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Summary 
Our evidence draws on research by the Chronic Illness Inclusion Project (CIIP) into employment and 
social security among disabled people with energy limiAng chronic illness (ELCI) in 2018. Our 
submission outlines ELCI and energy impairment as a common form of impairment and argues that 
this significant, but hidden, sub-group of disabled people has been poorly served by government 
policy. We explain the unique challenges of ELCI in relaAon to employment, and why these call for a 
new set of soluAons. We share some recommendaAons from our forthcoming report, including 
reducAon in hours, flexible working, and the creaAon of niche roles. These recommendaAons require 
the development of specialist employment support provision for people with ELCI to supplant the 
current one-size-fits all approach. Above all, government must acknowledge and account for ELCI as 
a discrete impairment group and tailor its policies accordingly by engaging with disabled people with 
ELCI.  

IntroducAon 

We are pleased to submit evidence to the Work and Pensions CommiSee’s inquiry into the disability 
employment gap on behalf of the CIIP. The CIIP represents a large, but hidden, sub-group of disabled 
people whose needs have not been accounted or provided for by public policy making before now. 

Our submission is based upon research carried out in 2018 for the DRILL programme of disability 
research , hosted by the Centre for Welfare Reform. Our research included a survey of over 2,000 1

disabled people living with energy limiAng chronic illness (ELCI) in the UK, as well as an in-depth 
qualitaAve research forum on issues with employment and social security with ELCI.  

Our research findings form the basis of a report on employment and social security with ELCI, in 
collaboraAon with Leeds University Business School and Leeds Social Science InsAtute (forthcoming, 
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2021). It is the first to consider ELCI as a significant sub-group of disabled people. We are pleased to 
share findings and recommendaAons relevant to the WPC inquiry in advance of publicaAon of our 
report.   

About the Chronic Illness Inclusion Project 
The CIIP is a voice for disabled people with energy limiAng chronic illness, energy impairment and 
chronic pain. We are currently evolving from a disabled-led research project to an independent user-
led organisaAon. The CIIP exists to influence policies and percepAons around chronic illness, and to 
promote our rights as disabled people.  

What is Energy LimiAng Chronic Illness (ELCI)? 
ELCI is closely aligned with impairment of stamina, breathing, or faAgue, which is reported by 
approximately one in three disabled people of working age in the UK.  According to our research, 2

ELCI includes musculoskeletal, neurological, endocrine, respiratory, autonomic and autoimmune 
condiAons such as fibromyalgia, Ehlers-Danlos Syndrome, mulAple sclerosis, COPD, lupus and thyroid 
problems. Around 2 in 5 survey respondents with ELCI report a co-morbid mental health condiAon.   3

ELCI and energy impairment are new terms, born out of parAcipatory research by and with disabled 
people with physical chronic illness.  They reflect the lived experience and impact of many chronic 4

illnesses.  

ELCI is a debilitaAng mix of physical faAgue, cogniAve faAgue and pain alongside other diverse illness 
symptoms. The main feature of ELCI is energy impairment: a generalised limitaAon on capacity for 
acAvity. Energy impairment can also be a secondary feature of other impairment types. People with 
ELCI experience ‘payback’: a disproporAonate increase in pain, faAgue and other illness symptoms as 
a consequence of (over-)acAvity, and as a result of which prolonged rest is required to prevent 
deterioraAon in health. The ability to manage acAvity in accordance with energy limitaAon is 
paramount for the health of people with ELCI. 

With regard to work, the primary limitaAon for people with ELCI is the amount, not the type, of 
work. The main employment adjustments include reducAon in hours, removing travel requirements, 
flexible hours, and maximum autonomy of pace. Energy impairment is much less easily miAgated by 
aids, adaptaAons or adjustments to the work environment than, for example, mobility and sensory 
impairments. This is because energy impairment is primarily a restricAon in capacity for acAvity. 

Social security policy and employment policy are inextricably linked when addressing barriers to 
work and inclusion for people with ELCI. The primary adjustment for employment is reduced hours. 
Such part-Ame work is far less likely to result in a liveable income, and therefore employment is 
rarely a route to financial independence for people with ELCI. 

