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University Hospitals Birmingham NHS Foundation Trust have put in
place a new follow up pathway for patients who have completed their
hospital-based treatment for cancer.

In Haematology we refer to this as Personalised Stratified Follow Up or
PSFU, you may also hear your doctor or clinical nurse specialist refer to
this as Supported Self-Managed Follow-up or patient initiated follow
up. These mean the same thing.

Patients will receive a follow up after cancer treatment along one of
two pathways:

1. Scheduled follow up appointments face to face or by phone with
either their consultant or clinical nurse specialist (CNS)
or

2. Personalised Stratified Follow Up — where patients are on a
supported self-management pathway with remote monitoring.

This booklet explains exactly what Personalised Stratified Follow Up is,
how it works and how to access care if or when you need to.

What is Personalised Stratified Follow Up
(PSFU)?

Personalised Stratified Follow Up is a new approach to care which is
being offered at many hospitals across the UK. It aims to put people
affected by long term health conditions, including lymphoma, at the
centre of their health care. The overall aim of PSFU is to help you take
control of your health and wellbeing so that you can live well with, and
beyond lymphoma.

Personalised Stratified Follow-Up (PSFU) is a programme for moving
follow-up care from outpatient clinics to remote monitoring. This
approach replaces routine hospital-based follow-up appointments. This
means that you do not need to come to hospital for routine follow

up appointments if you are feeling well and are not experiencing any
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symptoms. This approach allows you to make appointments when you
need them, rather than fixed appointments by the hospital, making

it easier and more convenient to access specialist care when you

need it. It can help to save you time, money and stress travelling to
appointments you don’t need.

What are the benefits of Personalised Stratified
Follow Up?

PSFU puts you in control of your care and allows you to take an active
role in your recovery with help from your hospital team. It aims to
enable you to develop the skills and knowledge to make positive
choices about your healthcare, manage the physical and emotional
impact of cancer and its treatment and make long term positive
changes to health behaviours such as staying active and eating
healthily.

Whilst some patients find the pre-arranged hospital appointments
useful and reassuring, many patients find them to be a source of
unnecessary anxiety and distress. Most problems are identified by
patients themselves in between routine appointments and concerns or
symptoms are addressed more quickly if patients report them as and
when, rather than waiting for a pre-arranged appointment.

Will I still be able to access my specialist team if
| have concerns?

Yes. This leaflet includes all the contact details you will need to contact the
Haematology team should you need to. This includes the Haematology
cancer support workers who will be the first point of contact for any
concerns regarding your cancer diagnosis. They can make you an
appointment with your consultant or specialist nurse if needed.

Will I have to come for any scans or blood tests?
No. After your end of treatment pet scan we do not routinely

request any scans. We will only do a scan if you develop any signs or
symptoms that could indicate your lymphoma has relapsed.

PI_3178_01 Personalised Stratified Follow-Up for lymphoma patients | 3



Ongoing support

The treatment you have received for your lymphoma may have caused
a lot of disruption to your life. You may continue to have physical

or emotional needs even after your treatment has finished The
Haematology clinical nurse specialists will continue to support you, so
please do not hesitate to contact us if you are worried about something.

If you have any questions about self-managed follow up, please
contact a member of your specialist team who will be able to help you.

Moving to Personalised Stratified Follow Up
All patients will have routine face to face or telephone follow up for at
least 12 months post completion of treatment.

During this time your consultant and/or clinical nurse specialist (CNS)
will discuss PSFU with you and you will decide together if this is the
right thing for you.

Every patient will have an end of treatment review with your doctor

and/or clinical nurse specialist. During this appointment, they will talk

to you about:

e Your diagnosis

e Treatment side effects (current and late)

e Signs and symptoms to look out for and report

e Arrangements for future blood tests and scans if required and how
you will be informed of the results

e (Continued medications or supportive treatments if required

e Any concerns identified through a Holistic Needs Assessment

e An invitation and/or referral to a health and wellbeing programme
or event

At the end of the consultation, you will receive a treatment summary
letter which will have details of everything you discussed at the

consultation, including how to contact the hospital if you have concerns.
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A copy of this letter will be kept on your hospital records and shared
with your GP. You should be seen by your GP for a cancer care review,
where your GP can discuss the information from the treatment review
with you.

