WE ARE
MACMILLAN.

CANCER SUPPORT

Review of the Cancer Reform
Strategy: Macmillan’s response

Executive Summary

People living with and beyond cancer continue to have serious physical, emotional, social,
practical and financial problems that need addressing. We want the new CRS to focus on
the following outcomes for people living with and beyond cancer:

e Every patient to have access to the best treatment and care for their cancer

e Everyone to understand information about their cancer and treatment, so they are able
to make good decisions

e Everyone who has finished treatment to be supported with their ongoing needs

e Every patient to receive care in high-quality cancer environments

e Every person nearing the end of their life able to die at home if they wish

e Every person to have fair access to treatments and services, regardless of gender,
age, race, disability, sexual orientation, socio-economic status or type of cancer.

To deliver these outcomes the revised strategy needs to address the following challenges:

Access to treatment: implementing the Cancer Drugs Fund

England continues to lag behind Europe in giving cancer patients access to most effective
treatments. Therefore we welcome the Government’s commitment to develop a Cancer
Drugs Fund.

We want:

A Cancer Drugs Fund that:

¢ Includes drugs for rarer cancers

¢ Isimplemented to ensure that those with rarer cancers benefit

e |s efficient and transparent in order to reduce stress for patients

¢ Is measured by an audit of all applications that records the demographic and equality
dimensions of those receiving the drugs, where they live and the reasons for their
application.

Macmillan Cancer Support, registered charity in England and Wales 261017, Scotland SC039907
and Isle of Man 604
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Provision of information: rolling out Information Prescriptions
(IPs)

The principle of ‘no decision about me without me’, a key strand of the Health White
Paper, can only be adhered to if patients have access to high-quality, relevant information
about their condition and the various treatment and support options available to them.

We want:

e Clear commitment to the roll out of IPs over the next two years

¢ Information and support provision, including delivery of IPs, to be included in the NICE
Quiality Standards for cancer

e The delivery of IPs to be included in the commissioning guidance provided to GP
commissioning consortia.

Ongoing support: survivorship

Macmillan supports the National Cancer Survivorship Initiative (NCSI) vision. We want
everyone reaching the end of treatment to work with their health care professional to
develop a written, personalised care plan and to be able to access services to meet their
needs.

We want:

e The Government to give its public support to the NCSI as it continues to pilot and
disseminate new models of care

¢ NICE to incorporate standards for post-treatment care in all NICE Quality Standards
for cancer, including provision of an assessment and care plan

e The development of a payment by results tariff which rewards provision of
assessments and care plans, treatment summary records from consultant to GP,
patient education events, supported self-management programmes and physical
activity packages

¢ The new NHS Commissioning Board to include provision of an assessment and care
plan as part of the commissioning framework for GP commissioners

¢ The development of a robust reporting procedure to ensure that providers of care
collect information on the incidence of the consequences of treatments. This data
should be collated on a national level in order to inform the development of cancer
services

e The national cancer survivorship survey to be repeated every two years.

Work and cancer

Back to work support for people with cancer is inadequate. Most people with cancer of
working age want to remain in, or return to work, during or after their treatment. However,
more than four in ten people who are working when diagnosed have to make changes to
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their working lives after cancer, with almost half of those changing jobs or leaving work
altogether.’

We want:

¢ Information and advice on working through treatment for cancer, or returning to work
afterwards, to be routinely provided by the NHS

e Vocational Rehabilitation (VR), to support people with health conditions to remain in,
or return to work, offered to every cancer patient that needs it.

High quality environments

We believe that cancer patients deserve to be treated and supported in high quality
cancer environments, which are designed around their needs and help to improve their
outcomes, no matter where they are in the cancer journey.

We want:

e Arenewed commitment in the CRS to the continued improvement of cancer
environments

¢ All cancer facilities to aim and be encouraged to achieve the Macmillan Quality
Environment Measure (QEM)

e The inclusion of a patient experience indicator for cancer environments within domain
four of the NHS outcomes framework

¢ NICE to establish a single cross-cutting quality standard for cancer environments that
recognises the QEM as best practice in the delivery of excellent cancer environments

e The QEM to be recognised as best practice in guidance for commissioners.

Choice about place of death
We believe that people should be able to die at home if they wish.

We want:

¢ The NICE Quality Standard on end of life care to include non-clinical as well as clinical
needs

e The end of life tariff, to be developed as part of the end of life funding review, should
accurately reflect the cost of providing care in different settings and actively incentivise
good practice

¢ An indicator on end of life care, which measures the quality of end of life care and
whether people are able to die in their place of choice, included in the NHS Outcomes
Framework.

Equalities in cancer care

We believe that every single person who is diagnosed with cancer should have access to
high-quality treatments and services that are appropriate and responsive to their needs at

! YouGov online survey of 1,740 UK adults living with cancer. Fieldwork took place between 26
July-9 August 2010. Survey results are unweighted.
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every stage of their cancer journey, no matter who they are, what part of the country they
live in, or what type of cancer they have.

