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Cancer Research UK: written submission to APPG on Blood Cancer and APPG on Stem Cell Transplantation joint

inquiry into the impact of COVID-19 on blood cancer services

About CRUK

1.

Cancer Research UK is the world’s leading charity dedicated to saving lives through research. Our vision is to bring
forward the day when all cancers are cured, from the most common types to those that affect just a few people,
and our research has played a role in developing 8 of the world’s top 10 cancer drugs. In 2020/2021 we spent
£421 million on new and ongoing research projects; this includes £7 million on lymphoma research, £16 million
on leukaemia research and over £3 million on myeloma research.!

Introduction

Cancer Research UK (CRUK) welcomes the opportunity to contribute to this inquiry to highlight the impact of
COVID-19 on blood cancer specifically and to discuss solutions to the disruption caused by the pandemic.

As the APPGs will know, blood cancer is the fifth most common cancer in the UK, with over 40,000 people being
diagnosed with it every year.’ The COVID-19 pandemic has had a significant impact on people with blood cancer;
at the start of the pandemic, blood cancer patients were classified as “extremely clinically vulnerable” due to
increased risk of serious illness from COVID-19, and were advised by the Government to shield. Studies have since
found that people with blood cancer had an increased risk of dying from COVID-19 than other cancer patients.'

In response to the COVID-19 pandemic, CRUK conducted a survey aiming to understand the impact of COVID-19

on cancer patients’ testing, treatment and care. Data was collected during May 2020."

e 33% of blood cancer patients (including leukaemia, lymphoma, Hodgkin and non-Hodgkin lymphoma,
multiple myeloma) reported their testing had been impacted?

e 32% of blood cancer patients reported their treatment had been impacted?

e 64% of blood cancer patients reported their care had been impacted?

Cancer didn’t stop for COVID-19. Nearly 45,000 fewer patients started cancer treatment in the UK from April
2020 — March 2021 compared to before the pandemic’, and it will take time for cancer research to restart in full —
resulting in slower progress and fewer discoveries.

Before the pandemic, systemic and long-standing gaps in capacity in diagnostic services were putting a strain on
the cancer pathway. With the NHS significantly understaffed", important Cancer Waiting Times targets were
being routinely missed, and the last year has only added to that strain.

We were concerned, before the pandemic, that Government was not making enough progress towards its
commitment to increase the proportion of cancers diagnosed early, from a half to three quarters by 2028. And
we are now concerned that the Government will fail to meet its 2019 manifesto commitment to ‘increase cancer
survival rates.” This is challenging for all of us committed to improving cancer survival in this country.

Cancer services are now beginning to make progress against tackling the impact of COVID-19. More people are
now being urgently referred for cancer tests than before the pandemic, which indicates that some progress is
being made to tackle the backlog. However, there are still tens of thousands of people left undiagnosed or waiting
for tests and treatment, which must be urgently addressed. Without this the UK faces the prospect of cancer
survival going backwards for the first time in decades.

! Where testing is reported as impacted, this meant that cancer patients reported that the testing they would usually expect was delayed, cancelled
and/or that they experienced different testing to what they had expected or planned.

2 Where treatment is reported as impacted, this means that the treatment cancer patients would usually expect was reported to be delayed,
cancelled and/or they received different treatment to what they had expected or planned.

3 Where care is reported to be impacted this means that patients did not receive the care they expected, the standard or quality of the care they
would expect was not delivered or there was a change to how it was delivered.
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9. The Government must use the forthcoming Comprehensive Spending Review to deliver long term investment to
increase capacity in the NHS and ensure every person with cancer has access to timely diagnosis and treatment,
key to improving cancer outcomes. Additional capacity is critical in the long term if the NHS is to cope with rising
demand for cancer services from a growing and ageing population and diagnose people earlier and faster to meet

national cancer ambitions.
Inquiry questions

1. What has the effect of the pandemic been on rates of diagnosis, length of waiting times, and types of
treatment for blood cancer?

10. The COVID-19 pandemic has seen delays for cancer screening, diagnosis, and treatment — we estimate that nearly
45,000 fewer patients started treatment for cancer in the UK in April 2020 - March 2021 compared to the same
time pre-pandemic, a reduction of 12%. While this figure looks specifically at treatment, it’s largely driven by a drop
in the number of people who were diagnosed with cancer during this period. For seven key diagnostic tests which
can be used to diagnose cancer, the number carried out in England was 4.6m lower (22%) in March 2020-March
2021, compared with pre-pandemic.

