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IGPrare
Welcome to the IGPrare survey website, a research project aimed at improving the conditions for genetic information sharing among families affected by rare diseases.
Like the rest of this research project, this survey is the result of collaboration between representatives of patient associations, healthcare professionals, and researchers in the humanities and social sciences (HSS).
To participate, you will need to spend approximately 30 minutes on your computer, tablet, or cell phone.
There are three points to note:
· You can pause at any time and resume later (using the “Finish later” button at the top right of each page).
· At the end of each section, you will have the opportunity to add comments, which will be processed separately.
· This questionnaire is strictly anonymous: once validated and submitted, all computer links will be cut and it will not be possible to return to it, but just before you do so, you will have the opportunity to print your own questionnaire.
Like the commitment of your associations, your individual contribution is irreplaceable, Thank you for your cooperation!
For more information, visit our website at https://igprare.fr/ or contact us at info@igprare.fr.
Ethical and regulatory aspects
As this is a collaborative research project conducted with and for people with rare diseases, your associations will be the first to be informed of the results and invited to discuss them when proposals for improvement are being developed.
[image: ]IGPrare is a research project supported by the French Biomedicine Agency (2020 Research Call for Proposals, agreement 20AMP014). 
IGPrare has been approved by the Ethics Committee of Aix Marseille University (# 2021-07-08-09).
In accordance with regulations, your participation requires your acceptance of the IGPrare privacy policy by checking the box below.

This questionnaire contains 378 questions, but of course not all of them need to be answered by the same respondent. Some questions are conditional and depend on the answers provided by the respondents. Some questions depend on the number of FDGR events reported.

1 The respondent, the disease, and the person diagnosed with a genetic disease
You are participating in this survey because you have passed on genetic information to a relative.
As the main participant, it is important for us to know about you.
If you are not the person diagnosed with the genetic disease, we will also ask you a few questions about that person.
	
1.1 Respondent
1.1.1 Status
Are you ? *
Please select only one of the following options :
· The person diagnosed with a genetic disease, whether you are ill, at risk of developing the disease, or of passing it on
· The parent of a minor child diagnosed with a genetic disease, whether they are ill, at risk of developing the disease, or of passing it on
· Other, please specify below



	1.1 The respondent
1.1.1 bis Your relationship to the person diagnosed
In this case, are you : *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 The respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· A parent of an adult who has been genetically diagnosed
· The spouse of the person who has been genetically diagnosed
· A child or grandchild of the person who has been genetically diagnosed
· Another relative of the person who has been genetically diagnosed
· A close friend of the person who has been diagnosed, with no genetic link to them



	1.1 Respondent
1.1.2 Respondent's gender
Your gender is : *
Please select only one of the following options :
· Male
· Female
· I do not wish to answer this question





	1.1 The respondent
1.1.3 Any children of the respondent
Did you have children at the time you began passing on this genetic information ? *
Please select only one of the following options :
· Yes
· No



	1.1 Respondent
1.1.4 Respondent's occupation
What was your occupation at the time you provided this genetic information ? *
Please select only one of the following options :
· Student, high school student
· Job seeker
· Stay-at-home parent
· Employee, public or private sector
· Self-employed or freelance worker
· Pensioner, due to illness or disability
· Retired



	1.1 The respondent
1.1.5 The respondent's education
What level of education did you have at that time ? *
Please select only one of the following options :
· No qualification higher than a primary school certificate
· Middle school diploma
· CAP, BEP, or equivalent
· High school diploma, vocational diploma, or equivalent
· Short higher education diploma (up to two years of postsecondary education)
· Long higher education diploma (more than two years of postsecondary education)
Current INSEE categories; the names of diplomas may vary depending on the era or country. Choose the one that best describes your situation.





	1.2. The disease
1.2.1 Name of the disease
What is the name of the disease or syndrome diagnosed or confirmed by genetic testing ? *
Please write your response here :
	


Some diseases have several names; they will all be coded consistently for the purposes of this survey analysis.