 DWP (2017/18) Family Resources Survey2

 Hale, C. et al. (2019) Energy impairment and disability inclusion. Centre for Welfare Reform.3

 Ibid.4



SecAon One - Progress so far and impact 
1.1 What progress has been made, especially since 2015, on closing the disability 
employment gap?  
Progress on increasing employment opportunity and retenAon for disabled people with ELCI has 
been limited. Impairment of stamina, breathing and faAgue affects one in three disabled people in 
the UK, and yet disability employment policy has not considered ELCI and energy impairment as a 
discrete form of disability, equivalent to mobility impairment, learning difficulAes, mental health 
condiAons. Instead, people with ELCI have been shoehorned into measures and services designed for 
other impairment types, or have received one-size-fits all soluAons which have failed them.  

Recent policy measures include the Work and Health Programme (WHP) and labour market 
acAvaAon programmes for those with Limited Capability for Work, including the applicaAon of 
condiAonality and sancAons. 

Work and Health Programme 
Recent pilot studies for the Work and Health Programme (WPH) have confirmed the importance of 
being in a voluntary environment;  the complexity and sensiAvity of work capacity;  and the posiAve 5 6

correlaAon between self-assessed work capacity and the severity of disability.  Research into the 7

WHP trials conclude that the support offered by Work Coaches was liSle more than talk and basic 
job-search help.  ParAcipants were ‘supported’, ‘encouraged’, ‘signposted’ or ‘persuaded’ to engage 8

in social or work-related acAvity. Work Coaches were unable to directly assess what work or work-
related acAvity they might be able to do, assess and provide aids and adaptaAons, deliver counselling 
or physiotherapy, or liaise with employers to create or carve out suitable jobs. Yet these are the very 
measures recommended for increasing employment opportunity and retenAon for people with ELCI 
(see below). Overall, Work Coaches from the WHP were found to have liSle to no impact, with 
claimants who had secured work aSribuAng this to themselves, their support networks or other 
organisaAons.  9

SancAons and condiAonality have negaAve effects on sick and disabled people, yet the DWP is 
expanding the use of mandatory engagement.  10
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1.2 Are some disabled people more at risk of unemployment or economic acAvity 
than others? 
Higher risk of unemployment – health barriers to work for people with ELCI 
Evidence suggests that some groups of disabled people, eg those with learning difficulAes and severe 
mental health problems, are more at risk of unemployment than others.  Our research indicates 11

that disabled people with ELCI also face disAncAve and significant challenges in engaging with work. 
Many cannot work at all, and others can only work part-Ame. These challenges include: 

a) The risk of work to health. The dynamics of energy impairment and ‘payback’ (see 
forthcoming report) mean that any aSempt to ‘push through’ symptoms to engage in work 
or other acAvity leads to worsening of symptoms and reduced capacity for acAvity. In terms 
of work, this leads to greatly reduced number of working hours in the week. For disabled 
people with ELCI, work is ooen not good for health. (See below for further research evidence 
into work and health.) 

b) Rela@ve lack of measures to ‘level the playing field’.  Many disabled people can be 
successfully included in the labour market through the provision of aids, adaptaAons, 
personal assistance, accessible transport and environments, and the enforcement of anA-
discriminaAon law, all of which remove socially constructed barriers to work. These 
measures can improve employment prospects for those with milder forms of ELCI, and must 
be adopted. However, the global impact of energy impairment, combining both cogniAve 
and physical challenges and a restricted capacity for acAvity, means that aids, adaptaAons 
and barrier removal are less successful in miAgaAng the effect of impairment on work 
capability.   

Research evidence on work and health. 
Health is criAcal to the employment of sick and disabled people. Repeated research shows that it is 
an improvement in health that enables returns to work.  12

In addiAon, research in the UK has demonstrated that jobs at the boSom of the labour market can 
cause or exacerbate work-limiAng illness. Marmot (2010) concluded that there are many ‘toxic jobs’ 
in the UK which make people ill, and these ‘toxic jobs’ result in worse health than remaining 

 Powell A (2020) Disabled People in Employment. Briefing Paper No.7540. London: House of Commons11
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London: DWP. 
Becker E, Hayllar O and Wood M (2010) Pathways to Work: Programme Engagement and Work PaSerns. 
Findings from Follow-up Surveys of New and Repeat and ExisAng Incapacity Benefits Customers in the 
Jobcentre Plus Pilot and Expansion Areas. London: DWP.



unemployed.  Bad jobs may have contributed to the rise in work-related disability, especially in the 13

UK.   14

There is, therefore, a major need to address both the quality of the labour market and the funding of 
the NHS, to ensure that we are not as a country causing or prolonging illness unnecessarily. 