We want:

Ongoing DH commitment to implement the National Cancer Equality Initiative (NCEI)
vision and projects

The NHS Outcomes Framework to measure the progress being made to tackle
inequalities in care and treatment?

NICE and the NHS Commissioning Board to use learning from NCEI projects in the
development of cancer Quality Standards and commissioning guidance respectively.

Delivery that meets the needs of people living with and beyond

cancer
We believe that effective service delivery for people affected by cancer requires that:

GP consortia ensure they commission services to meet the clinical and non-clinical
needs of cancer patients along the whole of the cancer pathway, except where those
services are specialised

GP commissioners are likely to require access to specialist advice when

commissioning cancer services. We think mechanisms need to be put in place,

whether on the current network model or a new form, to provide coordination and
cancer commissioning expertise

Indicators in the NHS Outcomes Framework must reflect the needs of people living

with and beyond cancer and include:

- Disaggregation by disease, including cancer, and equality dimension

- Indicators that measure people’s health status at key points (domain two)

- Cancer included in the indicator for emergency admissions (domain three)

- Indicators relating to information and support, the provision of equitable care,
whether people are able to die where they wish and whether people are satisfied
with the clinical environment (domain four)

NICE Quality Standards for cancer must cover the whole patient journey, include non-

clinical as well as clinical needs and must be mandatory

There needs to be a strategic approach to workforce development and investment in

the workforce, including additional Clinical Nurse Specialist and Allied Health

Professionals, and the development of new roles to deliver post-treatment services.

% Transparency in Outcomes — a Framework for the NHS, Department of Health 2010
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Introduction

1.1

1.2.

1.3.

Macmillan welcomes the decision to review the 2007 Cancer Reform Strategy (CRS).
Despite good progress since the publication of the CRS, local implementation is
losing momentum. A report conducted by Consulting Inplace on behalf of Macmillan
found that there has been progress developing Information Prescriptions, providing
information and support and benefits advice, and growing provision of cancer
rehabilitation and Clinical Nurse Specialists but that, at a PCT level, the CRS had now
been superseded by other priorities and strategies.>

Macmillan welcomes the new focus on outcomes that the NHS needs to deliver but
we are concerned the scale of the fundamental changes proposed to the NHS may
put at risk standards of care for people living with cancer. Cancer policy needs to
adjust to take account of the proposed changes to ensure that the needs of people
with cancer are not ignored, deprioritised or misunderstood. People with cancer
continue to have serious physical, emotional, social, practical and financial problems
that need addressing. We now know that there are 1.6 million people living with and
beyond cancer in England and this figure is rising by three per cent each year.*

We want the new CRS to focus on the following outcomes for people living with and

beyond cancer:

e Every patient to have access to the best treatment and care for their cancer

¢ Everyone to understand information about their cancer and treatment, so they are
able to make good decisions

e Everyone who has finished treatment to be supported with their ongoing needs

e Every patient to receive care in high-quality cancer environments

e Every person nearing the end of their life able to die at home if they wish

e Every person to have fair access to treatments and services, regardless of gender,
age, race, disability, sexual orientation, socio-economic status or type of cancer.

1.4. To deliver these outcomes the following challenges need to be addressed:

¢ Implementation of the Cancer Drugs Fund

¢ Roll out of Information Prescriptions (IPs)

e Development of better post-treatment support services, including the provision of
assessment and care plans

¢ Embedding vocational rehabilitation in cancer care

e Tackling cancer inequalities

e Ensuring cancer environments are high quality

e Ensuring new commissioning structures meet the needs of people living with and
beyond cancer

3 Consulting Inplace (2010) Strategic Review of NHS Primary Care Trust Plans for Cancer, 2010.
* Maddams J, et al. Cancer prevalence in the United Kingdom: estimates for 2008. British Journal
of Cancer. 2009. 101: 541-547.
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e Ensuring indicators in the NHS Outcomes Framework reflect the needs of people
living with and beyond cancer

¢ Developing new NICE Quality Standards for cancer that cover the whole cancer
pathway and include non-clinical as well as clinical needs

¢ Investment in the workforce, including additional Clinical Nurse Specialist and
Allied Health Professionals, and the development of new roles to deliver post-
treatment services.

1.5. We want the revised CRS to set the strategic direction of cancer services for the
lifetime of this parliament, with a commitment to a new strategy being developed in
2015. We want the National Director for Cancer to continue to report on the progress
of the CRS every year.

How we prepared our response

1.6. In preparing our response Macmillan consulted people affected by cancer and
Macmillan doctors and nurses. We conducted four focus groups with people affected
by cancer, the findings of which reflect the challenges we have identified above.
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Access to treatments

2.1. Cancer treatment is constantly evolving and people with cancer should be able to
benefit from innovations. We agree with the Secretary of State that patients should be
able to access treatments that are readily available in Europe.® As a recent report by
Professor Sir Mike Richards showed, at present we lag behind the rest of Europe in
terms of access.® Better access to cancer drugs will also positively impact upon the
one and five year survival indicators included in the NHS Outcomes Framework.

