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Valuing EQ-5D-Y

WHO should be asked 

for health preferences? 

HOW to frame the 

valuation questions?

WHAT methods to use 

for valuation? 
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Valuing EQ-5D-Y

WHO: adult or 

adolescent 

HOW: perspective 

matters

WHAT TTO, DCE, or 

VAS 



Canadian view on youth valuation

Objective

To understand Canadian stakeholders’ view on how to value health states for 
children and adolescents 

Design

Qualitative: Semi-structured interview via zoom

Target stakeholders: HTA agencies, pharmaceutical industr y, health care providers, and 
academia (pediatricians/child health researcher, health economist, and bioethicist) 

Sample size: n=15, 2 persons from each stakeholder group 



Interview process

Demographic 
questions

Context

3L vs 5L

Source of preference 

Perspectives

Methods



• Each interview was recorded and transcribed verbatim. Any
information about the participant’s identification was removed from
the transcripts

• Thematic analysis with incidence density method:

1.Familiarizing the transcripts

2.Line-by-line open coding

3.Identifying themes

4.Reviewing and refined the themes

Qualitative data analysis



N %

Sex
Female 11 73.3%
Male 4 26.7%

Age group
31-40 5 33.3%
41-50 3 20.0%
51-64 7 46.7%

Degree
PhD 10 66.7%
MD 2 13.3%
Master 2 13.3%
Bachelor 1 6.7%

Stakeholder group
Health care provider 4 26.7%
University 5 33.3%
HTA/government agency 4 26.7%
Industry 2 13.3%

Parent 13 86.7%

N %

Experience of economic evaluation
Yes 10 66.7%
No 5 33.3%

Familiarity with health utility
Yes 13 86.7%
No 2 13.3%

Experience of health utility measurement
Yes 9 60.0%
No 6 40.0%

Parent
Yes 13 86.7%
No 2 13.3%

Characteristics of participants



N=3
20%

N=11
73%

N=1
7%

EQ-5D-Y-5L

EQ-5D-Y-3L

No preference

• I think having more items provides children with a more extensive choice 
to see themselves in health.

• The discriminatory value of the five-level version would be substantial.

“

”

• Fewer options is easier for them.“
”

• Both versions have advantages and disadvantages.“
”

EQ-5D-Y-3L vs 5L



N=12
80%

N=2
13%

N=1
7%

Adults

Children and 
adolescents

Mix of both

• I think that the reason is the unique perspectives of the kids, you 
wouldn't maybe get from the adults.

• I think kids, by nature, can identify what they prefer, like what they like 
and dislike.

“

”
• I tend to go with adults, because adults are the voters, the taxpayers, 

sometimes, they're the ones who have that engagement in society and 
have that social authority to make these decisions, whereas the children 
don’t.

“

”
• Mix of both adults and children is going to be closer to real life. Because 

even adults, like adults and children, don't live separately. They live 
within the same communities.

“
”

WHO



Concerns  

Coverage policy making: when valuing health states, all voices should be heard instead of 
those who they pay tax or have right to vote

• I think is a highly problematic set of assumptions in terms of 
understanding what our society values and is worth willing to pay for. 
The extension of that logic is, if you pay more tax, you have more say, 
so that wealthier people in a progressive taxation system should have 
more say in terms of which things are valuable. Or if you don't have a 
say, because you have cognitive difficulties, or you're unemployed, or 
what have you, that you have less say.

“

”

• I think adolescents are members of the public. 
When talking about allocation of the budget or 
investments in their health and health care 
programs for children, I think their views matter, 
even if they're not taxpayers.

“

”

• It shouldn't be driven by who's paying, I know they pay for taxes but 
that's not reason why necessary. I don't know if seniors don't pay taxes 
anymore, because they're on pension. Does that mean we need to 
exclude them?

“

”

• if you're asking someone to value a health state, it 
should be people who are actually users of the 
healthcare system instead of taxpayers.

“

”



Concerns  

Coverage policy making: when valuing health states, all voices should be heard instead of 
whether they pay tax or have right to vote

Cognitive capacity: older adolescents are able to comprehend and answer the questions 
related to preference elicitation

• I think that anybody or any group that is likely to have the sufficient capacity 
for abstract thought to be able to answer these questions should be eligible 
to do so and so that I would sort of favor the inclusion of older teenagers. 
The voting age is a is like an arbitrary cut off.

“

”



Concerns  

Coverage policy making: when valuing health states, all voices should be heard instead of 
whether they pay tax or have right to vote

Cognitive capacity: older adolescents are able to comprehend and answer the questions 
related to preference elicitation

Ethical concern: Death is not a foreign subject for children, although the experience likely 
varies depending on individual experience



No ethical concern The death question

8, 53%
7, 47%

• They're pretty aware of dying and illness and 
disability through the social media nowadays. 
And they can access to so many sources of 
information.

• Asking adolescents directly is a more ethical way. 
I remember as a kid, being like, mom, what if I 
died? And it like upsets her Mom, but as a kid, it 
didn't upset the kid.

• I think it's unethical to exclude children from 
research, because we're trying to protect them 
in this very paternalistic way, and not give them 
a voice.

“

”

• I think that does create a risk and potential sort 
of triggering of fears.

• Different population with different ages have 
various understanding of the death after a time 
period of life.

• I think it's a really important one to consider. 
They've experienced death of pets and older 
family members but they don't fully understand 
it the way an adult does.

• You would have to get permission from their 
parents or guardian first.

“

”



Adults

Children and adolescents
thinking themselves

Own child’s friend group
or peer group

General child without any
specification

• Align with the previous question, i.e., children and adolescents should be asked to 
value health states for themselves.

• Parents tend to have very specific thoughts 
towards their own children. 

• Parents may still need a benchmark of where 
there children is.

• Difficult to provide a detailed description due to 
the representativeness and cognitive variation.

Perspective
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DCE TTO No strong preference

• I think this one seems much more straightforward.
• I'd probably do the DCE to be honest and I think only because it's something 

that they can understand a little bit more, and it's more relevant to them.

“
”

• I'm not sure DCE simplifies anything.“
”

• Both DCE and TTO have pros and cons.“
”

DCE vs TTO



Immediate death

B C

• Live for 4 years followed by death • Live for 10 years followed by death

1. Add a third option of immediate
death

2. Add an additional dimension of
describing the life duration for the
health state

DCE+



2, 20%

6, 60%

2, 20%

DCE + duration

DCE + death

No strong
preference

• I think kids understand if it's a question of how long I'm going to live, 
and it is easier for them to wrap their heads around, or safer from an 
ethics perspective.

• In DCE + death, the concept of immediate death is very romantic. If I 
can't have what I want, I'd rather be dead. While DCE + duration 
might be better because there is no option to go with the highly 
romantic thing that might not reflect their true preference.

“

”
• You need that concrete, like the immediate death, to provide a 

concrete idea for a kid in their mind.
“

”
• Both tasks have pros and cons.“

”
Note: Not all respondents gave answers due to the technical nature of this question. Proportions were calculated based on the number of respondents gave answers (N =10).

DCE+



Next steps

Ø Comparing the preferences between adults and children/ 
adolescents 

Ø Testing the feasibility of DCE+ directly on adolescents ( 16-
17 years old)

Ø Searching for a child friendly design for preference 
elicitation 


