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Business planning and 

commissioning

Hazel Brodie, University of Southampton

Liz Price, Transforming Cancer Services Team, London

Objective

In this session participants will learn about the key 

steps involved in implementing stratified follow up –

including working with Executives and Commissioners 

to secure investment. Participants of this session will 

identify key common barriers to securing investment 

and will discuss ways to overcome these (including the 

development of a benefits realisation plan).

Group Discussion (10 – 15mins)

What feels impossible?

5 minutes discussion on tables

Feedback two points from each table

Benefits realisation in 

acute led stratified 

follow up

Hazel Brodie, University of Southampton

Benefits

• Supported self-management

• Remote monitoring

• Primary care

• Evidence

The opportunity cost of inaction

If we understand the predicted benefits, we 

can articulate the benefits that are not realised 

as a result of delayed implementation or 

inaction. 
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Benefits of 

Supported Self-

Management

Research published by the Health Foundation showed that supporting patients to 

manage their health conditions can reduce avoidable use of health services. An analysis 

of Patient Activation MeasureTM (PAM) responses collected from over 9,000 patients in 

Islington CCG found that, compared to those who felt least able (PAM level 1), those who 

felt most confident and able to manage their health condition (PAM level 4) had:

• 38% fewer emergency admissions;

• 32% fewer A&E attendances;

• 18% fewer general practice appointments;

• and were 32% less likely to attend A&E with a minor condition that could be better 

treated elsewhere.

Benefits of 

remote 

monitoring

Benefits of remote monitoring

• Calculate the potential capacity release

• Define the resource required – is it cost 

effective?

• How will the released capacity be used?

What is a migration plan?

Developed at early stage in project planning

Sets out:
Numbers of patients to be “migrated” on to pathway per year / quarter

Clinics and patient groups to be targeted first

Supports business case and service delivery

Typically covers 5 year period

ESSENTIAL FOR EFFECTIVE IMPLEMENTATION OF 

STRATIFIED FOLLOW UP PATHWAY
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Why create a migration plan?

• Understand the population under follow up

• Prioritise patient groups to be moved onto 

supported-self management first.

• Agree rate of patient migration to supported self-

management (e.g. 200 patients per year)

• Describe resource requirements to deliver supported 

self-management pathway. 

• Quantify expected benefits for organisation (e.g. 

OPAs) to support business case

Step 1: 

• How many patients are on cancer follow 
up under the care of your organisation? 
Take into account:

– incidence, 

– mortality 

– discharge to other hospitals, 

– discharge to general practice

– follow up period

Step 2: 

• What proportion of patients on follow up 
are suitable for a supported self-
management pathway? At what point do 
they become eligible? Consider:

– Published guidelines

– Published research

– Shared learning from other 

organisations

Step 3: 

• How many patients can you move onto the supported 

self-management pathway each year? Considerations:

- Is there a support worker / care coordinator 

role dedicated to support the work involved in 

enrolling patients to the pathway? 

- A support worker can enroll 150 (0.6FTE) to

350 (1.0 FTE) patients per year. 

Step 4: 

• Which groups of patients will you move onto the 
supported self-management pathway first? 
Considerations:

– Patient benefit

– Busy clinics

– Member of staff leaving

– Need more time in theatre

– Nurse led clinics to free up CNS time to deliver 
supported self-management pathway
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Step 5: 

• What is the average number of OPAs saved per patient 

per year on the pathway? Considerations:

– Number and frequency of OPAs in routine clinical 

follow up (pathway protocols)

– Time since treatment. Most follow up regimens have 

more frequent consultations in the early stages of 

follow up.

Step 6: 

• Project costs and benefits: 

– Costs include: CNS/Support worker time. IT 

systems. Patient information resources. Room 

hire for educational sessions.

– Main quantifiable benefit is OPA savings, but 

others may include improved patient and staff 

experience, and improved management of 

complex cases due to increase clinic capacity

Benefits of an 

integrated 

pathway with 

primary care

Benefits

• Prostate cancer follow up is integrated with primary care 

management of other biopsychosocial factors for the rest of the 

person’s life.

• Structured pathway to transfer care from acute team to primary 

care

• Care is provided close to home.

• Primary care clinicians receive education and development in 

managing prostate cancer as a long term condition.

• Primary care teams take more active role in supporting patients 

after prostate cancer diagnosis, with wider impact on raising 

awareness of other cancers.

Case for change

• In the UK, cancer remains the leading cause of mortality (NHSE). 

