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“I	just	love	the	Chronic	Illness	Inclusion	Project	-	a	
voice	of	hope	in	a	wilderness,	where	the	voices	of	
those	(like	me)	with	long-	term	illness	are	so	rarely	
heard!”	@MelJReader
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INFORMATION ABOUT CHRONIC ILLNESS INCLUSION

Founding Members Our allies

Alison Allam
Stef Benstead
Kathy Bole
Jennifer Brough
Victoria Clutton
Leonora Gunn
Aly Fixter
Catherine Hale
Josie Isles
Simon Lydiard
Anna Ruddock
Fran Springfield
Helen Whitehead
Patricia de Wolfe
Nathalie Wright

CII
is
a
member
of:


Citizen Network
HEAR Network
National Voices [pending]
Reclaiming Our Futures Alliance
Disabled People’s Organisations Forum
Shaping our Lives
Inclusion London [pending]

CII
has
partnered
with
The Commission on Social Security led by 
Experts by Experience

Volunteers
We are very grateful to our social media 
volunteer, Paddy Kuun.

Our funders and partners
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STATEMENT FROM CO-CHAIRS

This has been a momentous year for Chronic Illness Inclusion. We are moving from being 
a research project under the auspices of the Centre for Welfare Reform - CWR to an 
independent disabled people's organisation - DPO. We are grateful for all the support we 
have received from CWR, and we hope there will be future opportunities for us to work 
together again.

We want to acknowledge the tremendous work done by Catherine Hale since she started 
to research the needs of people living with ELCI. That research and the work carried out 
by Catherine and other founder members to produce our reports has meant that we are 
being recognised as a distinct group of disabled people whose impairments have been 
unseen and not accounted for in policies or recognised by organisations. 

All that is beginning to change. Our research has ensured our voices have been heard.  
The Academy of Medical Sciences has estimated that there will be between 5,000 and 
20,000 people diagnosed with Long Covid every day in July and August this year. We are 
already working with one group of Long Covid researchers and hope to expand this much 
needed work. 

We are also working towards being able to provide training to organisations on ELCIs, 
delivered by experts by experience. This groundbreaking work will show employers how 
flexible working and properly resourced reasonable adjustments can enable people with 
energy impairment to continue to remain employed. 

With new members joining our officers team and the possibility of working with larger 
DPOs, we have an exciting future ahead. 

Thank you to everyone who has supported us and made our work possible. 

Fran Springfield & Kathy Bole
Co-Chair
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Introduction

I am very excited to present this report to our inaugural AGM. This is an account of our 
activities since the end of our DRILL-funded research programme in March 2020, to 
becoming an independent Disabled People’s Organisation in July 2021, as well as an 
overview of the challenges and opportunities that lie ahead for us as an organisation. 

Until July 2021 Chronic Illness Inclusion (CII) continued to be a project of the Centre for 
Welfare Reform. The Centre’s generous support, in the form of website and 
communications infrastructure and mentoring from Dr Simon Duffy, have enabled us to 
develop our governance structures and achieve independence. 

From the founding Project Advisory Group members and other associates we have 
formed a Membership and a Management Committee. Collectively, members developed 
our vision for the future of CII, set out our mission statements and agreed our values as a 
user-led Disabled People’s Organisation. Our supporter base among the chronic illness 
community has continued to grow, reaching almost 2,000 mailing list subscribers.

Chronic Illness Inclusion has received no core funding during this period. Nonetheless our 
work towards equality and inclusion for disabled people with ELCI, energy impairment 
and chronic pain has continued to build and diversify. Partnerships with Leeds University 
Business School and HEAR Network have allowed us to develop new areas of research, 
policy and advocacy.

