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Abstract

Background: The emerging role of genomically-guided precision medicine in pediatric cancer care

1

presents significant clinical, practical and ethical challenges. We investigated the factors that

influence ing in genomic medicine from the perspective of different stakeholders in the

context’)f icult-to-treat childhood cancer.

[]

Methods: Wealthcare providers (HCPs), parents of childhood cancer survivors and general

C

community members completed an online discrete choice experiment survey. Respondents

S

considere t®r to recommend (HCPs) or choose (parents/community) a genomically-guided

approach to pediafiic cancer treatment. Respondents completed 8 choice questions varying by:

b

survival be gnosis, likelihood of finding a target, quality of life (QoL), HCP/parent

N

preferenc r biopsy, cost and who pays. Data were analyzed using a probability regression

model, witf fi expressed as relative importance, stated importance, and marginal willingness

d

to pay (

M

Results; Ps, 130 parents and 531 community members participated. The probability of

recommending/choosing genomically-guided treatment increased significantly with better

[

prognosis, enefit, improvements in Qol, and decision-making partner support. It decreased

with increz @ s and if parents paid for treatment. HCPs were more responsive to all factors but

were most j d by survival outcomes, parents and community members by QoL. In contrast to

1

these fi preference results, HCPs stated they were most influenced by QoL and

L

community*members by survival.

AU
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Conclusion: Our findings support the primacy of QoL in genomic decision-making, with some

differences across stakeholders in the other factors influencing decision-making. These findings

t

P

emphasize the need for high quality information-giving and communication to support genomic

medicine ¢

Cri

Introduc

5

Despite sig provement in survival rates, childhood cancer remains a leading cause of death

in children”. Whileéfsome pediatric cancers are highly curable, survival rates for many others remain

U

low, especia disease relapse®. Whole genomic technology such as next generation

n

sequencin Ids the hope that individualized analysis of a child’s tumour may improve their

survival thgou ection of novel targeted therapy (precision medicine), especially in

a

relapse cancers. However, the emerging precision medicine approach to treatment

selection has li ions due to relatively low rates of actionable targets in many pediatric tumours®,

11

high ra s of unknown significance®’ and the complexities of managing additional

findings th@ may have implications for other cancer risk or familial risk.**> Moreover, if novel

£

therapeutic rgets are identified, their efficacy or safety in the pediatric setting may be

O

unknown, ay not be accessible due to cost.’ The precision analysis of a tumor is also highly

complex afd may be challenging for parents and patients to understand, especially in stressful

g

circums ing it difficult to provide truly informed consent.®’ Thus, the emerging role of

{

precision in the clinical setting presents significant clinical, practical and ethical challenges

U

to address.”

A
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Understanding parent and healthcare provider (HCP) preferences for genomically informed
treatment is an important step in attempting to address these challenges. However, there are only a

1013 Broader research, examining parental

small num stu ies investigating these preferences.
decision-m treatment options for their child with cancer, indicates parents are

influenced y numerous factors including: the child’s prognosis and quality of life (QoL), the impact

of treatme e family, as well as cost and funding considerations.’®!” Several studies have
highlighte se factors influence HCPs and parents differently. For example, compared to

oncologlst p report more hope'® and optimism™®* for their child’s survival and may
preferenc ng cancer-directed therapy despite knowing cure is not possible.”* Oncologists
may not o dlfferent views from parents on a child’s prognosis but may be more influenced

by differe spects of a child and family’s QoL when considering treatment options.*®** %

While the mfluence of these factors is not yet well understood, quantifying their influence

can be clinical and ethical decision-making at the individual level, particularly given the

complexities rmed consent processes and parent expectations of genomics." Further, broader
community views on the use of genomic medicine in childhood cancers can potentially inform

healthcare!riorities and decisions regarding resource allocation®®, particularly since, within a

publicly furOlth care system, the general community can be considered the funders.

One way to the factors influencing decision-making is through the use of discrete choice
expermﬁapphed widely in the field of health services research, including clinical
genetics. ? l DCEs are a means of comparing alternative service models or treatment options

(“profiles”) descnSd by their key characteristics (“attributes”) thought to influence decision-

maklngqal or QolL. Systematically varying the combinations of attributes produces
5
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different profiles, over which respondents state their preferences over repeated questions. The
choices individuals make allow their preferences between attributes to be quantified.?® Moreover,
their prefetn are informative in understanding what may be considered socially acceptable

benchmar ent participation.

