Improving the efficiency
of cancer care

A focus on information, support
and shared decision-making

About this focus brief

This brief is the second of a series focused on four key themes emerging from the All.Can patient
survey, which aimed to obtain patients’ perspectives on where they encountered inefficiency in
their care, looking at the entire care continuum as well as the broader impact of cancer on their
lives. The survey was open to current or former patients with any type of cancer; caregivers were
also able to fill in the questionnaire on behalf of the patient, if needed. Nearly 4,000 cancer patients
and caregivers responded to the survey, providing insights into which aspects of their care could

be improved. The survey used the All.Can definition of inefficiency, namely resources that are not
focused on what matters to patients.

This document focuses on what respondents said about information, support and shared
decision-making. For more information about the survey methodology and a full report on the

survey findings, please visit https://www.all-can.org/what-we-do/research/patient-survey/
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Introduction

Providing patients with appropriate information and support and involving them in shared
decision-making throughout their care are well known components of high-quality cancer
care.:*

Information provision is essential to supportive cancer care.® Information needs vary from
one patient to another and change at each stage of the care pathway — but evidence suggests
the majority of patients want access to as much information as possible throughout their
cancer care and treatment.>8

Patients also need appropriate supportive care throughout the entire care pathway to help
them manage and cope with their condition. Multidisciplinary care teams, and integrated care
models, are means of achieving this and can appropriately address ongoing symptoms and
side effects of cancer (i.e. pain, fatigue, malnutrition, depression, anxiety, etc).

In addition to information and support, shared decision-making and positive patient—doctor
communication are essential. Shared decision-making involves: listening to and discussing
patients’ treatment goals; providing evidence-based information about treatment options, side
effects and late effects, and their impact on daily life; and having systems for recording and
implementing patients’ treatment preferences so they can get the care they need, in line with
their desired treatment outcomes.®*°

In the All.Can patient survey, it was found that these important aspects of quality cancer care
were not always provided to patients. One clear opportunity to improve efficiency in cancer
care from the patients’ perspective is thus to improve information sharing, support and shared
decision-making.
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What the survey told us about information,
support and shared decision-makings*

Respondents reported that too much information being given at once was overwhelming.
Some respondents indicated that they would rather be given information at relevant points
during their care pathway, rather than being told everything at the point of diagnosis.

‘It would have been good to have access to resources at

@ appropriate points during treatment (i.e. before surgery and
radiation). | found | was given all the information at once,
which was too much. Respondent from Australia

Respondents were not always adequately involved in shared decision-making. Only half

of respondents (53%) felt they were sufficiently involved in making decisions about their care.
Nearly a third (31%) felt they were not given adequate information about their cancer care and
treatment in a way that they could understand.

uses and common language has been frustrating.

Q ‘The disconnect between the language my haematologist
Respondent from Canada

Respondents needed more and better support dealing with ongoing symptoms

and side effects. Nearly four in ten respondents (39%) felt they had inadequate support to deal
with ongoing symptoms and side effects. A third of respondents (31%) felt that they lacked
adequate support for dealing with pain.

Treatments help heal cancer but destroy other things. Life

Q ‘| think we do not take the aftermath into account enough.
becomes different after! Respondent from Belgium

Respondents wanted more information on what to expect after the phase of ‘active
treatment’ was over. Over a third of respondents (35%) felt inadequately informed about how to
recognise whether their cancer might be returning or getting worse.

Information on available peer support groups was not always provided. Over two-fifths (41%)
of respondents were not given information about available peer-support groups by their care
team.

Gaps in information and support were more prevalent for people with advanced cancers.
Specifically, respondents with an advanced cancer reported being less involved in shared
decision-making, having less information about their cancer care and treatment, and having less
support in dealing with ongoing symptoms and side effects compared to patients with earlier-
stage cancers.
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How do information, support and shared
decision-making contribute to greater
efficiency in cancer care?