Our mission remains to achieve the mainstreaming of ELCI and energy impairment as 
umbrella terms for a large, but invisible, cohort of disabled people. This needs to happen 
within patient-led ELCI disease communities as well as within government policy research 
and planning on disability issues. It is a crucial step towards building our collective voice. 
We have developed three new areas of policy work on ELCI in this period: access and 
inclusion; employment and social security and healthcare rights. We have also engaged 
with new audiences and stakeholders, for example the Work and Pensions Committee 
and the Trades Union Congress.
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The need for Chronic Illness Inclusion
During this time we have, of course, lived through a pandemic unprecedented in our 
lifetimes. The need for an advocacy organisation for disabled people with ELCI is even 
greater following the devastation caused by Covid-19. Disabled people made up 60% of 
deaths from the virus. The Government’s response to the pandemic had the effect of 
deepening existing inequalities as disabled people were largely abandoned or ignored in 
the provisions made to protect the NHS and save lives. It is clear that, in the eyes of many 
elements in our society, disabled lives are valued highly less than others. CII pledges to 
join with other DPOs in challenging the deep-rooted ableism and discrimination that 
diminish the lives of disabled people today. 

Covid-19,
the
chronic
illness
community

People with ELCI have experienced food insecurity, lack of access to PPE and many of 
the same disadvantages as other disabled people during this time. At the same time, 
some measures adopted in response to Covid-19 resulted in unexpected benefits to our 
community. Remote access and participation through video conferencing (eg Zoom) 
during lockdowns leveled the playing field for us, enabling social inclusion. Those of us 
who were completely, or partially housebound prior to the pandemic found that social, 
leisure and cultural opportunities and healthcare services opened up to us. Our 
communities deeply fear the loss of this inclusion once all lockdown restrictions end and 
face-to-face life resumes. We now have a window of opportunity for social change. 
Chronic Illness Inclusion must be at forefront of forging a more inclusive narrative about 
disability equality that includes those of us who will remain in lockdown due to their 
impairment after the pandemic ends.

Long
Covid
-
a
new
cohort
of
disabled
people
with
ELCI

The arrival of long Covid as a new form of ELCI makes the continued existence of CII 
even more vital. Around a million people were affected by long Covid in May 2021, two 
thirds of whom were disabled. They are inheriting the same stigma of systemic disbelief 
and neglect by healthcare services as other disabled people with ELCI. They face the 
same broken system of social security when unable to work full time; and a disability 
assessment system not fit for purpose in capturing energy impairment and ELCI. Like 
other disabled people with ELCI they are encountering a range of agencies, from 
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employers to social care managers, who do not perceive or understand ELCI and energy 
impairment as a type of disability, and who often deny and disbelieve our experience. We 
must join together to tackle these barriers to disability equality and inclusion. 

The challenge ahead
CII faces a huge challenge in the search for core funding to support our work. We are a 
small user-led organisation, but working towards social change at a national level. This 
means we don’t fit neatly into grant-making programmes that equate “small” with “local”. 
In addition, we represent a constituency of the disabled population, otherwise known as 
an impairment
group, that is in many ways invisible within society, and barely recognised, 
even within the Disabled People’s Movement in the UK. Most grant programmes aimed at 
marginalised sections of society are unaware that we even exist as a community. 

As well as these disadvantages, CII has emerged at a time when the sustainability and 
capacity of Disabled People’s Organisations generally is under threat from a decade of 
decreasing funding levels, as revealed by the recent report Understanding
the
needs
of

Disabled
People’s
Organisations
in
England (Harrison & Lazard 2021).

In view of these challenges, our proposed strategy is: 
1. To seek partnerships with larger and more established Disabled People’s 

Organisations for policy and campaigns work; 
2. To seek partnerships with academic institutions for continuing our programme of 

lived experience research; 
3. To develop disability equality consultancy and training on ELCI and energy 

impairment;
4. To invite donations from our supporters and allies through development of a digital 

crowdfunding platform.

Catherine
Hale

Founder
and
Director

July
2021.
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OUR WORK: APRIL 2020 TO JULY 2021

Employment and social security with ELCI
We worked with Dr Jo Ingold and Dr Kate Hardy from Leeds University to analyse our 
research findings on experiences of employment and the disability benefit system among 
disabled people with ELCI. This led to a policy report with recommendations for 
redesigning disability assessments, improving social security and increasing employment 
opportunities for people with ELCI. 

