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1. Purpose

1.1.  The purpose of this document is to detail the process stratified follow up
pathway for early breast cancer patients. It defines the two levels of follow- up
available to this cohort of patients for shared care and supported self-
management. It outlines which individuals are eligible for entry onto the
supported self-management pathway (SSMP)for their end of treatment
summary.

1.2.  The policy applies to Radiology staff/all Trust staff.
1.3.  Implementation of this policy will ensure that:

e Allindividuals diagnosed with early breast cancer receive personalised
information and appropriate support to enable them to live actively and well
following the end of their cancer treatment.

e A safe, robust, transparent system is utilised to manage their breast cancer
surveillance program and on-going care.

e Timely, safe and appropriate systems back into specialist services are in
place in the event that a concern arises.

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

2. Definitions

SSMP

2.1.  Supported self-management pathway

Stratified follow-up pathway for early breast cancer patients
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MDT
2.2 Multidisciplinary Team

CNS

2.3 Clinical Nurse Specialist

3. Responsibilities

Role of XJob designation
3.1.  The XJob Designation is responsible for:

e Ensuring that ....
e Ensuring that ...

Role of the Multidisciplinary Team
3.2.  The MDT is responsible for:

e Making decisions regarding recommended treatment of individual patients
e Ensuring that the team of relevant specialists discuss each patient making
sure that all available treatment options are considered

4.  Stratified follow up pathway for early breast cancer
patients

Following the decision on treatment recommendation, the MDT will discuss if
the individual is eligible for entry onto the self-management pathway

All early breast cancer patients will be considered for entry into the breast
supported self management pathway unless

e The individual is unable to self-manage due to physical, cognitive or
emotional reasons

e The individual chooses not to enter the supported self management
pathway

For individuals participating in clinical trials, follow-up will be determined by
the clinical trial protocols. All individuals taking part in trials will still access
benefit from the clinical review OPA aftercare appointment and health and
well being events.

Stratified follow-up pathway for early breast cancer patients
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Contact name and phone number of the breast specialist team and
trust helpline

Breast awareness
Nutrition and weight

Health and Wellbeing events

Any local self-help groups and useful phone numbers (e.g. Macmillan
Cancer Support, Breast Cancer Care)

Stratified follow-up pathway for early breast cancer patients
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4.2.

4.3.

It is recommended that the GP is sent copies of the same information that it is
given to the patient. This will provide the GP with the required information to
enable them to support the individual in the primary care setting.

At the conclusion of the initial post treatment clinical review OPA, the patient
is transferred onto the supported self-management or shared care pathway.
They will also be scheduled to receive an end of treatment summary
appointment with their clinical nurse specialist

End of Treatment Summary

The end of treatment appointment takes place with the Clinical nurse
specialist (CNS)at approximately 12 months following initial diagnosis. During
this appointment the patient receives a review of their:

e Holistic needs assessment. This will guide which additional information
and signposting they are given at this point.

e Progress on their current follow-up pathway. Does it suit their needs?
Do they feel sufficiently confident to move onto the supported self-

management pathway (if they are currently on the shared care
pathway)?

e The End of Treatment Summary will be given to the patient and a copy
will be sent to their GP

Living Beyond Cancer
Individuals that choose the supported self- management pathway(SSMP):
e Can contact CNS as needed with any concerns
e Will not have annual outpatient appointments
e Will have annual mammograms for 5 years with the results sent them.
They will return to the NHS Breast Screening programme once the

Syears are complete and the patient is >50 years old

e If they are under 50 years old then they will continue with annual
mammography until the age of screening

¢ MRI surveillance will be used as per guidelines for known gene carriers

e Will receive hormone therapy and bone health monitoring as per
national and local guidelines

Stratified follow-up pathway for early breast cancer patients
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At any point during the 5-year follow-up pathway, patients may be
contacted to be offered access to any relevant clinical trials that may
become available. The individuals who choose the shared care pathway:

Will have follow up surveillance with outpatient appointments that are
individualised to their diagnosis/needs

Health and Wellbeing Events

4.5 All patients will be offered a health and wellbeing event. Health and wellbeing
events are patient education and support sessions which aim to provide
individuals with the information and confidence they require to enable them to
lead as normal and active life as possible after their cancer treatment. They
also aim to increase awareness of the local facilities, supportive care and
opportunities that are available to them and their families.

The Health & Wellbeing events may be delivered as:

1:1 appointments conducted with individuals at the end of treatment
Rolling programme — egs.the 6-week Macmillan HOPE programme

Group events which are scheduled at regular intervals throughout the
year and which individuals may have an open invitation to attend if they
choose to do so. They give the opportunity for interaction between
patients and carers, clinicians, clinical nurse specialists, allied health
professionals and complimentary therapists. These might include
market stalls of local health promotion services or voluntary agencies

It is recommended that the core content of Health and wellbeing events is as
follows:

Expert advice on health promotion - to minimise risk of recurrence and
support healthy living. Specifically this will include: being physically
active, nutrition, healthy weight management, and smoking cessation.
To include information/support to effect behavioural change.

