals to tribunals.  

 

Advocacy should be available to individuals at any point in their journey, not just for the 

initial claim and the remit of the advocacy service should not be limited but offer a holistic 

service of support as set out above.  

 

Are we meeting disabled people’s mobility needs? Please tell us why/why not. 

 

The current Motability scheme is limited to disabled people receiving enhanced mobility 

awards for PIP or DLA. We would support access to the scheme being offered to disabled 

people or those with health conditions with an award of disability benefits at any rate. 

 

The Motability scheme is not equipped to assist with the more complex adaptations 

required by people with severe disabilities. The scheme currently focuses primarily on 

wheelchair users and people with relatively simple impairments, but does not cover those 
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with severe upper limb impairments who need expensive foot steering (minimum of 

£10,500) and complex electronic controls (often an additional £10,000 of adaptations). 

 

Individuals with upper limb impairments need to be able to better access the scheme 

because they can find it difficult to independently manage public transport. This includes 

issues with boarding, letting the driver know when to stop, walking to a seat on a moving 

train or bus as unable to hold onto seats or straps, carrying bags or luggage. If this is not 

recognised by a PIP assessor, then that individual would not get any mobility PIP, and be 

unable to access Motability. 

 

Older disabled people are being failed by being denied access to the Motability scheme 

after the age of 64 when they can only apply for Attendance Allowance. Access to the 

Motability scheme should continue with no upper age limit. 

 

Chapter 2: Improving Employment Support 

For beneficiaries of the Thalidomide Trust who have stopped working due to their high 

levels of pain and deteriorating health and mobility as they age prematurely, future work is 

not an option and this should be recognised and reflected in the award and terms of the 

award 

Our research* indicates that consequential damage has forced three out of five thalidomide 

survivors to change their work situations since 2000; at that time they were in their early 

40s, some 25 years before statutory retirement age. Changes include giving up work 

altogether, reducing working hours or changing to less demanding jobs in order to preserve 

their health and cope with chronic pain and increasing immobility. Those with less severe 

impairments are more likely to have reduced their working hours or changed to less 

demanding jobs (at least for the time being). Those with more severe impairments are more 

likely to have stopped work altogether. As severity of impairment increases, the proportions 

still working gradual decrease. Invariably these changes were prompted by increasingly 

severe consequential damage  - pain, musculo-skeletal issues, loss of mobility etc. 

https://www.thalidomidetrust.org/wp-content/uploads/2016/10/Loss-of-Earnings-Report-

FINAL-November-2016.pdf 

What further support or information would help work coaches to have more effective 

conversations with disabled people and people with health conditions? 

https://www.thalidomidetrust.org/wp-content/uploads/2016/10/Loss-of-Earnings-Report-FINAL-November-2016.pdf
https://www.thalidomidetrust.org/wp-content/uploads/2016/10/Loss-of-Earnings-Report-FINAL-November-2016.pdf
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Work coaches should be provided with Information such as the Condition Insight Report 

used by PIP assessors. This sets out the impact of living with original thalidomide damage 

and the consequential damage as survivors age. 

https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-

Final.pdf 

 

Chapter 3: Improving Our Current Services  

During the coronavirus pandemic we introduced assessments by telephone and video call 

as a temporary measure. In your view, in future, what mixture of methods should we use 

to conduct assessments? 

How could we improve telephone and video assessments, including making sure they are 

as accurate as possible? 

We strongly urge the use of desk top assessments for applicants living with conditions such 

as thalidomide where there is no prospect of improvement and the impact of living with 

these unique patterns of damage is poorly understood. For any applicant who is a 

beneficiary of the Thalidomide Trust a paper based assessment supported by evidence from 

the Trust Medical Advisers should be the preferred method of assessment. 

Telephone and video assessments may not be practical or reasonable for beneficiaries who 

have absent or shortened upper limbs, nor for those who are unable to sit comfortably for 

any extended period of time, or who have communication difficulties, sight or hearing 

impairments. 