I I
We report@n a DCE aimed at empirically investigating the factors influencing decision-making in

genomicallg§Fgui medicine by oncology HCPs, parents of children treated for cancer and the

GE

general communpity. The principle aims of the study were to: (1) quantify the importance of those
factors; an ingéstigate whether the three groups differ in the value and importance they place
on factors (attribuis) influencing decision-making in genomically-guided medicine. The DCE

represents phase of a larger study; the first two (qualitative) phases have been reported

elsewhere.

(O
Metho
Partic§
Eligible HCPs: Oncology medical, nursing and allied health staff, clinical researchers and
affiliated

staff directly involved in provision of pediatric cancer care. Recruitment

was via erfia to members of the Australian and New Zealand Children’s Haematology

oOr

Oncology ANZCHOG) and those who consented to recontact following Phase 1 of

h

{

the study.

Eligible Parents: ()= 18 years; (ii) had a child diagnosed with cancer < 18 years who had completed

U

treatment betweea 2-10 years ago; and (iii) had sufficient English and computer literacy to complete

A

This article is protected by copyright. All rights reserved.



the survey. Recruitment was via mailout to the Paediatric Integrated Cancer Service, Victoria,

Australia research repository which contains contact details of parents of children who have

consentedl contacted for research purposes.

mﬂv
Eligible Co 1) 2 18 years; (ii) had not had a child treated for cancer; and (iii) had sufficient

I I
English an@ computer literacy to complete the survey. Recruitment was via the online panel

provider, T@funa Alistralia (https://au.toluna.com).

Procedur:

This study was aiEroved by The Royal Children’s Hospital Human Research Ethics Committee (HREC

No 38050 nd community participants were provided with an online information statement

that addremvoluntary, anonymous and confidential nature of the survey. Parents (excluding

any opt-outs) were telephoned by a research assistant two weeks after receiving a study information
letter. ThoseEested were sent an email with the survey link which included an online
inform ent, and two reminder emails if required. Survey completion was accepted as
consent. s

The survey,

inistered online via SurveyEngine, with separate links administered to the three

groups. The sUfvey commenced in November 2018 and was completed over one week by the

general@ and closed in April 2019 for the HCP and parent populations to allow for

sufficienwnt.
DCE D ent and Data Collection

This article is protected by copyright. All rights reserved.



Development of the DCE is detailed in the online supporting information. Respondents were

asked whether they would recommend (for HCP) or accept (for parents/general community) a

{

genomically=guided approach to treatment; comprising the decision to undergo treatment

predicate ce of finding a possible treatment target. The approach described

varied acc@rding to: the chance of surviving two years without genomically-guided treatment
(survival pgegnagis), the chance of surviving two years with genomically-guided treatment
(survival b

, the chance of finding a target drug, QoL (impact on symptoms and

functioni

SC

/parent preference, need for a biopsy, cost of treatment and who pays

(Table 1). Eac pondent completed eight forced-choice tasks (they had to state a

U

preference t or recommend participation) out of a possible 64 (example in Figure 1).

4

Responde also asked to state which attribute they considered to be the most

important@n ich the least important when making their decisions.

a

Statistical is

VA

Analyses were conducted using Stata 16.%® Answers to guestions on stated attribute importance

[

were sum s within-sample frequencies. Choice question responses were analysed using a

probit ana odelled as a binary function of the attribute levels corresponding to each choice

profile, wit uent analyses investigating the potential impact of demographic factors on

n

choice. s were modelled as categorical using effects coding (linear modelling of cost or

{

chance attffbutes was not supported). With effects coding the constant coefficient is interpreted as

U

the default probablility of an HCP to recommend, or a parent/community member to accept, the

proposed to genomically-guided treatment regardless of the levels of the attributes.”

A
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Choices were analysed within samples separately (HCPs, parents and general community) and

subsequently combined. A sample specific dummy variable was included to test for between group

£

differences’in the combined analysis.