Information

Providing information in line with patients’ needs can help them to feel more in control of
their disease, increase overall care satisfaction, reduce anxiety and depression, create realistic
expectations of care and encourage engagement in care#6112

Information provision is associated with improved symptom management, treatment adherence,
clinical outcomes, and quality of life for patients.561314

Support

Supportive cancer care can reduce complications, the frequency and number of unscheduled
hospitalisations, length of hospital stay and readmissions, emergency room visits, and overall
hospital costs.516

Cancer symptoms that are not managed properly may worsen patient outcomes and increase
the cost of care. For example, malnutrition increases patients’ risk of mortality and lowers their
quality of life, and may significantly increase healthcare costs.'

Other types of patient support, such as patient support groups, can improve quality of life, as
well as physical and psychological wellbeing.”

Shared decision-making
Shared decision-making can improve people’'s knowledge about their condition and treatment
options; this, in turn, can improve their own involvement in their care, self-confidence and self-
care, and care satisfaction.?

Effective communication enabling shared decision-making contributes to better relationships
between patients and professionals, and may improve patient outcomes.®*® More, earlier and
better conversations between advanced cancer patients and their oncology clinicians have been
shown to lead to significant reductions in emotional suffering.’® Further, patients’ treatment
decisions may change after receiving appropriate information — with many choosing fewer or
less aggressive treatments.?°
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What are the barriers to provision
of information, support and shared
decision-making?

There are several barriers to provision of information, support, and shared decision-making.
Barriers may be patient-related, related to healthcare professionals or to the care system
itself. The most common barriers defined in the literature are outlined below.

Limited health literacy

Many studies have shown that patients often do not fully comprehend what their diagnosis,
prognosis and/or treatment mean. This may be due to not understanding the medical
terminology, misinterpreting the benefits and harms of a treatment, or inability to recall what
was said at an appointment.62t22

Anxiety and psychological distress

Anxiety can inhibit a person'’s ability to process information, and may lead to more difficulty in
understanding and remembering the information given during consultations.> Emotional distress
can also lead to difficulties in communicating during medical consultations.?

Hesitancy to ask questions

Patients may not always ask enough questions. This may be because they mistakenly assume
their doctor will tell them everything they need to know about their disease, they are afraid to
ask questions, or they are concerned about taking up too much of the doctor’s time.” 2425

Failure by healthcare professionals

to provide relevant information

Clinicians often tend to underestimate the information patients require or are reluctant to speak
openly about cancer to protect the patient, and may choose to censor information to protect
their patients from bad news.” For example, a study conducted by the European Society for
Medical Oncology found that nearly two thirds of young oncologists found it hard to be truthful
about prognosis with patients they liked.”82¢ In addition, information and support has been
found to be less impactful for patients with advanced disease than for those with earlier-stage
diseases.?’
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Lack of written information

Written information on treatment options is extremely important, as research suggests there is a
mismatch between what oncologists believe they have said in a consultation and what patients
believe they have heard.282°

Communication breakdown

between doctor and patient

Good communication is necessary for patients’ education, decision-making around treatment
options, psychosocial adjustment, adherence to treatment and satisfaction with care.®3° Positive
communication may decrease stress and burnout and increase job satisfaction for physicians.*
Evidence shows that a substantial gap exists between the outcomes patients prefer and the
outcomes that doctors think patients prefer — necessitating the need for clear communication.
Factors affecting a physician’s ability to communicate effectively include: lack of time, skills and
tools; incorrectly interpreting what the patient wants; personal bias; and the use of medical
jargon.32830-34

Poorly coordinated care

and follow-up

Studies have shown that patients’ information needs are often highest, and least well met,
during the phase following active treatment.’* Without ongoing supportive care and appropriate
follow-up from a multidisciplinary care team, patients may be left to deal with consequences of
treatment that could have been managed or avoided altogether.3®

Lack of multidisciplinary
care teams

Multidisciplinary care teams (MDTs) comprise a number of different healthcare professionals
to support a broad range of patients’ needs throughout the care pathway. MDTs should
include oncologists, cancer nurse specialists, nutritionists, psychologists, physiotherapists,
general practitioners, community pharmacists, caregivers, and other primary or community
professionals.?*

Lack of information on patient

support groups

Some healthcare professionals may not feel comfortable or able to distribute information
about patient support groups. This presents a missed opportunity to address patients’ needs, as
doctors are usually the main source of information connecting patients to these groups.*®
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What can be done to improve
efficiency in this area?