11. Monthly numbers of urgent suspected cancer referrals recovered to pre-pandemic levels in late 2020, but dipped
again slightly following the second peak in COVID-19 in early 2021. The overall picture masks variation by cancer
type and urgent suspected cancer referral rates for some have recovered more rapidly than others. Overall, an
estimated 380,000 fewer people than expected were urgently referred for suspected cancer between March 2020
and March 2021 in the UK.*

12. The impact of COVID-19 on the haematological cancer pathway is significant. In England, across April 2020-March
2021 there have been around 2,400 fewer suspected haematological cancer referrals, which is around 11% lower
than pre-pandemic levels."i There are likely to be many reasons for this reduction including:

e  Shifts in patient behaviour in response to symptoms

e Changes in consultation formats that can make patient examination and GP assessment more challenging

e  Blood cancers such as leukaemia, lymphoma and myeloma present significant diagnostic challenge due to the
vague and non-specific nature of their symptoms and patients often experience delays to diagnosis. COVID-19
has added further complexity to the recognition and management of patients presenting with possible
symptoms of blood cancer due to the overlap of symptoms with COVID-19, such as fever and fatigue.

e Blood tests are central to the investigation of possible sighs and symptoms of blood cancer and shifts in access
to phlebotomy services as well as patients’ reluctance to attend healthcare settings may have also hindered
the timely referral of patients.

13. We don’t have a comprehensive understanding in terms of changes to treatment for blood cancer because we
don’t have granular enough data, but we know that guidance has recommended various changes:
e treatment breaks
e use of alternative medicines to reduce risk, toxicity and admission
e omission, delay and fractionation changes for radiotherapy
e prioritisation of hematopoietic stem cell transplantation (HSCT) procedures

14. The NHS has put in enormous effort to protect cancer services and return activity close to pre-pandemic levels.
However, the pandemic is likely to have impacted across the patient pathway for patients with blood cancer.
Between April — December 2020, around 2,200 (13%) fewer haematological cancer cases were registered in
England, compare to the same period in 2019.¥ Even prior to COVID-19 people with blood cancer are more likely
to be diagnosed via emergency presentation than many other common cancer types such as breast, prostate and
colorectal cancer.X It is possible that the pandemic has caused further shifts towards emergency presentation
which is in turn associated with poorer outcomes. * It will be important to monitor emerging data on routes to
diagnosis for blood cancer patients to determine the true impact. While the COVID-19 backlog must be addressed

4 March 2020 — March 2021, compared to the same months in 2019
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quickly to ensure that patients receive the diagnosis, treatment and care they need as quickly as possible, aiming
to return cancer services to pre-pandemic levels is simply not good enough. We were failing to hit Cancer Waiting

Times before the pandemic. We must aspire for more.

2. How can we address the decline in referral rates created by the pandemic, and further build upon pre-
COVID-19 rates of early diagnoses? Are there potential improvements which could make the process more
efficient?

Action is needed on a range of fronts to mitigate the impact of the pandemic on patient outcomes.

Public awareness

Early in the pandemic there were reports across multiple sources and areas of the country that fewer patients
were presenting to GPs with cancer symptoms. This may be related to the public being reluctant to see their GPs
with non-COVID illnesses, for fear of placing a burden on services or of becoming infected with the virus.
However, as data are not routinely captured, it is challenging to quantify exactly how the actual numbers of
patients presenting to primary care with symptoms related to cancer have been impacted. Emerging unpublished
data from academic datasets, such as the MAINROUTE study at the University of Oxford, does indicate a
significant drop in presentation rates for potential cancer symptoms including red flag symptoms.

A UK-wide YouGov survey commissioned by CRUK in January 2021 showed that one in five people did not feel
confident that they would be safe from coronavirus if they needed to attend a GP appointment at the GP surgery,
and over one in three an appointment at hospital (34%)."

Despite the COVID-19 vaccination programme which may give people, particularly older people, more confidence
to venture out, it is likely that these concerns will persist for some time to come. This means it will be important
to build on efforts in recent months to encourage people with signs and symptoms to seek help from their GP,
and reassure the public and patients that primary care settings, screening services and other care settings are as
safe as possible and there to support them.

Central to these efforts will be the continued funding of evidence-led targeted and tailored public awareness
campaigns that encourage timely help-seeking for signs and symptoms of cancer and reassure the public that NHS
services are open and safe, building on the current Help Us Help You in England, NHS is Open in Scotland and
other campaigns across the UK. In June 2021, CRUK launched a campaign in Wales aiming to encourage timely
help seeking for signs and symptoms of cancer.Xi The ‘Don’t ignore it campaign’ ran for six weeks, with advertising
shown on TV, social media and in print publications, and was aimed at people aged 50 and over from a lower
socio-economic background.

