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Personalising care along the cancer 

journey: and the use of cancer 
intelligence 

 

Follow-up and survivorship 
 

Professor Clare Wilkinson 
  

Professor of General Practice / Chair NCRI PCCSG 
North Wales Centre for Primary Care Research 

Bangor University 
  

Cancer Outcomes Conference 2013 – Brighton  
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The practice of medicine is an art, not a 
trade;  a calling, not a business; a calling in 
which your heart will be exercised equally with 
your head. 
                  
 
  

what is appropriate for the textbook case can 
turn out to be completely unsuitable in 
individual cases 
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Personalised care for cancer 
follow-up 

 

• Why is it important? 

• What might it look like? 

• How do we change things to get there? 

 

 

…a story told through the exemplar of prostate cancer.. 
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Primary care Prostate Cancer 
F-U group (Oxford, Wales, 

Edinburgh)  

• SR of cancer f-u secondary vs primary care (Lewis BJGP 2008) 

• Practice audit (Neal RD 2009)  

• Systematic review of international guidelines (McIntosh BJC 2009)  

• Qualitative study of survivors (OBrien 2012 BJU, OBrien 2011 Pat Ed 

Couns) 

• Case note review in primary care (unpublished) 

• Editorial - Personalised cancer follow-up (Watson BJC 2012) 

• Randomised trials in progress – Prospectiv Mac Re-design the system 

project (Watson Oxford, Wilkinson Wales; 2012-14) 
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Primary Care Clinical 
Studies Group NCRI 

 
 

  

•  
 

 

 

– Screening 

– Early Diagnosis 

– Survivorship  
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Personalised care for cancer 
follow-up 

 

• Why is it important? 

• What might it look like? 

• How do we change things to get there? 
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 Because it’s 
common and chronic 

• 2 million people living with or beyond cancer in the UK 3.2% 
 

– Causes increased physical, social, psychological and employment 
problems  
 

– Not that different from diabetes, heart disease, epilepsy 
 
– QoF, information systems, clinical prediction tools are lacking 
 
– We need to develop primary care oncology in the UK 
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Because it is increasing : The Lifetime Risk of Being Diagnosed 
with Prostate, Lung and Bowel Cancer*, UK, Male, 1975-2030  
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Because late effects from 
cancer are problematic 
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…because of our patient’s stories… 
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Primary care record excerpt 
15/3/13 
s. c/o shoulder pain / knee pain, 
poor symptom control OA, 
awaiting R TKR, active problems 
include hypertension, loose stools 
(colonoscopy N 2012) 
o. poor ROM L shoulder, tender 
over capsule anterior/ posteriorly, 
knee isq. 
a. Main prob today OA.  
p. Avoid NSAIDs, simple analgesia, 
physio referral done, chase TKR 
appt.  
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Findings – casenote analysis 
240 primary care records men with Ca prostate 

Co-morbidity n % 

Significant heart disease 158 65.8 

Chronic neurological condition 106 44.2 

Severe mental health problem 53 22.1 

Chronic kidney/liver disease 39 16.2 

Other malignancy in past 10 years 37 15.4 

Diabetes 34 14.2 

Asthma / COPD 29 12.1 

Numbers of co-morbidities n % 

0 24 10.0 

1 75 31.2 

2 76 31.7 

3 40 16.7 

4 18 7.5 

5 5 2.1 

6 2 0.8 

Total 240 100.0 
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Primary care record 
 4 April 2013 
s. Acute home visit for 
?UTI – dysuria, poor 
stream, general debility, 
depression. nephew is 
carer (nearby),known ca 
prostate/gout/IHD 
o. ??uraemic, illkempt, 
afebrile, sats n, p 72sr bp 
142/78, Abdo – bladder 
distended, no other 
masses, non tender, low 
mood.  For bloods, MSU, 
review at home with 
results, ref DN, OT, 
discuss care with nephew 
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Findings – casenote analysis 
duplication of effort 

n % 

Psychosocial factors  

 Primary care 74 30.8 

 Secondary care 16 6.7 

Incontinence 

 Primary care 91 37.9 

 Secondary care 82 34.2 

Bowel disorder 

 Primary care 58 24.2 

 Secondary care 51 21.2 

Sexual function 

 Primary care 62 25.8 

 Secondary care 49 20.4 

Gynaecomastia 

 Primary care 6 2.5 

 Secondary care 7 2.9 
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Experiences of follow-up after 
treatment in patients with Prostate 

Cancer: A qualitative study 

Follow-up system failure 
 

“I went to my doctor. I said nothing was done about my six-month check. I suppose I’m alright? I 
feel alright..” He was later re-referred)... “Nothing was said about having forgotten about me 
the last four years… I’m not picking on anybody… but I’m just saying that I was forgotten” 

Follow-up system failure 
 

“I missed out having a blood test… and that went up slightly (the next test)… I don’t think 
anybody dropped me a note and said ‘Now is the time to…’ I felt I could handle it quite 
satisfactorily so I was quite happy. So if one was finding fault, that’s where there had been a 
drop off one might say. When I go now, the nurse will say ‘I’ll see you again on a  particular 
date’… and I make a note of it and do it” 

Describing Incontinence 
 

“I felt it was something that I got on with (alone)”. He described how he “resorted to making 
home made nappies”. Rather than being offered, or asking for, support.  

