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MAKING RESEARCH FUNDING MORE
ACCESSIBLE FOR PEOPLE WITH
ENERGY LIMITING CONDITIONS

GUIDANCE FOR FUNDERS

1. Introduction

This guidance presents recommendations from the
largest research study to date of the experiences of
academics with energy limiting conditions (ELC) in
the UK. The research was carried out in 2023-2025
by a team of researchers working both inside and
outside academic institutions. We conducted 239
qualitative surveys, 22 interviews and two focus
groups with current, or former, academics with ELC
in the UK. The study was informed by an advisory
board with representatives from disabled people’s
organisation Chronic lliness Inclusion, the National
Association of Disabled Staff Networks, UCU

Disabled Members’ Committee and UCU Health and
Safety Team.
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Funders have a key role to play in supporting
the career development of disabled academics.
Most funding organisations have improved

the accessibility of their funding systems for
disabled applicants in recent years. Many of our
research participants shared positive examples
of adjustments that have been made to make
applying for funding and/or working on review

committees more accessible. But there is still work to be “With better support, | could
done to make funding more accessible to all disabled have done so much more.”
researchers.

This guidance is designed to support funders to make sure that their work on accessibility
includes the needs of people living with ELC, who constitute approximately one-third of the
working-age disabled population.'It is based on the experience and recommendations of
academics with ELC. We hope it will help funders in their efforts to directly support the potential
and career development of all disabled academics.

Advisory board —— Impact Acceleration Fund —
aD oo md N
° Bad ILLNESS - d" p— —
{ rts an canomic S—"
4 ) EHLLLON University and College Union :{I:s':::rrlecsnnncil ;::tsa‘::;ﬂ:nun:il SRS




2. What are Energy Limiting With ELC Without ELC
Conditions (ELC)?

Energy limiting conditions are fluctuating
long-term health conditions that involve
debilitating fatigue, also known as energy
impairment, which has a significant negative
impact on all areas of a person’s life. Energy
impairment is usually both physical and
cognitive. It is far more debilitating than the
tiredness that someone without an ELC feels
at the end of a long day, or when life is busy.?

Energy Impairment
Because the defining feature of ELC is

the symptom and experience of energy impairment rather than a diagnostic label, the term
covers many health conditions. These include ME/CFS, Long COVID, fibromyalgia, autoimmune
conditions, musculoskeletal conditions and neurological conditions, amongst others.

For more information about ELC, visit our website.?

3. Barriers to Research Funding for People with ELC

Our research shows that institutional policies, systems, cultures and built environments place
academics with ELC at risk of exclusion and unequal career development, and at risk of
deteriorating health. Having an ELC often means tasks take longer to complete, and requires
careful pacing of activity to avoid relapse. Some academics with ELC have to reduce their
working hours, and some are left unable to work at all. Of the 239 people with ELC working in UK
academia who responded to our survey:

«  79% said that having an ELC had significantly or very significantly negatively affected their
career progression.

+  89% of participants said tasks take longer due to their ELC.

For most academics, securing research funding is essential for career progression. Many of
our participants described barriers that made applying for funding and/or managing grants
particularly challenging for people with ELC. While academic institutions have legal obligations
to make reasonable adjustments for disabled employees, funders can also make systemic
changes to improve accessibility. For people with ELC, the most impactful changes are related
to time, pace and flexibility.

4. What Can Funders Do?

The recommendations in this guidance are based on a principle of anti-ableism. Anti-ableist
systems and practices work to dismantle ableism, which means prejudice or discrimination
towards disabled people. Based on our research, we have developed the anti-ableist
recommendations below with a focus on people with ELC. Many require systemic changes
that would make funding systems more inclusive of all disabled researchers, reducing the
need for individual reasonable adjustments. These systemic changes can also benefit other
groups, such as people with caring responsibilities, academics on part-time contracts and
neurodivergent people.