The coeffi e probit analysis were used to assess relative attribute importance, the
I I
influence given attribute on the choices individuals made, expressed on a scale from 0 to 1. This

was calculaeéd forgach attribute as the range for its choice coefficients (difference between its

G

highest and lowest coefficient values) as a proportion of the total range of choice coefficients across

all attribut

Us

mWTP wa i d by taking the marginal rate of substitution (or ratio) between the cost

attribute afld other attributes for which there was a significant choice coefficient.*' As cost was

N

specified as a rical variable, the value used to estimate mWTP for a given attribute was

determinedjus e mean across the coefficient values for cost.*

a

Results

r M

A total of 12 completed the survey, comprising mainly nurses (30.2%), oncologists (24.6%) and

O

allied heal ionals (23.0%), with an average of 12.7 years (SD=8.8 years) in the pediatric

cancer setting. A total of 266 identified eligible parents were contactable by telephone; 242

g

consented artigipate and 130 completed the survey within the study timeframe (response rate

{

53.7%; 89 s). Of these, 44.0% had a child treated leukemia (mostly acute lymphoblastic

U

leukaemia);27°2% a solid organ/connective tissue cancer, 12.8% brain cancer, and 11.2% for

A
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lymphomas. General community members comprised 532 participants. In general, a higher

proportion of respondents in the parent and general community sample were younger, educated at

a vocation! level, and potentially of lower income (noting 11% of respondents did not disclose
income) co ith the Australian population (Table 2).
H

Stated attrwortance

Stated attr ortance shows differences between the three groups in the factors they

¥

reported t st and least influenced their choices to recommend or participate in a

S

genomicall approach to treatment (Figure 2). HCPs and parents reported that QoL as most

9.

influential, e general community reported survival benefit was most influential. All three

groups rep@rted that the need to have a biopsy was least influential factor (Figure 2).

#

Factors aff@ct oice

The res oice survey are presented graphically in Figure 3 and numerically in

Supplem e S1. These results show, for each factor, whether that factor had a statistically

\%

significant influence on decisions about genomically-guided treatment and the direction of that
influence. Mple, a positive coefficient — the coefficient and its ‘whiskers’ sit to the right of the

red line in indicates that presence of that factor would increase the probability of a

respondent ing to recommend/ participate in a genomically-guided treatment.

Overall, t i resu tishow that all three samples had a default position (regardless of factors shown)

to recom icipate in a genomically-guided approach to treatment for difficult-to-treat
pediatric c is is evidenced by the positive and statistically significant coefficient for the
constanig odel.

10
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Factors afthinﬁ ’oice in each group
Across all , six factors influenced choices for genomically-guided treatment in a positive

directiom: asB@%mel@nce of two-year survival without treatment (prognosis survival); an additional

30% chanchving two years with treatment (survival benefit); the ability to spend time at

C

home or d@ing usual activities (QoL functioning and symptoms); support from the other party in

making th (i.e. parents or HCP, respectively); and having treatment funded by the national

LS

public insurer (the PBS). In addition, when the chance of finding a molecular target that could be

treated re %, it was influential for HCPs, but not for the other groups.

1

For all thre®groups, there was a decreased probability of choosing to recommend/participate in a

genomicall treatment if it made only a small difference in the child’s chance of two-year

d

survival without tfeatment (1% compared with 10%), or in the difference in two-year survival with

treatment (5% ared with 10%; observed for HCP and parent only). Increasing costs for parents

\'l

hadan ence on the probability to recommend/participate in genomically-guided

treatment.Jhe impact of parents paying was statistically significant for all groups, but the amount

[;

paid only ac statistical significance for the general community sample and only for costs of

O

$250,000

The influen@e of these factors on choices did not alter with the inclusion of demographic

4

L

charact he models (Supplemental Table S2).

Relative i of factors influencing choice in each group

U

11

A
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The results of the analysis of relative factor importance as derived from the forced-choice models
are presented in Figure 4. Survival benefit most influenced choices for HCPs; QoL most influenced
choices Mrents and the general community. There were differences between groups on
the import jval prognosis (more important to the general community), finding a target
(more irﬂprano HCPs), who pays (less important to HCPs) and cost of treatment (more important

to the general cqmmunity).

Combined mof choices

The resulti; pooled analysis, combining all three groups, are provided in Supplemental Table

S1.Thesa rs were influential across the whole sample as for each sub-group. The resulting

choice coe!’cients are consistent with those from the individual sample analyses.

There was flo .@ ence identified between the general community sample and HCPs, as shown by
the coe he sample specific variables. However, parents were more likely overall to
choose ge y-guided treatment for a child than HCPs. That is, while choice coefficients within
an attribute were generally more widely spread for HCPs (showing greater responsiveness to the

changes b e levels), the constant for the parent sample was almost double that of the HCP

[

(illustrating gher overall propensity to choose to participate in genomics) and the sample

specific variable was statistically significant. This suggests that pooling of the results across the

groups ppropriate given differences in underlying choice behaviour between HCPs and

parents.“

U

Willingnes (WTP)

12

A

This article is protected by copyright. All rights reserved.