Transformation and Innovation in cancer pathways

e The need for a fundamental shift in diagnostic pathways for rare and less common cancers with non-specific
symptoms was a key driver in the establishment of Rapid Diagnostic Centres (RDCs). This model has the
potential to expedite the diagnosis of blood cancers for which referral onto an urgent suspected cancer
pathway is often not so clear cut.

e Under the Long Term Plan, RDCs were to be rolled out across Cancer Alliances in 2019/20 but progress was
impact by the pandemic.

e Akey aim of the RDC model is to improve patient experience through a more streamlined and supported
patient pathway from the point of presentation to treatment.

e [tisimportant that continued roll out of RDCs is supported in tandem with robust data tracking and
evaluation in order to understand if this model is successful in meeting these aims and improve outcomes for
blood cancer patients.

Innovation in early detection and diagnostics

e Haematological malignancies present a real challenge in the context of population screening due to their low
prevalence.

e  Multi-Cancer Early Detection Tests (MCEDs) offer potential for improving detection of rare and less common
cancers.

e Simultaneous detection of multiple cancer types would allow the prevalence of rare and common cancers to
be combined, thus decreasing the number needed to screen.
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e There are several MCED tests in development, including Grail’s Galleri blood test which will be trialled in the
NHS this year in both asymptomatic and symptomatic cohorts. The impact of these tests and the potential
benefit for haematological cancer detection is not yet understood and further research is essential to
understand the harms and benefits of such a test more widely.

Sufficient Workforce and Capacity

e Capacity limitations in workforce and key diagnostic equipment persist across cancer screening and
diagnostic services and limit our ability to tackle the backlog and future-proof cancer services.

e Addressing staff shortages in key cancer professions is key to the dramatic shift needed by the Government
to meet their own commitment of 75% of cancers diagnosed early by 2028 — and saving thousands more
lives.

e The government must expand the number of staff in key professions for the diagnosis and treatment of
cancer by investing year-on-year in recruiting and training more cancer staff.

e The NHS People Plan states “when the government further clarifies the available budget to expand the
workforce and make sure that education and training is fit for the future — as expected to be set out in the
forthcoming spending review — more details will follow.” The forthcoming Comprehensive Spending Review
must address this.

e Roll out of Community Diagnostic Hubs (CDHs) is an important part of COVID-19 recovery and transformation
of services and implementation of these together with an RDC diagnostic model must be supported by
sufficient investment and infrastructure to ensure equitable, safe and rapid access to diagnostic services.

3. What will the long-term outcome (physical and psychological) be for people with blood cancer whose care
was delayed or changed due to COVID-19?

It is too early to know exactly what the long-term outcome will be for people with blood cancer but it is likely that
we will see more patients diagnosed with a greater disease burden, or patients whose cancer burden has
progressed whilst waiting for tests and treatments and patients who have received suboptimal treatments, all
which may result in poorer outcomes. Delays and changes have also had a negative psychological impact on
people with blood cancer.

4. How can we best enable patient access to specialised therapies (such as stem cell transplants) alongside
post-COVID recovery?

To best enable patient access to specialised cancer therapies, transformation is needed in a range of areas.

NHS England should increase its commercial capacity to deliver innovative deals with flexible pricing mechanisms

such as outcome-based payments:

e To best enable patient access to cancer therapies, new mechanisms are needed for the adoption of
medicines into the NHS. As stated in the Government's Life Sciences Vision, NHS England should take a
leading role in increasing its commercial capacity to deliver innovative deals for cancer medicines. This should
include exploring and developing flexible pricing mechanisms, such as outcome-based payments, which give
the NHS new ways of paying for cancer medicines.

e The licensing and adoption of cancer therapies is changing. Uncertainty about the effectiveness and cost-
effectiveness of new medicines is becoming increasingly common. Due to a range of factors, cancer
medicines are increasingly undergoing regulatory approval and health technology assessment (HTA) at an
earlier stage and based on relatively limited trial evidence, fewer study subject, and single arm trials*.