1.3 What is the economic impact of low employment and high economic inacAvity 
rates for disabled people with ELCI?  

The low employment rates, and low hours of work capability, among disabled people with ELCI have 
a severe economic impact. For people on Universal Credit in the Limited Capability for Work-Related 
AcAvity group, the living allowance of £153.49/wk (excluding the temporary £20/week top-up) is 
£55.42 below the amount needed for living costs in order for a single working-age adult to 
parAcipate in society.  It is even further below aoer accounAng for the gap between disabled 15

people’s extra costs and PIP awards; and sAll further when this money has also had to top-up 
housing costs and council tax support. The situaAon for people assessed as capable of work-related 
acAvity is dire: the £74.59 that they receive is only 1/3rd of what they need to live off.  

This places disabled people in the WRAG in desAtuAon aoer accounAng for top-ups to rent and 
council tax benefits.  In comparison, the state pension is £175.20 per week and is £56.71 more than 16

a pension-age couple needs to live off; and pensioners get full council tax support and are not 
subject to the benefit cap, bedroom tax or other housing restricAons. 

 Marmot M (2010) Fair Society, Healthy Lives. London: Department of Health. 13
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SecAon Two - Providing support 

2.1 What internaAonal evidence is there on “what works” in supporAng disabled 
people into, and in work, and how applicable is this to the UK? 
There is no internaAonal evidence on disability employment relaAng specifically to disabled people 
with ELCI. Our research and forthcoming report are the first to invesAgate employment and social 
security for this significant sub-group of disabled people. We offer our recommendaAons as well as 
reviews of evidence assessment of exisAng policy responses. 

Our recommendaAons for employment with ELCI 
There is a major need to address both the quality of the labour market and the funding of the NHS, 
to ensure that we are not as a country causing or prolonging illness unnecessarily. 

Provide income security for those able to work part-@me only 
Some people with ELCI may be able to work part-Ame, but need stable top-up benefits to 
compensate for low earnings. This currently does not exist. Under the current WCA, anyone capable 
of part-Ame work is typically assessed as fit-for-work and cannot claim Universal Credit without also 
being required to seek full-Ame work, as the government has created no medical safe-guard that 
would allow people to work a limited number of hours. This is a common problem for people with 
mild-moderate illness who can work 16-30 hours/week but do not have an adequate hourly wage to 
lio them out of poverty, and are unable to claim any form of in-work benefit. 

Employment support 
Government should adopt a targeted approach to employment policy for disabled people with 
ELCI, not maintain the one-size-fits-all approach which has failed people with ELCI. This approach 
includes:  

• Bolster rights to flexible working for disabled people as a reasonable adjustment. Flexible 
working for people with ELCI includes reduced hours, flexible hours, home working and 
remote access technology 

• Support the development of job brokering and job carving agencies to connect employers 
with jobseekers with ELCI and work with employers to create tailored roles. A model for this 
provision is the Individual Placement and Support service for people with mental health 
condiAons. Tailored roles for people with ELCI involve very reduced hours (eg fewer than 16 
hours per week), highly flexible working hours and maximum autonomy over pace of work. 
Currently there is only one employment support and job brokering agency of this kind in the 
UK (see Astriid). 

• Give disabled people a greater choice of provider for employment support in order to 
develop the ecosystem of specialist disability employment support provision and reward 
successful providers.  

• Increase funding for the Access to Work scheme to cover a greater range of aids, adaptaAons 
and assistance; and to do so promptly and up-front in a process that is simple for both 
employees and employers. Promote knowledge and understanding of the scheme among 
employers 

• Expand the scope of Access to Work to include funding for disability leave for temporary 
cover to support the employment of disabled people with fluctuaAng condiAons 



• Increase funding to social care, with a parAcular focus on the provision of support for 
household tasks, to free up capacity for acAvity from those who want to work 

• Support volunteering and informal work as routes to social inclusion and to improving well-
being, as well as steps on a journey to employment. 

Employers should understand ECLI and energy impairment as a form of disability for which 
employers have a legal duty to make reasonable adjustments. Strategies for employers to promote 
employment for people with ELCI include: 

• Mainstreaming ELCI as part of broader Equality, Diversity and Inclusion iniAaAves 

• Employers, line managers and co-workers should receive informaAon and training on ELCI 
and energy impairment. This training should be included within broader disability awareness 
training, be produced and delivered by disabled people with lived experience of ELCI, 
challenge negaAve stereotypes about faAgue and chronic illness and outline key adjustments 
to support employees with ELCI,  

• Foster organisaAonal cultures that support disability disclosure and reasonable adjustments 
for people with ELCI 

• Adopt management pracAces to support worker-led flexibility. PracAces that maximise 
autonomy, trust and responsibility will empower employees with ELCI to manage their health 
condiAon and work within safe energy limits.  