The golden thread throughout these recommendations is trust. People living with ELC often
encounter scepticism and dismissal of their impairment experience, particularly when asking
for adjustments at work.* Funders need to trust disabled people to know what they need and
support them to ask with confidence.



https://exhaustioneconomy.uk/
https://disbeliefdisregard.uk/
https://disbeliefdisregard.uk/wp-content/uploads/2023/09/4-Impact-of-disbelief-on-health-care.pdf
https://disbeliefdisregard.uk/wp-content/uploads/2023/09/4-Impact-of-disbelief-on-health-care.pdf

Change early carcer funding

Trust disabled eligibility criteria to replace
researchers to know years since PhD with type of Work with disabled
what they need. funding received to date. researchers to reimagine

and co-design grants,

Set flexible deadlines that
don't fall on Mondays or
immediately following
holiday periods.

Offer flexible additional
funding that allows for rescarchers'
fluctuating pace and for accessibility
needs that may arise during the course
of a Qra‘nt.

4.1. Co-creation for systemic change

Co-creation with disabled people is essential to ensure that funding systems become more
accessible and inclusive.

Recommendations
- Work with disabled researchers to reimagine and co-design funding schemes.

- Review definitions and metrics around achievement, productivity, value for money and
research quality in consultation with disabled researchers to integrate anti-ableism into
funding systems.

- Work with disabled experts to train all staff
and committee members in disability-
inclusive research funding to mitigate
bias and misunderstanding about the
additional time and money that disabled
researchers need.

“[Name of funder] have been absolutely
amazing. They even took on my
institution for not making adjustments
but also always fund first class travel,

rest nights and are supportive about
need for childcare help as well.”

4.2. Anti-ableist funding scheme design (Survey respondent 236)

Recognise the value of research led by
disabled academics who bring novel
perspectives, lived experience and different ways of working to research.

Integrate the recommendations of researchers with ELC into the design of funding schemes to
make funding less ableist and more accessible.

Recommendations

- Provide seed funding for collaborative proposal development with disabled research
partners.

- Reframe eligibility for postdoctoral/Early Career Researcher (ECR) funding schemes to reflect
the type and amount of funding received to date, rather than time since PhD completion.

- Allow shared leadership of research grants by two or more principal investigators.



- Learn from funding systems in other countries that give better support to researchers with
ELC. For example, allow applicants to explain how their hours and output are affected by their
impairment, rather than only considering full-time career breaks.

-+ Design funding schemes with flexible timelines so researchers with fluctuating health
conditions can work at their own pace, rather than requiring someone to be on long-term
sick leave to receive additional time.

- For schemes that are costed on a full-economic-cost (FEC) basis, provide extra funding
above the stated grant limit for disabled Principle Investigators (P1), Co-Investigators (Co-
1) and/or research associates/fellows whose disability means that tasks take longer. This
means additional time is costed into the grant and allows paced working.

« Provide funding for adjustments during a grant, such as reducing a researcher’s workload
during a health flare-up, supporting a disabled team member hired after the grant starts, or
hiring support staff if a team member becomes disabled.

- Allow for computers, software, and additional travel and accommodation costs to be costed
into the grant.

- Fund additional staff to manage community engagement activities when they are required
by the funder but are too energy-intensive for the grant holder to lead.

- Ensure that personal assistants and support staff can access application platforms without
contravening data protection laws.

+ Be clear about the support that host institutions are expected to provide for disabled
grant holders as a condition of funding and intervene on behalf of the grant holder where
necessary.

+ At present some academics report that even when a grant has a percentage of their time
costed under FEC, there is no reduction in other workload to allow them to take on the
project. As such, successful grant capture often requires working overtime, and this is not
possible for academics with ELC. To change this, we recommend funders offer teaching
replacement posts for disabled academics and make clear to institutions that any time
costed into the grant must be freed up for the researchers. Include this in the terms and
conditions of the grant, regularly audit compliance with this, with restrictions on eligibility
for future funding schemes for non-compliant

institutions.