By eliminating common barriers to information provision, support and shared
decision-making, we could see dramatic improvements in cancer care for patients.

Providing patients with easy-to-understand, appropriate information is the key starting point.
Information should be adapted to where patients are in their care pathway, based on available
resources, and tailored to their diagnosis and specific information needs. Information given
during consultations should also be provided in writing, and patients should be encouraged

to bring a loved one to these visits to ensure that they have adequate recall of information on
diagnosis, cancer care and treatment.

A number of tools can facilitate doctor—patient communication and information exchange.*°
These include patient-reported outcome measures (PROMs), question prompt lists, patient-held
records, tape recordings of consultations, decision aids and survivorship care plans.*° Benefits of
PROMs alone include improved pain management, doctor—patient communication, symptom
detection and control, and increased use of supportive care and patient involvement in care.3° %/
Physicians’ engagement with these tools, as well as adequately resourced healthcare systems,
are essential to ensure benefits are fully achieved.*®

Evidence-based communication courses have been shown to help oncologists communicate
in a clear, honest and empathetic way while remaining realistic about clinical outcomes.?®
Education courses have also been shown to create more patient-centred behaviour among
doctors, and make them more responsive to patient needs.”

Multidisciplinary care is essential. Having a full MDT and integrated care pathways to
appropriately manage patients’' symptoms and support needs throughout the entire care
pathway is crucial for comprehensive and holistic cancer care.?* Moreover, an effective handover
from secondary care to primary care, with regular and timely follow-up, is necessary to ensure
patients’ information and support needs are met — particularly after their ‘active treatment’ phase
is over.243>

A key contact person, such as a cancer nurse specialist and/or care coordinator, is
enormously beneficial for patients. This person can help patients navigate all stages of care,
as well as offering a more individualised approach to follow-up rather than a one-size-fits-all
approach.®
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Some examples are presented as case studies below.
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Case study 1. ‘Just Ask’ campaign, Denmark: facilitating positive patient—doctor
communication

The Danish Society for Patient Safety created a handbook to help guide patients
and their families through hospital care. The handbook is linked to an online tool
where patients can view prompts for questions to ask their doctor. As well as
printing a list of questions to ask at their own consultation, patient can suggest
questions for other patients to use.

It is estimated that 10% of households have a copy of the handbook and that 86%
of citizens who received and used the tool when they encountered their healthcare

providers had an improved dialogue and asked more questions.! j

7,

Case study 2. ‘No decision about me, without me’, England: legal framework for
shared decision-making

Under the Health and Social Care Act 2012, the UK government has tasked the
National Health Service (NHS) Commissioning Board with making shared decision-
making commonplace in the NHS. The initiative, called 'no decision about me,
without me’, aims to give patients a say over their care and treatment by enabling
more opportunity for informed choices, as a means of providing better care and
improving patient outcomes.

The Department of Health and Social Care will create a ‘Choice Framework’ to
outline where people have the legal right to make choices in their care, where they
can find information and support to make these choices, and where they can go if
they are not offered the choices to which they are entitled.*®
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Case study 3. Supportive care service, Italy: supporting cancer patients in an
outpatient clinic

In 2012, the Azienda Ospedaliero-Universitaria Pisana outpatient clinic introduced
a supportive care service (SCS) in oncology containing a medical oncologist, nurse,
psychologist and spiritual assistant. The clinic was set up for cancer patients who
had ongoing treatment, to help them deal with issues related to their disease or
treatment.

Preliminary results showed that after the introduction of the SCS for patients
undergoing treatment, unplanned hospitalisations decreased by 3%, emergency
room visits decreased by 5%, days in hospital decreased by 15% and cancer-
related hospital costs decreased by 2%.1> decreased and diagnosis waiting times
shortened.?*2>

Conclusion

Meeting patients’ information and support needs and involving them in shared decision-making
are key components of high-quality cancer care.’>?* This was an area where respondents to

the All.Can patient survey felt there were notable inefficiencies in their care, and represents an
important opportunity for improvement. Policymakers should consider these findings in future
healthcare plans and investment decisions to ensure all patients benefit from information,
support and shared decision-making. Failure to act on these findings will result in higher costs of
care and poorer patient outcomes, quality of life and survival for people diagnosed with cancer.
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