2.2. We believe that people should be able to access clinically effective treatments
whatever kind of cancer they have, something that is not happening at present. We
remain seriously concerned that in recent years NICE has rejected a number of
treatments for rarer cancers or approved them only for very limited population
groups.” The public agrees with Macmillan that cancer patients should get the
treatment they need regardless of what type of cancer they have. In our research,
90% said people with rarer cancers should have the same access to cancer drugs
that might benefit them, as people with more common cancers do.?

2.3. At the moment, if a treatment is rejected for funding on the NHS by NICE, people can
try to obtain funding through their PCT’s exceptional funding request process. Despite
new guidelines in April 2009, this process is still highly variable across the country
and a source of stress for many cancer patients, as the quote below demonstrates.’

2.4. A report by the Rarer Cancers Foundation found that almost half (46%) of patients
described the guidelines as being ‘fairly hard’ or ‘hard’ to find. X% If patients are denied
access through the exceptional funding process, the only option left is to co-pay for
their treatment, an option that can force people to take extreme financial measures,
eg remortgaging their homes, in an attempt pay for treatment.

° DH Press Release, 27.07.10

® DH Press Release, 27.07.10. Specifically, it showed that the UK ranks relatively low for access to
cancer drugs at number 10 out of 14 countries, highlighted by the fact that for cancer drugs
launched within the last 5 years, usage is less than 50% of the all-country average.

" Examples of rejections in the last year include temsirolimus, sorafenib and most recently
everomimus for renal cell carcinoma (kidney cancer) and sorafenib for heptocellular carcinoma
(advanced liver cancer). In terms of treatments that have only been approved for very limited
Eatient groups Topotecan for cervical cancer is a recent example.

Macmillan Cancer Support commissioned survey. All figures, unless otherwise stated, are from
YouGov Plc. Total sample size was 1740 adults. Fieldwork was undertaken between 26 July and 9
August 2010. The survey was carried out online. The figures are unweighted.

’ Report prepared by RS consulting, Access to treatments summary of focus group findings, 20
September 2010.

19 Rarer Cancers Foundation, Exceptional progress? Assessing the progress made in improving
access to treatment for people with rarer cancers, 2010.

7of31



http://www.dh.gov.uk/en/MediaCentre/Pressreleases/DH_117970
http://www.dh.gov.uk/en/MediaCentre/Pressreleases/DH_117970

What further action is required?

2.5.

2.6.

2.7.

2.8.

2.9.

We are very pleased the Government has announced that a £200 million Cancer
Drugs Fund (CDF) is to be introduced in April 2011, with an interim fund of £50 million
to commence in October 2011. We would like to see these funds, and the longer
term solution of value based pricing, implemented so that people can access clinically
effective drugs whatever their kind of cancer, an objective that will improve
outcomes.™ The funds and value based pricing must ‘help patients get the cancer
drugs their doctor has recommended’ whatever type of cancer a person is diagnosed
with.*2

However, we are concerned by recent suggestions that the total amount allocated to
the full CDF may be less than £200 million.”* We urge the Government not to renege
on its financial commitment; a recent report released by the Rarer Cancers
Foundation suggested £200 million is the minimum required to cover demand.**

It is important that the fund reimburses drugs that are prescribed off-label for
extremely rare cancers. At present, access to this funding is very variable.™ If the
CDF does not include off-label drugs, then another solution needs to be found, for
instance a separate fund for this purpose.

It is essential that an effective way is found to disseminate information on new
treatments to clinicians, to ensure that patients can access treatments regardless of
where they live. This could be undertaken at a regional level by groups such as the
London Cancer New Drugs Group. It is also essential that if decisions about the fund
are to be made above the level of individual clinician, as proposed with the interim
£50 million fund, that expertise in terms of rarer cancers is represented on decision
making panels. Creating information on new drugs that is accessible to patients is
also crucial if they are to exercise informed choice over their treatment.

It is important that the mechanism for implementing the fund is efficient and
transparent so that the anxiety experienced by patients is kept to a minimum as they
go through the process. It is important to avoid the pitfalls of the current exceptional
funding process, with many patients waiting long periods of time for a decision.
Patients should be able to access treatments recommended by their clinicians quickly
and without uncertainty as to how the process works, leading to improved outcomes
in terms of patient experience of the access to drugs process. Key aspects of this
would include:

! value based pricing would see the prices paid by the NHS for medicines reflect their therapeutic
value to patients

'2 Department of Health (2010), Equity and excellence: Liberating the NHS.

'3 Earl Howe at a press conference, widely reported in the press e.g.
http://www.telegraph.co.uk/health/healthnews/7912228/Banned-cancer-drugs-to-be-paid-for-with-
50m-government-fund.html

!4 Rarer Cancers Foundation (2010), Exceptional funding: recommendations for improving access
to cancer medicines and delivering better value for money for the NHS.

