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The beginning: why NICE was set up

e Established in 1999

« Aim: to reduce variation in the availability and
quality of treatments and care (the so called
‘postcode lottery’ in the UK)

* To resolve uncertainty about which medicines
and treatments work best and which represent
best value for money for the National Health
Service [NHS]
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Types and functions of NICE guidance

®* Technology appraisals — entry to NHS funding
* largely new pharmaceuticals
® robust economic analysis

®* Guidance — advice on best practice
* Devices and diagnostics - cost-effectiveness
* Medical technology guidance — cost saving

* Guidelines — medical conditions and symptoms, public health
and social care

* Interventional procedures —represents a ‘licence’ to use
* safety and efficacy
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Core principles of NICE guidance

Comprehensive evidence base — not just RCTS

Expert input - from clinicians, economists etc

Patient and public involvement

Independent advisory committees

Genuine consultation with all stakeholders

Regular review and updating

« Open and transparent process — meetings held
In public.
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But sometimes there are problems with the evidence...

* Not enough “Evidence is inherently

e Poor quality uncertain, dynamic, complex,

» Conflicting contestable, and rarely
complete”

* Wrong sort

Lomas, J; Culyer T et. al

Conceptualizing & Combining Evidence For Health System
Guidance; CHSRF, May 2005
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NICE therefore has already utilised a variety of other data
sources

Evaluating Developing Assessing
technologies guidelines Impact
« Cancer Drugs Fund « Routine use of published  Digital therapies and IAPT
« Commissioning through reports based on electronic « Resource impact
Evaluation health records assessment
* Industry submissions ‘ Occasi.onal bespoke * Innovation Scorecard
« Datasets to answer specific analysis of broader data, estimates

questions, eg databank for usually linked to economic
MiniMed analysis
« Registry data for products

« Guidance uptake
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But what's in a name?

There is much variation on what sources the term ‘Real World Data’ includes and doesn’t include

Important contributions from GetReal, ISPOR, NICHSR etc

GetReal'’s definition of RWD: ‘An umbrella term for data regarding the effects of health interventions (e.g.

safety, effectiveness, resource use, etc) that are not collected in the context of highly-controlled RCTs

We shouldn’t try to define RWD, but instead simply indicate that:
* Guidance developers will undertake analysis on a variety of different types of data to
develop evidence to inform our work

* the suitability of the data will be determined by the nature of the question that the
evidence will inform
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http://www.imi-getreal.eu/Portals/1/Documents/01%20deliverables/D1.3%20-%20Revised%20GetReal%20glossary%20-%20FINAL%20updated%20version_25Oct16_webversion.pdf

NICE's ambition for future use of data and applied analytics in guidance

development

* Develop and update guidance more rapidly than we can
achieve currently;

‘ Synthesize evidence

* Provide answers to questions that we cannot answer using our

data

traditional approaches

 Extrapolation beyond clinical trials — predictive Produce evidence
effectiveness

* Validation of intermediate outcomes

data

» Measure the effectiveness of interventions in real-world
settings;

* Improve our tracking of guidance implementation, uptake and
impact, and use of this information to inform the need to
update.
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NICE's ambition for future use of data and applied analytics in guidance
development

How can we
4 make it happen?

* Unlock and exploit the full
potential of data;

» Develop a range of partnerships;

* Increase capability to link live
systems and unstructured data;

» translation of data into evidence.

Why did it

Value

Difficulty

Not revolution in many ways but ensuring we embrace technological

advances to improve our evidence base
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Statement of intent for data analytics

Developed through internal collaboration and consultation, discussion with key
external partners. It covers:

« What kind of evidence NICE currently uses to develop guidance
 What broader types of data are available

 When and why should broader types of data be considered
 Practical considerations associated with data analytics

Technical detail on methodological considerations are not included in the statement
and will be developed at a later stage.
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Key challenges for NICE

 Access to data, including data governance
* (Poor) Data Quality

 Capability and capacity to frame the questions and to
carry out any analysis

« Understanding when to use data exploitation — whenis
it an acceptable (or better) alternative to traditional
research

* Recognising a high quality analysis
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Implementation will therefore require evolution across the whole ecosystem...

Governance Storage and/or Extraction Techniques FRAMEWORK ACROSS NICE
( \ PROCESSES AND METHODS
f A o Professionalisation:
Internal - Data Management Open Source Exploitation Governance Delivery structures (& outsourcing)
Review ;
\ J p . Leadership
r " [Workstation] Analytical Standards and Competences NICE Connect & CHTE 2020
External Data — Open and Software Curriculum and Qualifications
Closed (NHS Digital provision) \ e Talent Management o . .
\ y Organisational Listening
Networks
. Visualisation \ ./
Data Quality Learning Health System
D&A Functional Community
The NICE role in a world driven by
Ethics algorithms
Y J

Quality Assurance (of analysis)

Infrastructure & Cyber Security

Cultural Change; Communication; Education & Awareness

What works (Datalab; Exemplar projects; Constant review)

TRANSPARENCY

COLLABORATION

DoHSC NHS Bodies Academia Charities International Industry

Health and Social Care Professionals

PUBLIC TRUST & INVOLVEMENT

N I C National Institute for
Health and Care Excellence




And a crucial part of Transformation across NICE

A shift in thinking towards a dynamic process of developing advice directly into online interactive pathways

NHS England

Advisory Committees
and developers

New data &
evidence
Recs &

Updates e — evidence . .
Racommans technologies and
drugs for

commissioners

Dissemination

New research / :
—images and
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products e.g.
- decision aids
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The opportunities are sensational...

* New Technology aimed at assisting Healthcare Delivery (clinical decisions/recommendations,
management of resources etc.)

Clinical Patient’s home General Practice
decisions
NICE
Guidance ’ D,

Stakeholders

Acute care

'Ji Acute care
Data \+/ %

Healthcare practices
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