Support to ensure that individuals have the confidence and skills to
manage their condition themselves as far as possible — i.e. referral to
rehabilitation and psychological support services and signposting to
local support groups or buddying services

Advice on adjusting to life after treatment — addressing fears of cancer
recurrence

Information on signs and symptoms of recurrence and potential
consequences of treatment. All events should clearly convey and
reinforce the methods to activate fast-track access back into the

Stratified follow-up pathway for early breast cancer patients
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4.6

4.7

system if there are any concerns regarding new symptoms or recurrent
disease

¢ Information and access to financial and benefits advice

e Specific issues relevant to the individual’s type of cancer. For example
lymphoedema - early detection and management, body image &
sexual functioning

e Vocational rehabilitation

The End of Treatment Summary with the (CNS) may be tailored to fulfil the
function of a health and wellbeing event. However, evidence from National
Cancer Survivorship Initiative health and wellbeing pilot sites revealed that
many patients benefited from group sessions (1).

Specifically the pilots demonstrated that:

e The informal atmosphere of group events enhanced the delivery of the
Health and Wellbeing messages

e The combination of using professionals and volunteers at the Health
and Wellbeing group sessions was effective

e Participants valued the group discussions - this assisted to address
issues of isolation and to validate what is ‘normal’ to experience and
feel for a person affected by cancer. This differentiates the clinics from
traditional forms of follow-up such as outpatient appointments

Discharge from the Stratified Follow-up Pathway

At the end of 5 years from transfer onto follow-up, the individual will be
reviewed in a virtual MDT in order to update any on-going treatment regimes
in light of latest evidence. Any plans from this review will be actioned and a
letter will be sent to both the patient and the GP to inform them of any
recommendations for on-going treatment or that the patient has been
discharged from the trust stratified follow-up pathway

Eligibility for entry onto Supported Self-management Pathway

All early breast cancer patients will be considered for entry onto the breast
supported self- management pathway(SSMP) unless:

e The individual is unable to self-manage due to physical, cognitive or
emotional reasons

Stratified follow-up pathway for early breast cancer patients
\\rdegroups\ROYALDEVONFOI$\Case Files\RDF2845\Draft response\SOPs\SOP for stratified follow up pathway v1.docx



NHS

Northern Devon Healthcare
NHS Trust

4.7

e The individual chooses not to enter the SSMP

For individuals participating in clinical trials, follow-up will be determined by
the clinical trial protocols. All individuals taking part in trials will still access
and benefit from the clinical review OPA, end of treatment summary
appointment and health and wellbeing events. Patients will have their
suitability for entering the supported self-management pathway considered at
the last MDT at which they are presented. Those who are not eligible will be
recorded as not appropriate for SSMP on their MDT proforma within the
cancer IT system. A printed copy will be placed in the patient notes as
appropriate.

The final decision regarding entry onto the SSMP is conducted in
collaboration with the patient.

Surveillance investigations

All patients will have their surveillance investigations recorded on the cancer
IT database. This database will hold the information required to manage
follow up investigations - ordering, checking and results recording.

e Mammography surveillance requests will be recorded on the cancer IT
database at data entry following diagnosis. All patients will have 5
years of mammography on the anniversary of diagnosis (unless the
consultant indicates otherwise)

e After 5 years of mammography surveillance, patients will then transfer
back to the NHS breast screening programme. Patients not yet old
enough for national screening will continue to have yearly surveillance
managed on the cancer IT system until they reach screening age.

e A safe system of checking mammography required each month will be
developed and implemented. It is recommended that the electronic
database generates a monthly list of who needs mammography. The
mammography request will then be made and an appointment sent to
the patient. Results will be sent directly to the patient and GP and
these results will be recorded onto the cancer IT database. Any
missing results will be followed up to ensure all patients receive their
surveillance.

e Other surveillance such as for bone health and breast MRI for those at
high genetic risk will be recorded and managed on an individual basis

e Patients will be aware of when their mammography surveillance is due
from their end of treatment summary letter and their personal plan.
Patients will be informed to contact the specialist team if they do not
receive a request for mammography by the end of the month that it is
due. It is recommended that the trust have a system in place to

Stratified follow-up pathway for early breast cancer patients
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outline which team members will have the responsibility to
resolve issues regarding missed mammographic surveillance
appointments.

Clinical Governance

4.8 Over the 5-year duration of the follow-up pathway, the clinical governance
Responsibility for patients on the shared care pathway lies with the breast
MDT. For individuals who are on the SSMP, clinical governance lies with
radiology.

