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Appendix A (Follow-up Surveys – S/C trait, Barts (alpha-thal trait), Variant trait)

Hello, is _________________________________________ there, please?            

Hi. My name is ________________ and I am calling from the Sickle Cell Clinic at Children’s Hospital of Pittsburgh. 

A few months ago, your baby was seen in the Sickle Cell Clinic at Children’s Hospital to discuss the results of the newborn screening test.  You agreed to be contacted in a follow-up phone call to find out what you thought of the notification process and clinic experience.  Is now a good time to ask you some questions – it will take about 10 minutes.  We’d really appreciate your time and input.

Just to let you know, genetic testing and counseling are services that people may or may not choose to use, it is a personal decision.  Therefore, all answers will be confidential and you can refuse to answer any question.  

The first part is about decision making – why you came to the visit
Had you heard about sickle cell disease or sickle cell trait before you were contacted about newborn screening? ______________________________________________________________

Did you and the baby’s father ever talk about sickle cell before or during your pregnancy? _______

Did you know your baby had the Newborn Screening Test done? __________

Did your doctor tell you what they were testing for or why they were doing the test? __________

How did you find out the results of the NBS?


____Letter from Children’s 


____Phone call from Children’s


____Pediatrician told you at a regular visit


____Other __________________

Was that person who told you about the trait able to tell you what it meant? __________

When did you decide to come to the Sickle Cell Clinic at Children’s?


____When you got the letter


____When Children’s called


____After you talked to your baby’s doctor


____Other __________________

Why did you decide to come to the clinic? _______________________________________________

Who did you tell about your clinic appointment? ________________________________

When did you tell people you were coming in?



___ When you made the appt



___ In enough time to get time off work



___ After you went to the appt.



___ After you got the blood test results

Was it     EASY     or     DIFFICULT     to schedule an appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Was it     EASY     or     DIFFICULT     to come in for the appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Now I have some questions about your clinic visit
Did the genetic counselor answer your questions? _____________

Do you feel     MORE     or     LESS     anxious after your clinic visit?

Did your baby have blood drawn at the clinic? ______

Have you received the results yet? _____________


Who called you with the results? ________________


Did they explain the results to you? _________________

Did you or your partner have testing? 


____NO
Are you interested in testing? ________________________________________


____YES
Did you have any problems getting testing done?





____No problem





____Took too long for registration/blood draw





____Insurance/Coverage problems





____Other __________________________________________________




Knowing your status, has that changed your desire to have children?





____ Not at all





___ I might be concerned about future babies





___ I would not be concerned about future babies





___ I will not have any more children based in this condition





___ I was not planning on having any more children anyway




Did you tell sibling or other family members your results? ___________________




Was anyone upset that you were having testing done?




(Did they not want to know if something was “in the family”?) ________________

Did you and your partner talk about sickle cell after the clinic visit? _______________________

Did you feel that your partner blamed you for your baby having this trait? _________________

Did you feel guilty or upset that your baby has this trait? ______________________

Do you plan to tell your child about the sickle trait?________________ 

We are almost finished.
I just have a few questions about what information was discussed at the clinic visit.
Was it clear that there is a difference between sickle cell trait and sickle cell disease? YES   NO

Can a child with sickle cell trait ever develop the disease?  YES          NO

Do both parents have to have trait for a baby to be born with the disease?

If one parent has S Trait, and one parent has C trait, can they have a baby with disease?  YES    NO

If you have sickle cell trait, can your brother or sister also have the trait?    YES    NO

Can you choose which genes are passed on to your children?  YES

NO

Can you “catch” sickle cell disease like you “catch” a cold?         YES     NO

To wrap up, I have some questions about medical technology.

Technology
There are new technologies that can change the way women and their partners feel about having children.  Some people like the idea of testing and some do not.


What do you think of Newborn Screening and genetic testing? ________________________
___________________________________________________________________________

Is it scarier to have the testing done to detect a potential problem, or to not have the testing done and possibly miss something?______________________________

Do you think the availability of genetic tests changes the way people think about their health or of having children? ​​​​​​​​​​​​​​​​​​​__________________________________________________________


If asked, would you tell others about genetic counseling and genetic testing? ____________

I have a couple of statements that I would like you to agree with or disagree with:


In general, if genetic testing is available, it should be used.

AGREE
DISAGREE


If you do not use genetic testing, your fear is increased. 
AGREE
DISAGREE

Wrap Up
Is there anything else that we did not discuss that you want us to know about your clinic visit or your decisions? _______________________________________________________________________

_________________________________________________________________________

Thank you very much for your participation. Your responses will be very useful in helping us understand why women and their partners use genetic services. If you have any questions, please feel free to contact the clinic to talk with our genetic counselor, Beth Kladny, or our hematologist Dr. Krishnamurti

BARTS

Hello, is _________________________________________ there, please?              

