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Direct CHECKLIST
Table S1. The DIRECT checklist for discrete choice experiments. 
	Section
Item
	Page and paragraph

	Purpose and rationale
	 

	 1
	Describe the real-world context and decision-maker that the hypothetical choice context seeks to replicate or inform
	 Subheading: Data collection and survey development in Methods Section. 

	 2
	Provide a rationale for using a DCE to answer the research question
	 Introduction: paragraph 4. 

	Attributes and levelsa
	 

	 3
	Describe how attributes and levels were derived (e.g. literature review, interviews, focus groups, expert input)
	 Subheading: Attribute identification.

	 4
	Provide the final list of attributes and levels
	 Table 1. 

	Experimental design
	 

	 5
	Report the number of alternatives per choice set and whether they were labelled or unlabelled
	 Subheading Data collection and survey development (paragraph 3 under this subheading)

	 6
	Describe response options (e.g. forced choice, opt-out, status quo)
	 Subheading Data collection and survey development (paragraph 2 under this subheading)

	 7
	Describe the type of experimental design (e.g. orthogonal, D-efficient, Bayesian efficient, partial profile)
	 Subheading DCE design (paragraph 1 under this subheading)

	 8
	Describe which effects are identified in the design (e.g. main effects, higher order interactions, functional form)
	 Subheading DCE design (paragraph 1 under this subheading)

	 9
	Describe the number of choice sets, blocks and choice sets per block
	 Subheading DCE design (paragraph 1 under this subheading)

	 10
	Indicate how the experimental design was obtained (software, catalogue, other)
	 Subheading DCE design (paragraph 1 under this subheading)

	Survey design
	 

	 11
	Provide a sample choice set and the instructions and background information given to respondents (e.g. providing the survey as an appendix)
	 Figure 1 and complete survey provided in Supplementary material. 

	 12
	Report any randomisation (e.g. choice set order, attribute order, alternative order, framing effects)
	 Subheading DCE design (paragraph 1 under this subheading)

	 13
	Describe what was checked in piloting (e.g. understanding, respondent burden, timing, wording)
	 Subheading Data collection and survey development (paragraph 3 under this subheading)

	 14
	Report whether information from the pilot was used to update the experimental design (e.g. priors, functional form of attributes) or survey design
	 Subheading Data collection and survey development (paragraph 3 under this subheading)

	Sample and data collection
	 

	 15
	Report respondent inclusion/exclusion criteria
	 Subheading Data collection and survey development (paragraph 3 under this subheading)

	 16
	Describe how data were collected (e.g. mail, personal interview, web survey)
	 Subheading Data collection and survey development (paragraph 1 under this subheading)

	 17
	Report the response rate or cooperation rate, if possible
	 This was not assessed. 

	 18
	Report the final sample size and how the sample size was determined
	 Subheading DCE design (paragraph 2 under this subheading)

	 19
	Describe respondent characteristics and representativeness of target population, if known
	 Results paragraph 1 and Table S2 in the supplementary material. 

	Econometric analysis
	 

	 20
	Indicate coding of data (e.g. effects, dummy, continuous) including definitions
	 Subheading willingness to wait analysis: paragraph 1. 

	 21
	Report whether any respondents were removed and why (e.g. suspected fraudulent responses, rationality tests)
	 All respondents were included. 

	 22
	Provide the rationale for model choice (e.g. conditional logit, mixed logit, latent class) and assumptions (e.g. error variance)
	 Subheading Statistical analysis. 

	 23
	Report model specification
	 Subheading Statistical analysis

	Reporting of results
	 

	 24
	Report the model performance, goodness of fit (if comparing models)
	 Not applicable. Goodness of fit of models are reported in the supplementary material. 

	 25
	Describe methods used for analysis of model results (e.g. calculation of marginal rate of substitution, attribute relative importance, welfare gain)
	 Subheading Statistical analysis and Subheading willingness to wait analysis: paragraph 1.