	1.2. The disease
1.2.2 Prior knowledge of the disease
Were you already aware of this disease before the diagnosis ? *
Please select only one of the following options :
· No
· Yes, because it already affected one or more members of my family
· Yes, but it did not affect any members of my family



	1.2 The disease
1.2.3 Mode of genetic transmission
To your knowledge, what is the mode of transmission for this disease ? *
Please select only one of the following options :
· Autosomal recessive
· Autosomal dominant
· X-linked recessive
· Chromosomal abnormality
· X-linked dominant
· Mitochondrial
· I don't know or can't remember





	1.3 The person diagnosed with a genetic disease or predisposition
1.3.1 Gender
What is the gender of the person diagnosed ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘The person diagnosed with a genetic disease, whether you are ill, at risk of developing the disease, or of passing it on’ to question ‘1 [repmal]’ (1.1 The respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· Male
· Female
· I do not wish to answer this question



	1.3 The person diagnosed with a genetic disease or predisposition
1.3.2 Diagnostic delay
Was there a delay between the first symptoms and the first time a healthcare professional gave you the name of the disease ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 The respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· No, I knew the name of the disease before the first symptoms appeared or in the absence of symptoms.
· Yes, less than 3 months after the first symptoms appeared.
· Yes, 3 months to 1 year after the first symptoms appeared.
· Yes, 1 to 3 years after the first symptoms appeared.
· Yes, 3 to 10 years after the first symptoms appeared.
· Yes, more than 10 years after the first symptoms
· I don't know or can't remember
In rare diseases, the time it takes to reach a diagnosis can be long (diagnostic odyssey). Conversely, as these are often genetic diseases, the diagnosis may be known before any symptoms appear, through genetic testing (presymptomatic diagnosis).








	1.3 The person who received the diagnosis of a genetic disease or predisposition
1.3.2 Diagnostic delay
To your knowledge, was there a delay between the first symptoms and the first time a healthcare professional named the disease ? *
Answer this question only if the following conditions are met :
The answer was 'Other, please specify below' to question '1 [repmal]' (1.1 Respondent 1.1.1 Status : Are you ?)
Please select only one of the following options :
· No, the disease name was known before the first symptoms or in the absence of symptoms
· Yes, less than 3 months after the first symptoms
· Yes, 3 months to 1 year after the first symptoms
· Yes, 1 to 3 years after the first symptoms
· Yes, 3 to 10 years after the first symptoms
· Yes, more than 10 years after the first symptoms
· I don't know or don't remember
In rare diseases, the time to access a diagnosis can be long (diagnostic odyssey). Conversely, as these are often genetic diseases, the diagnosis is sometimes known before any manifestation, via a genetic test (presymptomatic diagnosis)



	1.3 The person who received the diagnosis of a genetic disease or predisposition
1.3.3 Author of the diagnosis
Who and when made the diagnosis of this disease or predisposition ? *
Please select only one of the following options :
· By a general practitioner before any possible genetic test
· By a geneticist or a genetic counselor before any possible genetic test
· By another specialist physician before any possible genetic test
· By a doctor after genetic testing
· By myself or a relative, the disease being known in the family before the genetic test
· I don't know or don't remember





	1.3.4 From clinical diagnosis to genetic confirmation
How much time elapsed between the clinical diagnosis and its genetic confirmation ? *
Answer this question only if the following conditions are met :
· The answer was NOT 'Other, please specify below' to question '1 [repmal]'
· The answer was 'By a doctor after genetic testing' to question '13 [maldiagaut]'
Please select only one of the following options :
· The genetic diagnosis preceded the clinical diagnosis
· Less than 3 months after the clinical diagnosis
· 3 months to 1 year after the clinical diagnosis
· 1 to 3 years after the clinical diagnosis
· 3 to 10 years after the clinical diagnosis
· More than 10 years after the clinical diagnosis
· The clinical diagnosis was never confirmed by a genetic test