!* Rarer Cancers Forum (2009), Off limits.
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A strict limit on the time it takes from a doctor requesting the drug to the
funding being authorised/denied

Clear information for patients so they can fully understand how the process
works

Support provided to patients by, for example, a specialist cancer nurse, to
ensure they fully understand not just how the process works, but the
implications of having the treatment and all possible alternatives. This will
enable individuals to make the choices which are best for them.

2.10. The implementation of the CDF should be measured by an audit of all applications.
We believe this audit should record who, in terms of demographic and equality
dimensions, is receiving the drugs, where they live, their diagnosis and the reasons
for their application. We support the suggestion by the Rarer Cancers Foundation
that this audit should be hosted by either the National Cancer Intelligence Network or
the National Cancer Research Initiative. The purpose of this audit would be to:

Determine whether people affected by rarer cancers have the same access to
drugs as those affected by more common cancers

If access is refused, determine whether the decision is based on strong clinical
grounds, for example denial of Herceptin on the grounds that the patient is
HER2 negative

Determine whether there are geographical disparities in treatment access
Build up the evidence base for the use of treatments to support future NICE
applications, or license applications in the case of off-label drugs, so that in
future patients with extremely rare cancers can access proven treatments.

Recommendations
2.11. We want to see a system for approving cancer drugs that:

¢ Includes drugs for rarer cancers

¢ Isimplemented to ensure access to all, including people with rarer cancers
and regardless of patient’s equality characteristics and

e |s efficient and transparent in order to reduce stress for patients.
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Information and support

3.1

3.2.

Information, and support to understand that information, are integral to a patient’s
experience of care and affects their health outcomes. However, currently not all
cancer patients are getting the information and support that they need to inform them
about their own condition and treatment, and so are not empowered to make
informed decisions about their care. In a recent Macmillan survey of cancer patients,
35% of respondents told us they had received no written information at all from any
healthcare professional.® This suggests little progress has been made since a 2005
National Audit Office report, which showed that 40% of patients were given no written
information.*’

Even those given written information on their diagnosis, treatment or support options
may still need additional support to help them understand that information. Research

has shown that:
e Over half of cancer patients are unlikely to understand cancer information
brochures routinely used in hospital settings™®
e At least 50% of cancer patients forget most of the information provided to them
within minutes of their consultation.*

3.3. The support needed by patients will vary from individual to individual. We believe
information provision should include face-to-face consultation with a professional,
telephone and/or email support, as well as written information.

3.4. Having the right information at the right time with the right support means patients:
e Have improved quality of life through improved physical and mental health®
e Are able to manage their long-term conditions more effectively ** #
e Use NHS services less often than patients who have not been given
information #
e Choose less invasive (and less expensive) treatment options.?*

'® Total sample size was 1740 adults. Fieldwork was undertaken between 26 July and 9 August
2010. The survey was carried out online. The figures are unweighted.

" NAO 2005. Tackling Cancer: Improving the patient journey.

'8 Manning, D, Dickens C. (2006) Health Literacy: more choice, but do cancer patients have the
skills to decide.

European Journal of Cancer Care.

¥ Manning, D, Dickens C. (2006) Health Literacy: more choice, but do cancer patients have the
skills to decide.

European Journal of Cancer Care.

“ Unreliable information can lead to incorrect self diagnosis and/or increased feelings of anxiety
and stress. Half (52%) of patients and service users who said that they had received information
agreed that it had helped to improve their care: Department of Health (2008) Evaluation of
Information Prescriptions

! Department of Health (2008) Evaluation of Information Prescriptions (Two-thirds (66%) agreed
that they now felt more in control of what was happening with their condition.)

*Bupa (2010) Stronger Together (Informed patients choose less care but achieve better
satisfaction from the care they receive.)

8 Bupa (2010) Stronger Together (Information leads to greater patient empowerment and reduces
unnecessary invasive treatments.)

10 of 31



The future for information and support

3.5.

3.6.

3.7.

We welcome the vision set out by the new Government in its Health White Paper for a
more patient-centred NHS, where the individual is at the heart of decisions about their
care and can make the choices that are right for them. We believe the principle of ‘no
decision about me without me’, a key strand of the Health White Paper, can only be
adhered to if patients have access to high-quality, relevant information about their
condition and the various treatment and support options available to them.?®> The
proposed ‘information revolution’ will help to achieve this, by increasing the amount
and type of information available to patients, including on the quality of services in
their area. Macmillan looks forward to working with the Government in implementing
the ‘information revolution’ and engaging closely with Government on their proposed
Information Strategy.

In implementing a ‘revolution’, we should not lose innovative developments in
information that have been achieved since the publication of the CRS three years
ago. Introducing Information Prescriptions (IPs), for example, will be a huge step
towards adherence to the principle of ‘no decision about me without me’ for cancer
patients.

