	
	
	



This section of the survey will ask you a few questions about your personal background and your experience with Parkinson’s disease.


How old are you?
· Enter a value: _____  If 0-17 is entered, they will be prompted to exit survey.


Do you have a representative that makes medical decisions for you?
· Yes  I’m sorry, you are not eligible to take this survey.
· No


Do you have a confirmed medical diagnosis of Parkinson’s disease?
· Yes à Branching logic will take them to the following 4 sub-questions:

How old were you when you were diagnosed with Parkinson’s disease?
. Enter a value: _____
Has Parkinson’s disease made you feel less independent?
· Very much
· Somewhat
· Not at all

Has Parkinson’s disease decreased your enjoyment of life?
· Very much
· Somewhat
· Not at all

Do you have one or more blood relatives with Parkinson’s disease?
. Yes
. No
· No à Branching logic will take them to the following sub-question:

Do you have one or more blood relatives with Parkinson’s disease?
. Yes
. No  I’m sorry, you are not eligible to take this survey


What is your sex?
· Male
· Female


Which of the following best describes where you live?
· City/Capital
· Small town
· Rural area 

What is your highest level of education?
· Primary school
· Some secondary school
· Secondary school diploma
· Some university
· University degree
· Post-graduate degree


How would you describe your race?
· Amerindian
· Asian or Pacific Islander
· Black
· Mestizo
· Mulato
· White
· Other: Please describe: _________________



This section will explore how familiar you are with genetics, genetic testing, and genetic counseling. Please review the definitions below and answer the following questions:

Definitions:

· Genes are the instructions that tell our bodies how to look, how to function, and how to develop. We get half of our genetic instructions from our mom and half from our dad.

· Genetics is the study of our genetic information (genes) and how certain traits are inherited from generation to generation.

· A genetic test examines blood or saliva for changes or differences in our genetic instructions (genes) called mutations. Mutations can affect how our bodies function. A disease that is caused by a mutation in our genes is called a genetic disease.

· A genetic counselor is a healthcare worker who meets with people to explain how genetics can cause disease and provides options for genetic testing. A meeting with a genetic counselor is called genetic counseling.


How much do you know about genetics?
· A lot
· Some
· Very little


Have you heard of genetic testing before?
· Yes
· I’m not sure
· No

Have you heard of genetic counseling before?
· Yes
· I’m not sure
· No



This section will explore how much you know about genetic testing, mutations, and genetic disease. Please review the definitions if needed and mark the following sentences with “Correct”, “Incorrect”, or “I’m not sure”.

Definitions:

· Genes are the instructions that tell our bodies how to look, how to function, and how to develop. We get half of our genetic instructions from our mom and half from our dad.

· Genetics is the study of our genetic information (genes) and how certain traits are inherited from generation to generation.

· A genetic test examines blood or saliva for changes or differences in our genetic instructions (genes) called mutations. Mutations can affect how our bodies function. A disease that is caused by a mutation in our genes is called a genetic disease.


Genetic testing may find genetic mutations that a person can pass on to his/her children.
· Correct
· I’m not sure
· Incorrect

Healthy parents can have a child with a genetic disease.
· Correct
· I’m not sure
· Incorrect

Genetic testing may find genetic mutations that increase a person’s chance of developing a genetic disease.
· Correct
· I’m not sure
· Incorrect

Some people with a genetic mutation may not develop the genetic disease.
· Correct
· I’m not sure
· Incorrect


This section will explore how much you know about genetic testing for Parkinson’s disease. Please review the definitions if needed and mark the following sentences with “Correct”, “Incorrect”, or “I’m not sure”.


Definitions:

· Genes are the instructions that tell our bodies how to look, how to function, and how to develop. We get half of our genetic instructions from our mom and half from our dad.

A genetic test examines blood or saliva for changes or differences in our genetic instructions (genes) called mutations. Mutations can affect how our bodies function. A disease that is caused by a mutation in our genes is called a genetic disease.

Environmental factors (things in your life like diet, exercise, chemicals, or stress) increase the chance for someone to get Parkinson’s disease.
· Correct
· I’m not sure
· Incorrect

If a genetic test for Parkinson’s disease is normal, that person will not get Parkinson’s disease.
· Correct
· I’m not sure
· Incorrect

Some people have a mutation for Parkinson’s disease but never develop Parkinson’s disease.
· Correct
· I’m not sure
· Incorrect

Scientists have found mutations that may increase the chance of getting Parkinson’s disease.
· Correct
· I’m not sure
· Incorrect

If a person has Parkinson’s disease, all family members will get Parkinson’s disease someday.
· Correct
· I’m not sure
· Incorrect


This section explores your personal opinion on genetic testing for any disease (not just Parkinson’s disease). Please review the definitions if needed and mark the following sentences with “Agree”, “Disagree”, or “Maybe”.


Definitions:

· Genes are the instructions that tell our bodies how to look, how to function, and how to develop. We get half of our genetic instructions from our mom and half from our dad.

· A genetic test examines blood or saliva for changes or differences in our genetic instructions genes) called mutations. Mutations can affect how our bodies function. A disease that is caused by a mutation in our genes is called a genetic disease.


I would have a genetic test that would tell me how fast a disease would get worse.
· Agree
· Maybe
· Disagree

Would you like to be able to find out through genetic testing if you might have a disease?
· Agree
· Maybe
· Disagree

Would you like to have a genetic test to detect a disease, even if there is no treatment for it yet?
· Agree
· Maybe
· Disagree

People who want genetic tests should be able to get them.
· Agree
· Maybe
· Disagree




This section will explore your views and interest in genetic testing for Parkinson’s disease. Please review the definitions if needed and answer the following questions.

Definitions:

· A genetic test examines blood or saliva for changes or differences in our genetic instructions (genes) called mutations. Mutations can affect how our bodies function. A disease that is caused by a mutation in our genes is called a genetic disease.


Have you had genetic testing for Parkinson’s disease?
· [bookmark: _Hlk97649641]Yes à Branching logic will take them to the following 2 sub-questions:

Did you share your test result with your family?
· Yes
· No

Why did you want genetic testing for Parkinson’s disease?
· Type your response:

· No à Branching logic will take them to the following 3 sub-questions:

How interested are you in receiving genetic testing for Parkinson’s disease?
· Very interested
· Somewhat interested
· Not interested


If your genetic test found a mutation for Parkinson’s disease, would you tell your family?
· Yes
· Maybe
· No

What are some ways you think genetic testing for Parkinson’s disease would be useful?
· Type your response:





This section will ask questions about your views and interest in genetic counseling. Please review the definitions if needed and answer the following three questions:


Definitions:

A genetic counselor is a healthcare worker who meets with people to explain how genetics can cause disease and provides options for genetic testing. A meeting with a genetic counselor is called genetic counseling.

How useful do you think genetic counseling would be for someone who is considering genetic testing for any disease?
· Very useful
· Somewhat useful
· Not useful


Have you met with a genetic counselor to talk about Parkinson’s disease?
· [bookmark: _Hlk97650026]Yes à End of survey
· No à Branching logic will lead to the following 2 sub-questions:

How interested are you in meeting with a genetic counselor to talk about Parkinson’s disease?
· Very interested
· Somewhat interested
· Not interested

What questions would you want to ask a genetic counselor about Parkinson’s disease?
· Type your response:
	
	
	