e QOutcome-based payments mechanisms, such as the ones proposed in Making Outcome-Based Payment a
Reality in the NHS, have the potential to enable cancer patients to access medicines quicker in cases where
substantial uncertainty about cost-effectiveness remains at the time of HTA, and where this would have
resulted in limited or delayed access. Outcome-based payments can also help achieve increased financial
sustainability by ensuring NHS England only pays for outcomes that are valued by patients and that are
delivered in the real-world clinical setting.

o A forthcoming study commissioned by CRUK on outcome-based payments has identified that for such
mechanism to be successful, investment by NHS England will be required in:
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e Optimising data collection to more precisely capture disease progression/relapse/recurrence in the
SACT dataset;

e Patient Reported Outcome Measures (PROMs) data collection infrastructure that would allow
patients to report long-term side effects and their ability to return to normal activities;

e Optimising the quality and linkability of data and introducing flexibility around the time points that
data are captured post-treatment.

23. The Government and NHS England must ensure that cancer patients continue to benefit from the successful
approach of the Cancer Drugs Fund in the new Innovative Medicines Fund:

Since 2016, the reformed Cancer Drugs Fund (CDF) has been a successful innovation, allowing the NHS to

make promising new cancer medicines available to patients while further data is collected on their long-term

benefits and cost-effectiveness. It provides crucial flexibility in how new cancer medicines are assessed and

funded in England, and in its first four years allowed over 26,700 cancer patients to receive innovative

treatments they might otherwise have been unable to access™.

As plans to evolve the CDF into an Innovative Medicines Fund (IMF) are taken forward, it is important that

cancer patients continue to benefit from this successful approach, even as it is expanded into other disease

areas. This can be achieved in four key ways:

1. Preventing disruption to existing processes, so that these continue to effectively promote patient access
to new cancer medicines before, during and beyond the transition;

2. Ensuring the current annual budget of £340m for cancer medicines is not reduced in the IMF;

3. Ensuring parity between medicines used to treat cancer and other diseases in the IMF, in particular in
terms of flexibility in the length of managed access duration;

4. Complementing the additional investment in the IMF with funding to support the broader real-world
NHS data infrastructure.

24. The Government and NHS England should ensure the Genomic Medicine Service delivers equitable and fast
access to molecular diagnostics tests and targeted medicines:

To enable access to advanced cancer therapies such as immunotherapies and histology-independent
treatments, the Government and NHS England should ensure the Genomic Medicine Service delivers
equitable and fast access to molecular diagnostics tests and targeted medicines to cancer patients in England.
It is vital data systems are in place to track progress in delivering such innovations — including identifying and
preventing unnecessary or unwarranted variation — as well as to track any potential impact.

NHS England should set projections for when they will be able to offer whole genome sequencing (WGS) to
all newly diagnosed cancer patients. NHS England’s ambition is to offer genomic testing routinely to all cancer
patients, including WGS for all children with cancer by 2023/24. The Genome UK 2021-22 implementation
emphasised the ambition that by 2023 over 100,000 people a year can access WGS. These ambitions are
welcome, and it is important that NHS England stick to these timelines.

It is crucial that patients who receive genomic testing can be matched with ongoing research and clinical
trials. This will improve treatment options and benefit clinical research. A key ambition of the Genomic
Medicine Service is to support genomic research. To be successful, this will require a clear process which
should provide clarity on issues such as data sharing, workforce and staff capacity, patient consent, and
timelines.

What effect will COVID-19 and the efficacy of the vaccines for people with blood cancer have on their
treatment and their outcomes. What measures are needed to ensure that treatment can be received safely
while COVID-19 is still in circulation?

25. Evidence shows that the immune response to vaccination is not as robust in people with blood cancers potentially
leaving them vulnerable to the virus and at risk of poor outcome. It is therefore important that:

People with blood cancers are prioritised for any future rounds of vaccination

Clear guidance is produced for anyone who is clinically extremely vulnerable, outlining any specific
precautions they should take as restrictions ease (including any support available)

Access to rapid and optimal treatment for cancer patients remains of the upmost importance to mitigate
against impact on patient outcomes
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e  Safe spaces to provide therapy safely and successfully are vital for all patients and especially those who are
more vulnerable to COVID-19. Services should continue to implement necessary measures to reduce the risk
of infection for people with blood cancer e.g. SARS-CoV-2 testing, isolation, reducing unnecessary clinic visits

e Where effective alternative treatment approaches are available, consideration should be given to their
(continued) use to reduce risk to people with blood cancer

e Patients must be reassured at every opportunity that healthcare services precautions are in place to ensure
their safety when attending for further tests, appointments and treatment