IPs are now ready to be rolled out across the country and we want to see their
effective and successful roll out completed in the next two years. Macmillan has
committed around £5 million to professional posts and training programmes to
support implementation over the next couple of years. We are currently awaiting the
two-year implementation plan from the National Cancer Action Team.

Recommendations

3.8.

In the revised CRS we want to see:

e Clear commitment to the roll out of IPs over the next two years, and recognition
of their role, as part of the ‘information revolution’, in helping to embed the
principle of ‘no decision about me without me’, in information provision. This
will require an implementation post within the National Cancer Action Team to
support the co-ordination of local level implementation of IPs, and ministerial
support in the form of a foreword/letter to PCTs/GP consortia accompanying
the IP implementation plan

¢ Information and support provision to be measured in the NHS Outcomes
Framework

¢ Information and support provision, including delivery of IPs, to be included in
the Quality Standards on cancer produced by NICE

e Delivery of IPs to be included in the commissioning guidance offered to GP
commissioning consortia by the NHS Commissioning Board.

2 O’Connor A et al (2004) Health Affairs. Modifying Unwarranted Variations In Health Care: Shared
Decision Making Using Patient Decision Aids
» Department of Health, Equity and excellence: Liberating the NHS, 2010
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3.9. We believe implementation of these recommendations will help produce better
experiences and outcomes for cancer patients, and also help the NHS to operate
more effectively and efficiently.
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Ongoing support: survivorship

4.1. The CRS acknowledged that people’s needs after cancer treatment were not being
met. The National Cancer Survivorship Initiative (NCSI) was established in 2008 as a
partnership between the Department of Health and Macmillan to address their needs
by piloting new models of care, work that is still ongoing. The NCSI Vision, published
in 2010, outlines the five key shifts that are needed in the health and care system to
help cancer survivors get their lives back on track after treatment.?® By 2012 the NCSI
aims to ensure that cancer survivors get the care and support they need to lead as
healthy and active a life as possible, for as long as possible.

4.2. The next step is to implement the vision across the NHS. A long-term condition
approach is needed for cancer. The new system should be based on assessment,
care planning and management of the long-term consequences of cancer and its
treatment.

What are the potential benefits of better support for cancer survivors?

4.3. The managed aftercare approach set out in the NCSI Vision has the potential to
deliver better outcomes for patients and more efficient use of NHS resources. The
benefits include:

e Reduced recurrence of cancer

e Recurrences spotted earlier

e Better cancer survival rates

e Decreases in co-morbidity incidence

e Efficiency savings due to reduced hospital admissions, GP and outpatient
consultations

e More cancer survivors returning to, and staying in, work.

e Improved health and well-being outcomes.

Recommendations
4 .4. In order to deliver these outcomes, we want:
e Everyone reaching the end of treatment to be offered an assessment by an
appropriately trained professional. The assessment should result in the
creation of a written, personalised care plan. Every cancer survivor’s plan

*% Department of Health, Macmillan Cancer Support and NHS Improvement, National Cancer
Survivorship Initiative, 2010
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should cover health, social, emotional, financial and work-related needs, where
relevant

e Everyone able to re-enter the system swiftly if they think they have a
recurrence or need more support.

4.5. We believe the development of post-treatment care plans and support services can
be supported by:

¢ Ongoing Governmental support for NCSI as it continues to pilot and roll-out
new models of care

¢ NICE incorporating standards for post-treatment care in all NICE quality
standards for cancer, including a post-treatment care plan

e The development of a survivorship package in the payment by results tariff
which would include a range of services including care planning, case
management, treatment summary records, self-management programmes,
vocational rehabilitation and physical activity packages

e The new NHS Commissioning Board including provision of a care plan as part
of the commissioning framework for GP commissioners

e The development of a robust reporting procedure to ensure that providers of
care collect information on the incidence of the consequences of treatments.
This data should be collated on a national level in order to inform the
development of cancer services.

¢ We welcome the development of a national cancer survivorship survey and
want the survey to be repeated every two years.

Case study: The impact of a community Macmillan nurse in curative care

The Birmingham Cancer Network and NHS Birmingham East and North worked together
to develop projects testing a Macmillan Primary Care Cancer Nurse (MPCCN) supporting
breast cancer patients at Good Hope Hospital. The aims were to provide an expert
assessment early in the cancer pathway to address and identify problems faced by people
living with breast cancer. The MPCCN role was integrated into multidisciplinary teams
where they devised clinical outcomes, measures, a patient evaluation questionnaire and
patient information leaflets.

The innovative service provided every patient assessed by the MPCCN with an
individualised care plan which was reviewed at each treatment visit. Subsequently, the
MPCCN prevented 11 accident and emergency admissions and over 100 outpatient
attendances. The evaluation study concluded: ‘If complex needs of breast cancer patients
are not addressed early this can affect how they cope with their breast cancer treatment
but also how they cope with their transition from cancer patient to cancer survivor.”

