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Clinical guideline for: Nurse led
“Living With and Beyond Cancer, incorporating
Patient Initiated Follow Up”

Summary

Traditionally breast cancer patients have been followed up through scheduled
surgical and oncologist-led appointments in outpatient clinics, focusing on —
a. Detection of recurrences
b. Symptom management
c. Psychological/Emotional support.

Good cancer care extends beyond diagnosis and treatment and our new pathways
reflect this

The implementation of pathways tailored to individual needs offers huge benefits to
patients and the NHS. Personalised Stratified Follow Up (PSFU) is effective in
tailoring and adapting care to the needs of patients after cancer treatment, whilst
improving patient experience and quality of life for people following treatment for
cancer, as well as making services more efficient and cost-effective.

The clinical team and the person living with cancer make a shared decision about
the best form of aftercare based on the individual’s ability and agreement to self-
manage, clinical requirements and personalised needs.

There are 3 pathways within PSFU which patients may be referred onto:

1. Complex Case Management (CCM) — Patient requires face to face follow up
with a clinician.

2. Remote Monitoring (RM) — combining patient initiation due to symptom
change with clinical triggered contact due to planned tests i.e. blood test,
mammograms, CT etc.

3. Patient Initiated Follow Up (PIFU) - patient initiation due to symptom change

All 3 pathways are delivered alongside Personalised Care and Support (PCS) to
better understand patient needs and promote supported self -management where
appropriate. PCS is currently delivered by Cancer Nurse Specialist and Cancer
Support Workers and includes: -

1. Holistic Needs Assessments (HNA) at times points on the clinical pathway
2. Health and Wellbeing Information and Support
3. End of Treatment Summary (Shared with GP)

It is essential that RM and PIFU supports rapid re- access for patients back into the
acute system, within 2 weeks, should the clinical need/criteria indicate.
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All patients are suitable for stratification; however, the National Cancer Strategy
(Achieving World-class Cancer Outcomes, A Strategy for England 2015-2020)
suggests a primary focus is on breast. (colorectal & prostate).

This document outlines the guiding principles for nurse led breast ‘Living With and
Beyond Cancer (LWBC) incorporating Patient Initiated Follow Up cancer follow up
(PIFUY

Key Points

1. Cancer survival rates are increasing and people affected by cancer are living
longer.

2. This is largely due to earlier diagnosis and improvements in the treatment or
control of cancer, requiring patient follow up for significant periods of time.

3. In addition, there are a number of challenges that a breast cancer diagnosis and
treatments can have on the well-being of patients.

4. Breast cancer follow up forms a substantial part of the breast outpatient
workload.

5. Nurse led clinics will be essential to meet patient demand, increase patient
choice, reduce waiting times and ensuring timely referral to support services

6. The purpose of the nurse led clinic is to enhance the quality of care given to
patients by providing specific care to ensure they live well with and beyond their
cancer treatment. The purpose of nurse led clinics is to enhance quality of life
outcomes and experience, reduce risk of recurrence by discussing lifestyle
factors and offering information and support to improve survival
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1. Introduction and Purpose of this Guideline

This is a general guideline for personalised stratified follow up for people with a Breast
Cancer diagnosis.

Breast Cancer is when abnormal cells within the breast start to divide and grow in an
uncontrolled way.

The purpose of this document is to provide best practice guidelines and incorporates the
care of the patient who has completed their treatment for breast cancer.

The umbrella term ‘personalised follow up care’ is used in some settings which covers
personalised stratified follow up (PSFU) and Patient Initiated Follow Up (PIFU). PIFU is
essentially the ‘supported self-management’ pathway within PSFU.

PSFU pathways with digital remote monitoring should be in place for all Breast by June
2022.

1.1 Background

The NHS long term plan for cancer states that ‘after treatment, the person will move to a
follow-up pathway that suits their needs and ensures they can get rapid access to clinical
support where they are worried that their cancer may have recurred’

The implementation of PSFU pathways tailored to individual needs offers huge benefits
to patients and the NHS. Stratified follow up improves patient experience and quality of
life for people following treatment for cancer, as well as making services more efficient
and cost-effective. (NHS England and NHS Improvement, 2020)

Transforming follow-up care by steering patients with cancer to the best follow-up
pathway to address ‘what matters to you’ rather than ‘what is the matter with you'.