When a medical professional specialist such as out Medical Advisors at our Trust provides 

supporting evidence, this should be considered as expert information for the assessing 

process and should be enough evidence for a paper assessment. In our experience in 

numerous occasions, it has been completely ignored by assessors.  

If further details are required, when there is a named medical expert/ health or social care 

professional, direct contact with them should be part of the assessment process rather than 

having to subject the applicant to further assessment. 

https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-Final.pdf
https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-Final.pdf
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What more could we do to reduce repeat assessments, where someone has a condition 

that is unlikely to change? 

 

For specific conditions such as those living with thalidomide damage where there is no 

prospect of improvement and further deterioration with age is inevitable, they should not 

require a review/reassessment once an awarded of ESA or PIP is made. 

 

The specialist expertise of the Thalidomide Trust should be recognised in providing 

supporting evidence to this effect. This would reduce time and resources spent by the DWP 

in taking these cases to appeal – where the original decision is generally overturned. 

 

Unfortunately in our experience even where a Thalidomide Medical Adviser has highlighted 

that a beneficiary applying for disability related benefits has a lifelong condition that will 

continue to deteriorate, this has been ignored and reviews and reassessments have taken 

place one or two years later. This is not only very distressing and anxiety provoking for our 

beneficiaries, but a waste and unnecessary use of resource and public money.  

 

Decisions can be changed after an appeal has been lodged but before a tribunal hearing 

takes place. How can we improve the way we communicate a new decision in this 

situation? 

What other changes could we make to improve decision making? 

The process needs to be less complex. For thalidomide survivors a simple application form 

supported by evidence from the Thalidomide Trust should be sufficient. Assessors do not 

have an appropriate level of understanding of the impact of thalidomide damage and for 

just 447 people it is not necessarily worth them developing this as they will come across 

these claimants so rarely. Therefore it is far more cost effective to rely on the expert 

assessment of the Medical Advisers at the Thalidomide Trust  

When a decision is made and an applicant is sent a letter stating the level of award, a copy 

of the information/evidence used to make the decision should be included with that letter. 

Often applicants do not know that having evidence such as the assessors report is essential 

to their mandatory reconsideration (if they need to do one).  

 

When a decision is changed after an appeal is lodged, this should not be communicated by 

an unscheduled telephone call, especially if the applicant has been in receipt of support to 

make the initial claim. Contact and communication with the professionals and support 
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services who know these applicants best is essential to take the stress out of the process for 

the applicant. 

 

There should be a section on the form that states if the person would like someone to be 

copied in/receive copies of the letters so that they can be supported when they receive 

them.  

Given these are benefits for people who have disabilities the process is unnecessarily long 

and complicated. It undoubtedly requires a lot of support and assistance to complete. The 

initial contact, the forms, requests for evidence, appeals, is a very stressful process for 

applicants who feel they must prove their disability to such a degree that they feel they are 

being judged and treated like a fraudulent claimer from the get-go. The thought of having to 

go through such a process has certainly put off a number of our beneficiaries from claiming 

even though it is clear that they meet the eligibility criteria. 

 

Chapter 4: Re-thinking Future Assessments to Support Better Outcomes 

Is there anything about the current PIP activities and descriptors that should be changed?  

YES 

If yes, what changes to the PIP activities and descriptors should we consider? 

There is a clear lack of understanding of the unique and specific needs of those people living 

with the impact of thalidomide damage.  

In particular the impact of upper limb disabilities on balance affecting the ability to mobilise 

safely and avoid the risk of severe injury. Many thalidomide survivors cannot leave the 

house and complete a journey without having another person with them to provide physical 

assistance, be it for safety reasons (cannot hold on to rails on public transport, can’t manage 

getting on or off the train safely on their own), need physical assistance to use toilets, ticket 

machines. Whilst others need someone with them for reassurance knowing if they fall or 

someone approaches them, they have help and assistance, this is not reflected in the 

assessment currently meaning that the needs of thalidomide survivors who cannot leave the 

house without this level of support, are currently ignored.  
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The threshold of what is considered severe and overwhelming anxiety is too high. A vast 

number of our beneficiaries worry about being stared at or abused and have never gone out 

alone because of this and are unable to interact with people they don’t know. Although this 

is recognised as a daily care need in terms of mixing with people, there is no recognition in 

the mobility assessment that an individual is unable  to go out alone to complete a journey 

as a result.  