*" NHS Improvement, Living with and beyond cancer: the story so far, July 2010
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Work and cancer

5.1. Back to work support for people with cancer is inadequate. Most people of working

5.2.

5.3.

5.4.

age with cancer want to remain in, or return to work, during or after their treatment -
many attach a very strong importance to work after a cancer diagnosis.?®?° Work
represents a return to normality, and can help alleviate financial pressures - 91% of
cancer patients’ households suffer loss of income and/or increased costs as a direct
result of cancer.*® However, more than four in ten people who are working when
diagnosed have to make changes to their working lives after cancer, with almost half
of those changing jobs or leaving work altogether.* There is strong evidence that
good work is good for physical and mental health and wellbeing.? Therefore support
for cancer patients to return to and remain in work may prevent future readmissions.

People with cancer tell us they want information about work but over half of patients in
work (56%) say that no health professional talked to them about the impact cancer
might have on their working life. Ensuring that patients receive information about work
through IPs is an important first step. However, there also needs to be a culture
change in the NHS; health professionals need to be having conversations with
patients about work issues and need to be equipped to do so.

Patients also need information about their legal rights; less than 40% are aware that
cancer is covered by the Disability Discrimination Act 2005 (DDA). The CRS 2007
highlighted the low awareness (18%) amongst employers that cancer is covered by
the DDA. In the three years since then, awareness has not increased. With the DDA
being superseded by the Equality Act, is important that DH and DWP work together to
raise awareness of disability employment rights.

Many cancer patients need access to specialist vocational rehabilitation services to
help them to return to work. However, NHS rehabilitation professionals, such as
occupational therapists, have little capacity to do more than hospital discharge
planning. Only 3% of cancer patients received support from an occupational therapist
after their initial treatment finished and only 2% received support from someone who
gave advice about returning to work.3® It is vital the NHS plays its part in helping
patients get their working lives back after cancer treatment.

8 Spelten E, Spragers M and Verbeek J, (2002), ‘Factors reported to influence the return to work of
cancer survivors: a literature review’, Psycho-Oncology 11:124-131.

# Amiz Z, Neary D and Luker KA, (2008) ‘Cancer Survivors’ views of work 3 years post diagnosis —
A UK Perspective’ , European Journal of Oncology Nursing, 12(3):190-197.

% Macmillan Cancer Support (2006). Cancer costs.

%' YouGov online survey of 1,740 UK adults living with cancer. Fieldwork took place between 26
July-9 August 2010. Survey results are unweighted.

¥ Waddell G, Burton K, Is Work Good for Your Health and Wellbeing? 2006.

* YouGov online survey of 1,740 UK adults living with cancer. Fieldwork took place between 26
July-9 August 2010. Survey results are unweighted.
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Recommendations
5.5. In order to help cancer patients get back to work if they so wish, we want:
¢ Everyone who needs it to receive information on how their ability to work might
be affected, how to manage their condition, when they might expect to be
ready to return to work and what legal rights they have
e Everyone who needs it to receive vocational rehabilitation support, which might
include physiotherapy, counselling, retraining, and workplace assessments or
adjustments.

Case study: Blackburn and Darwen Vocational Rehabilitation pilot

Gillian is a science teacher in her 50s, diagnosed with breast cancer. Off work since her
diagnosis and surgery, Gillian’s medication had made her lethargic and nauseous, and
she had a lot of back pain. She had also lost confidence in her ability to manage a
physically and mentally demanding job, and did not feel able to return when her sick note
was due to expire.

Gillian accessed the Blackburn and Darwen Vocational Rehabilitation pilot, where the
case manager helped her with short term goal setting and one-to-one work rebuilding her
confidence. The case manager also accompanied Gillian to a meeting with her employer,
and helped secure agreement to a phased return to work, a comfortable chair to replace a
stool to alleviate back pain, and classroom assistance. Gillian will continue to meet with
the case manager, but now feels confident she will be able to return to work shortly when
her sick note expires.
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Environments

6.1. We believe that cancer patients deserve to be treated and supported in high quality
cancer environments, which are designed around their needs and help to improve
their outcomes, no matter where they are in the cancer journey. Macmillan is leading
the way on improving cancer environments and, working in partnership with the
Department of Health, has recently rolled out the Macmillan Quality Environment
Mark (QEM). The QEM was developed in response to the commitment in the CRS to
develop a ‘kitemark’ for good cancer facilities and works to drive up quality standards
by assessing cancer environments against a series of key indicators shaped by
people living with and beyond cancer. It acts as a benchmark of excellence for
commissioners and supports the patient choice agenda; it will shortly form part of the
NHS Choices listings.

6.2. Although the QEM is still in the first months of implementation, good progress has
been made. However, there is still much work to be done. Too many cancer facilities
still fall far below the standard that cancer patients should rightly expect and there is a
long way to go before the QEM is embedded within local decision making by service
commissioners or providers.