	 26
	Report measures of precision for the output(s) of interest (e.g. confidence intervals) and how these were derived
	 Table 2. 


aFor reporting of formative qualitative analysis, see https://www.equator-network.org/reporting-guidelines/using-qualitative-methods-for-attribute-development-for-discrete-choice-experiments-issues-and-recommendations/



Additional results
Table S2. Characteristics of respondents
	Sample characteristic
	Sample N = 1099 
n (%)
	Australian population 
(%)

	Sex
	
	

	Male
	543 (49.41)
	49.3

	Female
	556 (50.59)
	50.7

	Age
	

	18-24 
	121 (11.01)
	11.6

	25-34
	191 (17.38)
	15.8

	35-44
	194 (17.65)
	16.8

	45-54
	183 (16.65)
	16.6

	55-64
	168 (15.29)
	15.3

	> 65 years
	242 (22.02)
	23.9

	State
	

	NSW
	350 (31.9)
	31.6

	VIC
	283 (25.8)
	25.6

	QLD
	218 (19.8)
	20.7

	SA
	80 (7.3)
	6.8

	WA
	115 (10.5)
	10.7

	ACT
	25 (2.3)
	1.7

	TAS
	19 (1.7)
	2.1

	NT
	9 (0.8)
	1.0

	

	
	

	Highest level of education
	

	Finished school before Year 10
	23 (2.09)
	~5

	Year 10 or equivalent
	74 (6.73)
	~9

	Year 12 or equivalent
	215 (19.56)
	~16

	Trade/apprenticeship
	240 (21.84)
	~16

	Undergraduate university degree
	345 (31.39)
	~24

	Postgraduate university degree
	197 (17.93)
	~11

	Prefer not to say
	5 (0.45)
	NA

	Income per year
	

	Negative or zero Income
	11 (1)
	

	$1 - $9,999 
	15 (1.36)
	17

	$10,000 - $19,999 
	24 (2.18)
	

	$20,000 - $29,999 
	63 (5.73)
	26

	$30,000 - $39,999 
	70 (6.37)
	

	$40,000 - $49,999 
	67 (6.10)
	

	$50,000 - $59,999 
	82 (7.46)
	30

	$60,000 - $79,999 
	104 (9.46)
	

	$80,000 - $99,999 
	117 (10.65)
	

	$100,000 - $124,999 
	125 (11.37)
	27

	$125,000 - $149,999 
	103 (9.37)
	

	$150,000 - $199,999 
	138 (12.56)
	

	≥$200,000 
	103 (9.37)
	

	Prefer not to say
	67 (6.1)
	NA

	Don't know
	10 (0.91)
	NA

	Health status
	

	Excellent
	116 (10.56)
	15

	Very good
	374 (34.03)
	33

	Good
	425 (38.67)
	32

	Fair
	157 (14.29)
	15

	Poor
	27 (2.46)
	5

	Employment status
	

	Full time
	502 (45.68)
	43

	Part time
	184 (16.74)
	24

	Casual
	52 (4.73)
	Included in part-time ABS

	Home duties
	46 (4.19)
	NA

	Studying
	24 (2.18)
	NA

	Unemployed
	53 (4.82)
	3.7

	Parental leave
	3 (0.27)
	NA

	Retired
	229 (20.84)
	18

	Prefer not to say
	6 (0.55)
	NA

	Do you have children?
	

