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Valuing child and adolescent health: 
a qualitative study on different perspectives 
and priorities taken by the adult general public
Philip A. Powell1* , Donna Rowen1, Oliver Rivero-Arias2, Aki Tsuchiya1,3 and John E. Brazier1 

Abstract 

Background: Quantitative health preference research has shown that different “perspectives”, defined here as who 
is imagined to be experiencing particular health states, impact stated preferences. This qualitative project aimed to 
elucidate this phenomenon, within the context of adults’ valuation of child and adolescent health states.

Methods: Six focus groups with 30 members of the UK adult public were conducted between December 2019 and 
February 2020 and analysed using framework analysis. Each focus group had two stages. First, participants individually 
completed time trade-off tasks and a pairwise task (mirroring a discrete choice experiment without duration) for two 
EQ-5D-Y health states, assuming a series of perspectives: (a) themselves at current age; (b) another adult; (c) 10-year 
old child; (d) themselves as a 10-year old child. Second, a semi-structured discussion explored their responses.

Results: Participants’ views were often heterogeneous, with some common themes. Qualitatively, participants 
expressed a different willingness to trade-off life years for a 10-year old child versus themselves or another adult, and 
this differed by the health profile and child imagined. The same health states were often viewed as having a different 
impact on utility for a 10-year old child than adults. Imagining a 10-year old child is difficult and there is variation in 
who is imagined. Participants found answering based on their own—adult perspective most acceptable. There were 
no strong preferences for prioritising child health over working-age adults’ health.

Conclusions: If an adult sample is used to value child- and adolescent-specific health states it is important to con-
sider the perspective employed. Members of the adult public provide different responses when different perspectives 
are used due to differences in the perceived impact of the same health states. If adults are asked to imagine a child, 
we recommend that sampling is representative for parental status, since this can affect preferences.

Keywords: EQ-5D-Y, Health-related quality of life, Perspective, UK, Qualitative, Valuation exercise, Youth health state 
valuation
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Background
Methodology for measuring and valuing health benefits 

in adult populations is well established [1], including 

detailed guidance from international health regulatory 

agencies, such as the National Institute for Health and 

Care Excellence (NICE) [2] and the Pharmaceutical Ben-

efits Advisory Committee (PBAC) [3]. However, this is 

not the case for measuring and valuing health benefits in 

children and adolescents, where there is a lack of detailed 

guidance [4].

Child and adolescent preference-based measures 

are designed to measure and value the health of young 

people. For example, self-reported EQ-5D-Y-3L is for 

use in children and adolescents aged from 8 to 15 years 

[5–7]. Child- and adolescent-specific preference-based 
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measures differ to adult measures in important ways in 

how they measure health [8]. One crucial difference is 

their value sets for economic evaluation. Methodological 

decisions for the valuation of preference-based measures 

may differ for child and adolescent versus adult measures 

[9]. Important methodological considerations are: whose 

preferences (e.g. adults’ or children’s); what perspective 

(e.g. for yourself or another, such as a child); and which 

elicitation technique (e.g. time trade off [TTO] or dis-

crete choice experiment [DCE]), including (where rel-

evant) methods to anchor onto the 1–0 full health-dead 

scale [4]. Whilst some of these methodological deci-

sions are normative, empirical research can help inform 

the selection of appropriate methods and enable better 

understanding of the impact on the value sets arising 

from different methodological choices.

Preferences for child and adolescent health states can 

be elicited from adolescents or adults (since younger 

children cannot meaningfully complete elicitation tasks 

[10]), and evidence shows that adult and adolescent pref-

erences differ when valuing health states for themselves 

[11–14]. Adult preferences can be argued for based on 

considerations such as: adults (i.e. ≥ 18  years old) rep-

resent the voting and tax-paying public and their views 

should determine allocation of publicly funded health-

care resources; adults are better suited to participate 

in preference elicitation tasks that can be cognitively 

demanding; and it is more ethically acceptable to ask 

adults to choose between hypothetical scenarios involv-

ing death. However, whilst adults may have a greater 

understanding of the tasks, crucially they may not under-

stand or be able to imagine what it is like to experience 

child and adolescent health states and how they impact 

younger individuals (see [4, 15] for a more detailed over-

view of the arguments for and against adult and ado-

lescent preferences). Knowledge of the general public’s 

preferences (who are often the target sample in health 

state valuation studies) on who they think should value 

child and adolescent health states is scarce.

Adult values for child measures can be elicited by dif-

ferent approaches on whose health is valued, namely 

different “perspectives”. These include, but are not lim-

ited to: (a) health state for themselves at their current 

age (i.e. “own—adult”); (b) health state for another adult 

(i.e. “other—adult”); (c) health state for another child at 

a specified age (i.e. “other—child”); and (d) health state 

for themselves as a child at a specified age (i.e. “own—

child”). The choice of perspective can impact on elicited 

preferences [16, 17]. The own—adult perspective can be 

advocated for on the basis that it is comparable with the 

methods used to generate value sets for adult measures. 

However, the health state they are imagining may differ to 

the health state that is being measured in an instrument 

used with children and adolescents. For example, usual 

activities would typically differ by age, and may differ 

in relative importance to the overall utility of the health 

state. Alternatively, adults could be asked to imagine the 

health state in the context of a 10-year old child (other—

child), for example, but potentially it may matter which 

child they imagine (e.g. their own child vs. another child) 

[18]. Adults can also be asked to imagine the health states 

for themselves as a child (own—child), which could be 

prone to recall bias (as they may not accurately recall 

themselves as a child) and could be influenced by their 

views, for example around child health and childhood [4]. 

A deeper understanding of how members of the public 

respond to different perspectives when valuing child and 

adolescent health is of use in contributing to this debate.