	1.3.4 From clinical diagnosis to genetic confirmation
To your knowledge, how much time elapsed between the clinical diagnosis (or its suggestion) and the genetic diagnosis ? *
Answer this question only if the following conditions are met :
The answer was 'Other,  specify below' to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was 'By a doctor after genetic testing' to question '13 [maldiagaut]' (1.3 The person diagnosed with a genetic disease or predisposition 1.3.3 Author of the diagnosis By quiet when was the diagnosis of this disease or predisposition made ?)
Please select only one of the following options :
· The genetic diagnosis preceded the clinical diagnosis
· Less than 3 months
· after the clinical diagnosis
· 3 months to 1 year
· after the clinical diagnosis
· 1 to 3 years
· after the clinical diagnosis
· 3 to 10 years
· after the clinical diagnosis
· More than 10 years
· after the clinical diagnosis
· The clinical diagnosis was never confirmed by a genetic test
· I don't know or can't remember





	1.4 Comments
Do you have any comments to add regarding this part of the questionnaire ?
To preserve the confidentiality of information contained in the survey database, please avoid mentioning proper names of people or places, which would have to be deleted before recording.
Please write your answer here :
You have answered the first page, allowing us to know you as the respondent, who has received a rare disease diagnosis or as a respondent on behalf of this person.
Genetic information inherently concerns a family, either yours or that of the diagnosed person if you respond on their behalf. The next page concerns this family.
	Page
	The respondent, the person diagnosed
	The family
	Transmission of
genetic information
	Consequences of transmission
	Unrealized transmissions

	Duration
	5 minutes
	3 minutes
	6 minutes
	5 minutes
	3 minutes


This table allows you to track your progress in the survey by providing estimates of the time required to complete the various pages, already completed or still to come.
These estimates are based on the first 150 respondents who spent an average of 31 minutes on the entire questionnaire ; but since we are not all the same, a quarter, the fastest, did it in less than 21 minutes, while another quarter, the slowest, spent more than 48 minutes.





2. Family
Genetic information inherently concerns the family. It is therefore important to know some of its characteristics. Additionally, we seek to evaluate the extent of genetic information considered and shared within the family.
	
2.1 Family relationships
2.1.1 Frequency of contact
Outside the current Covid-related health crisis, how many family members (outside your household) do you see or call at least once a year ? *
Answer this question only if the following conditions are met :
The answer was NOT 'A relative of the diagnosed person without a genetic link' to question '2 [repnonmal]'
Please select only one of the following options :
· None
· 1 to 2
· 3 to 5
· 6 to 10
· More than 10
· I don't know or don't remember



	2.1 Family relationships
2.1.1 Frequency of contact
Outside the current Covid-related health crisis, how many family members (outside your household) do you see or call at least once a year ? *
Answer this question only if the following conditions are met :
The answer was NOT 'A relative of the diagnosed person without a genetic link' to question '2 [repnonmal]'
Please select only one of the following options :
· None
· 1 to 2
· 3 to 5
· 6 to 10
· More than 10
· I don’t know or don’t remember





	2.2 Information flow
2.2.1 General communication
What is your opinion on the statement: “In our family, we communicate easily on various topics.” *
Answer this question only if the following conditions are met :
The answer was NOT ‘A close relative of the diagnosed person, with no genetic link to them’ to question ‘2 [repnonmal]’ (1.1 Respondent 1.1.1 bis Your relationship to the diagnosed person In this case, are you :)
Please select only one of the following options :
· Somewhat agree
· No clear trend in the family
· Somewhat disagree
· No opinion



	2.2 Information flow
2.2.1 General communication
What is your opinion on the statement: “In this family, we communicate easily on a variety of topics.” *
Answer this question only if the following conditions are met :
The answer was "A close relative of the diagnosed person, with no genetic link
to them“ to question ”2 [repnonmal]" (1.1 Respondent 1.1.1 bis Your relationship to the diagnosed person In this case, are you :)
Please select only one of the following options :
· Somewhat agree
· No clear trend in the family
· Somewhat disagree
· No opinion



	