• 1 in 2 people born after 1960 will get cancer sometime in their lifetime (CRUK)

• 50% of people diagnosed with cancer in England and Wales survive their 
disease for ten years or more (CRUK). 

• In 2017, 1,954,000 people in England were living with or beyond cancer (diagnosed 
any time since 1995, PHE). 

• In England, it’s expected around 2,979,000 people living with and beyond cancer 
by 2030 (2017 prevalence, PHE).

• 70% of people who have cancer, have at least one other long term condition 
(Macmillan). 

• 15 months after diagnosis, cancer patients have 60% more A&E attendances, 
97% more emergency admissions and 50% more contact with their GPs than a 
comparable group (Nuffield Trust) 

• 25% of individuals had unmet physical and psychological needs at end of 
treatment (Macmillan)

• 47% of cancer survivors express a fear of their cancer returning (Macmillan).

• The 2016 National Cancer Experience Survey showed that London CCGs fall 
considerably short of the best in England on questions relating to the support 
patients received from their GP (NCPES).

Top tips re primary care development
• Involve Local Medical Committees and primary care commissioners from the 

start

• Consider commissioning service at Primary Care Network level (it’s an ideal 
model for PCN’s to try).

• Service specification and business case will be required – TCST has sample 
ones that you can use.

• Primary care nurses are ideally placed to run this service because of their 
expertise in long term condition management, but need the support of their 
GPs colleagues and adequate education.

• Remote monitoring/safety netting processes – practices will need to maintain 
an accurate prostate cancer register. And then run a search query once a 
month to manage call/recall processes for PSA testing.

• Practices will want standardised patient letters and protocols – TCST has lots 
of resources that you can use.

• Model fits with the NHS Comprehensive Model of Personalised Care and long 
term management of all cancer patients. 

• Consider a wider primary care development programme – managing cancer as 
a long term condition (eg late effects of any cancer, signs and symptoms of 
recurrence, biopsychosocial needs), early diagnosis, prevention, safety netting.
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https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsregisteredinenglandandwalesseriesdr/2016
http://www.cancerresearchuk.org/health-professional/cancer-statistics-for-the-uk
https://www.gov.uk/guidance/national-cancer-registration-and-analysis-service-ncras
http://www.macmillan.org.uk/documents/press/cancerandotherlong-termconditions.pdf
http://www.nuffieldtrust.org.uk/sites/files/nuffield/140602_social_care_for_cancer_survivors_full_report.pdf
http://www.ncpes.co.uk/reports/2016-reports/local-reports-1/clinical-commissioning-groups
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Learning needs of primary care teams

• Training Needs Assessments – TCST has surveys that can be used.

• Education for the workforce – ensure any training that is 

commissioned or delivered locally includes:

– Personalised care & support planning

– Stratified follow up criteria

– Consequences of treatment

– Biopsychosocial factors

• Consider access to education for primary care nurses – most 

education is directed towards GPs and nurses are often not released 

to attend training.

• Practice Nurse Forums, Training Hubs, Macmillan GPs

• TCST online education toolkit for primary care – will be published in 

October.

Commissioning timetables

• Commissioners will want to de-commission acute activity and 
transfer funds to primary care to support enhanced schemes.

• Trusts require six months notice of changes to their contracts. 

• Primary care contract negotiation timetables are not as clear. 
Make sure you are in touch with your primary care commissioners.

• Primary care billing periods are often six month/annually. So there 
is enough time to move the money around (if acute and primary 
care commissioners are joined up!).

• Timing the release of primary care patients depends on the 
Urologists willingness to transfer care - it also takes a long time! 
By which time, primary care teams might have been ready to go 
and waiting for months (or years…). 

• Buy in from secondary care – despite 
urology boards signing off the pathway, 
individual clinicians (urologists, oncologists) 
aren’t always confident in primary care’s 
ability to manage these stable patients. 

• Buy in from primary care – at practice level, 
some GPs do not want to take on the long 
term management of cancer. Clinical 
leaders and Primary Care Networks are 
keen.

• Safety netting – primary care has clinical 
systems for safety netting (ie remote 
monitoring mechanisms) but use them to 
varying levels of effectiveness.

• Commissioners still think this pathway will 
save them money – it is cost neutral but 
does release outpatient appointments. 

• Scale of implementation – at one Trust or 
CCG level means that clinicians will need to 
consider different discharge and re-referral 
criteria depending on where the patient 
lives. Patients will also have a different 
pathway depending on their postcode.