Different techniques can be used to elicit preferences, 

but the combination of elicitation technique and per-

spective can affect values. Research using visual analogue 

scales (VAS) found that values elicited using an own—

adult health perspective were higher than values elicited 

using an other—child perspective [16], whereas research 

using TTO found the opposite [17]. TTO asks respond-

ents to trade life years for improved health, whereas VAS 

involves no such trade-off (the same is true of DCE tasks 

where duration is not an attribute), and hence the dif-

ferent results may occur if participants are less willing 

to trade off a child’s life than to trade off their own life. 

However, the reasons for this pattern of responses, and 

how it relates to preferences for prioritising child versus 

adult health, are currently unknown. In particular, often 

studies compare responses between own—adult and 

other—child conditions [16, 17], and so are not able to 

ascertain the degree to which differences are due to the 

subject (i.e. adult vs. child) or perspective (i.e. own vs. 

other) (for an exception see [19]).

Past research has focussed upon quantitative surveys 

examining whether elicited values vary depending on 

methodological decisions, for example by whose prefer-

ences and the perspective used, elicitation technique, 

and the health state classification system [12, 14, 16, 17, 

20]. Whilst it has been established that these methodo-

logical choices impact on values, what has not been more 

widely explored are the reasons why values differ and the 

preferences lay people have for how child and adolescent 

health states should be valued. Given that they collec-

tively bear the costs of healthcare and may benefit (either 

indirectly or directly) from health technologies, under-

standing what the general public think about the different 

approaches used to value health for children and adoles-

cents is of potential value to researchers and decision-

makers. This motivation for public consultation can be 

considered analogous to the “payer perspective” argu-

ment to justify the use of adult general public samples 
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in health state valuation exercises (e.g. [18]) and is con-

sistent with public and patient involvement and engage-

ment initiatives widespread across health research [21]. 

Understanding what the public think about these issues 

can impact on the appropriateness of the methodologi-

cal choices that are made and their acceptability to policy 

makers, and thus can enable researchers to account for 

these factors in valuation study design.

In understanding the public’s views on health state 

valuation for children and adolescents, it may also be of 

value to explore what individual difference factors relate 

to, or underlie, these views. For example, whether paren-

tal status plays a role, and whether wider views around 

child and adult health, including relative prioritisation in 

health resource allocation, relate to variation in the pub-

lic’s opinions on child health valuation.

The aim of this qualitative research is to examine and 

better understand the way that a system of perspectives; 

elicitation technique (TTO and DCE); and wider views 

around child and adult health, including whether either 

should be prioritised in resource allocation, impact on 

the way members of the adult general population value 

child and adolescent health states. The work sought to: 

(1) better understand how perspectives impact on values 

for child and adolescent health states elicited from mem-

bers of the UK adult general population, and (2) under-

stand how values are impacted by general attitudes to 

child and adult health and people’s prioritisation of child 

versus adult health. This is informative for the design of 

future studies valuing child and adolescent health.

Methods
Recruitment and participants

Six focus groups with five members of the general pub-

lic in each (N = 30) were recruited via Accent Market 

Research, Sheffield, UK. Six focus groups are typically 

sufficient to produce reasonable data saturation (with 

up to 90% of themes uncovered, [22]). Recruitment was 

specified to achieve a mixture of gender, age, and whether 

the participants had children aged under 18 years. Infor-

mation sheets and consent forms describing the study 

were given to participants in advance. Participants were 

paid £40, in accordance with standard market research 

rates.

Focus group procedure

The focus groups were held at the University of Shef-

field, in the evening between December 2019 and Feb-

ruary 2020. Upon arrival, participants were greeted by 

a researcher who carried out informed consent proce-

dures. Two experienced researchers (PP and DR), with 

expertise in qualitative research and health state valua-

tion, facilitated the focus groups.

Following an introduction to the focus group, par-

ticipants completed a background questionnaire on 

their gender, age, and whether they had children under 

18  years old, and completed the EQ-5D-Y-3L [5–7] for 

their own health to establish familiarity. One researcher 

(PP) introduced and explained the TTO exercise [23], 

and the other researcher (DR) demonstrated the TTO 

exercise using a visual prop (from the MVH protocol 

[24]). Participants then completed TTO exercises for two 

EQ-5D-Y-3L health states individually, where partici-

pants chose between living in the health state for 10 years 

before dying or living in full health for a shorter amount 

of time, with the latter decreasing in 6 month decrements 

(from 10 to 0 years). Participants then completed a choice 

task formatted to mirror a pairwise DCE without dura-

tion, where participants were asked to choose between 

living in two EQ-5D-Y-3L health states for 10 years before 

they died. Participants completed the TTO and DCE 

tasks four times using a system of “perspectives” (Fig. 1), 

in this order: (a) own—adult; (b) other—adult; (c) other—

child (at 10  years old); (d) own—child (at 10  years old). 

Participants independently completed the valuation exer-

cises, with understanding checked by the researchers. 

Participants were able to ask questions of the researchers 

throughout. All tasks were completed on paper in hard 

copy. An example questionnaire for the own—adult per-

spective is provided in Additional file 1, Appendix A.

When all of the exercises were complete, a semi-struc-

tured discussion on understanding and valuing the health 

of others (of different ages) was facilitated. The discussion 

concentrated on: (1) exploring participants’ understand-

ing and interpretation of the health states; (2) exploring 

Fig. 1 System of “perspectives” and accompanying text used in the study
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differences across the system of perspectives and task; 

and (3) exploring “solutions” (or participants views 

about resource allocation and being informed). A semi-

structured topic guide was produced to guide the dis-

cussion (Additional file 1, Appendix B). The focus group 

was audio-recorded and lasted for an average of 84.8 

(SD = 1.5) minutes, with approximately 50.7 (SD = 3.5) 

minutes on the discussion.

