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and organisational level (examples across field)

• Models of change, and implementation science

• Taking a step back – Do we want evidence-based change?

• Evidence based-change in palliative care: what do we need to make it 
happen..

• Future challenges…

• What might we learn from some leaders of the past.. 



What do we mean by evidence-based change

Intention behind all evidence-based practice: ‘conscientiously, 
explicitly and judiciously use the best available evidence to increase 
the likelihood of a favourable outcome’.(i)

(i) Barends, E., Rousseau, D.M. and Briner, R.B. (2014), Evidence-Based Management: The Basic 
Principles, Center for Evidence-Based Management, Amsterdam

Change = ‘making something different or to replace something with 
something else’..(iii)

(iii) Oxford University Press, Oxford Languages dictionary

Achievement of evidence-informed decision making (EIDM) 
requires integration of evidence into all practice decisions by 
identifying and synthesizing evidence, then developing and 
executing plans to implement and evaluate changes to practice.(ii)

(ii) Clark EC, et al. BMC Health Serv Res. 2024 Apr 1;24(1):405. 



Evidence-based change: at what level?

• individual clinician 

• individual service or organisation

• region

• field or speciality (e.g. palliative care)

• health care funders (NHS, ICBs, 3rd party 
payers)

• government policy

• international organisation

• .. others.. 



Multiple models of evidence-based change, e.g.

The ARCC (Advancing A Research and R Clinical practice through C close Collaboration) model, Fineout-

Overholt, Levin, Melnyk; & Melnyk and Fineout-Overholt's (2018) seven-step evidence-based practice 

process



Evidence-based organisational change

• The intention behind all evidence-based practice is to conscientiously, explicitly and 
judiciously use the best available evidence to increase the likelihood of a favourable 
outcome

• Achievement of evidence-informed decision making (EIDM) requires the integration of 
evidence into all practice decisions by identifying and synthesizing evidence, then 
developing and executing plans to implement and evaluate changes to practice. 



What strategies do people use?

Strategy Studies

Establishing specialized roles, e.g., Knowledge 
Brokers

22 Studies

Building staff capacities for evidence-informed 
decision making through education and training

11 Studies

Research or academic partnerships 3 Studies

• 37 included studies
• Most conducted in primary care settings (n = 16) 

and public health settings (n = 16), some in social 
services (n = 3), child and youth mental health 
(n = 1), occupational health (n = 1). 

• Most studies conducted in USA (n = 17), followed 
by Canada (n = 12), Australia (n = 5), Europe 
(n = 3).

• Study designs: case reports (n = 18), single group 
pre-/post-test studies (n = 10), qualitative studies 
(n = 7), and randomized controlled trials (RCTs) 
(n = 2). Both RCTs evaluated the implementation 
of organizational EIDM.

• Lack of any comparison group hampered quality 
of studies and conclusions. 

• Mostly focussed on barriers and facilitators



COM-B model for behaviour change & facilitators and 
barriers for implementing evidence in organisations

Source: Clark, E.C., et al Strategies to implement evidence-informed decision making at the organizational level: 
a rapid systematic review. BMC Health Serv Res 24, 405 (2024) 



Implementation Science 

• examines methods & strategies that enable successful implementation of practice .. @Mark Pearson 
lecture..
• established in early 2000s in response to gap between best evidence & behaviour change
• commonly cited takes 17–20 years for clinical innovations to become practice.. Aims to speed this up 

• many frameworks, models, and tools, e.g. 
• Knowledge to Action (process model to guide the process of translating research into practice)
• Determinant Frameworks (Describes determinants that are hypothesized to influence implementation 

outcomes (e.g., fidelity, skillset, reinforcement) – e.g. 
• PARIHS (Promoting Action on Research Implementation in Health Services)
• Theoretical Domains Framework (TDF) integrates several theories into 14 core domains.
• CFIR: (Consolidated Framework for Implementation Research) is a practical guide for assessing barriers and 

enablers during implementation
• Creating Learning Environments for Compassionate Care (CLECC) – adapted for palliative care

• Classic Theories e.g. 
• Rogers’ Diffusion of Innovation - implementation, or diffusion of behaviour change, is a social process
• COM B (Capability, Opportunity, Motivation, Behaviour) uses behaviour change wheel to support 

intervention designs
• NPT (Normalization Process Theory) aims at assessing how behaviour change is embedded into regular 

routines. Includes a 16-item assessment scale centred on four core constructs



Learning from wider change management.. 
Chip and Dan Heath – ‘Switch’ 



Chip and Dan Heath – ‘Switch’ 



Let’s take a step back.. 
Do we want evidence-based change?