As COVID-19 restrictions were lifted in the UK on 19" July, CRUK along with 39 other charities and organisations
have written an open letter® urging the public to help keep people with cancer safe. Cancer itself or cancer
treatment means the vaccine is less likely to protect those with the disease from serious illness from COVID-19.
Therefore, the letter urges the public to do three things to help protect those who are vulnerable:

1. Keep wearing masks in crowded places

2. Keep distance from people you don’t know

3. Getvaccinated

6. Isthere a sufficient and adequately equipped workforce in place to ensure all of the above?

Staff shortages affect every part of the cancer pathway, and limit capacity. One in ten posts across the NHS were
vacant in 2018/19 and it was estimated that, with no action taken, this would rise to one in seven posts vacant by
2023/24.% The NHS continues to be significantly understaffed, limiting the ability of current staff to deliver the
best care for its patients and innovate, and this situation has been exacerbated by the COVID-19 pandemic. It lags
behind internationally comparable nations, with a recent BMA report finding that when comparing England to
other EU nations within the OECD, which have an average of 3.7 doctors per 1,000 people, England is short of
around 49,000 FTE doctors.™ Workforce shortages are a significant barrier to realising the NHSE Long Term Plan
ambition to improve early diagnosis of cancer in England from 54% to 75% by 2028 and the Conservative Party’s
2019 manifesto commitment to ‘increase cancer survival rates.’

There are acute staff shortages in areas of workforce essential to the timely diagnosis and treatment of blood
cancers. For example, the Royal College of Radiologists (RCR) found that the consultant clinical oncology
workforce has a shortfall of 17% and is due to rise to 29% by 2025 without investment.® These workforce
shortages will impact the timely diagnosis and treatment of blood cancer. For example, a survey by the Royal
College of Pathologists (RCPath) found that clinical pressures on haematology consultants were increasing,
leading to concerns that time spent in the laboratory was being reduced.

The government must expand the number of staff in key cancer professions by investing year-on-year in training
and employing more cancer staff to fill current vacancies and ensure that the workforce has the capacity to meet
increasing demand as well as time to innovate and transform services. Health Education England (HEE) previously
estimated that the NHS will require an aggregate growth of 45% in its cancer workforce to deliver world-class
cancer services by 2029.* Last year CRUK estimated that to achieve this level of growth across seven key cancer
professions, an additional investment of between £142m and £260m would be required in staff training and
education.™

There are also concerns that the pressure of the pandemic and the impact this has had on wellbeing within the
cancer workforce will damage retention, reducing the capacity of an already stretched cancer workforce. The
2020 NHS Staff Survey found that 44% of staff reported feeling unwell as a result of work-related stress in the last
12 months. This had steadily risen from 36.8% in 2016 to 40.3% in 2019, then rose sharply over the last year. ¥

The welcome shifts in cancer pathways including roll out of RDCs and CDHs rely on adequate staffing and
infrastructure to successfully achieve their aims. A core objective of the RDC model is improving patient
experience, which is in part facilitated by the addition of pathway navigator roles, sufficient training and funding
of these posts is therefore vital. Workforce shortages are also likely to be a key driver in geographical variation in
waiting times for diagnostics and treatment, this is turn may contribute to inequalities observed in cancer
outcomes. Transformation in cancer pathways must be underpinned by sufficient workforce and capacity to
ensure equitable and rapid access to cancer services and improve outcomes for all patients.
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32. To ensure diagnostic services are able to meet current patient need and future demand, significant, targeted
capital investment is vital. Ageing equipment and constrained capacity across diagnostic services, a legacy of

underinvestment, means that there are both delays across diagnostic pathways and barriers to transformation in
diagnostic services.

33. Capital investment is also required to increase capacity and capabilities of pathology services. For example, IT
infrastructure, hardware and connectivity need upgrading as at present approximately 30% of the Laboratory
Information Management systems in England and Wales are essentially obsolete. In addition, significant
improvements must be made to health service digital capabilities in order to support an effective digital
pathology system, enabling innovative, time-saving approaches such as digital imaging to be put into widespread
practice. "

34. Itis crucial that cancer services receive adequate funding to increase capacity in the NHS to ensure every person
with cancer has access to timely diagnosis and treatment. CRUK recommends that the forthcoming
Comprehensive Spending Review delivers a vital long term and funded plan to invest in NHS workforce and kit to
meet the growing demand for cancer diagnosis and treatment.

For more information, please contact Abigail Lever, Westminster Public Affairs Officer, at
Abigail.Lever@cancer.org.uk.
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