Health states

In order to facilitate the health state valuation exercises 

and explore the influence of perspective, two different 

EQ-5D-Y-3L [5–7] health state profiles were selected 

(labelled “health state A” and “health state B”). These pro-

files consisted of five dimensions of health defined by the 

EQ-5D-Y-3L classification system (mobility; looking after 

myself; doing usual activities; having pain or discomfort; 

and feeling worried, sad or unhappy), with three levels 

of severity (no problems, some problems, a lot of prob-

lems), represented by digits 1–3. One health state was 

more aligned to mental health and the other to physical 

health to enable discussion on the impact of mental ver-

sus physical health on valuation using lay terms, though 

it is acknowledged these are simplifications. To explore 

the effect of severity, the first three focus groups received 

moderate health states (EQ-5D-Y profiles 11223 and 

22311) and the last three focus groups received more 

severe health states (EQ-5D-Y profiles 11333 and 33311). 

The health states are presented in Fig. 2.

Analysis

The sociodemographic and health characteristics of par-

ticipants were summarised. Responses to the TTO and 

DCE tasks were summarised, but not assessed statisti-

cally due to the sample size.

The discussion element of the focus groups was tran-

scribed verbatim for analysis and checked for errors. The 

transcripts were analysed using framework analysis [25], 

in six stages [26]:

1) Familiarisation Two researchers (PP and DR) inde-

pendently read and re-read the transcripts, while lis-

tening to the audio recordings, to increase familiarity 

with the data.

2) Coding Two researchers (PP and DR) independently 

assigned codes (i.e. summary labels) to 50% of the 

transcripts in hard copy using the margins. Coding 

was informed by a priori themes included in the topic 

guide (Additional file  1, Appendix B) and emerging 

themes from the data.

3) Developing the framework The researchers (PP and 

DR) met to discuss their coding and consensus was 

reached on a provisional analytic framework featur-

ing a set of codes, grouped within draft categories. 

The primary researcher (PP) then applied the draft 

framework to the remaining transcripts, while not-

Fig. 2 EQ-5D-Y-3L health states included in the focus groups, worded for own—adult perspective
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ing any new codes or ideas that emerged. The second 

researcher (DR) read the remaining transcripts and 

coded any new themes. The two researchers (PP and 

DR) met to discuss and refine the draft framework 

and its fit to the data, before agreeing upon a final 

framework.

4) Indexing The final framework was applied (indexed) 

on fresh versions of the transcripts by the primary 

researcher (PP), using Nvivo v12 (QSR International 

Pty Ltd., 2018). The second researcher (DR) checked 

two randomly selected manuscripts for agreement 

with indexing. Three themes that had a low level of 

coverage in the data (less than five separate instances) 

were merged with other related themes.

5) Charting Microsoft Excel was used to summarise the 

indexed data in a matrix, with one row per code, and 

one column per participant, with a separate sheet for 

each category. Each cell in the matrix was then popu-

lated using verbatim data from the transcripts.

6) Interpretation All researchers met to discuss and 

agree on the final interpretation of the data, includ-

ing descriptive memos for each of the themes, codes 

contained within each category, and supporting data 

(including disconfirming cases).

This research received ethical approval from the corre-

sponding author’s host research institution.

Results
Sample characteristics

Each of the six focus groups consisted of five participants, 

with no no-shows. Of the 30 participants, 17 were male 

and 16 had children under 18 years old. Participants’ ages 

ranged from 18 to 69  years (M = 44.4, SD = 14.4). Each 

focus group involved participants with a range of age, 

gender, and current parental status. EQ-5D-Y responses 

to the dimensions varied and no participants reported 

having a lot of problems in any dimension. The percent-

age of participants reporting some problems was 16.7% 

for mobility; 0% for looking after myself; 23.3% for doing 

usual activities; 60% for pain or discomfort; and 36.7% for 

feeling worried, sad or unhappy.

The TTO and DCE results reveal some patterns that 

are useful when interpreted alongside the qualitative 

findings. First, in both tasks, participants typically pre-

ferred the “physical health” state (states 22311 and 33311) 

over the “mental health” state (states 11223 and 11333), 

with one exception (own—adult perspective, DCE, severe 

health states). Second, in the TTO tasks, participants 

were generally willing to trade more life years to avoid 

more severe health states, with two exceptions (own—

child perspective, mental health state; other—child per-

spective, physical health state). Third, within-group mean 

TTO values fluctuated by perspective, with participants 

least willing to trade off life years within each health state 

for the other—child perspective, and particularly so in a 

physical than mental health state.

Qualitative results

Twenty-seven themes emerged from the framework 

analysis, categorised within eight categories that mapped 

onto the three superordinate topics of interest outlined 

in the topic guide: (1) interpreting the health states; (2) 

differences by perspective and task; and (3) exploring 

participants’ views about resource allocation and being 

informed. The themes are graphically outlined in Fig.  3 

and their data coverage is summarised in Additional 

file 1, Appendix C. The analysis showed good saturation, 

with no new themes first indexed in the final two focus 

groups (and only one in the latter three focus groups; 

see data saturation table in Additional file  1, Appendix 

D). While discussed separately, many of the themes are 

likely to be interrelated, with bidirectional relationships 

with one another. Unless otherwise indicated, results 

are synthesised and the discussion is applicable for all 

perspectives.

Topic 1: interpreting the health states

Category 1: understanding health states Ease of imagin-

ing health states Participants differed in the extent they 

found the health states easy to imagine. Most found it 

difficult, stating that they did not actually say what was 

the matter (e.g. backache) and would have benefited from 

more concrete information: “…with them health states 

you gave. It’s. It’s kind of quantifying or putting a bit more 

substance to those and understanding what the problem 

is a bit more.” (Participant 2 [P2], Focus Group 3 [FG3]). 

