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Introduction

The Thalidomide Trust is a registered charity and discretionary trust providing support to

447 beneficiaries, aged 56 62 years. The National Advisory Council (NAC) is a body of twelve–
democratically-elected beneficiaries. Its purpose is to advise the Thalidomide Trust on policy.

Whilst the NAC does not represent the Trust per se, it does represent its beneficiaries. This

response should be considered alongside a separate submission from the Thalidomide Trust.

As the NAC, we welcome the opportunity to respond to this consultation. The policies being

consulted on will have a direct impact on members of the beneficiary community, which we

are part of and represent. There is valuable experience among the community which can

help inform and improve the proposed changes.

The NAC has gathered views from the beneficiary community through in-depth discussions,

one-to-one interviews and by collating feedback on the consultation questions. In total, 37

individual respondents have directly contributed to our submission. This response also

draws on research conducted by the Thalidomide Trust with the whole beneficiary

community.
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Context

Thalidomide created a range of disabilities including shortening and absence of limbs,

malformation of hands and digits, damage to ears and eyes, sensory impairment, facial

disfigurement/palsy and damage to the brain, internal organs and skeletal structure.

Primarily marketed under the brand name Distaval, thalidomide was licenced in the UK for

less than four years before it was withdrawn, so beneficiaries are all a similar age and

experience similar issues and challenges.

Many thalidomide-affected people have had fulfilling lives with partners, able-bodied

children and jobs they enjoy. However, years of having to compensate for their disabilities,

and use of their bodies in ways that they weren’t designed for, have taken their toll.

Statistical analysis of Health Needs Assessments (interviews conducted face-to-face with

96% of beneficiaries, 2016 - 2019) shows that thalidomide-affected people experience

significantly poorer physical health than people of similar ages in the general population.

Two-thirds reported their physical health was the same or worse than the lowest 2% of the

general population.

The key health problems that have been highlighted through research are:

● pain often severe and/or continuous (which is experienced by more than 90% of the

Thalidomide Trust’s beneficiaries).

● reduced flexibility and mobility – in particular a reduced ability to reach, stretch, and

bend which makes it difficult to undertake everyday tasks.

● tingling and numbness – which, for many people, results in a loss of strength/grip.

● poor mental and emotional health – including depression and anxiety.

Many thalidomide-affected individuals rely on adapted vehicles, electronic wheelchairs,

prosthetic limbs or specialised hearing aids/implants which are very expensive. Others have

lost or seriously damaged their teeth by using them – instead of hands – to undertake a

multitude of day-to-day tasks and now need expensive dental implants. It is also frequently

necessary for them to adapt their homes to accommodate their disabilities.

Thalidomide-related disabilities have also impacted on their ability to work as they get older

– with over 40% unable to work because of their disability or health problems and around a

quarter having had to change their job or the type of work they do for the same reason.

Disability benefits, therefore, are very important to our community.

The Loss of Earnings report (published 2016), studied the work experiences of UK

thalidomiders. It provides detailed evidence of the extensive challenges experienced by the

then 467 beneficiaries of the UK Thalidomide Trust in sustaining paid work and careers while

experiencing rapidly increasing health problems; and of the earnings and pensions

entitlements they have consequently lost or foregone.

https://www.thalidomidetrust.org/health-and-wellbeing/health/pain/
https://www.thalidomidetrust.org/health-and-wellbeing/making-life-easier/mobility/
https://www.thalidomidetrust.org/health-and-wellbeing/health/dental-implants/
https://www.thalidomidetrust.org/health-and-wellbeing/making-life-easier/inside-and-outside-your-home/
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The original compensation settlement between Distillers Company and the parents of

thalidomide-damaged children reflected the generally lower expectations prevalent in the

early 1970s of the potential educational and workplace achievements by disabled people. In

fact the majority of thalidomiders, both men and women, have far exceeded these

expectations. They achieved similar levels of educational attainment as their general

population peers and have subsequently worked full or part-time for much of their lives.

