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“[F]or purposes of resource allocation, the relevant 
preferences are those of the general public”  

- The Washington Panel on Cost-effectiveness, 1996 

- Dolan et al., 1997



General population Patients
Australia Japan Germany
Belgium Malaysia Sweden

Brazil Mexicof
Canada The Netherlands

Chile New Zealand
Columbia Norway

Croatia Poland
Czech Republic Portugal

England Scotland
France Singapore

Hungary South Koreag
Irand Taiwan

Ireland Thailand
Israel

Kennedy-Martin M, Slaap B, Herdman M, van Reenen M, Kennedy-Martin T, Greiner W, Busschbach J, Boye KS. Which 
multi-attribute utility instruments are recommended for use in cost-utility analysis? A review of national health 
technology assessment (HTA) guidelines. The European Journal of Health Economics. 2020 Nov;21:1245-57.

Sources of preference weights in HTA guidelines



What has changed?

Patient-Centeredness



The General Public or Patients?

Who should we ask?



The role of patient preferences in economic evaluations: 
barriers and opportunities for a patient-based QALY

Issue panel ISPOR Copenhagen 13 November 2023



IQWiG - Scientifically independent

§ We assess the benefit or harm of medical interventions for patients.

§ The contents of the assessments are not influenced by payers (health insurance funds), 
service providers, industry or politics.

§ Neither the Institute nor its staff members receive any payments by third parties, such as 
industry.
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Where do we come from?

Health Economic Evaluation of drugs in Germany

§ High relevance of the benefit assessment of drugs as an essential basis for price negotiations

§ Other possibly relevant information: e.g. price in other European countries, expected 
annual sales volume, therapy costs of the comparator(s)

§ Patient perspective is of great importance

§ Assessment of patient-relevant outcomes, involvement of patients and other affected 
persons 

§ Health economic evaluation is a theoretical option under specific circumstances

§ No commission since the start of early benefit assessment in 2011

13.11.2023 Schwalm (IQWiG) / Patient-based QALYs 3



How to value health states

Who General public Patients
What Hypothetical health state Own health state
When Ex ante Ex post
Examples Sample of the German general public values

health states described with the EQ-5D 5L

Ludwig et al. German Value Set for the EQ-5D-5L.
Pharmacoeconomics 2018; 36(6): 663-674.

Patients with Coeliac disease valuing their
current health state

Angyal et al. Health utilities and willingness to pay in adult 
patients with coeliac disease in Hungary. Qual Life Res. 2023 
Sep;32(9):2503-2516. 
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Who should provide the values? 

Helgesson 2020: 

§ systematic literature review of arguments regarding the most accurate source for valuation of 
health states - patients  or general public

§ structural similarity between the two sets of arguments with different interpretations, 

§ e.g. distortion due to adaptation, focussing effects, difficulties in providing values

§ „none of the debated positions is flawless..“

§ “suggests that the most accurate source of information for valuation of health states is that 
based on experience….”

Helgesson etal. Whom should we ask? A systematic literature review of the arguments regarding the most accurate source of information for valuation 
of health states. Qual Life Res 2020; 29(6): 1465-1482. 
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Does it matter? 

§ Differences between patients and the general public exist

§ Meta-analysis found significantly higher utility values for patients

§ Size of the effect and direction might differ depending on, e.g.: 

§ Disease in question, kind of impairment, severity of health status 

§ Type of intervention (curative or life extending)

§ Valuation technique (TTO, SG, VAS), design of the valuation study
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Should QALYs reflect patients´ instead of societal 
preferences….

IQWiG’s perspective

§ Patients appear to be the most accurate source of information for utilities because it can be 
assumed that they are better informed about their own state of health. 

§ The inclusion of the perspective of patients is of great importance to the IQWiG:

§ The German Social Code stipulates that certain aspects of "patient benefit" are to be 
adequately considered in the health economic evaluation.

§ Recommendation in IQWiG methods:

§ Utility values included in the analysis should primarily be based on assessments by 
patients.
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…and if so, how? 

