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INFORMATIOMN LETTER

Health Decisions and Preferences

Investigators

Dr. Samuel Johnson, Department of Psychology, University of Waterloo, ON, Canada —

sgbjohns@uwaterloo.ca

:"';_-(i!':'.'l:';'_-;'..' 10-minute
vill ask vou to make a series

raphic auestions te

and you can withdraw your participation at any time by not

hout penalty. To receive remuneratio

of

2 Thu12 Mar 2:56am

3 (D update | @ chat




Edge File Edit View History Favourites Profiles Tab Window Help g =00 @ ] - = Thu 12 Mar 9:56am

Health Decision Study X  —+

localhost:8000/p/obuv?1fa/study/Consentf1 & 6| Yy {3 0 Update --- E, Chat

Who May Participate in the Study?

15t be 18 years of age or older, a resider

Personal Benefits of the Study

e CIAaled W

N SNoosSe NoOt 1o answer

Questions and Ethics Clearance
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| agree to participate

| do not wish to participate (please close your web browser now)
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BEFORE WE BEGIN

Your Prolific ID

" your unigue k

payment.

Prolific 1D

Prolific ID below. This is used to process
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Thank You

You have chosen not to participate in this
study. You may now close this browser

wincow.
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@ Approx. 10 minutes

Ar

WELCOME

What to Expect

You will be asked to imagine being diagnosed with a health condition and to

consider different treatment options

naiCate your pre ferences between treatn
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@ Approx. 10 minutes

A,

WELCOME

What to Expect

You will be asked to imagine being diagnose

d with a health condition and to
consider different treatment options

You will indicate your preferences between treatments with different possible

outcomes

Most people may face decisions like this at some point in their lives. There

VOUr genuine

personal preferences: wha

iat yvou would actually choose if this situation
were to happen to you.

Begin Assessment -
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YOUR SCENARIO

A Visit to Your Doctor

Imagine you are at a routine appointment. Your doctor begins by

reviewing your background before sharing some news.

o]
™

YOUR PATIENT PROFILE

You are 45 years old and generally healthy

Continue reading ~
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YOUR SCENARIO

A Visit to Your Doctor

Imagine you are at a routine appointment. Your doctor begins by

reviewing your background before sharing some news.

o]
™

YOUR PATIENT PROFILE

You are 45 years old and generally healthy

Important Finding

Your doctor has identified a condition that reguires attention

Your doctor tells you that a rare condition called Beta-syndrome has been
ted. With standard care, your r ining life expectancy will be shortened

ct to live to age 65

Your doctor 15 direct but calm. This is serious, but it is not the end of the

conversation

Is there anything that can be done? ~
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YOUR SCENARIO

A Visit to Your Doctor

Imagine you are at a routine appointment. Your doctor begins by
reviewing your background before sharing some news.

py
YOUR PATIENT PROFILE

You are 45 years old and generally healthy

Important Finding

Your doctor has identified a condition that reguires attention

Your doctor tells you that a rare condition called Beta-syndrome has been

detected, With standard care, your remaining life expectancy will be shortened

ive to age B5
Your doctor is direct but calm. This is serious, but it is not the end of the
conversation

Your doctor mentions that there is also an experimental treatment . |t may

extend your life beyond age 65, but it also carries seme risk . Your doctor will

'~:':<F:Ef-? n both options on the next page

(_‘)5 Your expected lifespan with Beta-syndrome under standard care

Take a moment to put yourself in this situation. On the next page, your

doctor will explain both options in detail.

Learn about the treatment =2
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YOUR TREATMENT OPTIONS

Your Doctor’s Recommendation

Your doctor explains that two treatment options are currently available for Beta-
syndrome. They walk you through each one carefully.

OPFTION A

Standard Care

A well-established treatment pathway. Your doctor know

expect — the outcome is certain.

+  You will live to age 65

Mow hear about Option B~

B

']
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Your Doctor’s Recommendation

Your doctor explains that two treatment options are currently available for Beta-
syndrome. They walk you through each one carefully.