• Consider carving out roles tailored to disabled people with ELCI. This could include creaAng 
roles below 16 hours per week, removing in-work travel, redesign person specificaAon,  

• Key adjustments to enable people with ELCI to remain in, or take up work include: 
Adjustments to working paSerns, especially reduced hours, flexible hours, eg annualised 
hours, home working, remote access provision  

• Workplace adjustments for those able and preferring to work within workplaces include (but 
are not limited to) parking spaces, resAng spaces, ergonomic seaAng/reclining, the ability to 
control light and noise and chemicals (not open plan offices) and the capacity to take breaks 
during the working day. 

2.2 What is the right balance between in and out of work support, and is DWP getng 
the balance right? What more should the Department look to provide? 

Currently the DWP is not providing adequate support for either employment or unemployment.  
Financial support through the social security system is a key lever for supporAng people with ELCI, 
both in, and out, of work. 

Adequate unemployment support would mean benefits at the rate of £208.91/week for those who 
cannot reasonably be expected to work at least 16 hours/week on a reliable, regular basis in the 
open (i.e. without Access to Work or other employment support) labour market; and tapered 
benefits for those who can work part-Ame but not full-Ame and therefore need an income top-up. 
Currently the benefit rate for those assessed as unable to work is inadequate for many and leaves 
some in desAtuAon; and there is no top-up benefit for those who can only work part-Ame. 



Adequate employment support would include: a secure top-up benefit for those only able to work 
part-Ame; long run-on periods of twelve months for those moving into work; full occupaAonal 
therapy assessments with a commitment from the government to immediately provide the physical 
aids and any support worker that is needed. 

2.3 How can DWP beSer support employers to take on and retain disabled 
employees, and to help them progress in work? 

Develop and promote training on ELCI and energy impairment in associaAon with user-led 
organisaAons for employers to understand ELCI in relaAon to their duAes under the Equality Act 
2010. This training should include the kinds of reasonable adjustments that can enable people with 
ELCI to take up, and remain in, work. 

Support the development of job brokering and job carving agencies to connect employers with 
jobseekers with ELCI and work with employers to create tailored roles. 

2.4 What improvements should DWP make to the support it offers to unemployed 
disabled people via Jobcentre Plus? 

The DWP needs to bring in specialist work coaches who have experAse in either a parAcular disability 
(e.g. visual impairment or ELCI) or industry; the former may be more important than the laSer, 
although experAse in certain industries may be of addiAonal benefit.  

The WHP is inappropriate for disabled people with ELCI and they should not be mandated to it. This 
should be replaced with funding given up-front for the employment support provider of choice to 
recipients. By allowing people to choose which employment support provider to go to, money for 
supporAng disabled people will naturally end up going towards those organisaAons who are most 
successful and have gained a reputaAon for being effecAve and supporAve. 

The DWP must end condiAonality and sancAons. 

2.5 How can DWP put this into pracAce in services such as Access to Work and the 
Work and Health Programme? 

Access to Work support packages should be linked to the individual, not their workplace, to allow 
efficiency and effecAveness when changing employment.  

DWP should expand the scope of Access to Work to include funding for disability leave for temporary 
cover to support the employment of disabled people with fluctuaAng condiAons 

The government should promote knowledge and understanding of the Access to Work scheme 
among employers. 



SecAon Three - Enforcement and next steps 

3.1 Are “reasonable adjustments” for disabled people consistently applied? How 
might enforcement be improved? 
As far as we are aware, reasonable adjustments are not consistently applied, and enforcement is 
negligible. Many disabled people are unaware of their rights; unable to advocate effecAvely for 
themselves against employers, HR or line managers; and unable to bear financially the cost of legal 
support or physically or mentally the strain of challenging discriminaAons. 

Barriers to disability disclosure and reasonable adjustments with ELCI 
For disabled people with ELCI there is an addiAonal barrier to disability equality in work, consisAng of 
barriers to disability idenAficaAon and disclosure. Our research with over 2,000 disabled people with 
ELCI suggests that disabled people with ELCI express considerable ambiguity and uncertainty when 
asked whether they consider themselves to be disabled.  A large part of this ambiguity relates to 17

social attudes and stereotypes about faAgue and chronic illness, in parAcular the idea that disability 
is only real if it is visible and fixed or unchanging:  

• Over two thirds frequently encountered the attude that they “don’t look disabled” and 66% 
agree that “I would risk negaAve reacAons from others” if they refer to themselves as 
disabled. 