	No
	437 (39.76)
	NA

	Yes
	653 (59.42)
	NA

	Prefer not to say
	9 (0.82)
	NA

	Have you or a family member been prescribed a high-cost drug
	

	No
	952 (86.62)
	NA

	Yes, I needed a high-cost treatment
	78 (7.1)
	NA

	Yes, a family member required a high-cost treatment.
	54 (4.91)
	NA

	Prefer not to say
	15 (1.36)
	NA

	Carer 
	

	Yes
	97 (8.83)
	NA

	No
	982 (89.35)
	NA

	Prefer not to say
	20 (1.82)
	NA

	No
	955 (86.9)
	NA

	Yes – I have a relative/friend with a rare disease
	124 (11.28)
	NA

	Yes – I have a rare disease
	19 (1.73)
	NA

	Both my child and I have a rare disease
	1 (0.09)
	NA


ABS, Australian Bureau of Statistics; NA, not available
Source: Australian population data were derived from the Australian Bureau of Statistics, mainly the 2021 Census and latest Estimated Resident Population releases (2024–2025).

Table S3 Results from the conditional and mixed logit models
	Conditional logit

	Levels
	Coeff
	SE
	z
	P>z
	95% CI

	6 months
	-0.2014
	0.0428
	-4.82
	0
	-0.2832
	-0.1195

	12 months
	-0.4269
	0.0490
	-8.71
	0
	-0.5229
	-0.3309

	24 months
	-0.7771
	0.0563
	-13.8
	0
	-0.8874
	-0.6667

	Trial & experts
	0.3378
	0.0462
	7.31
	0
	0.2473
	0.4284

	Trial & patients
	0.3695
	0.0470
	7.86
	0
	0.2773
	0.4616

	All involved
	0.4782
	0.0490
	9.75
	0
	0.3821
	0.5743

	Reassessment
	-0.1432
	0.0312
	-4.59
	0
	-0.2043
	-0.0821

	Separate funds
	0.0351
	0.0263
	1.33
	0.182
	-0.0165
	0.0865

	Safety
	0.1686
	0.0502
	3.36
	0.001
	0.0703
	0.2670

	Effectiveness
	0.7062
	0.0525
	13.44
	0
	0.6032
	0.8092

	Safety, effectiveness & value for money
	1.1171
	0.0567
	19.69
	0
	1.005915
	1.2283

	Number of observations: 17584

	Wald chi2(11): 618.17

	Prob > chi2: 0

	Pseudo R2: 0.1068

	Log pseudolikelihood: -4878.897

	AIC: 10908.280

	BIC: 10993.800

	Mixed logit

	Trial & experts
	0.5202
	0.0675
	7.70
	0
	0.3878
	0.6525

	Trial & patients
	0.5672
	0.0694
	8.18
	0
	0.4312
	0.7031

	All involved
	0.7405
	0.0719
	10.30
	0
	0.5996
	0.8813

	Reassessment
	-0.2386
	0.0478
	-4.99
	0
	-0.3324
	-0.1449

	Separate funds
	0.0714
	0.0386
	1.85
	0.064
	-0.0042
	0.1470

	Safety
	0.2475
	0.0729
	3.39
	0.001
	0.1046
	0.3904

	Effectiveness
	1.0895
	0.0840
	12.97
	0
	0.9248
	1.2541

	Safety, effectiveness & value for money
	1.7488
	0.1048
	16.68
	0
	1.5434
	1.9543

	Time (continuous)
	-0.0546
	0.0042
	-12.85
	0
	-0.0629
	-0.0463

	Standard deviation
	
	
	
	
	
	

	Trial & experts
	-0.0173
	0.1022
	-0.17
	0.865
	-0.2176
	0.1829

	Trial & patients
	-0.0227
	0.0374
	-0.61
	0.544
	-0.0960
	0.0506

	All involved
	0.1092
	0.2320
	0.47
	0.638
	-0.3455
	0.5639

	Reassessment
	1.0379
	0.0685
	15.15
	0
	0.9036
	1.1721

	Separate funds
	0.5222
	0.0792
	6.59
	0
	0.3669
	0.6775

	Safety
	-0.8999
	0.1117
	-8.06
	0
	-1.1188
	-0.6810

	Effectiveness
	0.9697
	0.1093
	8.87
	0
	0.7555
	1.1839

	Safety, effectiveness & value for money
	1.1965
	0.1186
	10.09
	0
	0.9641
	1.4289