Those who found the states easier to imagine typically had 

some prior experience of them, either personally or via 

people they knew.

Implausible combinations Some participants struggled 

with a realistic imagining of the combinations of pro-

posed levels of the health state dimensions, noting that 

if they were not mobile or able to wash and dress them-

selves then they would also be unhappy: “I kind of find B 

more not believable, because of the ‘I’m not worried, sad, 

or unhappy’. If you kinda can’t do much of that above, 

you’re gonna be a bit sad and unhappy somewhere surely.” 

(P1, FG1). This implausibility also had an impact on the 

perceived severity of health states, with participants 

stating, for example, that severe pain can’t be that bad 

because they could still walk around. Further ambigu-

ity arose in the interpretation of “usual activities”, which 

could incorporate walking.

Interpretation of health state severity There were differ-

ences of opinion in the interpretation of the health state 
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dimension levels and their severity. Participants did not 

like the use of vague quantifiers and wanted more exam-

ples indicating how severe the problems were: “Erm, like 

you’ve got ‘some’ so what, what does ‘some’ mean? What’s 

that equate to?” (P3, FG3). Participants differed in the 

extent they perceived the health state as severe and this 

impacted their decisions. As expected, the first three 

focus groups typically interpreted the health states as 

being less severe than the latter three focus groups.

Anticipated change or adaptation Despite the task 

instructions, a common idea was the health states could, 

or would, change over the 10-year period. This could 

be through directly treating the problem or adapting 

to it: “You know, like you don’t ever see people moaning 

and things like that, so you can adapt your life like that.” 

(P4, FG1). Further, there were differences in anticipated 

change as a function of health state dimension, with pain 

for example seen as controllable with medication, and 

mental health seen as harder to change.

Drawing on personal experience Participants frequently 

drew on personal experience, both to help them under-

stand the health states and inform their decisions. Expe-

rience ranged from that of themselves, close others, and 

people they knew, to professional roles (e.g. working in 

special needs education): “I’ve got experience with special 

needs children in some special schools (…) even though 

they’ve got a certain disability, they still live virtually a 

full life and enjoying it like any other.” The experience 

mentioned was frequently of older family members in 

ill health. In drawing on personal experience, the par-

ticipants often related the health state descriptions to 

known medical conditions, such as dementia or anxiety 

disorders.

Individual characteristics It was acknowledged that 

individual differences may play a systematic role in how 

people responded to the health states and the decision 

tasks. This included age of the respondent, whether they 

had children, and their personality or coping styles: “I 

think if you’re in that age bracket then you’d see it differ-

ently.” (P3, FG5).

Category 2: Relative importance of health state dimen-

sions Mental versus physical health Much of the dis-

cussion around the health states involved a comparison 

between problems related to mental versus physical 

health. Many participants viewed dimensions that they 

related to mental health as more important in consider-

ing the severity or impact of the health state than the 

Fig. 3 Thematic framework. Notes. Themes are likely to have bi-directional relationships (not visualised on the diagram)
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physical health dimensions. This related to the theme of 

giving people a life worth living and minimising suffer-

ing. This was true of themselves and imagined others, 

including children: “And the way I was looking at this 

was not the physical, it’s the mental (P3: torture) which 

then. Yeah.” (P1, FG6). However, there was a non-triv-

ial minority of people who saw physical health as more 

important, who also tended to lead active lives.

Importance of individual dimensions In addition to 

the debate over mental and physical health, frequently 

participants focused on a particular dimension within 

a health state, such as one aspect of being worried, sad 

or unhappy: “It was the very worried bit (…) Everybody’s 

a bit sad and down for various reasons throughout life 

but the very worried bit sort of if you’re worrying all the 

time.” (P2, FG1).

Category 3: Consequences of ill health Impacting activ-

ities A consequence of ill health that was mentioned by 

a subset of participants was the impact of ill health on 

being “active”, and doing activities that they currently 

derived fulfilment from: “…myself and the family as a 

whole, we’re all really active and that I think, that would 

be something that I would struggle to come to terms with 

not being able to do the things that I’m used to doing.” 

(P2, FG4).

Impacting others When considering the health states 

(from multiple perspectives), participants frequently 

thought about the impact of ill health beyond the per-

son experiencing it. In particular, this included the 

effect on family members and close others. A strong 

trend was the concept of retaining independence and 

not burdening others, particularly loved ones: “…I also 

don’t want to burden her with, you know, looking after 

me because I’ve lived that myself, do you know what I 

mean?” (P3, FG6). When thinking about the effects of 

ill health on children, some participants emphasised 

that children and adults are linked via family units and 

so they thought about the impact on both. Some par-

ticipants indicated that they would be prepared to live 

in ill health to be around for others (e.g. to look after 

their own children): “I would be pretty much willing to 

put up with any kind of ill health to be around for my 

kids.” (P5, FG4).

Maintaining dignity An important consequence of 

ill health for some participants was maintaining dig-

nity. This included, for example, feeling embarrassed in 

having others, including loved ones, looking after one-

self physically: “…it is down to dignity, I wouldn’t have 

wanted my, me partner, I thought about her and me 

kids, I wouldn’t want them to see me like that (…) you 

don’t want your kids washing or bathing you, do you?” 

(P2, FG5).

Topic 2: Differences by perspective and task

Category 4: Perceived differences between adults and chil-

dren Generational differences One theme raised by 

participants was generational differences in relation to 

ill health. This included a perceived worse ability to cope 

with mental health issues and stress in the younger gen-

eration: “They’re a bit fluffier now aren’t they (P1: snow-

flakes), do you know what I mean? That’s how it’s changed!” 

(P4, FG1). Furthermore, a few participants referred to the 

greater availability of support and assistive technology for 

people experiencing ill health now, compared to in the 

past. This discussion was relevant to the perspective of 

participants thinking about themselves as a 10  year old 

and whether this was framed as now or in the past.