OPTION A

Standard Care

A well-established treatment pathway. Your doctor knows exactly what to

expect — the outcome is certain.

+  You will live to age 65

OPTION B

Experimental Treatment

A newer treatment carried out at a hospital. The procedure takes no more
than a few hours, is painless, and has no side effects. It could extend yvour life

or snorten It.

Good outcome (50% chance): live to age 70 — gain 5 years

% Bad outcome (50% chance): live to below age 65 — lose some years

IMPORTAMNT

The outcome of the experimeantal treatment will be revealed by a harmless

medical test 6 months after the procedure

During this period you will not know whether the outcome is good or bad.

I've read both options =2
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. Treatment Options
A: Standard Care (age 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

aptions. You can click the summary bar above to review the options at any time

If you choose Option A (Standard Care), what will happen?

You will live to age 70

You have a 50% chance of living to age 65

You will live to age 65
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. Treatment Options
A: Standard Care (age 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

aptions. You can click the summary bar above to review the options at any time

@ Option A cutcome Correct

What is the chance of getting the good outcome vs. the bad outcome
with Option B?

® 50% good, 50% bad

Mot quite. The good and bad outcomes are equally likely, Each has a 50% chance of

OCCUrting
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. Treatment Options
A: Standard Care (age 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

aptions. You can click the summary bar above to review the options at any time

@ Option A cutcome Correct

& Outcome probabilities Correct

What is the good outcome of Option B (Experimental Treatment)?

You will live to age 75, gaining 10 years

You will live to age 70, gaining 5 years

You will live to age 65
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Treatment Options

A: Standard Care Eagc B5) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

options, You can click the summary bar above to review the options at any time

@& Option A outcome Correct
& Outcome probabilities Corroct

& Goodoutcome Corract

What is the bad outcome of Option B (Experimental Treatment)?

® You will live to below age 65, losing some years
You will live to exactly age 65

You will not survive the procedure
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Treatment Options
A: Standard Care [ugu B65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please ans LI @ sure you understand both treatment

options. You can click the summary bar above to review the options at any time

& Option A cutcome Corract
& Outcome probabilities Correct
@ Goodoutcome Correct

& Badoutcome Correct

If you choose Option B, when will you find out whether the outcome

is good or bad?
| year after the procedure
(® 6 months after the procedure

Immediately after the procedurs
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Treatment Options
A: Standard Care (age 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

aptions. You can click the summary bar above to review the options at any time

@ Option A cutcome Correct
& Outcome probabilities Correct
& Goodoutcome Corract
@ Bad outcome Correct

@ When cutcome is revealed Correct

| understand — make my choice -
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The

procedure is done and the 6-month wait has begun

You don't yet know whether the outcome will be good (living to age 70, gaining
5 years) or bad (living to below age 65, losing some years). The follow-up test that

will confirrn the result is still 8 months away.

Continue ~
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The
procedure is done and the 6-month wait has begun
You don't yet know whether the outcome will be good (living to age 70, gaining

5 years) or bad (living to below age 65, losing some years). The follow-up test that

will confirrn the result is still 8 months away.

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

While waiting for the results, how much time would you spend

thinking about them?
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The
procedure is done and the 6-month wait has begun
You don't yet know whether the outcome will be good (living to age 70, gaining

5 years) or bad (living to below age 65, losing some years). The follow-up test that

will confirrn the result is still 8 months away.

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

@ While waiting for the results, how much time would you spend thin..  6/10  EDIT

How much of that time would you spend fearing that your life

expectancy will be decreased?
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The

procedure is done and the 6-month wait has begun

You don't yet know whether the outcome will be good (living to age 70, gaining
5 years) or bad (living to below age 65, losing some years). The follow-up test that

will confirrn the result is still 8 months away.

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

& While waiting for the results, how much time would you spend thin..  &/10

@ How much of that time would you spend fearing that your life expe..  8/10  EDIT

How much of that time would you spend hoping that your life

expectancy will be increased?
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The

procedure is done and the 6-month wait has begun.