Hi. My name is ________________ and I am calling from the Sickle Cell Clinic at Children’s Hospital of Pittsburgh. 

A few months ago, your baby was seen in the Sickle Cell Clinic at Children’s Hospital to discuss the results of the newborn screening test.  You agreed to be contacted in a follow-up phone call to find out what you thought of the notification process and clinic experience.  Is now a good time to ask you some questions – it will take about 10 minutes.  We’d really appreciate your time and input.

Just to let you know, genetic testing and counseling are services that people may or may not choose to use, it is a personal decision.  Therefore, all answers will be confidential and you can refuse to answer any question.  

The first part is about decision making – why you came to the visit
Did you know your baby had the Newborn Screening Test done? __________

Did your doctor tell you what they were testing for or why they were doing the test? __________

How did you find out the results of the NBS?


____Letter from Children’s 


____Phone call from Children’s


____Pediatrician told you at a regular visit


____Other __________________

Was that person who told you about the trait able to tell you what it meant? __________

When did you decide to come to the Sickle Cell Clinic at Children’s?


____When you got the letter


____When Children’s called


____After you talked to your baby’s doctor


____Other __________________

Why did you decide to come to the clinic? _______________________________________________

Who did you tell about your clinic appointment? ________________________________


When did you tell people you were coming in?



___ When you made the appt



___ In enough time to get time off work



___ After you went to the appt.



___ After you got the blood test results

Was it     EASY     or     DIFFICULT     to schedule an appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Was it     EASY     or     DIFFICULT     to come in for the appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Now I have some questions about your clinic visit
Did the genetic counselor answer your questions? _____________

Do you feel     MORE     or     LESS     anxious after your clinic visit?

Did your baby have blood drawn at the clinic? ______

Have you received the results yet? _____________


Who called you with the results? ________________


Did they explain the results to you? _________________

Did you or your partner have testing? 


____NO
Are you interested in testing? ________________________________________


____YES
Did you have any problems getting testing done?





____No problem





____Took too long for registration/blood draw





____Insurance/Coverage problems





____Other __________________________________________________




Knowing your status, has that changed your desire to have children?





____ Not at all





___ I might be concerned about future babies





___ I would not be concerned about future babies





___ I will not have any more children based in this condition





___ I was not planning on having any more children anyway




Did you tell sibling or other family members your results? ___________________




Was anyone upset that you were having testing done?




(Did they not want to know if something was “in the family”?) ________________

Did you and your partner talk about Barts hemoglobin/ alpha-thalassemia after the clinic visit? _______________________

Did you feel that your partner blamed you for your baby having this trait? _________________

Did you feel guilty or upset that your baby has Barts hemoglobin? ______________________

Would you have wanted to know about the possibility of Barts hemoglobin showing up on the screen before it was done? ____

Do you plan to tell your child about the Barts hemoglobin/ alpha-thalassemia?________________ 

We are almost finished.
I just have a few questions about what information was discussed at the clinic visit.
Is Bart’s hemoglobin/alpha-thalassemia trait a disease?  YES
NO

Does your baby need a prescription of iron because of these results?   YES   NO

Could a future child of yours also have Barts hemoglobin/alpha-thal trait?   YES    NO

If a baby has Barts hemoglobin/alpha thal trait, does that mean that one of the parents also has the same thing?    YES   NO

Can you choose which genes are passed on to your children?  YES

NO

Technology
There are new technologies that can change the way women and their partners feel about having children.  Some people like the idea of testing and some do not.


What do you think of Newborn Screening and genetic testing? ________________________
________________________________________

Is it scarier to have the testing done to detect a potential problem, or to not have the testing done and possibly miss something?______________________________

Do you think the availability of genetic tests changes the way people think about their health or of having children? ​​​​​​​​​​​​​​​​​​​__________________________________________________________


If asked, would you tell others about genetic counseling and genetic testing? _________

I have a couple of statements that I would like you to agree with or disagree with:


In general, if genetic testing is available, it should be used.

AGREE
DISAGREE


If you do not use genetic testing, your fear is increased. 
AGREE
DISAGREE
Wrap Up
Is there anything else that we did not discuss that you want us to know about your clinic visit or your decisions? _______________________________________________________________________

_____________________________________________________________________________

_____________________________________________________________________________

Thank you very much for your participation. Your responses will be very useful in helping us understand why women and their partners use genetic services. If you have any questions, please feel free to contact the clinic to talk with our genetic counselor, Beth Kladny, or our hematologist Dr. Krishnamurti

Variant Trait

Hello, is _________________________________________ there, please?               