Child versus adult ill health A significant proportion 

of the discussion centred on the perceived difference 

between child and adult experiences of ill health. Many 

participants assumed that the 10-year old child had been 

born with the health condition, rather than acquired it, 

though the reverse was seen as more likely for the other 

adult: “Because I thought, you know, at 10  year old you 

wouldn’t know any different, if you couldn’t walk you, you 

know, that has always been something that’s kind of been 

there (yeah) ant it?” (P3, FG6). Participants disagreed on 

whether the health states were worse, just as bad, or bet-

ter for children to live through than adults. Some par-

ticipants thought that the states of ill health might be 

worse for children, and reasons provided included that 

they thought an adult had greater capacity to deal with 

ill health, that they did not like to see a child unhappy, 

that the physical implications would be greater given that 

children are typically more active, and that children were 

more vulnerable: “State B is probably worse for children 

just because of that timeframe (…) Adults have already 

had the time to experience things like. Well, a, a healthy 

childhood, whereas the children haven’t.” (P4, FG2). In 

contrast, other participants stated that ill health was 

worse for adults and described children as being more 

resilient and just getting on with it despite ill health: “I 

worked with children with special needs and the ability 

is far better than an adult to overcome these things. They 

stay a lot more cheerful.” (P2, FG1). Other arguments for 

this position included that children have existing support 

unlike adults, particularly within their family, that there 

is more stigma around adult mental ill health, and that 

adults have more responsibilities including caring for 

children.

Willingness to trade for children On the whole, par-

ticipants were generally less willing to trade life years for 

children than adults: “When it came to the child I found 

that quite hard. Erm, and I, I put that they should live for 

the 10 years regardless for everything.” (P2, FG1). This was 

particularly the case for physical states of ill health and 
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less so for problems in the dimensions of worried, sad, or 

unhappy and pain or discomfort (the mental health state) 

were perceived as severe enough. The latter was moti-

vated by a desire to minimise suffering for the child: “I 

think I did shorten their life (laughs). Because you think 

(laughs), and I’ve got two kids and that’s awful (laughs). 

But I think the thought of a chi, you know the thought of 

that of being, saying you were constantly in hospital and 

they were miserable and they were really struggling and 

they were in a huge amount of pain.” (P6, FG4).

Category 5: Considerations when deciding for others Put-

ting self in others’ shoes When deciding for others, par-

ticipants described an empathic process of attempting to 

put themselves in others’ shoes, and using that to decide 

what the other adult or child might want. Participants also 

discussed the difficulties of putting themselves in others’ 

shoes in some cases: “I think for me, I put myself in the, in 

the child shoes and I think if you ask any child would they 

take any health state over living for a shorter period.” (P2, 

FG4).

Deciding for self versus others Some participants treated 

others, and particularly other adults, like themselves, 

giving the same answers. Other participants stated that 

they knew what they could put up with, and thus they 

were more willing to either trade life years or “put up 

with” health states, depending on their preferences: “I 

was thinking there is only so long I’d be able to put up 

with it before that’d be it, I’d have had enough personally. 

Whereas another human being it would just be difficult to 

see their life end.” (P5, FG6). Participants noted a conflict 

between what they wanted and what they thought other 

people would want for themselves, including a desire to 

keep close others alive: “…it’s selfish because you want 

them to still stay. So you’ll be like you know in any state I 

want to keep them. But then, them probably thinking (…) 

same as us, you know, I’d rather have like 6 months of full 

health than 10 years in a state like that.” (P1, FG5). Ulti-

mately, participants felt most happy in researchers using 

answers from the own—adult perspective.

Who is imagined There were marked differences in who 

participants imagined when doing the valuation tasks in 

different perspectives, and this was raised as a key fac-

tor in motivating decision-making. Often people thought 

about another family member, including children. For the 

other adult, it was often an older family member: “I think 

on that one as well it depends who you’d got kind of in 

mind. I were kind, for myself, I were picturing like me nan-

nan or someone like that.” (P5, FG5). Participants who 

were parents noted that they may respond differently 

due to thinking about their own children (vs. others): 

“But then again, well, it depends, is it your child? Cause 

I think  that would be a different response to somebody 

else’s child.” (P1, FG4). One person took a wider perspec-

tive (for another adult) of the whole of society. Partici-

pants were open that their answers would be different if 

they thought about someone else, and a few participants 

were explicit about wanting to prioritise their own family 

above others.

Difficulty playing God Participants often expressed that 

they found the topic of deciding for others difficult, with 

a particular emotional impact of thinking about children 

(suffering) in ill health. Frequently, participants would 

prefer to make no decision than to make a call about 

shortening the lives of others, or ’playing God’: “It’s like 

playing God in’t it? I mean how these people do that I 

don’t…” (P2, FG1).

Taking age into account When thinking about other 

perspectives, some of the participants thought very care-

fully about the age of the person imagined in that sce-

nario, thinking about their life stage, how much to trade, 

at what age they would die, and what they would be doing 

during that period of life: “I started doing it well if, if the 

child dies when they are 17, let’s say. Is that better than 

them dying when they are 10?” (P4, FG2). It was noted 

that age was specified for the child, but not the other—

adult perspective. Participants had some debate whether 

their view may be different for a child of a different age 

(e.g. 15).

Giving people a life worth living A common theme was 

wanting to minimise the suffering of others, especially 

children, and give people a life worth living: “I don’t want 

to see anyone suffer” (P5, FG6). This was a key factor in 

decision-making. Participants generally felt that being 

worried, sad, or unhappy, and/or in pain the mental 

health state represented a greater state of suffering than 

the other health dimensions. This desire to minimise suf-

fering counteracted participants’ unwillingness to trade 

life years for others, especially for children: “I wouldn’t 

want a child to be in pain, and worried or sad or unhappy, 

I wouldn’t want that” (P1, FG4).