➢ Local relationship building eg
speed dating events between 
primary and acute care

➢ Single points of contact for 
primary care to access acute 
care expertise

➢ Education & training in primary 
care, including PSA levels, late 
effects, safety netting etc.

➢ Acute care understanding of 
primary care safety netting 
systems

➢ Increase visibility of SFU as 
part of CCG/STP outpatient 
transformation programmes

➢ Implement pathway at ICS 
level to minimise variation.

Project management challenges to 

consider

Summary

Benefits

• Supported self-management

• Remote monitoring

• Primary care

• Evidence

H.Brodie@soton.ac.uk

www.Southampton.ac.uk/truenth-ssm

Liz.Price4@nhs.net

https://www.healthylondon.org/our-

work/cancer/

25 26

27 28

29 30

mailto:H.Brodie@soton.ac.uk
http://www.southampton.ac.uk/truenth-ssm
mailto:Liz.Price4@nhs.net
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www.england.nhs.uk

The importance of 

personalised 

follow up care

Lesley Smith, Senior Programme Manager, LWBC, NHS England

Prostate Cancer UK event, Birmingham 24 Sept 2019

www.england.nhs.uk

@Lesleylesleys 

@NHSEngland

#LivingWithAndBeyondCancer

#PersonalisedCare

lesley.smith45@nhs.net 

Disclosure: Trustee (unpaid) of the Pelvic Radiation 

Disease Association 

www.england.nhs.uk

The importance of personalised 

follow up care –

One size does not fit all

www.england.nhs.uk

Personalised, 

stratified follow up 

benefits patients, 

carers and the 

NHS

https://www.england.nhs.uk/wp-

content/uploads/2016/04/stratified-pathways-

update.pdf

www.england.nhs.uk

With personalised stratified follow up, patients: 

• have their needs met in a timely manner

• are better informed about their disease, 

treatment and any longer term effects

• are supported to take back control of their 

lives as soon as they are able

www.england.nhs.uk

Long Term Plan – Personalised Care

“People will get more control over their own 

health, and more personalised care

when they need it.”

“…roll out the NHS Personalised Care model 

reaching 2.5 million people by 2023/24”
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https://www.england.nhs.uk/wp-content/uploads/2016/04/stratified-pathways-update.pdf
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www.england.nhs.uk

Long Term Plan - Outpatients

“the traditional model of outpatients is 

outdated and unsustainable” 

Avoid outpatient visits

• Save patients time & inconvenience

• Free up medical and nursing time

• Prevent the ongoing growth in 

outpatients so that investment can be 

made elsewhere

• Greater use of digital 
www.england.nhs.uk

Living With & Beyond Cancer 

Long Term Plan – at a glance

➢Deliver personalised care for all patients in line 

with the NHS Comprehensive Model for 

Personalised Care (2021) 

➢ Transform follow up care (2023)

➢ All patients will have access to the right expertise 

and support

➢ Empower patients to manage their care and the 

impact of their cancer and treatment 

➢Maximise use of digital and community based 

support

➢Quality of Life metric

www.england.nhs.uk 9

https://www.england.nhs.uk/personalisedcare/

www.england.nhs.uk 10

https://www.youtube.com/watch?v=jkzLP1_Y6Mw&feature=youtu.be

www.england.nhs.uk

How the Personalised Care Interventions for cancer 

patients fit in with the 6 components of the NHS England 

Comprehensive Model of Personalised Care

https://www.england.nhs.uk
/personalisedcare/

www.england.nhs.uk

Patient activation describes the 

knowledge, skills and confidence a 

person has in managing their own health 

and care.

When people are supported to become 

more activated, they benefit from: 

• better health outcomes

• improved experiences of care 

• fewer unplanned care admissions.

Patient Activation
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https://www.england.nhs.uk/personalisedcare/
https://www.youtube.com/watch?v=jkzLP1_Y6Mw&feature=youtu.be
https://www.england.nhs.uk/personalisedcare/
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www.england.nhs.uk

PAM – a commercially licenced tool 

Gives healthcare professionals a starting 

point to meet the patients ‘where they are’, 

helping them to:

• tailor their approaches to individuals 

appropriately

• assess a person’s ability to take on self-

management health tasks. 