6.3. There are a number of studies in the UK and US that support the link between
improvements to physical patient environments and improved patient experience and
service efficiencies, although more work is still required to understand the direct
impact on operating costs in a cancer context. Given this body of evidence it is vital
that the commitment to improving cancer environments is renewed.>*

Recommendations
6.4. In order to encourage healthcare providers to improve their care environments we
want to see:
e Arenewed commitment in the CRS to the continued improvement of cancer
environments
¢ All cancer facilities to aim and be encouraged to achieve the QEM
e The inclusion of a patient experience indicator for cancer environments within
domain four of the NHS Outcomes Framework
¢ NICE to establish a single cross-cutting quality standard for cancer
environments that recognises the QEM as best practice in the delivery of
excellent cancer environments

% The role of hospital design in the recruitment, retention and performance of NHS nurses in
England: Price Waterhouse Cooper on behalf of Commission for Architecture and the Built
Environment / The Role of the Physical Environment in the Hospital of the 21st Century: A Once-in-
a-Lifetime Opportunity, Roger Ulrich*, Xiaobo Quan, Center for Health Systems and Design,
College of Architecture, Texas A&M University and Craig Zimring*, Anjali Joseph, Ruchi
Choudhary, College of Architecture, Georgia Institute of Technology / The Business Case for Better
Buildings, Frontiers of Health Services Management, Vol. 21, No. 1, Fall 2004, p. 3-24, Leonard L.
Berry, Ph.D., Derek Parker, Russell C. Coile, D. Kirk Hamilton, David D. O'Neill, J.D., and Blair L.
Sadler, J.D
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e The QEM to be recognised as best practice within guidance for
commissioners.

Case study: Leighton Hospital, Crewe

The provision of day and outpatient oncology services at Leighton Hospital, Crewe in
2007/8 was undertaken as a joint development project between the NHS Trust and
Macmillan Cancer Support, using the QEM principles and with full service user
involvement from the outset. Improvements to the patient pathway increased capacity for
local patients. The completed building demonstrates the QEM principles of convenient
and easy access, patient comfort, dignity and choice, a supportive physical environment
with garden space and art, and easy access to information. It is well liked by its service
users and staff and was awarded MQEM accreditation in 2010 by independent
assessment.
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End of life care

7.1.

7.2.

7.3.

Between 2006 and 2008 Macmillan spent over £10 million on initiatives for people
needing palliative care or end of life adult services. Macmillan believes that if
someone is nearing the end of their life, they should have a choice over where to
spend that time. The NHS Outcomes Framework must include indicators to support
that choice.

For the majority of people, home is the place of choice. A recent survey by Macmillan
of people who have a cancer diagnosis found that 57% would like to spend the last
weeks and days of their life at home. This rose to 73% if all their concerns about
dying at home, which included access to round the clock care, were addressed. Only
1% of respondents would choose to die in hospital.*

Yet many people’s wishes are not being met as most cancer patients die in hospitals
(48%) and less than a quarter (24%) die at home.*® An analysis of patient records in
one PCT found that 40% of patients who died in hospital over a one-month period did
not have medical needs which required them to be treated in hospital.*’

How can care be improved?
7.4 Despite the publication of the End of Life Care Strategy in 2008, the most recent

7.5

progress report shows there is still a long way to go in delivering high quality,
consistent end of life care across the country.®

Factors that are preventing people from dying at home include the fact that
conversations about place of death preference are not taking place early enough.
Evidence obtained from focus groups conducted by Macmillan suggests that
conversations about preferences regarding place of death often only happen as a
matter of urgency, when death is imminent, instead of some time before decisions
need to be made.*

7.6 Even where preferences are discussed, they are not recorded. In January 2010,

Macmillan conducted a freedom of information (FOI) request of all PCTs. This
research found that 42% do not have a process for registering people’s wishes
regarding where they would like to be cared for as they near the end of their life.
Almost half (47%) of PCTs do not collect data on whether patients were able to die in
their preferred place.*

% Macmillan Cancer Support, Unpublished survey conducted February 2010 of 1019 people.

% National Audit Office (2008), End of life care.

%" National Audit Office (2008), End of life care.

%8 Department of Health (2010), End of life care strategy: Second annual report.

¥ Rs Consulting (September 2010) End of Life Care Summary of Focus Group Findings

% Macmillan Cancer Support (2010), Always there? The impact of the End of Life Care Strategy on
24/7 community nursing in England.
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7.7 Community services are lacking: Many PCTs do not have the necessary community
services to enable people to die at home if they so wish, with the result that people
are dying in hospital. Macmillan’s FOI request revealed that 24/7 community nursing
is only available in around half of PCTs (56%).** This shows little improvement from
a survey conducted in 2006-07 by the National Audit Office (NAO) which found that
24/7 community nursing was only available to all patients in their home in around 53%
of PCTs.*”

Case study: Sheffield PCT Intensive Home Nursing Service

The PCT has both a 24 hour district nursing service, and an Intensive Home Nursing
Service (IHNS), which provides up to 24 hour care for terminally ill patients to enable them
to die at home. The level of care given is assessed according to need, and takes into
account personal and family requirements, by offering tailored care to meet individual
needs. The care is provided by a team of support workers, who are co-ordinated,
managed, led and developed by a team of senior staff nurses.