However, as they reached their mid-50s, growing numbers of thalidomiders reported

increasing difficulties continuing in paid work (particularly in full-time work) because of their

deteriorating health – the result of consequential thalidomide damage. At an age when most

people would expect to be at the peak of their careers, with maximum earnings and well

before the normal retirement age, thalidomiders were therefore giving up work (or were

planning to do so); reducing their working hours; or switching to less demanding jobs.

In all, 59% (207) of all survey respondents had made one or more change to their work

situation since 2000; 128 had stopped work, 62 had reduced their working hours and 35 had

changed the type of work they did. Fifteen respondents had made more than one change.

Of this latter group, all had reduced their working hours and all except one had changed the

type of work they did. As in the general population, respondents with higher education

qualifications appeared to have had more choice and flexibility in their work situations

compared to those with vocational or no qualifications, who were far more likely to have

stopped working than reduced their working hours or changed the type of work they did.

Summary of consultation response

We have recorded our responses to the specific consultation questions below. Across the

responses as a whole, six key themes emerged. In summary:

1. The importance of choice and flexibility. There is no one-size-fits-all approach.

Disabled people should be enabled to access the benefit system and employment in

different ways depending on their different needs. For example, being able to choose

digital or face-to-face meetings, online or paper forms, or how and when to access

advocacy support.

2. Mobility is hugely important, but the current Motability scheme is not sufficient to

meet the needs of disabled people who need complex adaptations. We make

suggestions for improvements in our submission.

3. Advocacy support is crucial. As a community, we have benefited from this support

from the Thalidomide Trust, but not all disabled people have access to this kind of

advocacy. It should be available to all who need it, we do not agree that this should

be limited to certain groups.

4. We support the introduction of a Severe Disability Group for those whose disabilities

or health conditions are not going to change or will only worsen, and these people



4

should not be expected to keep reapplying for benefits such as PIP every three or ten

years. This group should include all those affected by thalidomide damage.

5. We urge the government to reinstate the former Independent Living Fund (ILF) or a

similar scheme, for those disabled people with higher support needs, such as those

in a Severe Disability Group. The ILF provided a much-needed enhanced level of

support to enable people to live their lives on their own terms.

6. We do not agree with any proposal to combine health and disability benefits into a

single benefit, as we saw the problems that combining benefits caused around the

introduction of Universal Credit.

Chapter 1: Providing the Right Support

Q15. What more could we do to improve reasonable adjustments to make sure that our

services are accessible to disabled people?

Respondents felt that they should always be offered a choice whether to apply for benefits

online or on paper. Applying online can allow somebody with low energy levels or in pain to

pause and come back to the application after a rest. A digital option is important for those

with hand/arm disabilities who find it difficult to fill in written forms, and a paper option is

important for those who do not have access to digital technology. At the moment, disability

benefits are not available to apply for online, which is extremely unhelpful.

Additionally, respondents felt that everybody should be offered the opportunity to access

appropriate support from an advocate.

Q16. What more information, advice or signposting is needed and how should this be

provided?

Respondents felt that it would be beneficial to have a centralised contact point (online,

phone and possibly face-to-face) which can either point applicants to a charity or local group

who can provide further information and/or advocacy support, or put them in touch with an

independent advocate who can support them if there is no other source of support.

Q17. Do you agree with the principles we have set out for advocacy support?

There are many charities and small local groups who can provide advocacy support.

However, there are not charities to support every type of specific disability, and Citizens

Advice services vary in what they provide in different areas. Respondents felt that it was

important for people to be able to access equitable support across the country.

“Advocacy is about having someone you trust to support you. You can be fearful if

you don't know what to write. We want someone on our side to help fill in the forms

so we're not at a disadvantage before starting.”

Q18. How might we identify people who would benefit from advocacy?

Respondents felt strongly that there should not be a limit on who can access this support: it
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should be for anyone who feels they need the help. It should not be up to a government

body to identify who is or isn’t entitled to advocacy support. People with fluctuating

conditions may need greater or lesser support at different times and should be able to

decide for themselves whether and when they need advocacy support.

Q19. What kinds of support do you think people would want and expect from advocacy?

Advocacy can be used by anyone seeking support. This includes signposting to health

services, social care services, financial advocacy, identifying which benefits they can apply

for, support for assessments/reassessment, housing, advocacy to remain independent,

technology and gadgets, other social issues from online bullying to neighbourhood issues. If

the advocate can't help, they should be able to refer the person they are supporting to a

specialist organisation.