2.2 Information flow
2.2.2 Communication about health
What is your opinion on the statement: "In our family, we communicate easily about health topics." *
Answer this question only if the following conditions are met :
The answer was NOT "A close relative of the diagnosed person, with no genetic link to them“ to question ”2 [repnonmal]" (1.1 Respondent 1.1.1 bis Your relationship to the diagnosed person In this case, are you :)
Please select only one of the following options :
· Somewhat agree
· No clear tendency in the family
· Somewhat disagree
· No opinion

	2.2 Information flow
2.2.2 Communication about health
What is your opinion on the statement : "In this family, we communicate easily about health issues." *
Answer this question only if the following conditions are met :
The answer was 'A close relative of the diagnosed person, with no genetic link to them 'to question ‘2 [repnonmal]’ (1.1 Respondent 1.1.1 bis Your relationship to the diagnosed person In this case, are you :)
Please select only one of the following options :
· Somewhat agree
· No clear tendency in the family
· Somewhat disagree
· No opinion



	2.3 Diseases and other health issues in the family (household and extended family)
2.3.1 The rare genetic disease
To your knowledge, are other family members affected by the same genetic disease ? *
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember



	2.3 Diseases and other health problems in the family (immediate and extended family)
2.3.2 Another genetic disease
To your knowledge, are other family members affected by another genetic disease ? *
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember



	2.3 Diseases and other health problems in the family (immediate and extended family)
2.3.3 A chronic disease
To your knowledge, are other family members affected by a chronic and disabling disease ? *
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember





	2.4 Extent of genetic information transmission within the family
2.4.1 Planned transmissions
How many people did you initially plan to inform about the genetic information ? *
! Only numbers can be entered in this field.
! Your answer must be between 1 and 25.
Please write your answer here :
persons
Depending on the circumstances, family genetic information may concern a highly variable number of people.



	2.4 Extent of genetic information transmission within the family
2.4.2 Transmissions undertaken (regardless of outcome)
How many family members were you able to meet in person  to pass on the genetic information ? *
! Your answer must be between 1 and 25.
! Only whole numbers can be entered in this field.
Please write your answer here :
persons
In practice, it is not always possible to inform all the persons concerned.



	2.4 Comments
Do you have any comments to add regarding this part of the questionnaire ?
Please write your answer here :

You have just completed the first two pages of the questionnaire, please continue so that all of your experience can be taken into account.
The next two pages are crucial and concern your experience of genetic information transmission and its consequences.
	Page
	The respondent, the person diagnosed
	The family
	Transmission of
genetic information
	Consequences of transmission
	Unrealized transmissions

	Duration
	5 minutes
	3 minutes
	6 minutes
	5 minutes
	3 minutes









3. Transmission of genetic information to a relative, process
This section is at the heart of IGPrare.
Each transmission is unique, depending both on the person transmitting the genetic information and the relative being informed. We therefore ask you to report specific genetic information intended for a given person or group of people.
It can be difficult to choose between the most representative, easiest, most difficult experience, or the one with the closest relative, but you will then have the opportunity to report others, up to a total of 5.
	3.1 Informed relative(s)
3.1.1 Individual or collective information of relatives
Was the information you are reporting now intended for ? *
Please select only one of the following options :
· A single person (possibly accompanied)
· Several family members at the same time (possibly accompanied)



	3.1 Informed relative
3.1.2.a Family relationship with the informed person
The person you informed on this occasion was your : *
Answer this question only if the following conditions are met :
The answer was NOT “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?) and The answer was “A specific person, possibly accompanied” to question
“29[IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or stepfather
· Son or stepson
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or stepmother
· Daughter or stepdaughter
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative

	3.1 Informed relative
3.1.2.a Family relationship with the informed person
In relation to the person diagnosed, the person you informed on this occasion was his/her : *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?) and The answer was “A specific person (possibly accompanied)” to question “29[IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Information provided to relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or stepfather
· Son or stepson
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or stepmother
· Daughter or stepdaughter
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative





	3.1 Informed relative
3.1.3.a Choice of the person to inform
I informed this particular person because I was advised to inform : *
Answer this question only if the following conditions are met :
The answer was “A specific person, possibly accompanied” to question “29[IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· All my relatives
· All those with whom I had a relationship
· My relatives step by step, starting with the closest (parents, children, siblings)
· Certain relatives considered “at risk” by the doctor, particularly in case of ongoing pregnancy
· Certain relatives designated on the family tree, explaining why for each (risk of being a carrier, reproductive age, etc.)
· No specific instructions were given
· I don’t remember



	3.1 Informed relative
3.1.4.a Prior knowledge of the disease
Do you think this person already knew about your disease or predisposition, or that of your child ? *
Answer this question only if the following conditions are met :
The answer was NOT “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?) and The answer was "A specific person (possibly accompanied)“ to question ”29[IGPinfoindvscoll1]" (3.1 Informed relatives 3.1.1 Information for relatives, individual or collective Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Yes or probably
· No or probably not
· I don't know or can't remember





	3.1 Informed relative
3.1.4.a Prior knowledge of the disease
In your opinion, was this relative aware of the illness or predisposition of the person diagnosed ? *
Answer this question only if the following conditions are met :
The answer was ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was 'A specific person (possibly accompanied)‘ to question '29[IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Information for relatives, individual or collective Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Yes or probably
· No or probably not
· I don't know or can't remember



	3.1 Informed relative
3.1.5.a Relative’s age
This person is/was : *
Answer this question only if the following conditions are met :
The answer was “A specific person, possibly accompanied” to question “29[IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Significantly younger than me (more than 10 years difference)
· Younger than me (3 to 10 years difference)
· Roughly the same age (within 3 years)
· Older than me (3 to 10 years difference)
· Significantly older than me (more than 10 years difference)



	3.1 Informed relative
3.1.6 Children of the informed person
At the time you informed them, did this person have children ? *
Answer this question only if the following conditions are met :
The answer was “A specific person (possibly accompanied)” to question “29 [IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Please select an answer below
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember



	3.2.a Circumstances of the genetic information transmission
3.2.1.a Occasion of the transmission
This information was shared : *
Answer this question only if the following conditions are met :
The answer was “A specific person (possibly accompanied)” to question “ 29 [IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ? )
Please select only one of the following options :
· Lors d’un échange dédié à cette démarche 
· A l’occasion d’un autre échange



	3.2.a Circumstances of the genetic information transmission
3.2.2.a Mode of communication
This information was obtained : *
Answer this question only if the following conditions are met :
The answer was “A specific person (possibly accompanied)” to question 29[IGPinfoindvscoll1] (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Orally, face-to-face
· Orally, by phone or video call
· By electronic message (SMS, email, WhatsApp-type apps)
· By letter (paper)



	3.2.a Circumstances of the genetic information transmission
3.2.3.a Location of the genetic information transmission
This information took place : *
Answer this question only if the following conditions are met :
The answer was 'A specific person (possibly accompanied)' to question ‘29[IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for? ) and The answer was 'Verbally face to face' to question '38 [IGPindcom1]' (3.2.a Circumstances of genetic information transmission 3.2.2.a Mode of communication This information was provided : )
Please select only one of the following options :
· At my home
· At their home
· At another family member’s home
· At a friend’s place
· At a neutral location (park, café, etc.)





	
3.1.b Informed relatives
3.1.2.b Family relationships of attendees
Which of your relatives personally involved in the information, possibly accompanied by their spouse, attended this meeting ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was ‘Several family members at the same time (possibly accompanied)’ to question'29  [IGPinfoindvscoll1]' (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Check the answer(s)
Please select all applicable answers :
· Brother, half-brother, or brother-in-law
· Father or stepfather
· Son or stepson
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or stepmother
· Daughter or stepdaughter
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative





	3.1.b Informed relatives
3.1.2.b Family relationships of attendees
Which of the relatives of the diagnosed person, personally affected by the information, participated in this meeting ? *
Answer this question only if the following conditions are met :
The answer was ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was ‘Several family members simultaneously (possibly accompanied)’ to question '29 [IGPinfoindvscoll1]' (3.1 Informed relatives 3.1.1 Information for relatives, individual or collective Was the information you are now reporting intended for ?)
! Check the answer(s)
Please select all applicable answers :
· Brother, half-brother, or brother-in-law
· Father or stepfather
· Son or stepson
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or stepmother
· Daughter or stepdaughter
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative





	3.1 Informed relative
3.1.3.b Choice of persons to inform
I informed these persons because I was advised to inform : *
Answer this question only if the following conditions are met :
The answer was 'Several family members simultaneously (possibly accompanied)' to question' 29 [IGPinfoindvscoll1]' (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· All my relatives
· Everyone I was in contact with
· My relatives, in order of closeness, starting with the closest (parents, children, brothers, sisters)
· Certain relatives considered “at risk” by the doctor, particularly in the case of ongoing pregnancy
· Certain relatives identified on the family tree, explaining why for each one (risk of being a carrier, reproductive age, etc.)
· I was not given any specific instructions
· I don't know or can't remember



	3.1 Informed relative
3.1.4.b Prior knowledge of the disease
Do you think that, at the time of this information, these relatives already knew about your disease or that of your child ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was ‘Several family members simultaneously (possibly accompanied)’ to question '29 [IGPinfoindvscoll1]' (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· All
· Most
· Some
· None
· I don't know or can't remember





	3.1 Informed relative
3.1.4. Prior knowledge of the disease
Do you think that, at the time this information was provided, these relatives were already aware of the diagnosed person's illness ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question 1 [repmal] (1.1 Respondent 1.1.1 Status Are you ?) and The answer was “Several family members at the same time (possibly accompanied)” to question '29 [IGPinfoindvscoll1]' (3.1 Informed relatives 3.1.1 Information provided to relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· All
· Most
· Some
· None
· I don't know or can't remember



	3.2.b Circumstances of the genetic information transmission (group)
3.2.1.b Occasion of the transmission
This transmission occurred : *
Answer this question only if the following conditions are met :
The answer was 'Several family members simultaneously (possibly accompanied)‘ to question '29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· During a conversation dedicated to this information
· During a family conversation on another occasion



	3.2 b Circumstances surrounding the transmission of genetic information
3.2.2 b Method of communication
This information was provided : *
Answer this question only if the following conditions are met :
The answer was 'Several family members simultaneously (possibly accompanied)‘ to question' 29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Information provided to relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Verbally, face to face during the meeting
· Verbally, via conference call or video conference
· Via electronic message sent to the various family members (text message, email, WhatsApp-type application)
· Via a joint letter addressed to the various family members



	3.2 b Circumstances surrounding the transmission of genetic information
3.2.2 b Location of the IGP
This information took place : *
Answer this question only if the following conditions are met :
The answer was ‘Several family members simultaneously (possibly accompanied)’ to question ‘29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Individual or collective information for relatives Was the information you are now reporting intended for ?) and The answer was ‘Verbally, face-to-face during the meeting’ to question ‘46 [IGPcollcom1]’ (3.2 b Circumstances of genetic information disclosure 3.2.2 b Method of communication This information was disclosed :)
Please select only one of the following options :
· At my home
· At the home of one of the people informed
· At the home of another family member
· At a friend's home
· In a neutral location (park, café, etc.)