Patient Activation Measure 

https://www.england.nhs.uk/personalisedcare/self-care/patient-activation/pa-faqs/

www.england.nhs.uk

Quality of life metric  

• Will provide 

evidence on where 

and how services 

should improve

• Using the 

questionnaires will 

empower individuals

• Roll out from 2020

www.england.nhs.uk

Quality of life after prostate 

cancer treatment  

• Sexual

• Bladder

• Bowel

• Hot flushes

• Gynaecomastia

• Lymphoedema

• Fatigue

• Osteoporosis

• Weight gain

• Heart health 

• Psychosocial

https://www.nice.org.uk/guidance/ng131/chapter/Recommendations

Adverse effects of treatment

www.england.nhs.uk

Management of Consequences 

of Treatment

rcgp.org.uk/coc

www.england.nhs.uk

Management of Consequences 

of Treatment

https://www.lymphoedema.org/images/pdf/NLP_C
ommissioning_Guidance_March_2019.pdf

https://www.healthylondon.org/wp-
content/uploads/2018/05/Psychological-support-

for-people-affected-by-cancer-May-2018.pdf

www.england.nhs.uk

Thank 

you!

@Lesleylesleys

lesley.smith45

@nhs.net

#LivingWithAndBeyondCancer
#PersonalisedCare
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https://www.england.nhs.uk/personalisedcare/self-care/patient-activation/pa-faqs/
https://www.nice.org.uk/guidance/ng131/chapter/Recommendations
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/consequences-of-cancer-toolkit.aspx
https://www.lymphoedema.org/images/pdf/NLP_Commissioning_Guidance_March_2019.pdf
https://www.healthylondon.org/wp-content/uploads/2018/05/Psychological-support-for-people-affected-by-cancer-May-2018.pdf
mailto:lesley.smith45@nhs.net
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Safety and Governance of 

Risk Stratified Primary 

Care Follow up in Prostate 

Cancer
Dr Alexander Norman 

Surrey and Sussex Primary Care Lead

Surrey Downs CCG

Clinical Governance and Safety

• Clinical effectiveness

• Risk Management

• Patient experience and involvement

• Communication

• Resource effectiveness

• Strategic effectiveness

• Learning effectiveness

The London Pathway

What happens in Primary 

Care?

Primary Care Follow up

• Clinical Lead in Practice

• Treatment Summary

• Contact patient to confirm transfer

• Welcome appointment/ holistic needs review

• Prostate Register

• Manage PSA test as per Treatment Summary

• Signposting to promote self management

• PSA booklet

• Inform patient of result and refer back in if appropriate

• Follow up DNA’s and check seen in Secondary care

1 2
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EMIS Template

Screenshot courtesy Dr Ishani Patel TCST Screenshot courtesy Dr Ishani Patel TCST

Screenshot courtesy Dr Ishani Patel TCST Screenshot courtesy Dr Ishani Patel TCST

7 8

9 10

11 12



03/10/2019

3

Screenshot courtesy Dr Ishani Patel TCST

The Register

• Report run from the coded Prostate Cancer patients

• Clinical code

• Patient details

• Date discharged from Secondary care

• Threshold for re-referral

• Latest PSA

• Frequency of test

• Diary entries

• Appointments

Running the Register 

• Review patients who have had a PSA

• Ensure within threshold

• Set new diary entry for next PSA due date

• For patients with a diary entry that month, recall for PSA

• Ensure all patients have a diary entry (except those referred 

back to Secondary care

Quality report

• To check coding and ensure no discharges have been missed 

a quality report can be run using a parent search entitled “ all 

patients with Prostate Cancer”

Learning Areas

Challenges

• Cancer seen as Secondary care

• Variation in uptake in GP Practices

• Urology concern will be lost to follow up

• Patients remain in Trusts

• Treatment Summaries not produced

• Incorrect coding in Primary care

• Seen as money saving

• Tip of the iceberg for Primary care

13 14
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Suggestions

• Use Clinical Leaders

• Educational events

• Relationship building

• Engage LMC early

• Clear support 

• Audit Registers

Future Long Term 

Conditions Model

Moving Forward

• Cancer seen as a Long Term Condition

• Primary Care Networks

• Improve holistic needs assessments and signposting

• Upskilling Primary Care

• Breaking down care barriers and improving Primary/ 

Secondary care interface

• Improved communication tools/IT resources

• Outpatient transformation and working and Integrated Care 

Partnerships

Clinical Governance and Safety

• Clinical effectiveness

• Risk Management

• Patient experience and involvement

• Communication

• Resource effectiveness

• Strategic effectiveness

• Learning effectiveness

Questions?

