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ASSOCIATION OF MEDICAL

RESEARCH CHARITIES

The Association of Medical Research Charities (AMRC) is dedicated to

supporting medical research charities in saving and improving lives

through research and innovation. Founded over 30 years ago, the AMRC

has united more than 150 medical research charities in all areas of

health and disease throughout the UK and overseas. In this exclusive
interview, we follow up our 2019 interview with the new Chief Executive,

Nicola Perrin, to hear their latest news.

When we last spoke to AMRC in

2019 and since then, the arrival of
COVID-19 changed the world as we
knew it. What has been the impact
of the pandemic on medical research
charities and how have they fared?

Since the pandemic started, medical
research charities have lost at least £292
million in income, forcing them to cut.
£270 million of their research spend.

This is the first substantial decrease

in fundraising charity research spend
in the last decade, a drop that is over
seven times greater than the drop after
the 2008 recession.

To honour existing research
commitments many charities had

to dig into precious reserves, adapt
their fundraising activities, make
redundancies, and cut funding for other
activities. Our charities plan to cut their
research spend by over £148 million
over the next year and expect it to take
three years for their research spend to
return to normal levels.

With these funding uncertainties, the

UK risks losing a generation of talented
young scientists, potential future
research leaders. In an AMRC survey,
40% of charity-funded early-career
scientists indicated that they were
considering leaving research. This would
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have a severe impact on decades of
research crucial to finding new ways to
diagnose, manage and treat diseases.

At the height of the pandemic, 70% of
trials conducted in the NHS funded by
AMRC members were on hold. That
figure is now coming down but, despite
best efforts, non-COVID research trials
are struggling to recruit patients. In
April 2019, about 200,000 people were
recruited to trials. This April, the figure
for non-COVID research was half that.
The pandemic also forced charities to
invest additional funding into ongoing
trials to keep them going, funding that
may have otherwise been used to start
new clinical trials.

Despite these hardships, the sector
stepped up to support the national
research effort; providing a skilled
workforce, infrastructure and support
for testing and vaccine development,
and they pivoted to fund new COVID-19
research. Cancer Research UK donated
equipment and reagents to national
COVID-19 testing and have set up their
own testing hubs and the Asthma

UK and British Lung Foundation
Partnership co-funded a £1.3 million
national research programme to
evaluate coronavirus tests in hospitals,
general practices and care homes

and launched a post-COVID Hub and

helpline for people left with breathing
difficulties after COVID-19.

Between June 2020 and May 2021,
AMRC and over 150 of our charities
campaigned for Government to provide
financial support to protect charity-
funded research at risk. Over 105 MPs
and Peers supported our call, 7,000
letters were sent to the Prime Minister
from the public, and the campaign
featured in over 150 news pieces. We
raised awareness of the breadth of
research that charities support and
highlighted the vital role they play in
the ecosystem. Finally, in May this year,
Government announced a £20 million
allocation for early-career researchers
supported by charities. We're keen to
keep working with the government to
make sure they understand the value of
medical research charities and ideally to
encourage them to continue to support
and collaborate with them.

As new CEO, what are your next steps
for the sector?

AMRC does such important work to
support medical research charities and
so | feel incredibly honoured to take

on this role. At a difficult time for the
sector, I am lucky to be able to build on
the fantastic legacy of Aisling Burnand’s
leadership over the past seven years.
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Throughout the next few months, | will be meeting with all
151 member charity CEOs to hear what matters most to our
charities and how we can continue to improve our services.

We have three priorities as an organisation, moving forward.
The firstis to provide our charities with the evidence and
narrative to champion their vital role in the UK life sciences
ecosystem. While we’'ve done a lot over the last few years to
advocate for medical research charities, our recent engagement
with Government demonstrates that we still have a job to do to
explain why medical research charities are so important.

I am also keen to make sure we are supporting our charities

to collaborate effectively. The pandemic has demonstrated

the power of partnerships; we need to do more to help AMRC
charities identify potential partners and highlight opportunities
to connect and collaborate.

The research landscape is changing and there is, rightly,
increasing emphasis on the culture of research. We want to help
you consider what those changes mean for charities, and to
think about how we can support our charities to be responsible
funders in a rapidly changing environment. We have already
launched our Equity, Diversity and Inclusion Resource Hub,

but we are looking at what else we can do to help share best
practice.

I’'m really excited to start working on these priorities with the
amazing AMRC team.
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Can you tell us about your 2020-2025 Strategic Plan?

In the run up to 2020, it was clear there were challenging
times ahead: unprecedented political instability, economic
uncertainty and an increasingly polarised society created a
difficult environment for charities and the communities they
represent. However, there were also new opportunities and
hope to improve the life and experience of patients.

To assist with the development of our 2020-25 Strategic plan,
we undertook a survey of our members. The survey highlighted
that securing income had overtaken demonstrating impact as
the most significant challenge for member charities. It gave a
clearindication that making medical research funding more
accessible to charities and research and innovation in the NHS
should be higher priority focus areas.

With these insights in mind, we brought together a framework
for our work and activity, setting out five overarching priorities:

1. To champion the unique voice of the medical
research charity sector by informing and educating
internal and external stakeholders across the
changing life sciences and digital health landscape.

2. To influence the research and health funding
landscape to ensure that medical research charities
investment is leveraged efficiently for patient impact.