Why do we want evidence-based change?



Seven alternatives to evidence-based practice

Source: Isaacs D, Fitzgerald D. Seven alternatives to evidence based medicine BMJ 1999; 319 :1618 



Why and how do we want evidence-based change?

What if we don’t change at all 
and something magical happens?

Quality



Evidence-based change in palliative care: what do 
we need to make it happen..

Agree is gap in knowledge and that change is needed..

E.g. what is going wrong now..   Or what will go wrong

Examples:

• Shift in palliative care from only cancer to including other diseases 
(evidence that people with diseases other than cancer had similar 
symptoms or problems.. Followed by research to manage those 
symptoms and problems)

• Lack of research in breathlessness, and no treatments, to emerging 
studies, and evidence now for non-pharmacological treatments

• Covid – palliative care missing from response, demonstrated need and 
later what was effective..



Palliative care evidence-based change: what do we 
need to make it happen..

Evidence is generated…
Research results shared and read

Research results delivered and published

Methods for research …

Outcome measures, right samples, minimise bias, right questions

Funding for research … 

Enough skilled people and premises to do research

Research conducted at the right time to be useful 

Appropriate journal and peer review of the work

Equipoise and good balance in reporting results

Mindset of innovators / those advocating change to use evidence 



Palliative care evidence-based change: what do we 
need to make it happen..

Research funding and capacity
• Funding for health relevant research in the UK 

(Govt, charity etc) has increased 2004-2022 

• Over £4bn of spend within the UK (2022); 
£2.8bn spent directly on research projects; 
£1.4bn on infrastructure

• But.. much of this growth occurred 2004-
2009; near flat 2009/10-2022 & real-terms 
decrease in health research funding 2018-
2022

• Palliative & End of Life Care is within ‘Disease 
Management’ and was (of total spend): 0.08% 
(2004), 0.10% (2009), 0.16% (2014), 0.21% 
(2018), 0.23% (2022) (23p in every £100)

Source: UK Health Research Analysis 2022 (UK Clinical Research Collaboration , 
2023), formally published 1 Feb 2024. https://hrcsonline.net/reports/analysis-
reports/uk-health-research-analysis-2022/
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Need research capacity: individuals and systems



Need valid, reliable, appropriate, sensitive to 
change, outcomes

Valuable for
• Needs assessment
• Communication 
• Audit 
• Research 
• Monitoring

Need to be:
• Responsive to change
• Valid
• Reliable
• Acceptable (incl

culturally & time)https://pos-pal.org/



Need valid, workable, efficient methods.. 
MORECare

36 items, including in equator..  https://www.equator-
network.org/reporting-guidelines/morecare-statement/



We know that patients and families want to take part in research and it can be done 
ethically, even when people lack capacity.. 



Further MORECare guides on:

• ‘Best practice’ to develop and evaluate palliative 
and EoLC services

• Recommendations for managing missing data, 
attrition and response shift

• Outcome measurement selection and use 

• Ethical issues

• Mixed methods, interdisciplinary

• Health economics 

• For more see: 
https://www.kcl.ac.uk/research/morecare

Plus books, e.g. 2nd edition 
written & due later this year



The Future..? 



Demographic, Population & Advancement Challenges: 
pressures on the system and shrinking workforce

• Two-thirds of adults >65 years expected to be living with multimorbidity by 2035

• Health care spending as % GDP      50% in last 20 years

• Global fiscal challenges

• Health care creates 4.4% of emissions

• Solutions largely overlooked for most complex patients, (highest cost, poorest 
outcomes)

• Many people with multimorbidity leave hospital more ill than when they 
entered

• Inequity is widening, emergency attendance in deprived areas double

• Workforce shortages

• Population challenges increasing most rapidly in lower & middle income 
countries

Breathlessness

> 5 health conditions

Frailty / dementia



Unless we act wisely, things will get worse .. everywhere
Multimorbidity increases by age, by deprivation, and is increasing over time  

People living in deprived areas are:
• less likely to be cared for at home towards the 

end of life
• less likely to die at home
• less likely to access palliative care
Source: Davies JM, et al PLoS Med. 