Prostate Cancer UK is a registered charity in England and Wales (1005541) and in Scotland (SC039332). Registered company number 02653887.
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Safe PSA Surveillence

System – MyMedical

Record

Claire Marsh – Project Manager, Risk Stratified 

Pathways, University Hospital Southampton NHS 

Foundation Trust

Clinical Governance

• “A framework through which NHS organisations are 

accountable for continuously improving the quality of their 

services and safe-guarding high standards of care by creating 

an environment in which excellence in clinical care will 

flourish.”1

• It's often thought of in terms of the seven pillars of clinical 

governance—clinical effectiveness, risk management, patient 

experience and involvement, communication, resource 

effectiveness, strategic effectiveness, and learning 

effectiveness.

1. Scally G., Donaldson L.J. (1998) 

BMJ 317:62-65

• In short, it's doing the right thing, at the right time, by the right 

person—the application of the best evidence to a patient's 

problem, in the way the patient wishes, by an appropriately 

trained and resourced individual or team. But that's not all—

that individual or team must work within an organisation that is 

accountable for the actions of its staff, values its staff 

(appraises and develops them), minimises risks, and learns 

from good practice, and indeed mistakes

MyMedicalRecord Summary

• Cloud based service, hosted in Microsoft Azure (UK data centre)

• A secure record that the patient owns enables ongoing interaction 

between patient and clinical teams

• Available 24/7 from any location/device with an internet connection

• Simple two-way integration to add patients and required hospital data

• Built on a modern open platform enabling multiple apps and 

wearables to connect to the same data store

1 2
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https://www.bmj.com/content/330/7506/s254.3
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The transactional record

Appointments, documents, Lab results & Radiology result messages, secure messaging

My medical 
record

UHSFT Patient

Appointment cancellations, updated demographics, allergies, medications etc.

Journals and surveys, secure messaging

Clinical Risk Management 

• DCB 0129 and DCB 0160 are the UK’s mandatory safety standards for health 
IT systems and apps. 

• Compliance with DCB0129 and DCB0160 is mandatory under the Health and 
Social care Act 2012.

• DCB0129 sets the clinical risk management requirements for manufacturers of 
health IT systems

• DCB0160 requires health organisations to establish a framework within which 
the clinical risks associated with the use of a health IT system are properly 
managed.

• As UHS is a user and supplier of My Medical Record (a health IT system) 
we’re required to comply with both standards.

• We’re working with Safehand – specialist consultancy service who support 
organisations comply with the standards and regulations – to produce the 
hazard log and safety case required to comply with the standards.

Supported Self Management

• Removal of follow-up OP appointments for post treatment 

stable patients

• During SSM are never discharged  

• Continual monitoring of patients at set time based on 

protocol

• Patients encouraged to self-manage

• Only seen in clinic if disease progresses (based on recall 

criteria)

Protocols –

clinical 

effectiveness

Add a live link to the test prostate tracker

MyMR Tracker
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Patient Details
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Secure messaging

• 3.5 hour workshop

• 8-12 men

• Way of working (Ground rules)

• Introduction to SSM (quiz)

• PSA Tracking & Surveillance

• Health MOT

• Fear of recurrence

• How to contact the clinical 
team? Messaging/Telephone

• Emotional & Physical concerns

• Healthier lifestyle/Exercise & 
Activity/Healthier Eating (quiz)

• Good Intentions into action

• MyMR integrated into 
workshop

• Follow up call by HCSW

Supported Self Management (SSM) 

Workshop – patient experience

Condition specific tools, support and

information “I hate this issue of being in the dark all the 
time, as I said, we live from result to result, 
and that period in between, we are left in the 
dark. I’m not any longer, I’m there, I’m with 
them, I’m up there with them. Any query, any 
issue, it’s like going to the board meeting isn’t 
it where decisions are being made and I can 
be part of those decisions being made. I really 
feel I am now part of the team, if you like, and 
not waiting for the answers, I’m up there with 
them now, and that’s what team work is all 
about, isn’t it” – Prostate patient 

Resource & Strategic effectiveness 

Cash savings

• By saving money on:

- clinic space

- traditional clinic admin support 

- replacing face to face consultant reviews with nurse reviews

- receiving a more profitable tariff

- The prostate service has saved £40,146 in 2018/2019

- The CCG receive a reduced tariff saving £30,997 in 2018/2019

• Patients save on travel costs and time to and from the hospital, saving patients £19,822

19 20
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Stratified follow up 

across acute and 

primary care

Contact us

Hazel Brodie, University of Southampton 

H.Brodie@soton.ac.uk www.southampton.ac.uk/truenth

Liz Price, Transforming Cancer Services Team for London

liz.price4@nhs.net

https://www.healthylondon.org/our-work/cancer/

TrueNTH Supported Self-

Management and Follow Up 

Care 

(University of Southampton)