Hi. My name is ________________ and I am calling from the Sickle Cell Clinic at Children’s Hospital of Pittsburgh. 

A few months ago, your baby was seen in the Sickle Cell Clinic at Children’s Hospital to discuss the results of the newborn screening test.  You agreed to be contacted in a follow-up phone call to find out what you thought of the notification process and clinic experience.  Is now a good time to ask you some questions – it will take about 10 minutes.  We’d really appreciate your time and input.

Just to let you know, genetic testing and counseling are services that people may or may not choose to use, it is a personal decision.  Therefore, all answers will be confidential and you can refuse to answer any question.  

The first part is about decision making – why you came to the visit
Did you know your baby had the Newborn Screening Test done? __________

Did your doctor tell you what they were testing for or why they were doing the test? __________

Do you know which variant trait your baby has? ___________________________

How did you find out the results of the NBS?


____Letter from Children’s 


____Phone call from Children’s


____Pediatrician told you at a regular visit


____Other __________________

Was that person who told you about the trait able to tell you what variant trait meant? __________

When did you decide to come to the Sickle Cell Clinic at Children’s?


____When you got the letter


____When Children’s called


____After you talked to your baby’s doctor


____Other __________________

Why did you decide to come to the clinic? _______________________________________________

Who did you tell about your clinic appointment? ________________________________


When did you tell people you were coming in?



___ When you made the appt



___ In enough time to get time off work



___ After you went to the appt.



___ After you got the blood test results

Was it     EASY     or     DIFFICULT     to schedule an appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Was it     EASY     or     DIFFICULT     to come in for the appointment?


What made it DIFFICULT? _____________________________________________________


What could make it easier? _____________________________________________________

Now I have some questions about your clinic visit
Did the genetic counselor answer your questions? _____________

Do you feel     MORE     or     LESS     anxious after your clinic visit?

Did your baby have blood drawn at the clinic? ______

Have you received the results yet? _____________


Who called you with the results? ________________


Did they explain the results to you? _________________

Did you or your partner have testing? 


____NO
Are you interested in testing? ________________________________________


____YES
Did you have any problems getting testing done?





____No problem





____Took too long for registration/blood draw





____Insurance/Coverage problems





____Other __________________________________________________




Knowing your status, has that changed your desire to have children?





____ Not at all





___ I might be concerned about future babies





___ I would not be concerned about future babies





___ I will not have any more children based in this condition





___ I was not planning on having any more children anyway




Did you tell sibling or other family members your results? ___________________




Was anyone upset that you were having testing done?




(Did they not want to know if something was “in the family”?) ________________

Did you and your partner talk about the variant trait after the clinic visit? _______________________

Did you feel that your partner blamed you for your baby having the trait? _________________

Did you feel guilty or upset that your baby had a variant trait result? ______________________

Would you have wanted to know about the possibility of a variant trait showing up on the screen before it was done? ____

Do you plan to tell your child about the variant trait?________________ 

We are almost finished.
I just have a few questions about what information was discussed at the clinic visit.
Is a variant trait a disease? YES   NO

Will this variant cause your child any health problems?  YES          NO

If one parent has a variant trait, and the other parent has sickle S trait, can they have a baby with disease?  YES    NO

If a baby has a variant trait, does that mean that one of the parents also has the variant trait?    Y N

Can you choose which genes are passed on to your children?  YES

NO

Technology
There are new technologies that can change the way women and their partners feel about having children.  Some people like the idea of testing and some do not.


What do you think of Newborn Screening and genetic testing? ________________________
___________________________________________________________________________

Is it scarier to have the testing done to detect a potential problem, or to not have the testing done and possibly miss something?______________________________

Do you think the availability of genetic tests changes the way people think about their health or of having children? ​​​​​​​​​​​​​​​​​​​__________________________________________________________


If asked, would you tell others about genetic counseling and genetic testing? ____________

I have a couple of statements that I would like you to agree with or disagree with:


In general, if genetic testing is available, it should be used.

AGREE
DISAGREE


If you do not use genetic testing, your fear is increased. 
AGREE
DISAGREE

Wrap Up
Is there anything else that we did not discuss that you want us to know about your clinic visit or your decisions? _______________________________________________________________________

_____________________________________________________________________________

_____________________________________________________________________________

Thank you very much for your participation. Your responses will be very useful in helping us understand why women and their partners use genetic services. If you have any questions, please feel free to contact the clinic to talk with our genetic counselor, Beth Kladny, or our hematologist Dr. Krishnamurti