It was felt that face-to-face advocacy is better for forming rapport, and gives the advocate a

clear picture of the user’s needs for support.

Q20. Are we meeting disabled people’s mobility needs? Please tell us why/why not.

No, we felt that improvements need to be made. Respondents expressed concern about

how the Motability scheme works at the moment, in particular how it fails to meet the

needs of those who need complex adaptations to vehicles.

Respondents feel that the scheme focuses primarily on wheelchair users and people with

relatively simple impairments, but does not cover those 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).

Respondents 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 a person would not get any mobility PIP, and be unable to

access Motability.

The high cost of the deposit means the vehicle (especially when a van is required for a

wheelchair) has to be one that just ‘meets needs’, however this does not take into account

that extra room might be needed for passengers, luggage, or a PA and their luggage. The

deposit can be beyond most people’s pockets without saving up for months, going to a

charity for help, or fundraising.

To resolve some of these issues, respondents suggest:

● The Motability scheme should be extended to cover higher costs of extra and more

complex adaptations.

● Vehicles should be on longer or life-long leases to enable extra adaptations to be

made and used. It doesn’t make sense to put in extra adaptations into a car for only
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3–5 years, in addition to paying a higher deposit for a vehicle with electronic

controls.

● There should be an option to buy your own car and get support with adaptation

costs.

● Having to name a driver can be a problem if one needs to use a number of carers to

do the driving, especially as carers or PAs often move jobs. It would be better if it

could be set up so that anybody over 25 with a clean driving licence can drive the car.

● Ensure the scheme covers higher specification cars which have more electronic

controls, making them easier to drive, and requiring fewer adaptations.

● A grant scheme to pay for complex or expensive adaptations.

● A review of the Motability adaptations list to ensure those who drive with their feet

are covered.

● The Motability scheme seems to work well for many disabled people (those who are

eligible for the high ability rate PIP/DLA). People with expensive mobility needs who

don’t qualify for the more stringent PIP eligibility need an alternative source of

support. This could be a mobility grant fund or preferably a review of the PIP scheme

to work better for all disabled people who have high disability costs.

“I had to go down the hire purchase route rather than the lease scheme, because of

needing more complex adaptations. I paid a huge deposit and all the costs of my

adaptations. I lost all my mobility component of DLA. I ended up paying a huge

amount of money, and not even owning my vehicle.”

Chapter 2: Improving Employment Support

Q21. What more could we do to further support employers to improve work opportunities

for disabled people through Access to Work and Disability Confident?

Several respondents had direct experience of Access to Work, but faced issues around the

complexity and length of the review process when their circumstances changed.

To improve Access to Work, we would recommend:

● A dedicated case manager with knowledge of the application from start to finish,

rather than an applicant having to explain their situation from the start every time.

● Staff managing the scheme to be trained as enablers, rather than gatekeepers.

● Transparent, clear criteria.

● Increasing awareness about the Access to Work scheme and how to apply. Many are

not aware that they would be eligible.

“From 2004 I had an access to work funded PA and cabs to and within were paid for.

However, Access to Work became increasingly difficult to deal with, and my
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impending ATW review in April 2020 was a significant factor in my decision to retire.

Access to Work needs to have transparent clear criteria, and the mentality of the

staff needs to be enabling rather than ATW staff being gatekeepers.”

“I had to leave work as, although I didn’t need many days off work, I kept falling foul

of the sickness policy. My line managers were supportive, but in the end the

bureaucracy for Access to Work was ridiculous. I did not have any energy left to fight

it. A system where there is a central government pot of money for additional aids to

support my disability, rather than this having to come from your department’s or

employer’s budget, might have meant I could stay for longer. It all got too much red

tape in the end. I couldn’t get through a whole year without a sick day, which pushed

me into four episodes of sickness again. So I retired. It ended up being for the best,

but it was hard and I miss my colleagues, my patients and my work. I was good at my

job, so the NHS lost my skills and experience. I understand the need to check that

staff aren’t wasting resources, but policies can be a bit heavy-handed.”