TrueNTH Supported Self-Management 

and Follow Up Care

Transforming Cancer 

Services Team

(London) RM Partners
(West London Cancer 

Alliance)

North Central & East London Cancer 

Alliance

SEL Cancer Alliance

Camden

Hillingdon

Harrow

Brent

Ealing

Hounslow

Central 
London

Barnet

Enfield

Haringey

Islington

Richmond

Merton

Croydon

Wandsworth

Kingston

Bromley

Bexley

Greenwich

South-
wark

Lambeth

Newham
Tower

Hamlets

City & 
Hackney 

Havering

Redbridge
Waltham 
Forest

Sutton

Barking &
Dagenham

Hammers
mith & 

Fulham

West 
London

Lewisham

Camden

TCST* - pan London transformation team
8.8 population with 32 CCGs (plus West Essex), 5 STPs, 3 alliances (4 from April 2020), 1 TCST

*TCST also serves West Essex CCG which borders 

Enfield, Waltham Forest, Redbridge and Havering 

CCGs
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mailto:H.Brodie@soton.ac.uk
http://www.southampton.ac.uk/truenth
mailto:liz.price4@nhs.net
https://www.healthylondon.org/our-work/cancer/
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Primary care led follow up?

or

Acute led follow up?

Acute care (TrueNTH) Primary Care (TCST)

Eligibility 6 weeks post treatment 2 years post treatment (NICE)

Eligibility WW, RT, RP, Metastatic, 

some active surveillance patients

Non metastatic, WW, RT, RP

Consultation None Welcome appointment (if necessary) + 

holistic, multi-morbidity review

Remote 

surveillance

Bloods ordered by acute team. 

Results viewed via patient 

portal/PSA tracker

Bloods ordered by primary care. Results 

viewed via primary care record

Patient education SSM workshop Various, presumed prior to stratification from 

Trusts

Key worker Cancer Support Worker GP or practice nurse

Recall Direct to OP clinic GP urgent referral

IT system PSA tracker / patient facing portal EMIS/VISION/ System One 

via safety netting process

Primary care led follow up?

Acute led follow up?

or both?

• Elias (age 62) attends an appointment prior to treatment. He 

learns that if his treatment is successful, he will be followed up on 

a Supported Self-Management pathway.

• He has a follow up appointment 6 weeks post radical 

prostatectomy. His PSA is undetectable, however he is still 

experiencing urinary incontinence. He and his urologist decide 

not to enrol him onto supported self-management until these 

issues have resolved. 

• At his 10 week appointment he is “dry” and his PSA is still 

undetectable. He and his urologist decide 

he no longer needs to attend OPAs.

The patient journey…acute

• Elias is introduced to a Cancer Support Worker who:

• Gives an overview of the follow up pathway with some 

written information.

• Invites Elias to a Supported Self-Management Workshop

• Provides Elias with log in details for a “Patient Portal”

• Undertakes an HNA and agrees a care plan with Elias

• The Cancer Support Worker sets Elias up on a clinical PSA 

tracking system (linked to the patient portal). 

Elias’ follow up protocol is set by the 

urologist. A treatment summary record 

is provided to Elias and his GP

The patient journey…acute

• At 10 weeks post op Elias attends a 4 hour supported self-

management workshop with 8 other men. The workshop is run 

by his support worker and CNS.

• One week following the workshop Elias has a follow up phone 

call with his support worker. 

• Elias has his PSA checked at 3 months, 6 months, 9 months, 

12months, 15 months, 18 months, and 24 months. He can see his 

results online, and received a letter (paper or electronic) from the 

urology team. All results are copied to the GP.

• Elias is asked to complete a PROM at 6 months and 12months. 

• He is also encouraged to complete a 

concerns checklist at regular intervals.

The patient journey…acute

7 8
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• At 2 years post op Elias’ PSA is still undetectable, and he is 

doing well. The urology service write to Elias and his GP to inform 

them that follow up should now be managed by his primary care 

team.

• Elias is added to the GP Practice’s prostate cancer register 

and he is invited to have a Welcome Appointment with his 

practice nurse. 

• At this appointment, Elias and his practice nurse discuss his 

treatment summary and most recent concerns, relating to both 

his prostate cancer and any other circumstances 

Elias wishes to discuss.