	Time (continuous)
	0.0838
	0.0057
	14.74
	0
	0.0726
	0.0950

	Observations: 17,584

	Wald chi2(9): 393.16

	Prob > chi2: 0

	Log pseudolikelihood: -5188.1555

	AIC: 10,412

	BIC: 10552.26


AIC, Akaike information criterion; BIC, Bayesian information criterion; CI, confidence interval; Coeff, coefficient; SE, standard error. 
Note: Results from the mixed logit reflect the time to access variable modelled as continuous to allow for the estimation of the willingness to wait. 
[bookmark: _Ref188127962]Figure S1  Latent class analysis to identify the number of classes

AIC, Akaike information criterion; BIC, Bayesian information criterion; CAIC, consistent Akaike's information criterion.
[bookmark: _Ref188049689]Figure S2 Relative importance of the attributes analysis from the latent class model
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Figure S3 Attributes identified in the targeted literature search
[image: ]
Note: A total of 137 studies were identified, of which 16 met the inclusion criteria. Across these studies, 92 distinct attributes were extracted and classified into 12 categories. The majority of attributes (62%) clustered within three main categories: (1) disease characteristics (33%), including severity, life expectancy, quality of life, cause, end-of-life status, cancer diagnosis, and rarity; (2) patient benefit (20%), encompassing clinical benefit, survival gains, quality-of-life improvements, safety, and treatment objectives; and (3) financial impact (10%), covering annual cost per patient, total funding costs, and patient-level savings.
Equations
Utility equations
Conditional logit (clogit) model
Equation S1 Utility function for the conditional logit model
In the clogit model, the utility derived (U) by person n from choosing alternative j in choice task s is
n=1,…,N; j=1…,J; s=1,…,S,
where  is a vector of observed attributes of alternative j, β is a vector of utility weights (homogeneous across individuals), and  is the idiosyncratic error assumed to be independent and identically distributed. 
Mixed logit
Equation S2 Utility function for the mixed logit model
n=1,…,N; j=1…,J; s=1,…,S,
where  is the latent utility of alternative for individual in choice task s; is a vector of observed attributes;  is a vector of individual-specific preference parameters
is a vector of observed attributes of alternative j, β is a vector of utility weights (homogeneous across individuals), and  is the idiosyncratic error assumed to be independent and identically distributed. 
Latent class model
The latent class model captures preference heterogeneity through a discrete mixing distribution. Respondents are assumed to belong to one of latent classes, with preferences varying across classes but remaining homogeneous within each class. Each individual is assigned to class with a certain probability, such that
Equation S3 Utility function for the latent class model
 where




[bookmark: _Toc191909890]DCE Survey: Drugs for rare diseases and assessment pathway until public reimbursement
Survey Consent 
Access to drugs for rare diseases in Australia
About this survey 
Thank you for your interest in participating in this survey. Diseases that affect few people are known as ‘rare diseases’. Our research is intended to help us understand what people thinks matter when deciding if a drug for a rare disease represents good value. We are also interested in what decision makers should consider to ensure patients’ access to drugs for rare diseases in Australia. 
We would also like to hear your views on the survey itself; this will help us to improve our survey for future use. The last part of the survey asks some general questions about you, such as your education. This information can’t be linked back to your name or anything else that could identify you but is important to our research because it will help us to investigate patterns and differences that could help us in understanding the choices people make.
How long will this survey take?
Overall, the survey should take about 15 to 20 minutes to complete.