Re-accessing Specialist Services as required
4.9

All patients and their GP’s will be aware of how to access the specialist team if
concerns arise. Safe robust systems will be in place to facilitate this.

e Patients and their GP’s will have written contact numbers and
guidelines about when and how to access further support. Access will
be via the CNS during the first 5 years and thereafter via a GP referral.

e |If a patient is required to have further investigations following their
routine mammography surveillance and they are on the SSMP pathway,
they will be recalled via the 2WW process. Patients will be prepared for
this possibility at their end of treatment summary appointment. Patients
on the shared care pathway will be seen in clinic for a review within 2
weeks and further investigations ordered as required.

5. Evaluation

It is recommended that user feedback is conducted by postal questionnaire
which is sent to all patients 3 months post the aftercare appointment. The aim
of the questionnaire is to establish if the patients’ needs have been met.
(Refer to Appendix Il for an example of a patient questionnaire) *****we can

5.1 Establishing baseline measures prior to implementation is critical to enable
measurement of improvements at a later date. Recommended data for
collection includes:

e New cancer diagnosis : Follow up ratios for breast patients
e Number of Surgical outpatient clinics per week
¢ Number of Oncology outpatient clinics per week

e Number of cancer patients seen at each outpatient clinic

e Average number of new cancer patient slots per clinic

Stratified follow-up pathway for early breast cancer patients
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e Average number of follow up cancer patient slots per clinic

e Number of telephone clinics to follow up cancer patients. Average
number of cancer patients reviewed at each telephone clinic.

e Number of virtual clinics to follow up cancer patients. Average number
of cancer patients reviewed at each virtual clinic.

e Readmission rates for cancer patients

On-going measures:

5.2 Establishing the data collection and measures to be utilised to
demonstrate effectiveness also needs to be agreed prior to
implementation. Data on all or some of the following would be
useful:

e Reduction in outpatient attendances

e Improved patient experience (PREMS)

e Patient Reported Outcome Measures (PROMS)

Stratified follow-up pathway for early breast cancer patients
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5.1.

5.2.

5.3.

54.

e No. of calls to helpline or clinical nurse specialist from patients post
treatment

e Cancer waiting times
e Number/ % of Patients with a care plan

e Number/% of Patients who receive a Treatment Summary at end of
treatment

e Number of patients enrolled to a supported self-management pathway

e Patients’ narratives/stories

Monitoring Compliance with and the Effectiveness of
the Policy

Standards/ Key Performance Indicators
Key performance indicators comprise:

e Mammogram tracker

e HNA & Care Plan within 6-12 weeks of diagnosis and again towards end
of treatment

e End of treatment summary clinic appointment to be arranged for all
patients at the end of active treatment

« Health & wellbeing attendance all patients to be offered opportunity to
attend a general event and/or Moving Forward day

Process for Implementation and Monitoring Compliance and
Effectiveness

Peer review

LWBC reporting on data entered into Somerset Cancer Register
Cancer Waiting Times data set sent to NHS England

Annual report

Detail here the Implementation process. implemented
Detail here the monitoring process:
What process will be used for monitoring the compliance.

e Who will be undertaking the monitoring?
e What group is used for reporting any non-compliance to?

Stratified follow-up pathway for early breast cancer patients
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« How often will the processes be audited/monitored and how will
improvements be implemented?
+ What action will be taken if anyone is found not to be following the policy?

6. Equality Impact Assessment

6.1. The author must include the Equality Impact Assessment Table and identify
whether the policy has a positive or negative impact on any of the groups
listed. The Author must make comment on how the policy makes this impact.

Table 1: Equality impact Assessment

Age

Disability

Gender

Gender Reassignment
Human Rights (rights
to privacy, dignity,
liberty and non-
degrading treatment),
marriage and civil
partnership
Pregnancy

Maternity and
Breastfeeding

Race (ethnic origin)
Religion (or belief)
Sexual Orientation

7. References (Optional)

e 1) Palin, J. Ryrie, I. Smith, L. Khanna, M. Pralat, R. (2011) Evaluation of

Health and Wellbeing Clinics: Final Report

¢ National Cancer Survivorship Initiative (NCSI) evaluation of adult
cancer aftercare services (2011)

¢ Living with and beyond cancer: Taking action to improve outcomes
(an update to the 2010 The National cancer survivorship initiative

e Department of Health, Macmillan cancer support and NHS
improvement (2013)

¢ National Institute for excellence (2011) Improving outcomes in
breast cancer manual update

8. Associated Documentation (Optional)

« E.g. related policies
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e London Cancer: Early Breast cancer stratified follow up implementation
resource pack (Dec 2014)
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