You don't yet know whether the outcome will be good (living to age 70, gaining
5 years) or bad (living to below age 65, losing some years). The follow-up test that
will confirm the result is still 8 months away

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

@ While waiting for the results, how much time would you spend thin.. 6/10
@ How much of that time would you spend fearing that your life expe.. a/10

& How much of that time would you spend hoping that your life exp... 10/10

When you thought about the bad outcome, how distressing do you

think you would feel?

®
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The
procedure is done and the 6-month wait has begun.
You don't yet know whether the outcome will be good (living to age 70, gaining

5 years) or bad [Iiuing to below age 65, losing some vears). The follow=up test that
will confirm the result is still 6 months away

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

@ While waiting for the results, how much time would you spend thin..
@ How much of that time would you spend fearing that your life expe..
& How much of that time would you spend hoping that your life exp..

@ When you thought about the bad outcome, how distressing do you...

When you thought about the good outcome, how uplifting do you

think you would feel?

®
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The Months Ahead

Imagine you chose Option B — the experimental treatment. The

procedure is done and the 6-month wait has begun

You don't yet know whether the outcome will be good (living to age 70, gaining
5 years) or bad (living to below age 65, losing some years). The follow-up test that

will confirrn the result is still 8 months away.

Think about what it would feel like to live through this waiting period. There are no

right or wrong answers — we are interested in your honest reactions.

While waiting for the results, how much time weould you spend thin..
How much of that time would you spend fearing that your life expe...
How much of that time would you spend hoping that your life exp...

When you thought about the bad outcome, how distressing do you..

When you thought about the good cutcome, how uplifting do you t..
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YOUR DECISION

Which Option Would You Choose?

We will show you a series of comparisons between Option A and Option B (the

experimental treatment). For eac

change. simply choose the option you would prefer in each case

Remember: If you choose t

OPTION A OPTION B

Standard Care Experimental Treatment

LCertain outcome; GOOD OUTCOME

ve to age 65 Ly -
Live to age 65 live to age 70

BAD OUTCOME

live to age 59 years, 9 mo

Which option would you prefer?

| prefer Option A | prefer Option B

h comparison, the potential loss of Option B w

2  Thu 12 Mar 10:04am

] 0 Update :+-
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YOUR DECISION

Which Option Would You Choose?

We will show you a series of comparisons between Option A and Option B (the

experimental treatment). For eac

change. simply choose the option you would prefer in each case

Remember: |

OPTION A OPTION B

Standard Care Experimental Treatment

LCertain outcome; GOOD OUTCOME

ve to age 65 Ly -
Live to age 65 live to age 70

BAD OUTCOME

live to age 57 years, 5 mo

Which option would you prefer?

h comparison, the potential loss of Option B w

| prefer Option A | prefer Option B

2+« Thu 12 Mar 10:05am

] 0 Update :+-
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YOUR DECISION

Which Option Would You Choose?

es of comparisons between Option A and Option B (the

reatment). For each comparison, the potential loss of Option B w

We will show you a ser
experimental t

change. simply choose the option you would prefer in each case

Remember: If you choose t

the procedi

OPTION A OPTION B

Standard Care Experimental Treatment

LCertain outcome; GOOD OUTCOME

Live to age 65 live to age 70

BAD OUTCOME

live to age 56 years, 2 mo

Which option would you prefer?

| prefer Option A | prefer Option B
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YOUR DECISION

Which Option Would You Choose?

- o

We will show you a se

experimental treatment). For eac

change. simply choose the option you would prefer in each case

Remember: If you choose t

OPTION A OPTION B

Standard Care Experimental Treatment

LCertain outcome; GOOD OUTCOME

Live to age 65 live to age 70

BAD OUTCOME

live to age 55 years, 7 mo

Which option would you prefer?

eries of comparisons between Option A and Option B (the

h comparison, the potential loss of Option B w

| prefer Option A | prefer Option B
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YOUR DECISION

Which Option Would You Choose?