Category 6: Views on  elicitation technique Prefer DCE 

or TTO Participants were split on whether they preferred 

doing the TTO or DCE tasks. Arguments for the DCE was 

that it was easier and less complicated and did not involve 

“gambling with someone’s life”: “The last question is the 

easiest because it is either one or the other there are no 

grey areas.” (P1, FG6). Arguments for the TTO was the 

increased granularity that enabled them to provide more 

detailed information (i.e. cardinal rather than ordinal 

preferences): “I think the first one as well, I think there’s 

just more context to it (…) it’s not 10  years with that or 

nothing.” (P5, FG5).

Perspective changes within task The perspective taken 

had a potential differential effect on the TTO and DCE 
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tasks, with participants viewing their responses as being 

more stable in the DCE tasks than the TTO tasks across 

different perspectives: “So I think that for me, A and B 

[DCE], I’ve been resolute throughout. I have always known 

the answer. Whereas with these ones [TTO] it’s, er, yeah.” 

(P4, FG2). Some people were non-traders on the TTO 

and thus their TTO utilities did not differ by perspective.

Topic 3: Exploring participants’ views about resource 

allocation and being informed

Category 7: Prioritising healthcare Prioritising by age 

The idea of prioritising healthcare or healthcare funding 

by age was mixed. While many would prioritise children 

over adults to receive the same gain in length and qual-

ity of life from healthcare, particularly if it was a forced 

choice, other participants pushed back against this, and 

some thought that ill health, or an earlier death, is worse 

for adults and so would prioritise them over children: 

“You’d help a child more than you would help an adult, 

wouldn’t yer? Especially a 10  year old child.” (P3, FG4); 

“I think that would be my reasoning behind the adult they 

have got probably (…) more of a family that would poten-

tially be impacted.” (P1, FG4). An alternative, common 

preference was that neither children nor adults should be 

prioritised, rather that there should be ‘equal’ treatment 

regardless of age, need, or any other factors: “And that’s 

not what NHS is about is it? It is about non-discrimina-

tory treatment for anybody, and that has, that has to be 

start don’t it, for me.” (P2, FG5). When considering pri-

oritising by age, perhaps the strongest trend, advocated 

by many participants, was a “fair innings” argument [27]. 

Participants were much more willing to prioritise younger 

people against the elderly (e.g., aged 70 or 80 years and 

above): “I would pick a child over an older person cause 

I think they’ve had 70 years. And that’s quite a long, you 

know, if you get to 70 I think, you’re doing quite well (P3: A 

‘good innings’ is what we say).” (P4, FG3).

Prioritising by other criteria Participants often brought 

up other criteria that may be used to prioritise treatment 

over and above, or instead, of age. This included prior-

itising those who would most benefit, resultant quality of 

life, or other criteria, such as responsibility for the illness, 

the patients’ contribution to society, or how long the 

patient has been waiting for treatment: “The only thing 

that would change my, like make me decide either way is 

quality of life (…) if they had a rubbish quality of life, that 

would be my deciding factor.” (P3, FG1).

Case-by-case decision A few participants did not want 

to decide on prioritising healthcare without more infor-

mation. They said that they could not apply a blanket rule 

and would rather make case-by-case decisions: “I think 

each decision would be on, on a case by case. It’d have to 

be because you couldn’t, you couldn’t generalise something 

like that.” (P4, FG1).

Category 8: Being informed Knowing who is in ill health 

Participants struggled with the idea of wanting to know 

whether or not the health state was describing that of a 

child and that the results of the tasks were being used to 

generate values for child and adolescent health states. 

Arguments for knowing were that it would make responses 

more accurate and people have a right to know: “…obvi-

ously my answers were different, so. Just for the hypotheti-

cal, you know, put yourself in that situation I think you 

do need to know.” (P4, FG4). Arguments against knowing 

included that whom participants would be thinking about 

would vary, and that knowing it referred to a child could 

unduly influence responses due to emotion and bias.

Changing responses following discussion Some par-

ticipants stated that they would want to change their 

responses following the group discussion: “…now that 

we’ve had a discussion, I, I might! I might change it. Cause 

I, I probably hadn’t looked at the depression part. Er, and 

give it as much importance.” (P5, FG2). This raises the 

issue of the power of deliberation prior to responding 

and casts doubt over the stability of participants “stated 

preferences”, raising methodological questions.

Discussion
This paper has presented findings from six focus groups 

conducted with a sample of the UK adult general popula-

tion examining the impact of a system of “perspectives” 

and elicitation technique on their preferences for child 

and adolescent health states. We find that members of 

the adult general population provide different responses 

when different perspectives are used due to differences 

in the perceived impact on utility. Our findings further 

demonstrate that imagining and responding for oth-

ers, particularly a 10-year old child, is difficult and there 

is variation in who is imagined. Overall, we did not find 

support for prioritising child health over working-age 

adult health, though there was some support for a “fair 

innings” argument.

In this sample and elicitation exercises used, problems 

in dimensions associated with mental health (worried, 

sad, or unhappy; pain or discomfort) were often, but not 

always, viewed as worse by participants than problems 

in dimensions associated with physical health (mobil-

ity, self-care), especially for children. This is consistent 

with emerging findings from EQ-5D-Y valuation stud-

ies, whereby the former two dimensions received higher 

weights than the latter [28]. These preferences interacted 

with participants’ willingness to trade life years for chil-

dren. That is, while many participants were unwilling to 

shorten the lives of children (than their own life or that 
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of another adult), they indicated that they were more pre-

pared to do so if the health state was perceived as severe 

enough that the child was “suffering”. Greater suffering in 

this instance was viewed as having higher levels of worry, 

sadness, or unhappiness and/or being in pain. The impli-

cation of this is that an unwillingness to trade-off survival 

for children is not absolute, but may depend on the rela-

tive dimension levels and perceived severity of the health 

profile by participants.

