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The importance of evidence for 
design and delivery of services 
and interventions



Outline

1. Evidence drives our work at Macmillan 

2. Development, collection and use of evidence is embedded in our ways of 
working

3. Challenges to building the evidence base

4. Questions and discussion



Evidence validates and guides our direction



Revealing the scale of the problem…..



Rise in cancer cases



Revealing unmet 
needs in this 
population





Revealing needs that were significant and specific to 
cancer and its treatment 



…providing the case for support in the cancer 
survivorship agenda



For this broad group of people and needs, we need evidence 
from diverse sources to guide decisions on:

• Where 
improvements 
should be targeted

• Specific patient 
groups with specific 
needs

• What new services 
might be needed



Evidence from patient surveys



The National Cancer Patient Experience (CPES) 
Survey 

• Developed by Quality Health for the English Department of Health in 2010 
and run almost every year since then

• Full census of all cancer patients in treatment during a three-month window 
(around 120,000 patients every year)

• High response rates: typically 65% to 70%

• All data and documentation is publicly available at www.ncpes.co.uk

http://www.ncpes.co.uk/


CPES in England is widely acknowledged to have driven 
significant improvement in cancer care over the last seven years:



Respondents from London Trusts report a worse 
experience than non-London respondents:

2015 Survey 2016 Survey

Number of scored 
questions 50 52

London scores 
significantly lower 
than non-London

39 43

Macmillan cancer Support. Mind the Gap – Cancer Inequalities in London. Available from: https://www.macmillan.org.uk/_images/4057%20MAC%20Report%202017_tcm9-
319858.pdf [Accessed 21 February 2018]

https://www.macmillan.org.uk/_images/4057%20MAC%20Report%202017_tcm9-319858.pdf


Further analysis reveals stark inequalities in London

Looking at breakdowns by ethnicity, 
there are 32 questions in London that 
have statistically significant differences. 

Minority ethnic groups account for over 
40% of all people living in London.

People from the most deprived areas 
report worse experience on almost 90% of 
the questions.

London has a higher proportion of people 
in poverty (after housing costs) than the 
rest of England - 27% compared to 21%

Macmillan Cancer Support. Mind the Gap – Cancer Inequalities in London. Available from: https://www.macmillan.org.uk/_images/4057%20MAC%20Report%202017_tcm9-
319858.pdf [Accessed 21 February 2018]

https://www.macmillan.org.uk/_images/4057%20MAC%20Report%202017_tcm9-319858.pdf


Ways we are acting on this evidence:

1. Partnerships in Tower Hamlets

2. Primary and community care projects across London

3. London Cancer Community; Representing London’s diversity

4. Holding Trusts accountable



Evidence from Cancer Registry data



Macmillan has an analytical partnership with the 
cancer registries in each nation.

Incidence and outcome data 
linked to health, social care, 
socio-economic and 
environmental data 

Provides a comprehensive 
picture of the cancer pathway 



K. Yip, H. McConnell, R. Alonzi, J. Maher. Using routinely collected data to stratify prostate cancer patients into phases of care in the UK: implications for 
resource allocation and cancer survivorship. Br J Cancer 2015.

Different cancers have different ‘shapes’



vLonger term survival

vIntermediate

vShorter term survival



Three cancer groups in numbers



Group 1:
Many live for more than a decade

Group 2:
Most similar to a long term condition

Group 3:
Survival for the majority is short term

McConnell H, White R, Maher J. Understanding variations: Outcomes for people diagnosed with cancer and implications for service provision. 
2014. European Network of Cancer Registries Scientific Meeting and General Assembly

Pathways are different  



Group 1: Reduce overtreatment, focus on 
recovery
& late effects

Group 2: Balance acute intervention and  
chronic illness management

Group 3: Diagnose earlier; manage 
comorbidity early; palliative care for most 

McConnell H, White R, Maher J. Understanding variations: Outcomes for people diagnosed with cancer and implications for service provision. 
2014. European Network of Cancer Registries Scientific Meeting and General Assembly

Focus for intervention will differ for people in each 
group



Academic research paired with “on the ground” learning



“Real-world” pilot studies based on academic 
findings provide more actionable findings
• The real world setting is different to 

a study.

• We combine academic learnings 
with what people on the ground tell 
us.

• Develop pilots that learn and 
improve as they go.

• Some things don’t work but 
eventually, some things will.

https://commons.wikimedia.org/wiki/File:Florida_State_College_for_Women_students_experimenting_in_the_chemic
al_lab-_Tallahassee,_Florida_(6859458328).jpg



The case for early introduction of palliative care 
services



The case for early introduction of palliative care 
services

Early palliative 
care

2.7 months (Temel
NEJ 2010)

$6,000

Bevacizumab 2 months
(ECOG 4599)

$115,000

Nivolumab 3.3 months
(J. Brahmer, NEJM 2015)

$140,000



Early introduction of palliative care 



Developing, collecting and using evidence is 
embedded in our work



Our approach to 
monitoring, evaluation 
and learning (MEL) 

Redefine 
your theory 
of change 

(ToC)

Data analysis 
Look at what’s been delivered, 
what changes are happening 

Critical reflection
Use data to discuss and critically 

reflect with key stakeholders 

Synthesis of data
Theme key findings and 

use to adapt and improve 

‘End’
Most  apt theory of 
change for context

Develop a clear 
articulation of 

desired outcomes, 
assumptions and 
actions needed 

(theory of change)
Always 

collaborative and 
with key 

stakeholders

Develop a MEL framework 
Identify the right questions to ask 
and the relevant data to collect

Collect data 
This can be through multiple 

methods, quant and qual Understanding and 
evaluating the difference 
our services and 
interventions make



Funding new evidence



Funding new evidence



Funding new evidence

2018 Call for Research
Launching April 2018

researchgrants@macmillan.org.uk



Support researchers to plan, 
deliver and monitor impact

Maximise the impact of 
research Macmillan funds

Co-produced with people 
affected by cancer

Launching alongside the 2018 call

Working together to drive research impact



Challenges in building the evidence base



We need more than data; we need the right data



Improving PROs data collection in clinical trials



The Quality of Life Metric for cancer survivors

• Macmillan working with NHS 
England on a pilot

• Results will form part of a 
National Cancer Dashboard

• Results of pilot to be reported 
in March 2019



We need to support research that matters to patients

A strong patient voice in research 
funding decision-making…

…and in setting research priorities



We need sustained investment to build research 
capacity

Granstmanship – to upskill the 
research community

Securing large scale research 
infrastructure investments 



Challenges in building the evidence base

What are the 
other challenges 

we face?

What else could 
we try to address 
these challenges?

How can we best 
work together to 

make a difference?