3. To foster and enable better collaboration to address
the needs of patients by working with industry,
academia, NHS, regulators, our members, and other
stakeholders.


https://www.amrc.org.uk/Pages/Category/edi-resource-hub?Take=20
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4. To maximise the potential for research and
innovation in the NHS to ensure the investment from
medical research charities has the greatest impact for
patients.

5. To drive forward the quality and future-focused
membership offering which addresses changing
needs and enhances AMRC’s delivery capability.

Why are medical research charities so important to the UK?

There’s this view of medical research charities as fluffy things
doing good, whereas they’re actually an integral contributor
to the UK'’s life sciences: responding to the public’s priorities,
tackling areas of unmet need, and accelerating health impact.

Responding to the public’s priorities

Charity research is shaped by the public’s priorities. Over 83% of
AMRC charities are using patient voice in their research strategy
or influencing work. This ensures funding is directed where

it will make the most difference and lead to more efficient
products and interventions that help prevent, diagnose, treat,
cure, and improve quality of life for people. AMRC charities
contribute to a quarter of medical products, interventions

and clinical trials reported by public funders on the research
evaluation platform Researchfish.

Areas of charity research are chosen by the fundraising public,
identifying diseases that matter to them. AMRC charities
account for 66% of public investment into cancer and
cardiovascular research.

Tackling areas of unmet need

Charities invest in underfunded conditions, including rare
diseases. 67 AMRC charities fund research on rare diseases, and
27 exclusively fund research into a rare disease.

Medical research charities also support research in common
conditions where there is low investment, for example over
a quarter of public funding into mental health research is
provided by AMRC charities.

Charities are also helping to address geographical health
inequalities, by funding research and creating infrastructure
and networks that benefit people and institutions throughout
the UK.

Accelerating health impact

Medical research charities’ sole purpose is to improve human
health, not to make profits or cut costs. They help to convene
and attract the necessary funders to move promising research
forward and deliver benefits to patients sooner. AMRC charities
account for a quarter of new collaborations and partnerships
in the UK that have been reported by public funders on the
research evaluation platform Researchfish. They have also
leveraged more than £7 billion in further funding for UK
research during the last 20 years.

Charities use their research to advise and shape policy and
practice, helping to advance healthcare. They provide expert
advice to Government committees, citations in clinical
guidelines, and influence the training of health professionals,
ensuring that decisions that impact patients are based on
evidence. Over the past two decades, 10,000+ grants from 49
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https://www.amrc.org.uk/making-a-difference-impact-report-2021

charities have led to 4,000+ unigue influences on policy and

practice that help advance healthcare.

What challenges and opportunities do you see on the
horizon for medical research charities?

As a result of the pandemic, medical research has never been
more visible, across government, the NHS, and the public.
We need to build on that, to ensure continued investment in
medical research, and to learn the lessons from the pandemic,
including removing unnecessary bureaucracy, fostering
collaborations, and engaging patients and NHS staff in the
importance of research. Recent government reviews — the
Spending Review settlement, the Life Sciences Vision, the
Clinical Research Vision - are all moving in the right direction,
and we hope there will be opportunities for partnerships with
charities, but we need to see the detail of implementation
plans.

At the moment, there is increasing focus on the sustainability
of universities, and revisiting discussions about full economic
costing. The partnership between government, charities and
universities is very important for us, but there have been
tensions about the current model of government support for
charity-funded research in universities - the Charity Research
Support Fund (CRSF). There are concerns that the size of the
CRSF has not kept up with charity investment. This will be a
key priority for us — we have just published a report exploring
alternative models. We recognise there will be no easy answers
but look forward to the start of a conversation between
universities, government, and charities to find a sustainable
approach.

While the pandemic has demonstrated the importance of
research, there are still real challenges with capacity in the

NHS workforce and dealing with the ongoing backlog from
COVID-19. The Health and Social Care Bill currently passing
through parliament provides an opportunity to mandate

the need for research for Integrated Care Systems, but
unfortunately, the amendment was not adopted at Committee
stage. We hope there will be further discussions as the Bill
passes through the Lords.

The UK-EU agreement reached Christmas 2020 left several
issues unresolved. It is essential that charity-funded researchers
in the UK can continue to collaborate with European
colleagues. The uncertainty over association with Horizon
Europe is a concern but the government announcement to
provide a short-term scheme to cover the first wave of grant
callsis a step in the right direction. The UK must also continue
to attract talented science and research professionals.
Unfortunately, the fast-track visa scheme to attract prize-
winning scientists to the UK has received no applications over
the last six months.

It's also important to remember that amongst the challenges
there are also opportunities, with proposed revisions both to
clinical trials regulations and data protection. However, this
needs to be done with care to make sure we don’t lose the
potential for collaboration and data adequacy.

A positive new relationship between the UK and EU that
benefits patients depends on resolving the outstanding

problems. As a member of the Brexit Health Alliance and

on behalf of our charities, we will continue to call on the
government and EU to take steps to safeguard the interests of
patients, and the healthcare and research they rely on.

W: https://www.amrc.org.uk/
© @AMRC


https://www.amrc.org.uk/making-a-difference-impact-report-2021
https://www.amrc.org.uk/making-a-difference-impact-report-2021
https://www.amrc.org.uk/blog/we-need-to-talk-about-the-crsf
https://www.nhsconfed.org/topic/brexit/brexit-health-alliance