• 55% agreed that they encounter the attude that “faAgue and pain are not real disabiliAes”. 

• More than 4 out of 5 parAcipants agreed that they encounter the attude that “everyone 
gets Ared”. 

• Almost 70% agreed that they encounter the attude that they “shouldn’t make a fuss” about 
their difficulAes, and 39% frequently, and 44% someAmes, encounter the attude that they 
“should try harder to overcome their difficulAes”. 

• 43% of respondents agreed that “I feel like an imposter” when referring to themselves as 
disabled.  

Many parAcipants only considered that they were enAtled to idenAfy as disabled once they had been 
assessed as eligible for ESA or PIP. This suggests that opportuniAes for job retenAon through 
reasonable adjustments may be missed. 

AdopAon of the terms ELCI and energy impairment into all areas of government policy making for 
disabled people would help to challenge sAgma and misconcepAons about faAgue and chronic 
illness, and clarify disability idenAty for people living with ELCI.  

This, in turn would empower employees with ELCI to disclose their disability status and therefore 
increase their chances of obtaining reasonable adjustments in work. 

 Hale, C. et al. (2019)17



3.2 What would you hope to see in the Government’s NaAonal Strategy for Disabled 
People? 

We would hope to see recogniAon of ELCI and energy impairment as a discrete impairment group, 
roughly equivalent in prevalence to mobility impairment and mental health condiAons, across all 
areas of policy relevant to disabled people. 

We would hope that all relevant government departments adopt the language of ELCI and energy 
impairment. In 2019 Government StaAsAcal Services recommended reviewing the term “impairment 
of stamina/breathing/faAgue,” (which is recommended by the Office for NaAonal StaAsAcs for use in 
social surveys on disability) and adapAng it to reflect self-idenAficaAon by disabled people 
themselves.  18

We wish to see employment policy and employment support provision, as well as social care, 
educaAon, and social security policy making tailored to the disAnct needs of this group. 

3.3 How should DWP look to engage disabled people and the organisaAons that 
represent them in formulaAng the Strategy? 

DWP should engage regularly with Deaf and Disabled People’s user-led organisaAons, including 
impairment-specific organisaAons such as the CIIP. This engagement should be properly resourced 
and supported.  

 See CIIP submission to GSS consultaAon on impairment principles hSps://www.centreforwelfarereform.org/18

uploads/aSachment/677/CIIP-GSSconsultaAon.pdf 

https://www.centreforwelfarereform.org/uploads/attachment/677/CIIP-GSSconsultation.pdf
https://www.centreforwelfarereform.org/uploads/attachment/677/CIIP-GSSconsultation.pdf

	Submission to the Work and Pensions Committee’s inquiry into the disability employment gap
	Summary
	Introduction
	About the Chronic Illness Inclusion Project
	What is Energy Limiting Chronic Illness (ELCI)?

	Section One - Progress so far and impact
	1.1 What progress has been made, especially since 2015, on closing the disability employment gap?
	Work and Health Programme

	1.2 Are some disabled people more at risk of unemployment or economic activity than others?
	Higher risk of unemployment – health barriers to work for people with ELCI
	Research evidence on work and health.

	1.3 What is the economic impact of low employment and high economic inactivity rates for disabled people with ELCI?

	Section Two - Providing support
	2.1 What international evidence is there on “what works” in supporting disabled people into, and in work, and how applicable is this to the UK?
	Our recommendations for employment with ELCI
	Provide income security for those able to work part-time only
	Employment support

	2.2 What is the right balance between in and out of work support, and is DWP getting the balance right? What more should the Department look to provide?
	2.3 How can DWP better support employers to take on and retain disabled employees, and to help them progress in work?
	2.4 What improvements should DWP make to the support it offers to unemployed disabled people via Jobcentre Plus?
	2.5 How can DWP put this into practice in services such as Access to Work and the Work and Health Programme?

	Section Three - Enforcement and next steps
	3.1 Are “reasonable adjustments” for disabled people consistently applied? How might enforcement be improved?
	Barriers to disability disclosure and reasonable adjustments with ELCI

	3.2 What would you hope to see in the Government’s National Strategy for Disabled People?
	3.3 How should DWP look to engage disabled people and the organisations that represent them in formulating the Strategy?