es of comparisons between Option A and Option B (the

reatment). For each comparison, the potential loss of Option B w

We will show you a ser
experimental t

change. simply choose the option you would prefer in each case

Remember: If you choose t

the procedi

OPTION A OPTION B

Standard Care Experimental Treatment

LCertain outcome; GOOD OUTCOME

Live to :.!._F.__‘IE.:' 653 I.i."v.'l:_' to :]:\'_',"-' 70

BAD OUTCOME

live to age 55 years, 4 mo

Which option would you prefer?

| prefer Option A | prefer Option B
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OPTION A OPTION B
Standard Care Experimental Treatment

¥

Certain outcome; GOOD OUTCOME

Live to age 65 live to age 70

BAD QUTCOME

live to age 55 years, 2 mo

Almost there. Based on your cholces, we ve narrowed down youl

preference. Now, please use the slider below to find the exact point where

both options feel equally acceptable to you

Adjust the bad outcome of Option B:

live to age 55 years, 2 mo

rears, ) mo

When both treatments feel about equally acceptable to you, clit

Confirm My Choice =
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MNEW SCENARIO

A Second Consultation

Thank yvou for making that decision. Now, imagine that your doctor would like to

discuss one more treatment scenario with you,

The situation is similar — you still have Beta-syndrome and the same two options

are available — but one key detail is different. Please read the next page carefully.

As before, there are no right or wrong answers. Just choose what feels right

=

to vou Iin this new scenario

See new scenario =
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YOUR TREATMENT OPTIONS

Your Doctor’s Recommendation

Your doctor explains that two treatment options are currently available for Beta-
syndrome. They walk you through each one carefully.

OPFTION A

Standard Care

A well-established treatment pathway. Your doctor knows exactly what to

expect — the outcome is certain.

+  You will live to age 65

Mow hear about Option B ~
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Your Doctor’s Recommendation

Your doctor explains that two treatment options are currently available for Beta-
syndrome. They walk you through each one carefully.

COPTION A

Standard Care

expect — the outcome is certain.

«  You will live to age 65

OPTION B

Experimental Treatment

A newer treatment carned out at Ui'ﬂﬂLﬂiﬂL "wxrprﬁﬁcxtun-inknﬁ'n:rnnrw

than a few hours, is painless, and has no side effects. It could extend your life

Good outcome (50% chance): live to age 70 — gain 5 years
« Bad outcome (50% chance}: live to below age 65 — lose some years
Y IMPORTANT

The outcome of the experimental treatment will be revealed by a harmless

medical test performed immediately after the procedure.

I've read both options =3
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. Treatment Options
A: Standard Care (age 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

aptions. You can click the summary bar above to review the options at any time

@ Option A cutcome Correct

& Outcome probabilities Correct

What is the good outcome of Option B (Experimental Treatment)?

You will live to age 75, gaining 10 years

You will live to age 70, gaining 5 years

You will live to age 65
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Treatment Options

A Standard Care (age 65) B: Experimental treatment

COMPREHEMNSION CHECK

Before You Decide

Please answer the following questions to make sure you understand both treatment

options. You can click the summary bar above to review the options at any time.

& Option A outcome

@ oOutcome probabilities

@ Goodoutcome

Correct

Correct

Correct

® You will live to below age 65, losing some years

You will live to exactly age 65

You will not survive the procedure

What is the bad outcome of Option B (Experimental Treatment)?

2+« Thu 12 Mar 10:06am

] 0 Update :+-

1_.. Chat




Edge

~

[nd

File Edit WView History Favourites Profiles Tab Window Help

Health Decision Study X  —+

(1) localhost:8000/p/obuv?1fafstudy/MockDrugintref10

Treatment Options

A: Standard Care Eugc 65) B: Experimental treatment

COMPREHENSION CHECK

Before You Decide

Please answer the follo WINE quesilions o make sure youl L inderstand both treatmeant

options. You can click the summary bar above to review the options at any time,

& Option A sutcome Corract
@ oOutcome probabilities Correct
& Goodoutcome Correct

& Badoutcome Correct

If you choose Option B, when will you find out whether the outcome

is good or bad?
1 vear after the procedure

& months after the procedure

(® Immediately after the procedure

']
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YOUR DECISION

Which Option Would You Choose?

