Supplementary Information 
Survey items measuring intention and provider preferences

Introduction Text

We are all carriers of one or more hereditary diseases. Carriers do not have the disease but if you and your partner together are carrier of the same hereditary disease there is an enhanced chance that you will have a child with the disease you together are carrier of. The University Medical Centre Groningen is developing a preconception carrier screening (PCS) test for couples for 50 serious hereditary diseases a child could inherit when both future parents are carriers. 
We would like to ask you and your partner several questions regarding this subject to be able to receive a better understanding of your views about this testing opportunity. This makes it easier for us to adapt the test to the wishes of the users. All of your answers will be processed anonymously and are only accessible for the research team. 
This PCS test for couples is a new possibility for future parents to find out prior to a pregnancy if they are carrier of the same hereditary disease. This test is a blood test and gives clarity for 50 diseases. If you and your partner are both carrier of the same hereditary disease there is a 1 in 4 (25%) chance of having a child with the disease in each pregnancy. When you know you are a carrier couple for one of the serious inherited diseases included in the test, there are several options you can choose from to prevent having a child with the disease. 
The questionnaire consists of two parts. You and your partner must answer the questions separately and not talk about it together. Some of the questions we will repeat. Please also answer these questions this is of high importance for the research. After answering the questions in part 1, you will have 5 days to discuss the information about the PCS test with your partner, before answering the questions of part 2. You will receive a reminder by email. 
Thank you in advance for your cooperation. 

Intention
1.  If this PCS test were to be offered, I would be willing to participate 
	Likely
	
	Unlikely

	· 1
	· 2
	· 3
	· 4
	· 5
	· 6
	· 7


2. Which of the following arguments is most important for you in your consideration to take the test? (tick one box)
	· I think that my partner and I as (future) parents have a responsibility to do this test

	· I want to spare our child a life with a severe hereditary disease

	· Carrier testing is socially expected from me and my partner

	· If the test shows that we together are not carriers, this would be a great relief

	· I want to prevent my partner and I having to take care of a child with a severe hereditary disease

	· I want to know in good time if our child is at risk so as not to be confronted by having to make a choice about a late abortion

	· I want to be able to prepare myself for having a child with a severe hereditary disease

	· I think that abortion should be prevented if possible

	· Other pro arguments, namely…


3. Which of the following arguments is most important for you in your consideration not to take the test? (tick one box)
	· I do not want to know if my partner and I are carriers

	· I am against selecting children by screening (such as in this test)

	· I am afraid that if we turn out to be carriers this will have consequences for my relationship

	· I am afraid that if we turn out to be carriers this will have consequences for my insurance policies

	· I am afraid that if we turn out to be carriers we will be regarded as people with a disease

	· I am afraid that if we turn out to be carriers this will be registered with the authorities

	· I am afraid that if we turn out to be carriers  we will end up in a medical treadmill

	· The test result will have no influence on my having children with my partner

	· A test would take away the romance of a pregnancy

	· By taking a test, becoming pregnant is no longer natural

	· Other contra arguments, namely…


4. In the future it is likely that more PCS tests will be developed. Which of the following tests would you be interested in?
	
	Interested                               Not interested

	The current test screening for very serious, early onset, untreatable conditions
	o 1        o 2           o   3    
o  4
   o   5

	A test screening for very serious, but to some extent treatable conditions
	o 1        o 2           o   3     
o  4
   o   5

	A test screening for very serious conditions that have an onset later in life
	o 1        o 2           o   3     
o  4
   o   5

	A test screening for non-health related predispositions for athletic ability or musicality, for example.
	o 1        o 2           o   3     
o  4
   o   5


Preferences on the provision of the PCS test
1. The PCS test is currently only available for couples. Each couple receives a result based on their combined genetic information. Individual carrier results are not communicated. Do you object to the provision of the test to couples only? 
	· Yes

	· No

	· I do not know/ I am not sure


2.  The PCS test could be offered by many possible providers. With which provider would you prefer to see the PCS test offered? (tick one box)
	· Pharmacist

	· Paediatrician

	· Direct to consumer provision

	· Gynaecologist

	· General practitioner

	· Clinical geneticist

	· Midwife

	· No supplier preference

	· The PCS test should not be supplied


3. Information about the PCS test can be offered in various ways. Which of the following forms of information do you consider most important in order to be able to make a decision whether or not to take up the test? (tick one box)
	· Information brochure

	· Website

	· E-mail consult

	· Telephone consult

	· Face-to-face consult

	· No information preference  

	· I do not need information


4. Are you willing to pay for the PCS test? 
	· Yes,  maximum……………... Euro

	· No


To be clear: the serious hereditary diseases included in the test are all diseases that are untreatable, start early in life, are associated with severe pain, and/or severe physical disability, and/or severe mental disability, and/or early death. 











PAGE  
4