Should we seek evidence from other people, such as other health professionals or support 

organisations? 

The Thalidomide Trust are the experts in understanding the needs and impact of 

thalidomide damage on thalidomide survivors. We have this knowledge because we visit all 

beneficiaries of the Thalidomide Trust individually at home to undertake Holistic Needs 

Assessments. Our Medical Advisers are experts in the health conditions associated with and 

arising from living with thalidomide damage and our Wellbeing Advisers are expert on the 

impact on activities of daily living. 

The Thalidomide Trust also undertakes research into the health of thalidomide beneficiaries 

and collects significant data that allows us to understand the current and future needs of 

thalidomide survivors.  

These are a unique group of people living with a unique range of disabilities that are not 

well understood by health professionals or clinicians. The Thalidomide Trust provides advice 

information and support to a wide range of professionals who have contact with 

thalidomide survivors – GP’s, consultants, Occupational Therapists, Physiotherapists and 

social care professionals. An example of the GP Pack can be found at the link below 

https://www.thalidomidetrust.org/wp-content/uploads/2020/09/Thalidomide-Trust-

Resource-Pack-For-GP-Practices.pdf 

As such, the advice of professionals from the Thalidomide Trust should be recognised as 

expert evidence in identifying the eligibility of beneficiaries of the Trust for disability 

benefits. This will reduce the risk of poor decision making leading to unnecessary appeals 

and reconsiderations, as well as the stress for applicants. We have many cases where 

supporting evidence from the Trust has been ignored and this is unacceptable and a waste 

of time for all concerned as these decisions are inevitably overturned on appeal. 

https://www.thalidomidetrust.org/wp-content/uploads/2020/09/Thalidomide-Trust-Resource-Pack-For-GP-Practices.pdf
https://www.thalidomidetrust.org/wp-content/uploads/2020/09/Thalidomide-Trust-Resource-Pack-For-GP-Practices.pdf
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For thalidomide survivors a simple application form supported by evidence from the 

Thalidomide Trust should be sufficient. Assessors do not have an appropriate level of 

understanding of the impact of thalidomide damage and for just 410 people it is not 

necessarily worth them developing this as they will come across these claimants so rarely. 

Therefore it is far more cost effective to rely on the expert assessment of the Medical 

Advisers at the Thalidomide Trust  

What type of evidence would be most useful for making decisions following a WCA or PIP 

assessment, and should there be a standard way to collect it? 

How could we make sure the evidence we collect before a WCA, or PIP assessment 

directly relates to a person’s ability to do certain things? 

For thalidomide survivors a simple application form supported by evidence from the 

Thalidomide Trust should be sufficient. Assessors do not have an appropriate level of 

understanding of the impact of thalidomide damage and for just 410 people it is not 

necessarily worth them developing this as they will come across these claimants so rarely. 

Therefore it is far more cost effective to rely on the expert assessment of the Medical 

Advisers at the Thalidomide Trust. 

The Thalidomide Trust is happy to work with the DWP to develop a template that satisfies 

the requirements of the eligibility criteria. 

How could we improve assessments, or the specialist support available to assessors and 

decision-makers to better understand the impact of a person’s condition on their ability to 

work or live independently? 

 

For PIP the Thalidomide Trust has already worked with the DWP to develop the Condition 

Insight Report – however in light of the small (and declining) numbers of people living with 

thalidomide damage, it would be more cost effective and a better use of limited DWP 

resources to rely on the assessment of the Thalidomide Trust professionals. 