“I
already
have
a
job...getting
through
the
day”:
social


inclusion,
employment
and
social
security
with
energy-limiting


chronic
illness.

By Catherine Hale, Stef Benstead, Jo Ingold and Kate Hardy. 
Based on research conducted under the DRILL programme. 
Produced in collaboration with Leeds University Business School 
and funded by the Economic and Social Research Council and 
Leeds Social Science Institute. 

Other strands of this work included:

● Report
launch
webinar
April
2021

250+ registrations. 
With the participation of Vicky Foxcroft MP, Carol Monaghan MSP and Pippy

Stacey from Astriid. Hosted by Centre for Welfare Reform and Opus Independent.

● Policy
briefing

● Oral
evidence
to
Work and Pensions Committee’s inquiry into the disability 

employment gap on 28th April 2020.

● Commission
on
Social
Security workshop on Green Paper proposals
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Remote access as a reasonable adjustment

With support from HEAR Network we involved our supporters from the 
chronic illness community in producing a guide to using 
videoconferencing as a tool for disability inclusion. We believe that 
remote access and participation is a crucial part of ‘building back 
better’ after Covid-19. Those of us with ELCI who remain housebound 
after lockdown restrictions end must not be left behind when face to 
face life comes back. 

Book
chapter
-
May
2021

“A
place
where
we
could
listen
to
each
other
and
be
heard”:

Enabling
remote
participation
spaces
for
research
and

co-production
among
disabled
people
with
energy
impairment

beyond
Covid-19. By Catherine Hale and Alison Allam. Published in 
COVID-19
and
Co-production
in
Health
and
Social
Care
Research,

Policy,
and
Practice.
Volume
2:
Co-production
Methods
and

Working
Together
at
a
Distance, edited by Oli Williams et al. Policy 
Press.

Disability and ableism in health and social care
CII responded to the Department for Health and Social Care’s inquiry into Women’s 
health and well-being in England. Over 1,000 disabled women shared their experiences 
with us to inform our submission. We heard of their difficulties getting diagnoses, 
treatment and support. They reflected a culture of disbelief and dismissal. Our report calls 
for a critical evaluation of the NHS construct of ‘Medically Unexplained Symptoms” (MUS) 
and MUS services. We argue this framework contributes to the trauma of what some 
patients experience as ‘gaslighting’ and that this oppression and injustice negatively 
impacts our lives far beyond the healthcare context. 

We also draw attention to the shocking injustice and neglect of housebound patients with 
ELCI who often struggle without access to basic healthcare services because their energy 
impairment and need for domiciliary healthcare provision is dismissed and disbelieved.

https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
https://policy.bristoluniversitypress.co.uk/covid-19-and-coproduction-in-health-and-social-care-1
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Engagement
CII spoke at, or took part in, the following 
events:

Policy
responses

Disabled
People
Against
Cuts: 

Reinvigorating the Social Model of Disability. 

Open
University social work faculty - ELCI 

and social care seminar.

The
World
Transformed festival- remote 

access as a reasonable adjustment 

The
Co-operative
Party for International 

Day of Disabled People. 

Church
Action
on
Poverty – responding to 

Stef Benstead’s book Second
Class
Citizens.


Labour
Party
Shadow
Cabinet roundtable 

meeting on DDA 25 years on. 

Centre
for
Welfare
Reform:
It’s
our


Community: conference on social care

Trades
Union
Congress Disabled Workers 

Conference on theme of disability visibility

City
University, School of Health Sciences 

seminar

Losing
Control
Network Open House

Liverpool
University,
Centre for Health, 

Medical and Environmental Humanities 
seminar

Trades
Union
Congress launch of report on 

Long Covid in work.

Women
and
Equalities
Committee. 

