
1

Disclosures

Pall Jonsson is employed  by the National Institute for Health and Care 
(NICE). He received a travel grant from the PROTEUS consortium.



2

Patient-Reported Outcomes: 
a Health Technology 
Assessment Perspective

Páll Jónsson

Programme Director – Data and 
Real World Evidence



3

The NICE reference case

NICE has to make 
decisions across 

different technologies 
and disease areas

The reference case 
specifies the methods 
considered by NICE in 

order to maximize 
health gain from 

limited resources.

Analyses of clinical 
and cost effectiveness 
undertaken to inform 
the appraisal adopt a 
consistent approach
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Summary of the NICE reference case

Economic model

Decision problem defined in the 
scope developed by NICE

Costs

Health effects

▪ Patients/carers perspective on 
outcomes

▪ Health effects should be expressed in 
quality-adjusted life years (QALYs). 
The EQ-5D is the preferred measure 
of health-related quality of life

▪ Discounted at 3.5%

▪ National Health Service and Personal 
Social Service perspective

▪ Discounted at 3.5%

ICER

▪ Cost–utility analysis with fully 
incremental analysis

▪ Time horizon long enough to 
reflect all important 
differences in costs or 
outcomes

NICE Guide Methods of Technology Appraisal 2022, section 4
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“improvements in the psychological burden 

of hidradenitis suppurativa may not be 

captured in the QALY” 

“[the technology] might give enough 

disease control to allow people to return to 

work, which has an important positive 

impact on psychological wellbeing and 

feelings of self-worth”

“benefits associated with reducing the 

wound-care regimen […], such as the time 

spent on wound care and the effect on 

work and family life, as well as the cost of 

dressings, were not captured” 

“QoL measure didn’t adequately capture 

benefits of reduction in adverse 

reactions with [the technology] “

“The Committee agreed that [the QoL] 

measure may therefore not fully capture 

the impact of AMD on patients' quality of 

life”

“demonstrable and distinctive benefits 

of the technologies that had not been 

captured in the QALY”

“The patient experts and clinical specialists also 

commented that the definition of satisfactory 

treatment outcomes was broad and varied from 

person to person, with some people feeling that 

being completely 'dry' was the only important 

outcome, whereas others felt that being in control of 

the symptoms or having fewer micturition episodes 

was a satisfactory response to treatment.”

“EQ-5D would not capture the full utility of treatment”

There is more to life than EQ-5D
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Patient reported outcomes

PROs cover a range of measurement types, including:

• symptom measures (such as pain measured using a 
Likert scale) 

• complex measures (such as activities of daily living 
or function), 

• multidimensional measures (such as health-related 
quality of life) and 

• satisfaction with treatment (patient-reported 
experience measures, PREMs). 

The key component is that the outcome is directly 
reported by the patient.

Health related quality of life task and finish group report. NICE 2020. 
https://www.nice.org.uk/about/what-we-do/our-programmes/nice-
guidance/chte-methods-consultation
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NICE’s view on PROs

Evidence standards framework for digital health 
technologies. Last updated: April 2021

NICE health technology evaluations: process and 
methods manual. Published: January 2022

Digital Health Technologies

Drugs & MedTech
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Beyond NICE: PROs

Beate Wieseler, Head of Drug Assessment, IQWiG, Germany

Giovanni Tafuri, Senior Scientific Officer at EUnetHTA, the 
Netherlands
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Conclusions
NICE, as a HTA body, has a key focus on 
EQ-5D as a measure of quality of life in 
health economic assessment

NICE recognises the importance of PROs 
outside of economic modelling

Most HTA agencies do not yet 
systematically use PROs to capture the 
patient’s voice

Opportunities for greater use of PROs, 
especially for digital health technologies

Guidance on quality and methodology is 
lacking – PROTEUS is an important 
source of guidance in this space