The amount paid (cost) was statistically significant for the general community only. Thus, estimation

of mMWTP was restricted to the results from that sample and only for those factors with a statistically

t

P

significant Ihfluence on choice. Results for mMWTP are shown in Supplemental Table S3. Overall, the
largest m respect to the default willingness to accept genomic medicine (the

constanﬂ. erearter, respondents were next willing to pay the most for changes in functioning;
being able tg,regain usual activities compared with being in hospital most of the time had a mWTP of

AS$196,040. ast, if parents instead of the drug company were asked to pay for treatment, the

Gl

largest regllirddl campensation (a negative mWTP) was A$187,871.

Discussion

NUS

Our study important insights into multiple factors that influence the decisions of parents,

d

HCPs and the comMmunity, to adopt clinical care informed by genomics. While other studies have

sought to un d the individual perspectives of HCPs and parents regarding genomics,'****> our

researc

\'l

E, is unique in seeking the participants’ explicit choices about genomic medicine,

including the comparative weight individuals place on the potential benefits of precision treatment,

[

and the fact at influence their decision-making. Our results also revealed differences between

O

stated attr ortance (as reported by respondents) and relative attribute importance (as

revealed bfithe analysis of the forced-choice questions). For example, HCPs stated that QoL was the

§

most impogtant at@gibute influencing their choices, yet the results from the analysis of the DCE

{

(forced-ch wed that survival benefit was the most influential attribute. This finding

U

highlights rtance of taking a nuanced approach to discussing all factors that may be relevant

13

A
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to genomic decision-making, not simply the factors that individuals may state are important to them

or factors that physicians may believe to be important.

{

For all gro ains associated with participating in genomically-guided treatment were
important f the choice to recommend/participate in genomic medicine. There were
I I

however differences in the weight applied to these benefits; HCPs placed more weight on gains in 2-

year surviv@frela to other factors, while parents and the general community placed more weight

G

on Qol. This result differs somewhat from broader research examining parent decision-making in

S

oncology i clParents placed a higher emphasis on survival and the likelihood of cure.®*** It is

possible HCPs” emphasis on survival benefit over QoL is particular to genomically-guided treatment,

U

reflecting t rstanding that targeted therapies are less likely to be associated with the

N

toxicities o andard treatments such as chemotherapy and radiotherapy.

a

HCPs were only group to be influenced by the increased likelihood of finding an actionable
target. Ing is consistent with other studies that have found oncologists are more likely to

recom S with increased likelihood of finding an actionable target and where it is more likely

M

to influence clinical treatment.” It is feasible that parent and community participants may have had

limited un

[

ng of the concept of an actionable target and this result potentially speaks to the

importancg al information-giving and communication in this complex setting. Strategies for

improving onsumer understanding and consent, such as using a specialist informed consent

1

team, a nication and alternative decision-making processes, have been described in

{

clinical and®thical literature and are important to consider in this context.”’

14
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All groups were more likely to choose to recommend/participate in a genomically-guided approach if

it was also supported by the decisional partner (e.g., the parents for HCPs, or the converse). This is

consistent ti revious studies which show that HCPs strive to incorporate family preferences into
their decisi 183233 \while families similarly look to HCPs to provide expertise and guidance

through!hiFecmon-making process."” *

Our resultsfShowe@ that the choice to recommend/participate in genomically-guided treatment

SC

varied depending.on the child’s predicted survival without genomically-guided treatment. Of note,
the probabWli§#ofghoosing to recommend or participate did not always increase as the prognosis for

survival increased We believe that this result is consistent with other findings in this area,

U

particularly d-of-life decision-making.’”** That is, there is an apparent trade-off arising

N

between t to do no harm in the face of little or no survival benefit,** balanced against the

10-12

hope that doi ething will result in a positive outcome. Research examining parent end-of

d

life decisi has found that hope for a cure or a miracle is a critical factor influencing parents

22,35
A

even while th demonstrate their understanding that the chance of cure is remote.

similar tactor may be at play in our findings.