New health policy changes often miss benefiting 
those people in deprived areas, those with 
multimorbidity, those from different ethnic groups. 
Sources: Bajwah S, et al, BMJ Support Palliat Care. 
Higginson IJ, et al, BMC Med

Is a risk with new initiatives such as virtual wards ..



0

50000

100000

150000

200000

250000

300000

350000

2004 2014 2020 2030 2040

Hospital
Care home

Home

Hospice

If trends continue (which they 
may not) 235,000 more deaths 
in community?

Other

Escalating need of complex illness. Currently, last year of life -
20% health care costs and 1:3 people in hospital  

Sources: Etkind et al. BMC Medicine (2017) 15:102

Bone et al Palliat Med. 2017 Oct 1:269216317734435.

300000

350000

400000

450000

500000

550000

600000

650000

2006 2013 2020 2027 2034

N
u

m
b

er
 o

f 
d

ea
th

s

All deaths in England and Wales (ONS data 

and official mortality projections)

Future need: modelling
Where might people die?

Sleeman et al, The Lancet Global 

Health 2019

Deaths with serious health related 
suffering (SHRS) are projected to climb



WHO report: Acute worldwide shortage in nursing
State of the World’s Nursing Report - 2020



What is the role of evidence-based change in 
palliative care in the future..? 

• Much to offer the ‘crisis’ in health care, because we understand complexity and can develop evidence in 
such situations

• Can we embrace and make more of:

• Self-care / self-management and carer support interventions (e.g. Self-Breathe developed from breathlessness support 
service – https://www.kcl.ac.uk/managing-breathlessness-in-advanced-illness 

https://openres.ersjournals.com/content/9/2/00508-2022

Can we widen the definition of workforce (volunteers?) and blur boundaries, should we talk of a ‘careforce’.. 

• Frugal innovations (e.g. battery-operated syringe driver.. Digital technology, home monitoring, AI)

• Community and co-design, help to support care where people want to be, work with communities on development, 
patient and public engagement and involvement taken even further, changing societal attitudes

• Research capacity building (methods, including implementation, co-design, efficient studies, inclusive research)  

• Collaboration (many valid questions, need to build on earlier work, and do more impactful studies well)

https://openres.ersjournals.com/content/9/2/00508-2022


What might we learn from some ‘great’ leaders who changed practice 
and policy  

• 1813 – 1858, Physician and Anesthetist 

• Traced source of London cholera outbreaks, including the 
famous public water pump. 

• Inspired fundamental changes in water and waste systems, 
at a time when bacterium were not discovered, and cholera 
was thought to be airborne. 

• Discovered the new science of epidemiology.

• 1820 –1910, Mathematician and Nurse

• Managed and trained nurses, 
reorganising care for wounded soldiers

• Professionalised nursing roles for women 
and founded first Nursing School 

• Early founder of statistics

• 1918 –2005, Nurse, 
Social Worker, 
Physician

• Founder of modern 
palliative care 

• Introduced research 
and evidence 

• Meticulous evidence (collecting 
data on the ground, repeated 
testing, visiting places and 
seeing) to illuminate problem

• Changed own mind based on 
evidence

• Graphics (maps, ‘rose chart’, 
images (patient’s painting of 
their pain), clear explanation 
and stories

• Did something about it

• Perseverance (it took a long 
time, often in the face of 
political pressure against them)

John Snow

Florence 
Nightingale

Cicely Saunders



Future for evidence-based change in palliative care: 
while continuing to embrace mind and body



Take home messages

• Evidence-based change

• Consider models of evidence-based practice, what level individual or organisational

• Models of change, implementation science, and Chip and Dan Heath, elephant, rider and 
path

• Why and how do we want evidence-based change in palliative care? 

• When do we want evidence-based change? Only after peer review.. 

• Evidence based-change in palliative care: key requirements: need for change (the 
concern), evidence in generated, research funding, capacity, research methods, 
study design, outcome measures, appropriate journals, dissemination 

• Future challenges… growth in multimorbidity and suffering and role of palliative 
care in embracing self-care, carer support, frugal innovation, communities..



Discussion and questions

• What do you think of these 
hypotheses?

• How does this relate to your 
situation?

• What would you prioritise?

THANK YOU!