	3.3 Timing of Family Information
3.3.1 Delay between diagnosis and transmission
Relative to the genetic disease diagnosis, this information was transmitted with a delay of : *
Please select only one of the following options :
· Less than 3 months after diagnosis
· 3 months to 1 year after diagnosis
· 1 to 3 years after diagnosis
· 3 to 10 years after diagnosis
· More than 10 years after diagnosis
· I don’t know or don’t remember





	3.3 Timing of Family Information
3.3.2 Choice of timing
This transmission was carried out at that moment because : *
Answer this question only if the following conditions are met :
The answer was ‘A specific person (possibly accompanied)’ to question ‘29[IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· The sooner the better
· I needed time after the diagnosis was announced
· I felt that this person was ready to hear it
· Other family reasons created the opportunity (plans for children, difficult events, etc.)
· The opportunity arose at that moment
· I don't know or can't remember



	3.3 Timing of Family Information
3.3.2 Choice of timing
This transmission was made at that time because : *
Answer this question only if the following conditions are met :
The answer was ‘Several family members simultaneously (possibly accompanied)’ to question ‘29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· The sooner the better
· I needed time after the diagnosis was announced
· I felt that these people were ready to hear it
· Other family reasons created the opportunity (plans for children, difficult events, etc.)
· The opportunity arose at that moment
· I don't know or can't remember



	3.3 Timing of Family Information
3.3.3 Rank of this transmission
You may have transmitted this type of information several times to different people. The one you are describing was : *
Please select only one of the following options :
· The first
· The second or third
· At least the fourth
· I don't know or can't remember



	3.3 Timing of Family Information
3.3.4 Time period of transmission
This transmission took place : *
Please select only one of the following options :
· Before 1994
· Between 1994 and 2004
· Between 2004 and 2011
· From 2011 onwards
· I don't know or can't remember
These events may be long ago, so a rough estimate is better than no answer at all.



	3.4 Motivations and obstacles to transmitting genetic information
3.4.1 Medical motivation
Transmission of genetic information allows better medical management (prevention, early treatment…) *
Please select only one of the following options :
· Not important at all
· Not very important
· No opinion
· Important
· Very important



	3.4 Motivations
3.4.2 Solidarity motivation
The transmission of genetic information enables solidarity with relatives facing a common risk of developing or passing on the disease. *
Please select only one of the following options :
· Not important at all
· Not very important
· No opinion
· Important
· Very important





	3.4 Motivations
3.4.3 Legal motivation
The transmission of genetic information must be carried out because it is legally mandatory. *
Please select only one of the following options :
· Not important at all
· Not very important
· No opinion
· Important
· Very important



	3.4 Motivations and obstacles to the transmission of genetic information
3.4.4 Possible obstacles to this transmission
Among the following circumstances, do you think any of them could have hindered the transmission of genetic information ? *
Choose the appropriate answer for each item :
	
	Somewhat agree
	No opinion
	Somewhat disagree

	Geographical distance from this relative/these relatives
	
	
	

	Our strained relationship (rare contact) with this relative/these relatives
	
	
	

	My difficult relationship with this relative/these relatives
	
	
	

	My lack of skills and/or information to carry out the IGP
	
	
	

	The difficulty in finding the “right moment”
	
	
	

	My fear of the reactions of this/these relative(s)
	
	
	

	My reluctance to be the bearer of bad news
	
	
	

	A certain feeling of illegitimacy in carrying out this process
	
	
	

	Doubt about the interest of this transmission for this/these relative(s)
	
	
	


Answers provided in random order




	3.4 Motivations and obstacles to the transmission of genetic information
3.4.5 State of mind
What was your state of mind when you conveyed this information ? *
! Check the answer(s)
Please select all that apply :
· Calm, composed
· Concerned, worried
· Proud, satisfied to be able to help
· Afraid of causing harm or doing something wrong
· Determined, confident
· Indecisive, lost
· I don't know or can't remember
Answers listed in random order



	3.5 Information transmitted
3.5.1 Genetic information (standard)
What genetic information were you able to transmit ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all that apply :
· None, it was not possible to discuss the subject
· None, the information was already known
· That there is a genetic disease in our family that I (or my child) have
· That this disease is genetic and may manifest itself in other family members or their descendants
· That it is possible to be a carrier of the genetic abnormality without having any symptoms
· and that a test can determine this
· That it is possible to consult a genetics service for information
· That appropriate monitoring can be offered to family members who carry the mutation
· That there may be solutions to prevent passing on the genetic disease to one's descendants during or before pregnancy
· I don't know or can't remember