+ Provide all documentation in accessible formats. “Funding for reasonable
Ideally provide audio as well as written versions adjustments should be easily
of all documentation. If this isn't possible, ensure available, and require the
documentation is screen-readable and all smallest amount of disclosure.”

images have alt text. Ensure all application
systems are screen-readable.

(Survey respondent 161)

+ Provide feedback on unsuccessful applications.

4.3. Sharing information with applicants

Many funders have taken deliberate steps to improve the accessibility of their grant processes
and counter institutional ableism. Not all potential applicants are aware of these changes,
however. Our research shows that many academics with ELC are reluctant to ask for
adjustments during the application process. For some participants, this is based on previous
negative experience. Other people fear that disclosure will put them at a disadvantage during
the assessment process. One participant told us that she hadn't asked larger funders for
reasonable adjustments because she assumed they would refuse.



Recommendations
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- Share information with applicants about = i
the improvements you have made to your st -
funding systems, including examples of © i Rques
adjustments available to people with ELC. ' | g

+  Explain how personal information will be
protected.

ifor review

- Demonstrate that disclosing access needs will a ream

not be penalised or negatively influence the "

assessment of funding proposals.
4.4 Deadlines sosone

Short inflexible deadlines for funding
applications are the biggest barrier for

applicants with ELC. Limited time between “Urgent deadlines of any kind (e.g.
scheme launch and application deadline, from funders or journals) are difficult to
as well as short notice and tight timeframes manage. | think everyone dislikes this,
for responding to reviewer comments, are but we have less capacity to mount
particular challenges. a surge response without triggering

a post-exertional payback which
will down-regulate our productivity
- Allow extended deadlines for applicants who for days or weeks afterwards.”

need them and incorporate these into the
overall funding timeframe.

Recommendations

(Survey respondent 44)

«  Allow a minimum of ten working days to
respond to reviewer comments. Make
timescales pro rata to applicants’ working patterns and allow extensions when necessary.

+ Avoid imposing deadlines that implicitly require working through holiday periods and
weekends (e.g. early January and Monday morning deadlines).

4.5. Hybrid working

Insisting on in-person attendance at meetings, interviews and events is an access
barrier for people who live with ELC. This is also often the case for people with other disabilities
and those with caring responsibilities.

Recommendation

+ Maintain remote and hybrid working options as a right for all grant applicants, grant
recipients, reviewers and committee members.

4.6. Adjustments for in-person meetings, interviews and events

Key adjustments can make a real difference to people with ELC when attending interviews,
events, mandatory training sessions, or review panels where hybrid options aren’t available, or
people prefer to attend in person. These adjustments help to mitigate the negative impact of
energy-intensive activities on the health of people with ELC.

- Offer first class rail travel.

- Provide accommodation for the night before and after an in-person meeting or event.
+  Ensure meetings don't begin or end outside core working hours.

« Schedule regular breaks during meetings.

+ Provide a comfortable quiet room where people can lie down during rest breaks.



- Consider the extra time it may take people to do tasks. Give the option to assign fewer
reviews and/or delegate introductions and summaries to support staff at review committee
meetings.

+ Provide documentation in accessible formats. Ideally provide audio as well as written
versions of all documentation. If this isn't possible, ensure documentation is screen-readable
and all images have alt text.

« Ask participants if they need any adjustments and provide those they need.
+ Ensure all spaces are physically accessible.

- Don’'t assume that stairs are accessible to someone just because they are not using a
mobility aid.
- Consider potential sensory sensitivities (e.g. light, sound, scent, temperature) when

selecting venues, setting up event spaces, and in guidance to attendees regarding
wearing strong scents etc.

- Ensure good infection control measures are in place, including air filtration, destigmatising
masking, providing masks, safe outdoor spaces to eat, and encouraging people to join
remotely if they are ill.

+  Accommodate dietary requirements.

To learn more about our research into the experiences of academics with ELC and the
adjustments that help people thrive, see our full guidance available on our website.®
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