We will show you a series of comparisons between Option A and Option B (the

experimental treatment). For each comparizon, the potential loss of Option B will

change. Simply choose the option you would prefer in each case.

Remember: If vou choose the exp

OPTION A OPTION B
Standard Care Experimental Treatment

Certain outcome:

GOOD QUTCOME

ive to age 65 live to age 70

BAD QUTCOME

live to age 59 years, 9 mo

Which option would you prefer?

| prefer Option A | prefer Option B
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ALMOST DONE

A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable

answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

What is your age?
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ALMOST DONE

A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable

answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

© What is your age?

What is your gender?

Man / Transman

Woman [ Transwoman

Gender Fluid

Two-spirited

| prefer to self-define (please fill in)

| prefer not to answer

Gendergueer [ Gender non=conforming [ Gender non=hinary /
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ALMOST DONE

A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable

answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

© What is your age?

& What is your gender?

Man [ Transman EDIT

® Did not complete high school

High school graduate

Some college

2-year degree

4-year degree

Graduate or professional degree

Please enter the highest level of education that you have attained.

Continue =
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ALMOST DONE

A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable
answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

© What is your age?
& What is your gender? Man | Transman

& What is your highest level of education? Less than HS

What is your current employment status?
Employed
Unemployed

Student
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A Few Questions About You

Finally, we need to ask you a few demographic gquestions. If you feel uncomfortable
answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

@ Whatis your age?
@ What is your gender? Man | Transman
@ What is your highest level of education? Less than HS

& What is your current employment status? Employed

What industry do you work in?

Agriculture, Forestry & Fishing

Manufacturing

(& Construction

Retail & Wholesale

Continue =
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A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable

answering these questions, you may skip any of them. Your answers will be

ancnymous because your data will be identified only by a participant number.

@ Whatis your age?

& What is your gender?

& ‘What is your highest level of education?

© What is your current employment status?®

€ ‘What industry do you work in?

Man [ Transman

Less than HS

Employed

Construction

EDIT

EDIT

EDIT

EDIT

EDIT

What is your annual household income?

Under £15,000

£15,000 - £25000

£25,000 - £35,000

(® £35,000 - £50,000

£50.000 - £75,000

£75,000 - £100,000

E100,000 or above
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A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable
answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

What is your age?

What is your gender? Man / Transman
What is your highest level of education? Less than HS
What is yvour current employment status? Employed
What industry do you work in? Construction

What is your annual household incoma? £35-50k

Are you currently a resident of the United Kingdom?

Yes (@ Mo

Continue =
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A Few Questions About You

Finally, we need to ask you a few demographic questions. If you feel uncomfortable
answering these questions, you may skip any of them. Your answers will be

anonymous because your data will be identified only by a participant number.

What is your age?

What is your gender? Man [ Transman
What is your highest level of education? Less than HS
What is your current employment status? Employed
What industry do you work in? Construction
What 15 your annual household income? £35-50k

Are you currently a resident of the United Kingdom?

How many years have you lived in the United Kingdom?

E

Continue =
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ALMOST DONE

A Few Questions About You

Finally, we need to ask you a few demographic questions. If yvou feel uncomfortable
answering these questions, you may skip any of them. Your answers will be
anonymous because your data will be identified only by a participant number.

What is your age?

What is your gender? Man | Transman
What is your highest level of education? Less than HS
What is your current employment status? Employed
What industry do you work in? Construction
What is vour annual household income? £35-50k
Are you currently a resident of the United Kingdom?

How many years have you lived in the United Kingdom?
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DEBRIEFIMNG FORM

Investigators
Dr. Samuel Johnson, Department of Psychology, the University of Waterloo,

sgbjohns@uwaterioo.ca, Canada

1

We respectfully request that you refrain from sharing the study details with oethers while

it is ongoing, as this may potentially impact participants responses.
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Help

Thank You

four responses have been recorded,. Thank you
for participating in this study. Your input helps us
understand how people make health-related

dacisions
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