The introduction of the Comprehensive Personalised Care Model (NHS England 2019a)
has a focus on promoting wellbeing, recovery and empowerment to provide individuals
with the information and confidence to have an active role in their care.

“The case could not be clearer for joining up and integrating care around people rather
than around institutional silos — care that focuses not just on treating particular
conditions, but also on lifestyles, on healthy behaviours, prevention and helping people
live more independent lives for longer”

White Paper — Integration and Innovation: working together to improve health and social
care for all (2021)

Having PSFU pathways in place means that when a patient completes their primary
treatment, they will be offered a personalised care package including —
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e Information about signs and symptoms to look out for

e Rapid re-access to their cancer team, including telephone advice and support, if
they are worried about any symptoms, including possible side effects of treatment.

e Regular surveillance imaging, with quicker and easier access to results so that
anxiety is kept to a minimum.

e Personalised care and support planning and support for self-management, to help
them to improve their health and wellbeing in the long term.

1.2 Increasing Incidence and survival

There is an ageing population, increasing incidence, and improved survival rates for
people living with cancer.

Over the last 25 years, the population of people living with cancer has doubled to 2.5
million. (2015) The NHS is diagnosing more people with cancer. Cancer Research UK
estimate that 1 in 2 people born after 1960 in the UK will be diagnosed with some form of
cancer during their lifetime.

By 2040, there will be some significant changes to the cancer experience —

e More people will experience cancer — 5.3 million by 2040, this is driven by the
increasing number of people being diagnosed with cancer, and an ageing
population with increased chances of survival.

e Many will survive their cancer but may live with long term consequences of their
cancer or treatment.

e 72% of people with cancer will also have another long term condition.

How many people develop breast cancer?

Breast cancer is the most common cancer in women the UK with one
woman diagnosed every 10 minutes.

Around 55,000 women and 370 men are diagnosed with breast cancer every year in the
UK.

« In England, every year around 46,000 people are diagnosed with breast cancer.

e In Scotland, every year around 4,700 people are diagnosed with breast cancer.

e In Wales, every year around 2,800 people are diagnosed with breast cancer.

e In Northern Ireland, every year around 1,500 people are diagnosed with breast
cancer.

e A further 7,000 people are diagnosed with DCIS (ductal carcinoma in situ), an
early form of breast cancer, in the UK every year.

One in seven women in the UK will develop breast cancer in their lifetime. (Breast
Cancer Now, facts and statistics 2021)
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This means that increasing numbers of people are living with a variety of supportive care
needs such as coping strategies for symptoms, physical and psychosocial as well as
broader emotional, practical and social aspects of the impact of their diagnosis and
treatment including late effects. Until recently there has been less emphasis on dealing
with the long-term needs of the increasing number of cancer survivors. Side effects of
treatment can be missed or overlooked because the current priority of cancer follow-up is
to perform surveillance for recurrent cancer.

1.3 Living with Cancer

Cancer Alliances lead transformational programmes to deliver personalised care in
cancer and personalised stratified follow-up for individuals to access help and empower
them to self-manage and live well with and beyond cancer.

These models of follow-up have greater emphasis on quality of life by giving
responsibility to the individual about what matters to them. The diagram below illustrates
the programme.

PSFU Protocol development: Outline pathway

From diagnosis and repeated at relevant time points:
« Personalised Care and Support Planning based on Holistic Needs
Assessments (HNA)
« Ongoing support and information for Health and Wellbeing

Personalised Choice of follow up pathways
Care & Support (per agreed PSFU protocols)

Planning after : o
Pre-treatment treatment Two choices as a minimum:
interventions 1.Supported self-managed follow up

Diagnosis

with remote monitoring.

Treatment Shared 2.Scheduled follow up appointments
decision (face to face or by phone).

about
follow-up

Rehabilitation

Plus: pathways for secondary cancer,
palliative or end of life care

In general, everyone, including those in scheduled follow up, should have:
» Personalised Care and Support Planning based on HNAs

« Information on signs/symptoms of recurrence

« Health and Wellbeing Information and Support

« Support for self-management

End of Treatment Summary  * Signposting or referral to services e.g.

« Surveillance scans/tests consequences of treatments
« Rapid access to clinic « Monitoring for side effects
« Telephone support » Cancer Care Review
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These guidelines recommend:

« All individuals with a breast cancer diagnosis receive a Personalised Care and Support
Plan (PCSP) based on a Holistic Needs Assessment (HNA) as well as personalised
information and appropriate health and well-being information.