What sort of device do I need to complete this survey?
The survey cannot be completed on a mobile phone due to some of its display functions. Please use another web enabled device such as a PC, laptop or tablet. Thank you.
Do I have to take part in this research study?
Participation in this study is voluntary.  Even if you do commence the survey, you can opt out at any time by closing your browser before you reach the end.  
Are there any risks or inconvenience from participating in the survey?
We don’t expect participation in this survey to cause you any distress or inconvenience.  However, if you do feel distressed you can change your mind at any time and stop completing the survey without consequences. 
How do I consent to be part of the study?
Submission of the online questionnaire is an indication of your consent.  By continuing to answer the survey questions you consent to the research team collecting and using your answers for the research project.
What will happen to my information?
All of your answers will be treated confidentially and are anonymous.  There is no identifying information that is collected as part of the study and the researchers will not have access to any information that can identify you.  All data will be stored securely.  Data collected will be used for the purpose of this research project and potentially in future research projects that aim to improve on the methods used to design questionnaires of this type.  

How will information collected be used?
The results of this study will be shared with clinicians and researchers who are interested in how patients with rare diseases access treatment.  They will also be published in peer reviewed journals and presented at research conferences.  In all instances, results from the survey will be published in a form that does not identify you. 
Who is conducting this research?
This study is being led by Constanza Vargas.  It is part of a broader doctoral research approved by the University of Technology Sydney Human Research Ethics Committee (UTS HREC ETH21-6090).  
What if I have concerns or a complaint?
If you have any questions or concerns about this survey, please contact Constanza Vargas at constanza.vargas@uts.edu.au or the UTS Ethics Secretariat: Research.Ethics@uts.edu.au. 
If you would like to talk to someone who is not connected with the research, you may contact the Research Ethics Officer on 02 9514 9772 or Research.ethics@uts.edu.au and quote this number ETH21-6090.
[bookmark: _Hlk182313700]If you agree to be part of the research and to research data gathered from this survey to be published in a form that does not identify you, please click on the button ‘I accept participating in this survey’, if you do not accept, you can close the survey. 
[bookmark: _Toc191909891]Screener Questions (screening out patients by age and gender quota)

1. What is your sex?
· Male
· Female
· Other ____________

2. What is your age? 
· 18-24
· 25-34
· 35-44
· 45-54
· 55-64
· 65 and over

3. Which state do you currently reside? 
· New South Wales
· Victoria
· Queensland
· South Australia
· Western Australia
· Australian Capital Territory
· Tasmania
· Northern Territory

[bookmark: _Toc191909893]Set the scene page
How are drugs funded in Australia
In Australia, drugs are primarily funded through the Pharmaceutical Benefits Scheme (PBS), a government program that subsidizes the cost of medicines. Through this subsidy, patients pay a minimal or no cost for medications, as the government covers the majority of the expense. Due to limited resources, not all drugs receive public funding; decisions are guided by Health Technology Assessment (HTA), a process that evaluates the value of new drugs to support equitable, efficient, and high-quality healthcare.
The problem of rare diseases
A rare disease affects more than 1 patient and less than 5 in 10,000 people. Most rare diseases,  have a genetic origin affecting mainly children who often die before the age of 5.  Rare diseases can be severe having a negative impact on the patient, family and carer’s quality of life. The natural course of life gets altered as well as the day-to-day life activities such as work, social engagement and participation, hobbies, and even basic self-care may become challenging, often necessitating the involvement of caregivers.
Small patient populations lead to limited knowledge of the condition and minimal research, resulting in few available treatments. When treatments do become available, they often enter the market at very high prices due to the small target population. These high costs make them unaffordable without public funding and pose a significant opportunity cost for health systems.
[bookmark: _Toc191909894]Access pathway to funding new drugs
Patients cannot access subsidized drugs without going through an assessment pathway. 

An assessment pathway is the process by which access to new drugs is provided, including consideration of the funding source, the evaluation of the evidence, the allocation of resources, the recommendation and pricing.

Any drug that is recommended after following this pathway, will be made available at no or minimal cost to the patient.
[bookmark: _Toc191909900]Attributes page – DCE 

Assessment pathways differ in their characteristics, including:

1. the time it takes for a drug to become available to patients; 
2. the nature of the evidence being considered to make a recommendation;
3. the duration of funding, which refers as to how long the drug is available for; 
4. the source of funding;
5. the type of evidence needed to be presented to assess the new drug. 