In addition, respondents felt that employers still needed to improve work

opportunities for disabled people. This should be mandatory, rather than seen as an

option. We propose:

● For every job advertised, there should be a legal requirement to show how it could

be made accessible for a disabled person or person with a health condition (for

example, with flexible working practices).

● Although respondents did not have direct experience of the Disability Confident

scheme, we felt that mandatory training for all employers by disabled people would

be helpful.

There is evidence of wider discrimination which future Access to Work support and Disability

Confident employers need to address. Most respondents in the 2016 Loss of Earnings report

clearly linked their decision to change jobs, reduce hours of work or stop work altogether to

the direct impact of their deteriorating physical health and associated stress. However, a few

also noted the impact of wider, lifelong experiences of direct discrimination, the stigmatising

effects of their unusual impairments, or a failure by employers to accommodate their needs

within the workplace. They acknowledged that some of these barriers were psychological

but had nevertheless limited their opportunities and career options:

“Had they (employers] supplied me with the adaptation Access to Work suggested so

I did not have to bend right forward to see the screen and suitable trolleys for

moving coinage, it would have been unlikely I would have had back problems at 37

years old.”

“I stopped working because of the pressure of having thalidomide in the workplace.

Could not go to the toilet in the time allocated.”

“While my disability is not major, it is visible and prevented me from becoming a

manager in [major national retail chain]. I have evidence to prove this.”



8

“Pain, discrimination and various psychological barriers have always placed me at a

disadvantage.”

Q22. How can we support people who have fallen out of work to identify and consider

suitable alternative work before their Work Capability Assessment?

Respondents felt there were many ways in which disabled people who were not currently

working could be enabled to find suitable work, however employment conditions needed to

be right.

We propose:

● Access to volunteering opportunities to provide experience and confidence, with

voluntary organisations ensuring that volunteering roles are accessible for disabled

people.

● Government encouragement for employers to take on disabled people, but not

through a scheme where, when the scheme and the financial support for employers

ends, the employer the disabled person is dismissed so that the employer can access

the financial support again by replacing them with another disabled person.

● Employers to offer flexible working hours as standard.

Q23. What further support or information would help work coaches to have more

effective conversations with disabled people and people with health conditions?

Respondents felt that there were changes that could help work coaches have more effective

conversations. Our recommendations include:

• Ensuring work coaches approach service users with an attitude of enablement,

rather than as a gatekeeper, restricting who has access to which services/benefits.

• Regular training on disability awareness provided by disabled people or those with

health conditions.

• A centralised information base where work coaches can access information on the

nature and impacts of health conditions and disabilities. Work coaches would need

to be given the time to read up on a user's disability in order to better support them.

Q24. What has been your experience of receiving employment support? What was good

about the support? Are there further improvements that can be made?

Overall, respondents have had mixed experiences of receiving employment support. It can

vary enormously from place to place.

Some had experienced conversations in job centres that were humiliating and negative, and

have found that employers and job centres made assumptions about what disabled people

can or can’t do.
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When support was helpful, it was because the emphasis was on what the disabled person

could do, not what they couldn't. Respondents also felt it was important that disabled

people should be offered a full choice of work.

Staff providing employment support should receive training about different disabilities and

health conditions. Case studies of achievements that disabled people have had in

employment might help.

Q25. How can we make the most of the knowledge and expertise of local organisations to

support disabled people and people with health conditions into employment?

We agree that local organisations can hold knowledge and expertise. An up-to-date

database of existing organisations and what they are able to provide would be useful. If local

organisations are expected to support more people, they may need grants from the

government to meet that need, and they should not be expected to stretch limited

resources even further.

Q26. What more could we do to work with other organisations and services, such as local

authorities, health systems, and health services offered in the devolved administrations,

to provide and join up employment support in health settings?

Q27. What can we offer that would encourage people in the Support Group or LCWRA to

take up our employment support?

One beneficiary (Female, 60, Scotland) noted “I have witnessed lack of morale after

attending support groups” and concluded that it would be appropriate to review the content

of employment support to also include self esteem and confidence building as a focus -

positive experiences would mean more people would continue with employment support.