Support will be provided to encourage them to live actively and well following the end of
their cancer treatment, this will include a Treatment Summary provided to the patient and
their GP at the end of their active treatment. A Cancer Care Review in primary care will
be encouraged and the patient will be advised to make an appointment with their GP.

Personalised Care Package Care is tailored according to severity and complexity of the
patients individual and clinical needs, including their knowledge of the disease, their
treatment & ability to self-manage. Each patient is provided with additional information
and signposting to enable them to self-manage and live well with and beyond cancer.

Each patient is provided with verbal and written guidelines about exactly when and who
to contact if they have any concerns in the future.

Each patient and their GP will receive a Treatment Summary (TS) from the treating
hospital outlining the care and treatment received, plus any key information regarding
consequences of disease and/or treatment required for Primary Care to facilitate. This
will ensure continuity of care in the form of the Cancer Care Review (CCR)

A safe, robust, user friendly system is available to enable personalised follow-up, which
includes appropriate surveillance with timely reporting and recall if required to facilitate a
positive individual experience.

All patients diagnosed with cancer, irrespective of their risk of recurrence receive co-
ordinated supportive care with rapid re-entry (open access/remote monitoring) to the
specialist cancer team as required.

2. AIM OF THE SERVICE — NURSE LED SERVICE OBJECTIVES

The aim of this guideline is to set a minimum standard for nurse led
assessment and follow up of patients with breast cancer which will:

e Enable nurse led follow up of patients with breast cancer who are on active
surveillance or an Aromatase Inhibitor/Endocrine Treatment.

e Improve access to clinic appointments for suitable patients able to see a nurse
specialist for follow up. Reduce unnecessary waits for consultant clinic
appointments.

e Support patients living with and beyond cancer and offer patients’ choice of follow
up.
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Promote the education of patients about their disease management and potential
for self-directed aftercare in line with the National Cancer Survivorship Initiative
(2010).

Offer and complete a Holistic Needs Assessment (HNA) of patients’ concerns at
diagnosis of breast cancer and in partnership produce a personalised care plan,
where appropriate( The NHS Long Term Plan 2019)

Monitor patient progress and enable detection of progression and refer to the
appropriate Breast Consultant or Oncologist.

Identify late effects of treatment; provide appropriate support and signpost to the
supportive services where necessary.

Enable facilitation and navigation of patients through their follow up in a timescale
which meets cancer waiting time targets e.g. breast cancer recurrence

Provide continuity of care to this specific group of patients who are suitable to see
the nurse specialist.

Develop a standard of practice to follow when any change in treatment plan is
required, for example a change of Aromatase Inhibitor or Endocrine Treatment
according to the patient’s clinical condition. Ensure appropriate referrals are made
to the multidisciplinary team meeting for the patients who have a change in their
circumstance and may require review.

3. COMPETENCIES

4.
4.1

Authorisation to practice — registered nurse with current nursing and midwifery
(NMC) part 1 registration.

The clinical nurse specialist (CNS) must demonstrate an extensive knowledge of
breast cancer and be able to discuss management of patients with low,
intermediate and high risk disease treatments and their associated side effects.

The CNS is able to demonstrate knowledge of risk stratified pathways.

If appropriate, an advanced breast CNS will undertake specific training and be
assessed as competent, or working towards competency in clinical assessment
skills.

The CNS must have gained competence in the Independent Nurse Prescribing
qualification or be working towards it.

Be able to identify patients with recurrence of disease and arrange appropriate
intervention.

Demonstrate a full understanding of the network site specific group pathways for
breast cancer.

Be a core member of the Breast Multidisciplinary team.

ROLES / RESPONSIBILITIES

Nurses need to be aware of their limitations as well as their own clinical
competence. If they do not feel competent to undertake an activity they should
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arrange the appropriate learning. They must not undertake practice activities until
they are able to demonstrate competency. (NMC 2018 preserve safety 13.5.)

4.2 Nurses are responsible for ensuring their own educational preparation and
experience to safely perform their role. They should maintain documented evidence
of completion of continuing education.

5. INCLUSION CRITERIA

e Patients may be managed by the CNS if they have a confirmed histological /
clinical diagnosis of breast cancer and have completed their adjuvant treatments.
(Chemotherapy, Radiotherapy)

e Patients who have been seen in clinic by the consultant breast surgeon or
specialty Dr at their follow up appointment and are deemed suitable for nurse led
follow up.

e Patients who have been commenced on active surveillance who require follow up
in accordance with national institute for health and care excellence (NICE 2019)
guidelines.

e Patients on adjuvant Aromatase Inhibitor or Endocrine Treatment.