[bookmark: _Toc191909895]Survey 1 Vignette Page
How should drugs for rare diseases be assessed for public funding

Imagine that you are now providing advice to the Government of Australia on how they should make decisions about the funding of drugs for rare diseases. As an advisor to the Government, you are asked to consider and then choose between two possible assessment pathways to how those funding decisions are made. 
Patients cannot access drugs without going through this assessment pathway. Any drug funded following this pathway, will be made available at no or minimal cost to the patient. 
You will now see 8 hypothetical questions.  Please indicate whether you prefer assessment pathway A or B by choosing the corresponding box below.  Each time, please read all of the information on the page before you make your choice.
Some of the terms are highlighted in green – hover your mouse or pointer over the highlighted words if you want to see more information about those terms.
Please remember there are no right or wrong answers. 


[bookmark: _Toc191909896]Choice scenario
Actual Choice Scenario Survey 2- Example

As an advisor to the Government, you are asked to consider and then choose between two possible assessment pathways on to how those funding decisions on rare diseases are made. Any drug funded following this pathway, will be made available at no or minimal cost to the patient. Consider these two options:

	Description
	Assessment Pathway 1
	Assessment pathway 2

	The time it takes the treatment to be publicly funded after it enters the market is:.
	12 months
	24 months

	The source of the evidence considered by decision makers to make a recommendation is:
	Clinical trials, and input from clinician experts in treating the disease and patients or carers with lived experience
	Clinical trials only


	Patients will have subsidized access the new drug for: 
	3 years, and then it is re-assessed.
	Unlimited time 

	The Government funds for rare diseases are provided from: 
	the same funds (e.g. PBS) as for all other drugs (e.g, cancer drugs).
	A separate fund for drugs for rare diseases as that may help address the additional challenges of funding of these drugs (e.g. the Australian Life Saving Drug Program).  

	The evidence to assess a new drug for rare diseases should be based on:
	Evidence of value for money
	Evidence of improved effectiveness


Which option would you choose:
· Assessment pathway 1
· Assessment pathway 2
TRANSITION PAGE
This page should be displayed after completing the first set of choices. 
Thank you.  You have just completed the set of 8 questions.  Please don’t log off.
[bookmark: _Toc191909897]We will now ask you a few questions regarding the choice questions you just answered. 
Post DCE choice questions
1. Thinking about the 8 questions you just answered, please fill out the following rating table.
	
	 

	
	Strongly disagree (1)
	Disagree (2)
	Neither agree nor disagree (3)
	Agree (4)
	Strongly Agree (5)

	The language used in the questions was clear.
	
	
	
	
	

	The questions were easy to understand.
	
	
	
	
	

	The task was easy to complete. 
	
	
	
	
	



2. Thinking about the factors which varied in each of the 8 questions on what is important in a drug for a rare disease, which one was the most important when choosing between the options you saw? Respondents can choose only one here.
· The level of confidence of clinical evidence.
· The availability of other treatments for the same rare condition.
· The total annual cost to treat the condition in Australia.
· The extent to which the drug increases survival.
· The extend to which the drug increases the ability of patients in doing usual activities.
3. Thinking about the factors which varied in each of the 8 questions on what is important in a drug for a rare disease, which one was the least important when choosing between the options you saw? Respondents can choose only one here.
· The level of confidence of clinical evidence.
· The availability of other treatments for the same rare condition.
· The total annual cost to treat the condition in Australia.
· The extent to which the drug increases survival.
· The extend to which the drug increases the ability of patients in doing usual activities.
[bookmark: _Hlk216271605]
TRANSITION PAGE
This page should be displayed after completing the second set of post choice questions. 

Thank you. We are almost finished. We are now going to ask you some questions about yourself.  