Q28. Would you be happy to access employment support digitally? Please tell us why/why

not.

Respondents felt very strongly that choice was important. Digital support can be good for

some, but can cause issues for those with hearing or other impairments. Also a significant

minority of disabled people are not online, so there needs to be a range of online and offline

provision.

Q29. What should we consider when developing a digital support offer for disabled people

and people with health conditions?

These are the issues which respondents felt needed to be considered in providing support

digitally:

● Potential users may not have easy access to the required IT equipment or be skilled

in using it.

● Literacy level needs assessing before using written ‘chat’ functionality.

● Need to use BSL signers for those who are hearing impaired. Sign live is an excellent

telephone service.
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● There needs to be a backup option in case there are wifi / IT issues.

Q30. How can we better support young disabled people and people with health conditions

who are moving out of education to find appropriate work?

Chapter 3: Improving Our Current Services

Q31. 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?

During the pandemic, some respondents found telephone and video assessments useful.

Phone assessments were easier than travelling to an assessment or having a home visit

although, if available, video can be better than phone at avoiding misunderstandings. Phone

or video assessments were particularly helpful for those who had worked out what to say in

advance and who found filling in physical forms daunting.

Different people will need different approaches. A face-to-face home visit for those who find

video or phone difficult should still be available.

“My telephone assessment, used to confirm my extensively completed written form,

was useful to fill the gaps for the assessor – it worked well.”

“Video call saved a lot of stress of trying to get to a face-to-face appointment for PIP.”

“The DWP agent physically wrote the application form out for me during the PIP

assessment on the phone. They explained this is a special service because of the

Covid situation. I benefited from doing that. I have been asking DWP for assistance in

writing the form out for two previous attempts because of my inability to hand-write

an application form. The DWP assessor seemed clued-up and helpful. I think it should

routinely be available for people with complex disabilities.”

However, we really feel that desk-top assessments should be used for those 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.

Q32. How could we improve telephone and video assessments, making sure they are as

accurate as possible?

Respondents felt strongly that:

● People should be proactively asked if they would like someone to accompany them

in a video or telephone assessment, especially if they have communication or

hearing difficulties. This would be in addition to an interpreter/signer (if needed).

● People need to know that interviews or phone calls should always be recorded and

they can have access to the recording.
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Q33. What more could we do to reduce repeat assessments, where someone has a

condition that is unlikely to change?

From the experience of respondents, the length of an award being given (for example, three

years, ten years, or life) for people in similar situations, seems to vary across the country.

This gives a sense of inequity, and causes disabled people to lack trust in the assessment

process.

If a case is reviewed, the original application should be referred to, rather than a person

being expected to fill out the whole application again. Updates are only needed in the areas

in which there has been any change. This process would be made easier if there was an

option to submit and edit the application form  online.

Once a benefit has been awarded, reassessment should only happen if the conditions

change. It’s inappropriate to reassess somebody who has a lifelong condition that will never

improve.

The Severe Disability Group is a good idea to stop reassessment for those with lifelong

disabilities that will not improve. It is important that the SDG includes all those with lifelong

conditions that will not change, not just a subgroup of this category of disabled people. It

will be very important for the disabled community to be able to trust how decisions are

made about who goes in this group.

“I was given three years PIP and dread having to go through applying it again – when

I received DLA I was awarded this for life. Why we have to go through this is beyond

me, it’s not like we’re going to grow arms and legs et cetera overnight! Whoever

devised the system doesn’t understand about long-term disability.”

“If the process was not so arduous and we trusted in decision-making then people

wouldn’t mind going back for reassessment. If you have a major health condition,

you don’t have the energy for it, you don’t go back and say what you need because it

could take forever. Why use up the small amount of energy you have on this stressful

process?”

Q34. 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?

Communication would be improved if each applicant was able to work with a single case

assessor who liaises with them throughout. This gives the applicant the opportunity to

get to know someone and not have to explain the same information multiple times.

Q35. What other changes could we make to improve decision making?

Q36. How could we improve the experience when people claiming Child DLA are invited to

apply for PIP?
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Chapter 4: Re-thinking Future Assessments to Support Better Outcomes

Q37. Is there anything about the current PIP activities and descriptors that should be

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

Yes.