The patient journey…. primary care

• Elias reveals that he would really like some help in losing weight. 

He knows that physical activity will help reduce the likelihood of 

recurrence of cancer and help with ongoing bladder control.

• Elias’ practice nurse orders some blood tests, including PSA, 

LDL, HDL and HbA1c levels, as Elias has never had a healthcare 

check. 

• The practice nurse also weights Elias and measures his height. 

His Body Mass Index is calculated and Elias is considered 

overweight.

• The practice nurse refers Elias to the new social prescribing 

service for access to the local council’s 

physical activity programme for people 

with long term conditions.

The patient journey…. primary care

• Elias’ care plan is updated to include physical activity.

• The practice nurse asks Elias if he uses the Patient Access app. 

• When Elias says no, the practice nurse lets him know that the 
reception team can give him some information on how to register. 

• Elias will be able to view his primary care record including blood 
test results via this app.

• Whilst writing up Elias’ notes, the practice nurse adds today’s 
date and Elias’ referral to the social prescribing and blood test 
order to the practice’s safety netting system. 

• The practice nurse adds:

– Diary date to order PSA blood tests in 12 months time, in 
line with Elia’s urologist’s instructions on 
the treatment summary.

– Diary date to review blood test results

– Elias’ specific PSA threshold levels 
as per the treatment summary.

The patient journey…. primary care

• On the reminder date, the administrative team run a check of 

patients’ referrals and test results. This includes Elias’ blood tests 

and his notes are checked to see if his results are of concern.

• Elias has checked the Patient Access app and can see that his 

test results are within his PSA threshold. His cholesterol and 

diabetes results are also normal.

• One year later… Elias calls the practice to order his PSA blood 

test. 

• As a part of his annual long term conditions review, he sees 

the practice nurse. He has no signs or symptoms of recurrence 

although his PSA levels have risen.

• The practice nurse completes an urgent 

referral to the urgologist so that 

Elias can be reviewed 

within two weeks.

The patient journey…. primary care

RESOURCES & FURTHER 

INFORMATION

https://www.healthylondon.org/our-work/cancer/

Commissioning resources
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https://www.Southampton.ac.uk/truenth-ssm

Implementation resources Today’s workshops 12pm – 1.30pm

Safety and Governance (Drummond)

Supporting Self-Management (Horton B)

Business planning and    (Diamond)

commissioning    
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Supporting Self 

Management
Miranda Benney

Aims and Objectives 

• To distinguish the difference behind Remote Monitoring and 

Supported Self-Management

• To gain an understanding of the principles of the True NTH 

Supported Self-Management Workshop

• Primary Care Pathway 

Why Change?

Why Change? 

• 330,000 men living with  a diagnosis of prostate cancer in UK

• Survival rates improving 

• 90% of men with stage 1 or 2 live 5 years or more

• Prostate Cancer is a long term condition

• Many men report unmet needs despite regular clinic follow up

• National Patient Experience Survey:

– 40% of pts reported they were not offered practical advice 

about managing the side effects of treatment

– 4 out of 10 men felt abandoned after treatment had 

finished

Remote Monitoring or 

Supported Self-

Management?

Hazels slide
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True NTH Supported Self-

Management Workshop
– Self-management 

programmes in Diabetes

– Self-management 

interventions to men with 

prostate cancer in a 

group setting

– Format, duration, size, 

content and delivery 

style

• 70 – 80% of people with long 

term conditions can learn to 

be active participants in their 

own care. 

• Workshops aim to give the 

men the knowledge, skills 

and confidence to ‘self-

manage’ their prostate 

cancer

• 6 pilot workshops

• Facilitator training

Development of Workshops 

• Should be at the earliest 

opportunity 

• Can be as early as 6 weeks 

post treatment

• Support worker enrols man 

onto programme 

• 4 hours – one off

• Ideally attends prior to next 

PSA – within 12 weeks of 

being on SSM

Introduction to workshop

• Roles and responsibilities

– Screening clinics

– Introduction to pathway

– Enrolling men onto 
system 

– Preparation for workshops

– Co-facilitation of 
Workshop

– First point of contact

• Phone calls/messages

– HNAs and Care planning

• Band 4

• Confidant with good 

communication skills

• Good organisational skills 

• Should sit with the Uro-

oncology CNS team

• Management of PSA Tracker

Support Worker

• Facilitated by CNS and SW

• Facilitators Manual

• Patient Handbook

• 8-12 men per workshop

• Range of adult learning 
techniques

– Open discussions

– Pairs work

– Team work

– Film

– Quiz

• On/off  hospital site

• Treatment type

Workshop delivery 

• What is SSM?