[bookmark: _Toc191909904][bookmark: _Hlk216271642]Respondent demographics

1. In general, would you say your health is:
Excellent
Very good 
Good
Fair
Poor

2. How often do you have to ask someone to help you read medical information (e.g. letters from your doctor or other health related material)?
Never
Rarely
Sometimes
Often
Always

3. How confident are you in filling out medical forms by yourself?
Not at all confident
A little bit confident
Somewhat confident
Quite a bit confident
Extremely confident

4. Do you identify as being of Aboriginal and/or Torres Strait Islander origin?
Yes, Aboriginal
Yes, Torres Strait Islander
Yes, both Aboriginal and Torres Strait Islander 
No 
Prefer not to say


5. Highest Education/Qualification Completed
Finished school before Year 10
Year 10 or equivalent
Year 12 or equivalent 
Trade/apprenticeship (e.g. hairdresser, chef) O Certificate/diploma (e.g. childcare, technician)
Undergraduate university degree 
Postgraduate university degree (e.g. Graduate Diploma, Masters, Doctorate, PhD)
Prefer not to say

6. What is your current relationship status? 
 Married
 Not currently, but in a long-term committed relationship
 Separated
 Divorced  
 Widowed 
 Single
Prefer not to say

7. What is your current employment status? 
Full time
Part time
Casual 
Home duties 
Studying
Unemployed
Parental leave  
Retired
Prefer not to say

8. In the last financial year, what was your total household income before taxes (include income from wages/salaries, Government benefits, pensions, investments and other incomes that might have been received)?
Negative or zero Income  
$1 ‐ $9,999 per year ($1 ‐ $189 per week)  
$10,000 ‐ $19,999 per year ($190 ‐ $379 per week) 
$20,000 ‐ $29,999 per year ($380 ‐ $579 per week) 
$30,000 ‐ $39,999 per year ($580 ‐ $769 per week) 
$40,000 ‐ $49,999 per year ($770 ‐ $959 per week) 
$50,000 ‐ $59,999 per year ($960 ‐ $1,149 per week) 
$60,000 ‐ $79,999 per year ($1,150 ‐ $1,529 per week)  
$80,000 ‐ $99,999 per year ($1,530 ‐ $1,919 per week)  
$100,000 ‐ $124,999 per year ($1,920 ‐ $2,399 per week)  
$125,000 ‐ $149,999 per year ($2,400 ‐ $2,879 per week)  
$150,000 ‐ $199,999 per year ($2,880 ‐ $3,839 per week)  
$200,000 or more per year ($3,840 or more per week)  
Prefer not say
Don’t know 


9. Have any of your family or friends every been diagnosed with a rare disease?
· No 
· Yes – I have a relative/friend with a rare disease
· Yes – I have a rare disease
· Both my child and I have a rare disease

10. [bookmark: _Hlk182909640]Have you ever required a therapy that you were told had a high-cost?  
· No 
· Yes, I needed a high-cost treatment
· Yes, a family member required a high-cost treatment. 
· Prefer not to say

11. [bookmark: _Hlk183001969]Is your household reliant on a long-term informal carer (informal carer refers to unpaid care to someone with disability or chronic illness, often provided by a family member or close friend)? 
· Yes
· No
· Prefer not to say

12. Have you ever been in a role where you had to make decisions about allocating budget, funds or resources to competing uses?
· Yes
· No
13. Have you ever had any children?
Yes
No 
Prefer not to say

14. How many people live in your household
____________________________________



[bookmark: _Hlk216271763]Please show the survey close page

Closing Thanks – this should be last page respondents see

Thank you!  
Once again, thank you for taking the time to complete this survey.  This study is being conducted by researchers at the University of Technology Sydney and is approved by the UTS Human Research Ethics Committee (ETH21-6090).
If you have any questions or concerns about this survey, please contact Constanza Vargas at constanza.vargas@uts.edu.au or the UTS Ethics Secretariat: Research.Ethics@uts.edu.au. 
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