 

https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-

Final.pdf 

 

How can we make it easier for people to inform us if their condition or circumstances have 

changed so that a review of entitlement can be carried out at the right time? 

https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-Final.pdf
https://www.thalidomidetrust.org/wp-content/uploads/2019/12/Condition-Insight-Report-Final.pdf
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People living with a long term deteriorating condition with no prospect of improvement, 

such as Thalidomide survivors should have an indefinite award. If this is not an enhanced 

award, a reassessment should only be made when the applicant requests one. 

Chapter 5 – Exploring ways to improve the design of the benefits system 

 

We are  concerned about the link that is being made between rising spending on health and 

disability benefits and making changes with the intention of “making the system more 

affordable in the future”. Any changes must be driven by needs not costs. 

 

PIP – the assessments need to be focused on identifying need not ruling it out. Repeat 

assessments should be reduced for those whose condition is unlikely to change 

 

How could we simplify the system for people applying for multiple health and disability 

benefits? 

 

We are very concerned about the proposal to introduce a new single benefit. The 

consultation document makes it clear that this would primarily be a cost-cutting exercise. 

The case study comparisons with other countries identify in the main systems where far less 

help is provided than is currently available in England. Where is the comparison with 

Scotland’s approach?  H 

 

In particular systems where disabled people have to produce receipts for disability related 

expenditure, or have their costs verified by a health practitioner, are disempowering and 

humiliating. People should remain able to spend their PIP freely to meet their needs in the 

way they choose.  

 

Universal Credit (UC) has many features, such as work allowance and taper, that aim to 

make it easier for people to move into work. How can we ensure that disabled people and 

people with health conditions are aware of these features, and encourage people to try 

out work on UC? 

 

• How could the current structure of benefits be changed to overcome people’s financial 

concerns about moving towards employment? 

 

• How could the current structure of benefits be improved so people can better manage 

changes in benefit entitlement 
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The beneficiaries of the Thalidomide Trust are all aged 56-62 and the vast majority have 

given up work due to their deteriorating health and the consequential damage arising from 

their original thalidomide damage.  An analysis of our health data shows that they 

experience poor health at a much earlier age than the general public. 

 

There must be a recognition that for some people it is unrealistic to expect them to move 

back into employment of any kind and there should be no requirement for reassessment. If 

this is identified within a PIP assessment or a UC assessment then passporting between the 

two benefits should be available without the need for a separate assessment. 

 

While continuing to focus financial support on people who need it most, how could we 

more effectively support disabled people with their extra costs and to live independently? 

 

Should we explore options to make it easier for disabled people to access practical such as 

aids, appliances or services, and why? 

 

What particular types of practical support should we help disabled people access? 

 

The current Motability scheme is limited to disabled people receiving enhanced mobility 

awards for PIP or DLA. We would support access to the scheme being offered to disabled 

people or those with health conditions with an award of disability benefits at any rate. 

Older disabled people are being failed by being denied access to the Motability scheme 

after the age of 64 when they can only apply for Attendance Allowance. Access to the 

Motability scheme should continue with no upper age limit. 

 

We do not support the provision of aids and equipment or services as an alternative to part 

of a benefit payment. This would restrict individual choice and for individuals such as 

thalidomide survivors with unique disabilities there is a high risk of needs not being 

understood or fully met. The range of aids and equipment is huge and would have to be 

limited in such a scheme. It is better to let individuals use their money to access their own 

equipment. Occupational Therapy services are available to provide advise and 

recommendation and this work s well. 

 

For example - many beneficiaries of the Thalidomide Trust have spent their whole lives 

fiercely maintaining their independence and choose not to access standard aids and 

equipment, particularly if they feel it would make their home appear institutional. We 
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would be concerned that if people refused the practical support, the corresponding benefit 

payment would be withdrawn limiting their ability to choose their own way of meeting their 

needs. 

 

 

CONTACT DETAILS 

 

This response was submitted by the Thalidomide Trust, you can contact us via: 

 

Katy Sagoe, Director of Health & Wellbeing. The Thalidomide Trust, 1 Eaton Court Road, 

Eaton Socon, St Neots, Cambridgeshire PE19 8ER. 

 

hello@thalidomidetrust.org 
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