The primahto parents/general community in our study may be due to the extent of

informatiod in the survey on that factor; this included both functional and treatment
impacts. Ot ies have shown parents regard functional impacts such as their child’s capacity to
make fﬁve a social life as critical factors when weighing trade-offs between survival and
QoL.” Parédhts have previously described the importance of information and open communication

regarding pro;no; and treatment impacts to their decision-making"’***® and bereaved parents are

less likely t mend active treatment if their own child had experienced treatment-related
15
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suffering at end-of-life.>” This establishes an important context for our findings which were framed in
the setting of difficult-to-treat pediatric cancer. Through the potential values ascribed to the
prognosm our choice scenarios reflected situations of variable survival potential. Previous
literature that parents of children at end-of-life are more likely to be overly optimistic
and also-ar*ilnuenced by the desire to have more time with their child."” There is also evidence that
parents desite tgbe ‘good parents’ which includes knowing that everything has been done for their
child.*® Tha ed parents would opt for less cancer-directed care for their child at the end-of-

life, eSPECiwir child has suffered*”*! reflects the importance of QoL in this setting and accords

with our fi: the primacy of QoL in guiding parental decision-making.

An importatnt in the expansion of genomic medicine is its accessibility, particularly in terms

of how mu ho pays for care. In our study, all groups were more likely to

recommer@cate in genomically-guided treatment if it was publicly funded (via the Australian
univers e system for drugs, the PBS) but less likely where parents were asked to pay. The
cost of treat as only significant for the general community sample and only once costs

reache 50, per treatment course. Importantly, our DCE scenario asked respondents to make
decisions a!out participating in genomic testing while also presenting them with the implications of
that testingg s of the subsequent availability of treatment and its outcomes. Thus, our results

on mWTP p information on the potential value of test-and-treatment strategies that can be

applied in !ture cost-benefit analyses of precision medicine.*

There are séme limitations in our study. The HCP and parent samples were drawn from convenience
samples. We notESsome differences in the demographic composition of our general community

sample an eral Australian population. However, in our choice models including respondent

16
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demographics only income showed some significance, but this was not consistent across the income
levels tested or groups suggesting that this result is likely to be spurious. We also note that the
survey VMO English-speaking families. Equity of access and informed consent are important
issuesint personalized medicine, and this should be addressed in future studies. Our
choice SCenanos assumed that the likelihoods of treatment responses were known. Other studies *

directly incoiorje the impact of statistical uncertainty in a DCE on community preferences for

precision This is a topic that requires further consideration in the field of difficult-to-treat

pediatric cwmcularly with respect to decisions involving participation in genomically-

focused cli s. Finally, while our choice questions were hypothetical in nature, they provide a

richness of tion in understanding the factors that affect decision-making for genomic-guided

treatment.!

With the c“expansion of genomics in pediatric cancer care, clinicians and families are

ith difficult choices about participating in new and sometimes uncertain

treatments. O earch has shown that while there is general alignment in the factors that
influence their choices, some differences arise in prioritizing survival over QoL effects. These
potential t@hsions can be addressed by establishing clear ethical frameworks to guide decision-

making in Qo-treat pediatric cancers. We found that clinicians, parents and members of the

general co were not only influenced by the characteristics of genomically-guided treatment

approach !t by the presence (or absence) of support of the decisional partner. The resulting ethical

framest need to address not only the type of information required to support to

decisions, but |m5tantly, who might be involved in forming those decisions.

< u
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Table 1: Attribute Descriptions and Levels

Attribute escription shown Levels
Recomme doctor in favour of Yes

- tment / The family is in
Support No

ur of pursuing

tment

Qol: treatment makes Feel sick without improving the symptoms of their

Adverse /your child cancer.

Effects
Feel the same, without improving the symptoms of
their cancer.
Feel sick, but it improves the symptoms of their
cancer.
Feel better, and improves the symptoms of their
cancer.

QolL: treatment means Spends more time in hospital without improving their

Functioning the/your child

functioning.

Spends some time in hospital, but has periods of

improved functioning.

Is able to spend more time at home, school and play.

Is able to go back to their usual activities at home,

school and play.

:
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Cost Funding for the drug

treatment is provided by

Drug company

The PBS

The hospital

The parents

|
Amount al cost of treatment is: $25,000
$100,000
$175,000
$250,000
Benefit e chance of the/your 5in 100
child surviving for two years
10in 100
h a targeted approach to
tment is: (as increment | 20in 100
prognosis)
30in 100
e chance of the/your 1in 100
d surviving for two years
10in 100
without a targeted
roach to treatment is: 25in 100
50in 100

Biopsy rder to test which drug
tment is suitable for the

ur) child, a fresh tumour

sy:

Is not required (only a blood sample will be collected

from your child).