The service provides around 500 shifts a month, and cares for around 600 patients a year.
The majority of those patients will have died safely at home, the place of their choice, with
high-quality supportive care.

Kathryn Dimelow, whose mother Hazel Smith was recently cared for by the service, said:
"In such a difficult time it was a great comfort and reassurance to have the support of the
home nursing service. It meant that my sister and | were able to care for mum at home
with the help of district nurses and an amazing GP. We felt secure that the nurses were
competent and compassionate in their work. Without the service it would have been a
struggle.”

What needs to be done to deliver improvements and save money in end of life
care?

7.8 If conversations about end of life care were held early enough, people’s wishes were
recorded, and there was better access to community services, more people would be
able to die at home and significant cost savings could be delivered. The NAO found
that £104 million a year could be used to meet people’s preferences for place of care
by reducing emergency hospital admissions for cancer patients by 10% and the

* Macmillan Cancer Support (2010), Always there? The impact of the End of Life Care Strategy on
24/7 community nursing in England.
*2 National Audit Office (2008), Results of a census of primary care trusts.
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average length of stay following admission by three days.* This evidence is
supported by further research that found that £160 million savings for the NHS could
be made if end of life care was delivered in the home.* Much of the real value
comes, however, in terms of the quality of patient care. Where the process does
work well and the patient has a care plan in place, and their wishes are met, it not
only ensures that patients can die where they wish, but that their carer has a less
traumatic experience.

Recommendations
7.9 In order to deliver choice in end of life care we want to see:
¢ The NICE Quality Standard on end of life care to include non-clinical as well as
clinical needs
e The end of life tariff, to be developed as part of the end of life funding review,
should accurately reflect the cost of providing care in different settings and
actively incentivise good practice. Freeing up funding so it follows patients
should ensure that if more people want to die at home, the financial resources
are available for them to do so
¢ An indicator on end of life care that measures whether people are able to die in
their place of choice included in the NHS Outcomes Framework.

*® National Audit Office. End of Life Care. 2008.
* Dr Foster Intelligence and Healthcare at Home (2010) Hospital care at home.
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Equalities in cancer care

8.1 We believe that every single person who is diaghosed with cancer should have access
to high-quality treatments and services that are appropriate and responsive to their
needs at every stage of their cancer journey, no matter what their equality or
demographic characteristics are, what part of the country they live in, or what type of
cancer they have.

8.2 We welcomed the emphasis on tackling inequalities in the CRS and the establishment
of the National Cancer Equality Initiative (NCEI). However, the NCEI has not made
the same progress as other CRS initiatives. Its focus has been on improving
prevention and early diagnosis, reflected in the survey of NHS Trusts by the NCEI last
year, which found that projects were significantly more likely to be focussed on
awareness and early detection, rather than on treatment, patient information or living
with and beyond cancer. *°

8.3 Our recent research produced evidence to show that people with cancer experience
inequalities in the care they receive on the grounds of ethnic origin, religion or beliefs,
sexual orientation, gender, age, socio-economic background, because of where they
live and/or disability.*® While Macmillan recognises the importance of improving
awareness and early detection to prevent people from getting cancer, we know that
major inequalities exist within cancer treatment and services, and that significant
action needs to be taken in tackling inequalities in treatment and care, in order to
improve outcomes.

The future for tackling inequalities in cancer care

8.4 We believe that the vision paper published by the NCEI earlier this year sets out the
key actions that should be taken in cancer care to tackle inequalities.”” Macmillan is
leading on several of the projects set out in the NCEI vision and is committed to
seeing these projects realised.

Recommendations
8.5 In order to tackle cancer inequalities we want to see:
e Ongoing DH commitment to implement the NCEI Vision and related projects.
e A recommendation for the NHS Outcomes Framework to measure the
progress being made to tackle inequalities in care and treatment (see
Outcomes Framework section)

e A recommendation for NICE and the NHS Commissioning Board to use
learning from NCEI projects in the development of Quality Standards and
commissioning guidance respectively on cancer.

*> NCEI newsletter, July 2009

*® Macmillan Cancer Support 2009. Response to the APPG on Cancer’s inquiry into cancer
inequalities.

*" National Cancer Equality Initiative 2010. Reducing cancer inequality: evidence, progress and
making it happen
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Delivering the revised Cancer Reform Strategy

Commissioning, NICE Guidance, and Payment by Results

9.1. The advent of GP commissioning will present opportunities and challenges for

9.2.

9.3.

9.4.

9.5.

commissioning cancer services. GP commissioners will not necessarily 