Possible approaches for discussion

§ Direct utility assessment: e.g. valuations by patients using TTO

§ Indirect utility assessment: e.g. patient or experience-based tariffs

§ New approaches: e.g. Online Personal Utility Functions (OPUF) tool
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Institute for Quality and Efficiency in Health Care (IQWiG)
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Patient-based QALYs
- view from Sweden

Martin Henriksson
Associate professor, Linköping University



INTRODUCTION

• Priority setting on many levels in Sweden

• Perhaps the most formalized process is that of reimbursement 
of prescription drugs

• The dental and pharmaceutical benefits agency (TLV) decides 
on drug reimbursement based on cost-effectiveness (and 
other criteria)



TLV GUIDANCE REGARDING ECONOMIC EVALUATION

• Dental and pharmaceutical benefits agency (TLV) in Sweden 
recommends QoL-weights based on patients in the condition 
of interest



A SWEDISH EXPERIENCE-BASED VALUE SET FOR EQ-5D?

• TLV´s view and practice motivated the development of 
Swedish experience-based EQ-5D value sets

• Where did this lead us?



SWEDISH VALUE SETS FOR EQ-5D

EQ-5D-5L work completed in 2020

EQ-5D-3L work completed in 2014



THE EQ-5D WORK

1. I have no problems in walking about
1. I have no problems washing or dressing myself
1. I have no problems doing my usual activities
3. I have moderate pain or discomfort
5. I am extremely anxious or depressed



Measuring quality component in QALYs

Direct methods

TTO SG VAS

Instruments

HUISF-6DEQ-5D

EQ-5D-3L EQ-5D-5L

Experience-based value set Hypothetical-based value set

Interviews Surveys

TTO SG VAS DCE

APPROACH TO VALUATION



EXPERIENCE-BASED VALUATIONS VS HYPOTHETICAL



WHAT ABOUT THE EXPERIENCE-BASED VALUATIONS?

• To be fair – not much happened at all 

• Why?
– Not sure to be honest

– Comparability

• One should not underestimate the difficulty of changing practice

– Uncertainty about the methods of the valuation study

• Survey-based TTO question etc.



• What are the implications of using experience-based or 
hypothetical valuations in systems where disease severity is 
one priority setting criterion?

A FINAL DIGRESSION ON EQUITY AND HYPOTHETICAL VALUATIONS



• The principle of human dignity 
– all individuals have equal rights regardless of personal characteristics and position in 

society

• The principle of need and solidarity
– resources should be used in domains (or patients) where needs are considered to be

largest

• The principle of cost-effectiveness
– resources should be used in the most effective way without neglecting fundamental 

duties concerning the improvement of health and quality of life

Legislation and the Swedish ethical platform

PRIORITY SETTING PRINCIPLES IN SWEDEN



Principle of human dignity

Cost-
effectiveness

Need and 
solidarity

PRIORITY SETTING PRINCIPLES IN SWEDEN



OPERATIONALIZING PRINCIPLES IN DRUG REIMBURSEMENT

Disease severity

Mild Moderate Severe Very severe

Cost per QALY 
(SEK)

250 000

500 000

750 000

1 000 000



EQ-5D value

0.5

1.0

0.0

HV  ---

EBV   ---

Health state 21223 with 

Experience-based valuation 
(EBV) = 0.5161 

Hypothetical valuation           
(HV) = 0.186

EXAMPLE: HEALTH STATE 21223



EQ-5D value

0.5

1.0

0.0

HV  ---

EBV   ---

An intervention that takes individuals 
from 21223 to 11111 

Experience-based valuation (EBV): 
QALY-gain 0.484 in population with 
disease severity

Hypothetical valuation (HV): QALY-gain 
0.814 in population with very high 
disease severity

EXAMPLE: HEALTH STATE 21223 WITH A LARGE HEALTH IMPROVEMENT



EQ-5D value

0.5

1.0

0.0

HV  ---

EBV   ---

An intervention that takes individuals 
from 21223 to 32211 

Experience-based valuation (EBV): 
QALY-gain 0.157 in population with 
moderate severity 

Hypothetical valuation (HV): QALY-gain 
0.01 in population with very high 
disease severity

EXAMPLE: HEALTH STATE 21223 WITH A SMALL HEALTH IMPROVEMENT
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