We would like to see an Easy Read version of the descriptors and a clearer explanation of the

meaning of the terms used.

The ‘moving around’ descriptors are written in such a way that it seems you can only be

eligible if you cannot walk for certain distances at all. Those wordings should be changed so

that the risks of falling or the impacts of balance issues while moving around can be included

for eligibility. Many of our beneficiaries are severely affected by these risks, but find their PIP

assessment doesn’t recognise it. This means they don’t receive the ‘moving around’ PIP

payments, and lose out consequently in their eligibility for Motability, even though they are

some of the most severely disabled people in the UK.

There needs to be a descriptor that identifies the impact of having a care need or physical

disability on a person’s ability to leave the house and complete a journey. Many of us with

shortened upper limbs cannot leave the house and complete a journey without having

someone 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). Support is

needed to use toilets, ticket machines. Others need someone to give reassurance so that if

they fall or someone approaches them, they have help and assistance. This is not reflected in

the assessment at all and unfair for claimants who cannot leave the house without this level

of reassurance. Many of us need someone with us to mitigate reactions to strangers staring,

or even giving us abuse, if there is no one to give this support we may choose to stay at

home – this has a big impact on our mental health.

Q38. Is there anything about the current WCA activities and descriptors that should be

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

Respondents recommend a shortened application process without repeated questions.

Activities and descriptors are repeated unnecessarily.

“Application forms are complicated: it feels like you need a degree in psychology

when answering the questions!”

“It feels that some questions are repeated, and gives the feeling that an applicant is

being caught out deliberately.”

“In applying I found the application form too long- winded and a lot of the questions

had no relevance to my disability. I think the form shows that the DWP have a

blanket approach for everyone, and as a consequence miss what is really going on for

each individual”.



13

Q39. Should we seek evidence from other people, such as other health professionals and

support organisations?

This kind of evidence can be very helpful. However, health professionals in the NHS do not

have the time or capacity to provide this information. If required to do so, there would be a

huge wait in the application process. Respondents have found support from the Thalidomide

Trust immensely helpful during the decision-making process, as the Trust is able to explain

the full impact of our disabilities to assessors. We would like to see this kind of  support from

an appropriate organisation be made available to all applicants.

Q40. 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?

Q41. 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?

Overall, respondents felt that the focus should be on what people need to achieve in order

to contribute to society, not just to exist and meet their basic needs.

Applicants need access to an appropriate person / organisation / online support where they

can be guided to complete applications, bearing in mind their ability to do daily activities.

Citizens Advice can sometimes help with applications, but this is not consistent across the

country. In many rural areas for instance, there may be no Citizens Advice available, nor any

other advice or advocacy services.

Photos or video clips could demonstrate abilities or difficulties better than written

descriptions. We would like to see a way to upload these onto an electronic record.

Q42. 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?

Assessors need to be able to access an online database to research disabilities / impairments

/ health conditions, and the impact they have on people’s ability to live and work

independently. Support organisations should be commissioned by the government to

provide this information for the database.

Information alone is not enough. It is also crucial that assessors are given the time to

properly read and digest this information on disabilities and health conditions. If this doesn’t

happen, it is stressful for applicants. It is undermining and adds to the anxiety that many

beneficiaries feel when undergoing assessment.

“I was reliably informed my assessor would be experienced in my condition and have

a good overall knowledge of disability and its impact. Sadly this certainly was not the

case!! My assessor had no medical background whatsoever. He had no idea or

concept of thalidomide, its history or its impact socially here in the UK or worldwide,

in fact he had no idea how to even spell it.....’Faminomine’ was his wording!

“I found this extremely disrespectful. Surely anyone truly and ethically conducting an
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assessment of disabled person must firstly have a good understanding of the

disability. Without this, the relationship begins to become distant and the

assessment loses its connection between assessor and claimant. During the

interview I found myself telling him what to ask. He asked if my artificial leg was

made of wood and if so, what type of wood? How ridiculous! When I told him it was

predominantly metal he asked ‘was the metal lead?’.”