Is required.
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Target The chance of finding a 1in 100
target for which there is a
10in 100
15in 100
20in 100
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Table 2: Participants in the DCE and comparison to Australian population

HCP Parents General Australian
H Community Population

n (%) n=126 n=130 n=>532
Gender

W.__s 24 (19) 9 (6.9) 274 (51.5) (49.2)
Females 95 (75.4) 116 (89.2) 248 (46.6) (50.8)°
Not reporte > 7 (5.6) 5(3.8) 10(1.9)
Age

Ww 1(0.8) -(0) 40 (7.5) (15.8)
25-44 70 (55.6) 46 (35.4) 221 (41.5) (34.8)
45-64 : 48 (38.1) 77 (59.2) 163 (30.6) (29.8)
65-74 -(0) 2 (1.5) 80 (15) (11.1)
75 or overC -(0) - (0) 18 (3.4) (8.5)
Not report 7 (5.6) 5(3.8) 10(1.9)
per yea
Under s4o,oo§ 1(0.8) 18 (13.8) 123 (23.1) (22.2)
$40K-$ 708 5 (4) 25(19.2) 152 (28.6) (25.1)
$80,000-$149,999 39 (31) 40 (30.8) 153 (28.8) (29.6)
Over SlSO,L 53 (42.1) 26 (20) 50 (9.4) (23.3)
Unknown 21(16.7) 16 (12.3) 44 (8.3)
Not reporto 7 (5.6) 5(3.8) 10(1.9)
Education

E -(0) 30 (23.1) 137 (25.8) (32.1)
Univers# 117 (92.9) 37 (28.5) 75 (14.1) (25.1)

m: 2(1.6) 58 (44.6) 310 (58.3) (15.7)
Not report 7 (5.6) 5(3.8) 10(1.9) (27.1)

A
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Employment Status

Full time 85 (67.5) 34(26.2) 229 (43) (42.7)

Part timw 34 (27) 53 (40.8) 113 (21.2) (19.6)
Home duti 7 (5.6) 34 (26.2) 79 (14.8) (34.3)
Unemploya 126 (100) 4(3.1) 101 (19) (3.3)
Not reptSgmm— 7 (5.6) 5(3.8) 10 (1.9)

Country ofh
Australia ‘ > 71 (56.3) 109 (83.8) 396 (74.4) (69.5)°
New Zealan 13 (10.3) 2 (1.5) 5(0.9)

35(27.8) 14 (10.8) 121 (22.7) (23.5)

Not reporte 7 (5.6) 5(3.8) 10(1.9) (6.9)

Notes: ® Based on the proportion of Australians 15 or over in 2019. °NILF refers to individuals not in

b,

the labour force and applies only to the estimates of the Australian population for which the

proportionfkeporting home duties, relative to employment, was not available; labour force data for

i

Australian population is as at November 2018 to coincide with survey completion. © Proportion

presented pania.

Australi a were sourced from the Australian Bureau of Statistics Online, see www.abs.gov.au.

M

Author

This article is protected by copyright. All rights reserved.

29


http://www.abs.gov.au/

Figure 1: Example choice question — HCP sample
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Figure 2: Stated attribute importance

t attribute

cript

b) Least important attribute

S

Note: Res were asked to state which attribute was most important in influencing their
choices and separdtely, the least important in influencing their choices. The attribute chosen as most
important oved from the consideration set for the least important.
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Figure 3% e Coefficients
Note: sentation of probit regression analysis; circles represent choice coefficient,

whiskers 98% confidence intervals. Variables were effects coded and expressed as categorical

f

variables, s “Var: Base” above. Numerical values for all choice coefficients and

O

correspon mary statistics are provided in the online appendix.
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@ Providers ® Gen Comm. @ Parents

_:j—l Prognosis 10%:1%

r Prognosis 25%:1%
I r Prognosis 50%:1%

Target 10%::1%

e 5
L S Target 15%:1%

® Target 20%:1%
—— Benefit 10%::5%

o v Benefit 20%:5%
|y g Benefit 30%:5%
# Some hospital: More hospital
: —.—_..— Some home: More hospital
| —— T._ Usual activities: More hospital
| g —— Recommended: Not
|

-t PBS: Drug Co

::F Hospital pays: Drug Co
_:_—'.— I Parents pay: Drug Co

$100K: $25K
F175K: 525K
I $250K: $25K
Biopsy: None
_'.F : ® ; Constant

-5 0 5 1
Choice Coefficients

Figure 4: Rtribute importance
Note: At t e, if an attribute had a score of 0 it would have no impact on choices relative to
the other attributg§. An attribute with a value of 0.5 would account for half of the impact on

choices, relativ he other attributes.
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