Describing psycho sexual problems 
 

“Immediately postoperatively the question of impotence doesn’t really come in to your head… I 
think it’s only later on you have to… face-up to how you handle that… There’s not a lot of… 
counselling from either the primary care or the hospital in terms of the psychological aspect”. 
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Personalised care for cancer 
follow-up 

 

• Why is it important? 

• What might it look like? 

• How do we change things to get there? 
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Complete care pathway for 
a patient with a diagnosis 

of cancer 
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• NICE – *no SRs  

• Individualized discussion, explain adverse effects 

• Watchful wait – primary care, PSA at least annually 

• PSA f-u for radical treatment – 6/52, 6m for 2yrs, annually 

• Rectal examination not recommended when PSA baseline. 

• After 2 yrs, men with stable PSA back to primary care 

• Direct access 

 

What might f-u look like? 
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 Primary care oncology 

• We define primary care oncology as ‘… first contact, continuous, 

comprehensive and co-ordinating care..’ with particular regard for 

cancer. 
 

• Starfield B 1994 Lancet  
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• Seamless and integrated care that puts the needs of the 

person living with cancer at the heart of how services are 

planned, not the needs of the service providers.  
 

• Treating people with sensitivity and compassion and ensuring 

that they receive high quality care that is holistic in its planning 

and delivery.  
 

•  Care that goes beyond the clinical to address wider social, 

financial, emotional, practical, psychological and spiritual 

concerns.  

Macmillan definition of 
person-centred care 
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NHS teams, essential charities 

  

National Cancer Survivorship Initiative 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

P
R

IF
YS

G
O

L 
B

A
N

G
O

R
 /

 B
A

N
G

O
R

 U
N

IV
ER

SI
TY

 

 

 

 

 

 

 

 

 

 

Personalised care for cancer 
follow-up 

 

• Why is it important? 

• What might it look like? 

• How do we change things to get there? 
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Take a primary care 
perspective 

 

 In a population of about 800,000 expect: 

• ~ 570 incident cases of prostate cancer are expected in the BCUHB 

region per annum.  

• ~602 cases last year. 

• ~4000 men living with or beyond prostate cancer.  
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Phase 
Number Setting 

Diagnosis and treatment 500 primary care refer to secondary care 

Recovery and readjustment 400 secondary care 

Watchful wait / Active monitoring  1-2 years 400 
secondary care may refer some back to 

primary care 

Initial monitoring  2>or=5 years 1100 primary care 

Ongoing monitoring 5>/=10 years 900 primary care 

Ongoing monitoring > 10 years 200 primary care 

Progressive Care >10 years 300 
referred back from primary to secondary 

care 

End of life 200   

Estimated numbers for the 
North Wales Cancer Network in 
each phase of Prostate Cancer 
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Transformed Pathways 
of Care: Overview 
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Risk stratification  

• Average percentages of follow ups on each pathway: 
 

• Colorectal: 
• Red – 5% 
• Amber – 42% 
• Green – 53% 

 

•  95% of patients moved to an alternative pathway 
 

• Prostate: 
• Red – 38% 
• Amber – 52% 
• Green – 8% 
 

• 60% of patients moved to an alternative  
       pathway 

 

• Breast: 
• Red – 2% 
• Amber – 4% 
• Green – 94% 
 

• 98% of patients moved to an alternative pathway 
  

 

Risk Stratification Percentages

Red

Amber

Green 
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Risk Stratified Prostate 
Cancer Pathway 
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Criteria for Risk 
Stratification 
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Long term and late effects 
following Prostate Cancer 
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RCTs in progress 

• Prospectiv –Prostate Cancer UK (202K) 2012-14 

– PI EW nurse led psychosocial intervention for men with 
prostate cancer 

• TOPCAT-P –Macmillan Cancer Care (297K) 2012-14 

– PI CW Key worker / community MDT approach for men 
with prostate cancer 

• TOPCAT-G – Gynae cancer follow-up – in submission 

 

Diagnose quickly, follow-up safely’ programme – BCUHB 
Charitable funds (293K)   

 

Personalising care along the cancer 
journey 