The impact of Covid-19 on equalities 
groups. Based on a survey of over 
7,000 supporters of CII. Anna
Ruddock.

Work
and
Pensions
Committee. 

Inquiry into the disability employment 
gap. Based on research into social 
inclusion, employment and social 
security with ELCI in collaboration with 
Leeds University Business School. Stef

Benstead
and
Catherine
Hale.

Department
of
Health
and
Social


Care. Inquiry into Women’s Health. 

Based on a survey of over 1,000 
supporters of CII. Catherine
Hale,

Jennifer	Brough,	Alison	Allam,	Simon	

Lydiard,	Fran	Springfield,	Aly	Fixter,	

Nathalie	Wright,	Victoria	Clutton	and	

Kathy	Bole.
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COMMUNITY AND COMMUNICATIONS 

Supporters of Chronic Illness Inclusion
1670 mailing list subscribers
3290 Twitter followers
1297 Facebook page followers
154 Linkedin followers

Social media
Linkedin page managed by Victoria Clutton
Facebook page managed by Paddy Kuun.

Website
2017

Hosted by the Centre for Welfare Reform, maintained by Nicola Protopapadakis of CfWR. 
Editorial contributions by Aly Fixter and Jennifer Brough. 

May
2021

New website at chronicillnessinclusion.org.uk developed and managed by Fran 
Springfield.

Newsletters
10 newsletters from May 2020 to July 2021.
50% average open rate (approximately)
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FINANCIAL STATEMENT

Chronic
Illness
Inclusion
Project

Historical
Accounts
(March
2017-June
2021)

Income Expenditure
DRILL (via The 
National Lottery 
Community Fund)

42,999 Policy & Research 28,430

HEAR 800 Marketing & Comms 6,488.8

Donations 792.49 CfWR Support 5,058.8

CfWR subsidy 1,432.3 CfWR Finance 3,130.5

Travel 168.18

IT 2,747.2

Total 46,024.0 Total 46,024.0
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OUR VISION, MISSION AND VALUES
Our Vision

CII is working towards a world in which our experience of disability is heard, believed and 
understood, our rights as disabled people are upheld, and our lives have equal value.

Our Mission

● Influencing decision making so that legislation works for disabled people with ELCI
● Ensuring policy and practice better reflect the needs of disabled people with ELCI
● Educating professionals and the public about the lived experience of ELCI and 

energy impairment
● Involving the chronic illness community in shaping policies and services through 

accessible engagement to ensure our voice is heard
● Changing perceptions of chronic illness 
● Challenging the stigma of systemic disbelief  
● Developing knowledge, through research and debate, about the roots of our 

oppression and the solutions for a fairer future, as well as understanding how of 
racism, sexism, homophobia and transphobia intersect with ableism to create 
multiple disadvantages

● Empowering advocates and people with ELCI to achieve their rights
● Strengthening the collective voice of patient-led movements by building solidarity 

across different diagnostic categories of ELCIs
● Uniting with other Deaf and Disabled People’s User-Led Organisations to promote 

the equality and inclusion of Deaf and disabled people through the dismantling of 
socially constructed barriers

Our Values

Our
key
principle
is
Nothing
About
Us
Without
Us.

To read more about our values please visit 
https://chronicillnessinclusion.org.uk/about/vision-mission-values/ 

https://chronicillnessinclusion.org.uk/about/vision-mission-values/
https://chronicillnessinclusion.org.uk/about/vision-mission-values/
https://chronicillnessinclusion.org.uk/about/vision-mission-values/
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Our Team 

Officers

Founder and Director – Catherine Hale

Co-Chairs – Fran Springfield and Kathy Bole

Secretary – Simon Lydiard

Treasurer – Helen Whitehead

Members 

Alison Allam

Victoria Clutton 

Leonora Gunn

Aly Fixter (communications and editorial)

Nathalie Wright

Associates

Stef Benstead

Jennifer Brough

Josie Isles

Anna Ruddock

Patricia de Wolfe
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