If you have specific concerns or health-related issues that make PSFU
unsuitable for you, you will continue to have traditional follow-up
appointments at the hospital.

It is important to let both the hospital, and your GP know if you make
changes to your home address or telephone number to allow us to
follow you up safely.

Once it has been agreed that you will transfer to PSFU you will be
discharged from face-to-face clinics. You will be referred to our cancer
support workers who will add you to our remote monitoring system. You
will then be contacted by one of our cancer support workers who will
complete a Holistic Needs Assessment. They will ensure that you have all
the information you need to self-manage, including symptoms to look out
for, and will signpost you to any areas or support if necessary.

Do | have to move to PSFU?

No. Patients who meet the inclusion criteria for the self-management
pathway can still choose to remain on the clinician led pathway. This
will be discussed with your consultant and/or clinical nurse specialist and
you will decide together if this is the right follow up pathway for you.

When to book an appointment

You should contact the Haematology team to book a follow-up

appointment if you have any of the following:

e swollen (enlarged) lymph nodes in your neck,axilla or groin lasting
more than a week

e drenching night sweats

e unexplained weight loss

e worsening fatigue
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e itching (pruritis)

e rash (if you have a skin lymphoma)

e unexplained, ongoing or worsening pain

* new or worsening side effects, possible side effects or late effects of
your treatment

e any other concerns relating to your lymphoma or your treatment (for
example, difficulties eating or fertility concerns).

If you would like support in coping physically or emotionally, your
Clinical Nurse specialist or Cancer support workers are usually a good
point of contact.

How do | book an appointment

If you have any concerns relating to your lymphoma or have any of

the symptoms listed above, then please call our haematology cancer
support workers to discuss this and they will be able to book you into a
face to face follow up appointment with a member of the haematology
team if necessary.

Haematology Cancer Support Workers: 0121 371 7873
Lymphoma Clinical Nurse Specialists QE: 0121 371 4359

The Haematology Clinical Nurse Specialist team
contact details

e Haematology Cancer Support Worker: 0121 371 7873

e Kate Stockton: Lymphoma Clinical Nurse Specialist QE — 0121 371 4359

e Lucy Quirk: Lymphoma Clinical Nurse Specialist QE — 0121 371 4358

e Catherine Chapple: Lymphoma Clinical Nurse Specialist Heartlands —
07867353077

e (laire Fletcher: Haematology Clinical Nurse Specialist Good Hope
Hospital — 0121 4249610

e Hayley Mclaughlin: Haematology Clinical Nurse Specialist Good
Hope Hospital — 0121 4247621

e Email address: HaematologyCNSteam@uhb.nhs.uk
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More information can be found on myhealth@QEHB including your
clinical letters, blood results and appointments. Please ask your key
worker/CNS to register you.

Other useful numbers

The Patrick Room (Queen Elizabeth Hospital Cancer Centre Information
Room): 0121 371 3537

Health Information Centre (Solihull Hospital): 0121 424 5616

Useful websites

Lymphoma Action

www.lymphoma-action.org.uk

If you would like support or information from Lymphoma Action you
can get in touch Monday to Friday 10am-3pm by: Calling freephone
0808 808 5555 (press Option 1 for helpline)

Macmillan Cancer Support
www.macmillan.org.uk
Tel: 0808 808 0000 (8am to 8pm, seven days a week)

Blood Cancer UK

www.bloodcancer.org.uk
0808 2080 888
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Please use the space below to write down any questions you may have
and bring this with you to your next appointment.
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If you require this information in another format, such as a different
language, large print, braille or audio version please ask a member of
staff or email interpreting.service@uhb.nhs.uk.

Haematology

Queen Elizabeth Hospital Birmingham
Mindelsohn Way, Edgbaston
Birmingham, B15 2GW

Telephone: 0121 371 2000
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