The study provides evidence around how participants 

approach the elicitation tasks, and reinforces concern 

communicated elsewhere around interpretation, where 

participants expressed misunderstanding that the health 

states could change due to medication or health tech-

nologies, or, for example, replacing one’s usual activities 

with different activities [29]. Of concern is that respond-

ents effectively changed dimensions that they viewed as 

implausible in combination with other dimensions. This 

raises concern over the extent to which participants in 

elicitation tasks are actually valuing the same health state 

as described.

A key factor that affected interpretation of the health 

states and decision-making was participants’ personal 

experience. Those participants who reported finding the 

health states easier to imagine were those with some 

experience of it, either directly or vicariously. When 

answering for other people, participants found it easier, 

and were more comfortable, responding to the valuation 

tasks if they had been exposed to other people with simi-

lar health problems (or related experiences).

Participants viewed ill health as different for adults 

and children, even when described with the same health 

profiles. The study raised a novel finding that some par-

ticipants regarded the health state from the other—child 

perspective as ill health that had been apparent from 

birth, whereas for the adult perspectives they viewed this 

as a change from their normal health, and that this had 

different implications for perceived adaptation and abil-

ity to cope. Another key finding is that participants com-

monly raised the view that children were more resilient 

and had an existing support network unlike that of adults, 

and hence ill health may not have as large an impact on 

the child as for an adult, though the opposing view was 

also raised. Similar heterogeneous findings have been 

reported elsewhere [30]. There was disagreement around 

whether ill health had more or less impact on utility for 

children than adults, and this may contribute to at least 

some of the differences in utilities elicited using different 

perspectives in large scale surveys, depending upon the 

sample characteristics.

Our results indicate that there was minimal consensus 

around whether participants thought that adult partici-

pants valuing child and adolescent health states should 

be told whether the health state is experienced by, or will 

impact resource allocation decisions for, children. How-

ever, it was raised that the use of the child perspective 

and hence knowing that the state was for a child meant 

that the preferences that were elicited could potentially 

include emotion and bias. Methodologically, it is a point 

of normative debate over whether health state values 

should only reflect the severity of the health state (as per-

ceived by participants) for the person experiencing that 

state (see for example [31]), or whether they should also 

reflect participants’ perceptions, emotional reactions, or 

wider societal views that may go beyond the perceived 

severity of that state. Accordingly, the degree to which 

switching from an adult to child perspective alters the 

emotion and breadth of information involved in the valu-

ation process, and thus alters participant decision-mak-

ing, is an interesting avenue for future enquiry.

It was also raised throughout the focus groups that 

people did not all imagine or think about the same per-

son in the health state when considering the “other” per-

spectives. Regarding the child, some thought about their 

own child or a child in their family; others thought about 

children they had experience with, particularly in ill 

health; and others thought about a hypothetical child. For 

another adult, many participants thought about an older 

family member, particularly one who had experienced ill 

health. Further, participants’ also imagined the impact 

of ill health on a person’s extended social circle, which 

would differ depending on who was imagined. The impli-

cation of this is that taking the perspective of others with-

out specifying who this other adult is (e.g. “somebody like 

you”, “an average citizen”, etc.) may introduce additional 

heterogeneity in elicited preferences, and further that the 

impact will differ across participants, depending on who 

is imagined, for example, as a function of parental status 

or prior experiences with people in ill health. Indeed, 

it has been found elsewhere [32] that parental status 

impacts on preferences for adult health states (valued for 

themselves, i.e. own—adult), and hence it may be that 

this is a factor that should be taken into account in all val-

uation studies. Furthermore, if the goal is to standardise 

who participants’ think about when using perspectives of 

others in elicitation tasks, then a more detailed specifica-

tion of who that is needs to be provided.

Further difficulties were noted with taking the perspec-

tive of others, and this is important to note since many 

studies compare utilities elicited using the own—adult 

and other—child perspective without noting that this 

involves a change from own to other and a change from 

adult to child (for an exception see [19]). Whilst some 

participants made the same decision for another adult 

as they made for themselves, other participants made a 

different decision because they were less willing to trade 
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life-years for the other adult as they imagined the other 

adult was a close family member and they wanted the 

other adult alive due to their relationship with them. 

Many participants raised that they felt uncomfortable 

‘playing God’ and making decisions on behalf of another, 

whether that other is a child or another adult. Some par-

ticipants felt that the use of any other perspective—child 

or adult—meant that they would not trade years of life in 

the same way as they would for themselves, since they felt 

more comfortable about saying what they would prefer 

for themselves but not what they would prefer for others. 

This is consistent with recent studies, including a survey 

finding that adults were more willing to trade life years 

for themselves than for their child or elderly parent [19, 

33].

The perspective of themselves as a child raised the 

issue around whether they were living now or in the time 

period when they were a child, citing that this would 

make a difference since technology and society may be 

different now meaning that the impact on their lives 

would differ. Participants expressed that this was an odd 

question to ask.

Our results indicate that the use of own—adult per-

spective in health state valuation studies (with adults 

valuing child and adolescent health states for them-

selves) makes the elicited preferences more likely to be 

independent from participants’ parental status or prior 

experience and emotional investment with children in ill 

health. However, it should be noted that preferences for 

own health, and hence valuation studies using the own—

adult perspective, may be impacted by consideration 

upon the impact and burden on others (see for exam-

ple [34]). Participants found that taking another per-

spective, and particularly the other—child perspective, 

meant that the decision was more difficult (also found 

elsewhere [35]) and that their answers may include emo-

tion and inclusion of other factors, confounded by whom 

the participants imagined was in those health states. The 

choice of which perspective, given this, remains a norma-

tive decision that should take into account the applica-

tion of the elicited values to inform resource allocation 

decisions.