6. EXCLUSION CRITERIA
e Patients who have a high risk of breast cancer recurrence.
e Breast consultant or speciality Dr's decision.

e Patients who are unwilling or unable to self-manage and therefore not deemed
suitable for remote monitoring (RM) or patient initiated follow up (PIFU)

e Patients who have ongoing long term side effects from breast cancer treatment —
Chemotherapy, radiotherapy, Aromatase Inhibitor or Endocrine Treatment.
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APPENDIX 1

Guideline for Patient initiated Follow Up Nurse Led Assessment - Protocol

Discuss

Nurse led clinic

History/treatment to date
Timeline for routine imaging if appropriate
Timeline for initial contact and patient pathway
Service Provision

Information
Nurse to check information has been provided and tailored to the individual patient —

e |nvasive breast Cancer
e DCIS

This will include information about:

Rapid Access to Breast PIFU service and CNS contact details

What symptoms should be reported?

If available provide written information that is appropriate to individual concerns. E.g.,
Menopausal symptoms, Lymphoedema.

Signpost to relevant agency’s if appropriate.

Initial contact.

Once a patient makes contact with the service, ideally a return phone call to initiate a telephone
or face to face clinic appointment should be within 2 working days.

Telephone clinic appointment made within 5 working days from initial phone call from the service

Face to face clinic appointment made within 14 working days from initial phone call from the
service

Documentation

Care clearly documented in patient notes and a plan formulated from consultation if appropriate.
Letter to patient

Letter to GP & referring consultant

Place order as appropriate e.g. —

Patient place back on to PIFU

Patient back to consultant for clinical review within 14 working days
Lymphoedema referral

Physiotherapy referral

FORCE referral

Dietician referral

Smoking cessation referral
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Symptoms

. New changes to the breast, chest wall region, neck or under arm.

. A change in size or shape to the breast.

. A new lump or thickening that feels different from the rest of the breast tissue.

. A change in skin texture such as puckering or dimpling (resembling orange peel)

. Redness or a rash on the skin and/or around the nipple (which may look like eczema)

. The nipple becoming inverted (pulled in) or changing its position or shape.

. Discharge (liquid) from one of both of the nipples.

. A swelling in your armpit or around the collarbone.

. Constant pain in the breast or armpit.

. Possible side effects from the hormonal therapy or related potential menopausal
symptoms.

. Possible side effects from chemotherapy and/or radiotherapy treatment.

. New physical symptoms that could represent a spread of the breast cancer.

. A new and recent swelling in the arm or hand, which could represent lymphoedema.

. Problems or questions related to the original breast surgery or about future breast

reconstruction or adjustments to the same breast or other breast.

Is the patient experiencing any symptoms suggestive of local or metastatic disease?

Feeling sick all the time

Severe or ongoing headaches

A dry cough or feeling of breathlessness

Discomfort or swelling under the ribs or across the upper abdomen
Any lumps or swellings under the arm, breastbone or collarbone
Loss of balance or any weakness or numbness of the limbs

Pain in the bones, for example in the back, hips or ribs, that doesn’t get better with pain relief
and maybe worse at night

Feeling much more tired than usual

Altered vision or speech

Unexpected weight loss and a loss of appetite

Ask about any other symptoms/concerns
Use Holistic Needs Assessment if appropriate
Health and Wellbeing clinic referral if appropriate

Service Provision

As per the post’s appointment in October 2021, the breast Patient Initiated Follow Up (PIFU)
CNS is a lone worker. There is limited capacity for sickness, annual leave or study leave.
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Emergency cover periods for the nurse led clinics will be negotiated at the time of the occurrence
between the Lead cancer nurse or Lead Nurse and the Lead breast consultant. Cover will
be arranged at their discretion and within the limits of the breast service.

The nurse led clinics will operate during office hours. There is no provision for out of hours,
weekends or an on-call service.

The numbers of primary breast cancer patients are anticipated to increase. The implementation
of the personalised stratified follow up and the Patient Initiated Follow Up (PIFU) services
within primary breast cancer may become unsustainable with IWTE member of staff.
Succession planning and future proofing the service must be a priority for the Trust.
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