• PSA and tracking

• Health MOTs

• Symptom management

• Coping with physical and 

emotional effects of prostate 

cancer

• Healthy Lifestyles 

• Moving forward and making 

plans

• How to contact clinical team

• IT portal demo

• Keeping in contact

Workshop contents
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In partnership with

“It was lovely to chat to other 
men , I could relate to them 

all which felt really good – I’m 
not an island on my own there 

are other people with the 
same issues and worries as 

me” (Michael D)

“The best 
thing was 
talking to 
other men” 
(Barry R)

“It’s very 
convenient and 
tailor-made for 
people like me” 
(Ramsay A)

“I’m very happy 
with it [True 

NTH] it’s a much 
better use of 
doctors time” 

(Harley B)

“It was really quite 
interesting. I’m 
even luckier than I 
thought!” (David S) 

“I learnt quite 
a bit wasn’t 
just a jolly!” 
(Bill C)

“I had a hard time 
after treatment so 

this is extra support 
which is really good” 

(Stephen C)

“It’s a good 
idea anything 
to keep out of 
the hospital!” 
(George G)

“I am in control 
of my PSA now –
it’s a very good 
idea” (Stan C)

“The workshop 
wraps it up very well 
and saves nurses 
time” (Bill C)

In partnership with

“Good environment that was 
away from the hospital. 

Managing ourselves is very 
positive” (John S)

“Pitched at 
a very 
friendly 
manner” 
(Ray P)

“It was good that others ask 
questions that you maybe 
wouldn’t have thought of” 
(Dave W)

“Life goes on and 
this was 

definitely a 
confidence 

booster” 
(John G)

“Most enlightening 
and reassuring – I 

thoroughly enjoyed 
it!” (Gerald M)

“Puts a lot of 
fears to rest” 
(Malcolm H)

“I know I can contact 
you and there will be 
a cheery face at the 
end of the phone” 

(Robin D)

“Thanks a 
thousand 
times!” 
(Patrick M)

“Feeling on top 
of the world!”
(Chris A)

“It provides a forum 
where everyone 
understands problems” 
(Graham F)

• Gives men the opportunity 

to met others and share 

experiences

– Gauge where they are 

compared to others

– Normalised symptoms

• Mixed treatment experience 

gave wider views and add 

quality 

• Felt that partners should not 

be invited to workshop

• New skills for clinical team

• New ways of working

– Non didactic

– Releases clinic capacity

– Reduces number of calls

– Fun

• ? Length of time for 

workshop

Experience

• Introduce the pathway at 

earliest opportunity

• Workshop is a ‘normal’ part 

of pathway

• 8 -12 men per session

• Develop your Support 

Worker

• Use the True NTH materials 

• Personalised Care in 

Cancer embedded in the 

programme

• https://www.youtube.com/wat

ch?v=_ub8poGSQ44&list=P

LA685990AF1F67334

Top Tips 

Supporting self 

management:

What role does Primary 

Care play?

Survival

Macmillan cancer 

support  2018
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Not everyone is living well
Cancer as a long term condition

• Impact on patient, family, carers and friends

• Primary care involvement

• Safety netting

• Financial

• Psychological

• Physical effects

• Social aspects

Macmillan Cancer Support. Cancer in the context of other long-term conditions. Scoping evidence review 

and secondary data analysis. 2015. 

Cancer increasingly co-exists with other 

conditions
Long Term side effects

• Lymphoedema

• Osteoporosis

• Infertility/ early 
menopause

• Impotence

• Heart health

• Lung health

• Fatigue

• Depression

The Majority of concerns are not clinical

Will I be able to continue to 

work?

How will I cope financially?

Will this affect my 

relationship?

How can I help my recovery?

What can I eat?

What are the signs off 

recurrence?

Who do I contact if I am 

concerned?

How do I cope with fatigue?

Primary care

Holistic care

Treat prostate cancer patient alongside other co-morbidities that 

patient may have

Sign post to other agencies and support

Time management for patient

Education

Increased use of IT solutions

Cancer care reviews

19 20
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PATIENT

• Confidence in recognising 

late effects, recurrence, and 

other issues

• Take control of having PSA 

test

• Ensure they know how to 

access on line 

notes/information about 

tests

HCP

• Knowing when to refer back 

to secondary care

• Knowledge of late effects, 

recurrence

• Safety netting

Education
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