However, as stated previously, 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, a desk-top assessment should be used. 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

and therefore an assessment using activities and descriptors would not be needed.

Q43. 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?

Respondents felt that it would be easier if people could update their original applications,

rather than having to complete the application in full again each time.

Q44. What could be included in a discussion to develop a more personalised employment

and health support plan?

Respondents felt that this discussion should include the desired outcome, the step-by-step

process as to how this might be achieved, and the structures that needed to be put in place

for the disabled person to make progress towards each step.

Q45. What skills and experience should the person undertaking an employment and

health discussion have?

These are the skills and experiences that respondents felt were essential:

● Excellent awareness of disability issues, through regular training by disabled people.

The decision-making process would be improved if we could trust that the people

who make decisions have had the right training and preparation.

● Empathy, with skills as an enabler, not a gatekeeper.

● Training to draw out people’s answers and what they are trying to say.

Chapter 5: Exploring Ways to Improve the Design of the Benefits system

Q46. How could we simplify the system for people applying for multiple health and

disability benefits?

Several respondents had experience of applying for multiple benefits. We offer these

suggestions and concerns about simplification:

● We do not see combining the application process was not seen as practical, because

some benefits are means-tested and some are not, but overlapping information
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could be stored in such a way that different government departments could access

them, rather than applicants having to fill in the same information many times in

different places. Then, for each benefit, only a few targeted questions are needed. An

online application account (perhaps through gov.uk) could be completed by the

applicant or their advocate. This would hold the core information about the impacts

of the disability or health conditions.

● It would be helpful to use similar criteria across different benefits.

● We strongly disagree with the model used for Universal Credit, of combining

health/disability benefits into a single benefit. The Universal Credit roll-out left

people worse off and delayed in receiving their money.

Q47. Universal Credit (UC) has many features, such as the 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?

Q48. How could the current structure of benefits be changed to overcome people’s

financial concerns about moving towards employment?

Respondents were anxious that stopping someone’s benefits as soon as they start work,

leaves people vulnerable if that employment isn’t successful. People did not want to risk

their financial stability if they came off benefits in order to work and then had to reapply

again if they were no longer in work.

A proposed solution would be a ‘grace period’ after someone starts work (for example of

three months) during which benefits are suspended but not stopped. This would be

especially useful for people with fluctuating conditions.

Q49. How could the current structure of benefits be improved so people can better

manage changes in benefit entitlement?

Q50. 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?

Respondents have found that financial support given to an individual (for example, the

Health Grant or direct payments), has been key to living more independently and keeping

well. Every disabled person has needs that are most effectively managed by unique practical

support, which need to be decided by that individual. Rather than having to fit in with a

one-size-fits-all approach, direct payment means that support is well tailored and can

change easily as needs change.

PIP payments, while useful, are not enough to cover the additional costs of having a

disability. The government should reinstate the Independent Living Fund (ILF) or a similar

scheme. The ILF was removed around ten years ago from those with higher support needs. It

is still available for some in Scotland as a legacy-benefit for those who were receiving ILF
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when it was removed from everyone else. It acted to give essential higher-tier funding for

those that needed it; it has also been trialled for young people to enable them to spend

money on things they need to enhance their lives. ILF, or something similar, should be made

available to every disabled person in the UK who has a higher level of support needs, to

enable them to live life more equitably, and to support them to contribute to society and

public life on their own terms.

Q51. Should we explore options to make it easier for disabled people to access practical

support such as aids, appliances or services, and why?

Respondents felt that social prescribing should be more widely available, but as an addition,

not an alternative, to benefits.

Some were concerned that exploring options to access practical support (apart from

advocacy) could mean that a disabled person will become reliant on this support to work

effectively. If funding for these is given to local authorities and they decide in the future that

supporting them is not a priority, this would be disastrous for the independence of that

disabled person.

Q52. What particular types of practical support should we help disabled people access?

The range of practical support needed by people with different disabilities or health

conditions is so wide, that if only specific aids, equipment or services were provided, this

would limit individual choice leading to needs being unmet. There is also the potential for

different areas to provide different support services which then leads to inequitable access.

It is better for individuals to use their own money from benefits to access their own choice

of practical support.