Our findings are of relevance for the valuation of 

generic child- and adolescent-specific measures such 

as CHU9D [36] and EQ-5D-Y-3L [5, 6, 37] and EQ-

5D-Y-5L [38], but also for the valuation of vignettes for 

children and adolescents [39] and condition-specific 

preference-based measures developed for use in children 

and adolescents [40]. Our findings have implications for 

the international valuation protocol of the EQ-5D-Y-

3L [41] that recommends the elicitation of preferences 

(using DCE with no duration attribute and TTO) based 

on a child perspective of a 10  year old child, phrased 

as “considering your views for a 10-year old child”. Our 

results indicate that the values generated using this pro-

tocol may be heterogeneous due to differences in whom 

the participants valuing the health states imagine and 

that the results may be impacted by the composition of 

the sample, in particular, with regard to the proportion 

of parents of children aged below 18 [32]. Further, the 

findings imply that valuation is likely to change if under-

taken using an adolescent perspective instead of a child 

perspective (or for a child of a different age), though fur-

ther research on this issue is recommended. Ultimately, 

this study is one source of evidence that can be consid-

ered by researchers alongside other sources in making 

informed decisions for the valuation protocol of a child 

health measure.

The study found that many participants did not think 

children should be prioritised in healthcare resource allo-

cation over working-age adults, and whilst there was no 

consensus, many participants stated that equal prioritisa-

tion should be given to all regardless of age. This is con-

sistent with the ‘A QALY is A QALY is A QALY’ view that 

is usually taken to inform healthcare resource allocation 

decisions and that applies the same threshold to assess 

whether a new treatment is recommended for use for 

either children or adults. However, this may be contrary 

to some decisions that are made in healthcare [42] and to 

a recent general population survey [43]. Indeed, support 

was found a “fair innings” argument; many participants 

thought that a younger person should be prioritised over 

an elderly person (e.g. 70 years plus) for healthcare in a 

forced choice scenario, even with the gain fixed.

Limitations
Study limitations include that the sample was localised 

and may suffer from a lack of breadth, meaning that 

whilst we reached saturation in the data that was col-

lected, it is possible that not all potential themes were 

raised in our focus groups. However, the sample was pur-

posively recruited to have a mix of gender, age, ethnic-

ity, parental status and education. Our sample had more 

health problems in pain or discomfort and being worried, 

sad or unhappy than other dimensions, but this is normal 

in nationally representative samples [44].

Also of note is that the exercises were paper-based and 

conducted individually in a group setting, and this dif-

fers to many valuation studies that elicit preferences on 

a one-on-one basis using a computer-assisted personal 

interview. The perspectives were completed in a fixed 

order and so we cannot discount the potential influence 

of an “order effect” on some of our findings, although this 

is more likely to be relevant to the quantitative than qual-

itative data. Further, we cannot rule out the possibility 

that some of the themes emerging from this analysis were 
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due to methodological choices made by the researchers, 

including the use of dichotomised health states aligned 

to mental versus physical health problems; not specify-

ing an age for the other—adult perspective; and not fol-

lowing a full interview protocol in the example valuation 

exercises, including not presenting the TTO valuation 

task for states worse than dead. The latter may also have 

impacted on the quantitative results presented in Table 1.

Another study limitation is that the semi-structured 

discussion around the prioritisation of adult versus 

child health did not involve full systematic considera-

tion of opportunity cost and cost-effectiveness analysis 

arguments, but was based upon a lay discussion of par-

ticipants’ views. It could also be argued that the focus 

group methodology has led to some of the themes being 

discussed more generally than facilitating a systematic, 

point-by-point comparison across each perspective, 

which may be achieved with an alternative method (e.g. 

think-aloud interviews). Further research is encouraged 

exploring these and related issues.

Conclusions
In conclusion, our findings reinforce that if an adult 

sample is used to value child- and adolescent-specific 

health states it is important to consider methodologi-

cally the impact of the perspective that is used. Whilst 

choice of perspective is a normative issue, its impact on 

utility values must be taken into account in making deci-

sions about perspective, as members of the adult general 

population provide different responses when different 

perspectives are used due to differences in the perceived 

impact on utility. Our findings highlight that imagining 

a 10-year old child is difficult and there is variation in 

who is imagined by participants. The dimensions being 

valued may also be relevant, as in our study adults were 

more willing to give up similar life years for children as 

adults in  situations involving mental suffering and pain. 

If adults are asked to imagine a child we recommend that 

sampling is representative for parental status of children 

aged below 18, since this can impact on preferences. 

The choice of the age of the child to choose should also 

involve consideration since some participants will think 

of the exact age of the child and transitional life stages 

(e.g. 8 years until a 10 year old becomes an adult). Over-

all, we did not find support for prioritising child health 

over working-age adult health, but there was support for 

a “fair innings” argument.
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states (n = 15)

Mean (SD)
TTO value

% DCE 
choosing 
each state

Mean (SD)
TTO value

% DCE 
choosing 
each state

State A

State 11223 State 11333

Own—adult 0.73 (0.25) 26.7 0.55 (0.28) 60.0

Other—adult 0.69 (0.32) 26.7 0.59 (0.25) 26.7

Other—child 0.74 (0.23) 40.0 0.69 (0.26) 6.7

Own – child 0.63 (0.31) 46.7 0.67 (0.27) 20

State B

State 22311 State 33311
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Other—adult 0.78 (0.29) 73.3 0.65 (0.31) 73.3

Other—child 0.80 (0.23) 60.0 0.87 (0.21) 93.3

Own—child 0.72 (0.28) 53.3 0.67 (0.32) 80
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