	3.5 Information transmitted
3.5.1 Genetic
What genetic information were you able to disclose ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question 1 [repmal] (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all applicable answers :
· None, it was not possible to discuss the subject
· None, the information was already known
· That there is a genetic disease in the family affecting the person for whom I am providing the information
· That this disease is genetic and may manifest itself in other family members or their descendants
· That it is possible to be a carrier of the genetic abnormality without having any symptoms
· and that a test can determine this
· That it is possible to consult a genetics service for information
· That appropriate monitoring can be offered to family members
· who are carriers of the mutation
· That there may be solutions to prevent passing on the genetic disease
· to your descendants during or before pregnancy
· I don't know or I can't remember



	3.5 Information provided
3.5.2 Documents
What document(s) did you submit ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all applicable answers :
· None
· The results of my own genetic diagnosis or that of my child
· A letter initially intended for my doctor (general practitioner or specialist)
· A document intended specifically for members of my family written by my doctor
· A document from a patient association
· A general information document on genetics





	3.5 Information provided
3.5.2 Documents
Did you give them any documents ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question 1 [repmal] (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all applicable answers :
· None
· The results of the person's diagnosis
· A letter initially intended for their doctor (general practitioner or specialist)
· A document intended specifically for members of their family written by their doctor
· A document from a patient association
· A general information document on genetics



	3.5 Information provided
3.5.3 Alternative resources
To supplement this information, did you provide any other resources ? *
! Check the answer(s)
Please select all applicable answers :
· None
· Contact details for professionals (specialists, geneticists) to consult
· Contact details for the website of a patient association
· Contact details for another website (institutional, learned society, etc.)



	3.5 Information provided
3.5.4 Medical information
In addition to this genetic information, did you also provide information about the disease? *
! Check the answer(s)
Please select all that apply :
· None, it was only about genetics
· The name of the disease and that it was a rare disease
· The possible immediate and longer-term manifestations of this disease
· The possibilities for treatment or even prevention before the disease manifests itself
· I don't know or can't remember




	3.6 Comments
Do you have any comments to add about this part of the questionnaire ?
Please write your response here :
After describing the process of passing on genetic information to a relative, the fourth page will invite you to discuss the consequences for the person receiving the information, but also for yourself and for all relationships within the family.
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	Transmission of
genetic information
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	5 minutes
	3 minutes
	6 minutes
	5 minutes
	3 minutes









4. The consequences of passing on genetic information to a relative
The consequences of passing on genetic information to a relative are twofold :
- expected, hoped-for consequences: passing on information that is useful to the relative,
but also
- unexpected or feared consequences such as misunderstanding, rejection, or even family breakdown.
This section addresses these different consequences.
	4.1 Immediate reactions of the informed person
4.1.1 To the information
How would you best describe the immediate reaction of the informed person to the genetic information provided ? *
Answer this question only if the following conditions are met :
The answer was ‘A specific person (possibly accompanied)’ to question ‘29[IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Please select an answer below
Please select only one of the following options :
· Surprise, astonishment
· Interest, request for clarification
· Avoidance, refusal to listen
· Impassivity, shock
· Concern, fear
· Incomprehension, request for rephrasing
· No perceived reaction
· I don't know or can't remember





	4.1 Immediate reactions of the informed person
4.1.1 To the information
How would you best describe the majority reaction of relatives informed of the genetic information transmitted ? *
Answer this question only if the following conditions are met:
The answer was ‘Several family members simultaneously (possibly accompanied)’ to question ‘29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Surprise, astonishment
· Interest, request for clarification
· Avoidance, refusal to listen
· Impassivity, shock
· Concern, fear
· Incomprehension, request for reformulation
· No reaction from the majority
· I don't know or can't remember




	4.1 Immediate reactions of the person informed
4.1.2 The relative informed in relation to the informant
How would you best describe the reaction of the relative informed towards you, as the informant ? *
Answer this question only if the following conditions are met :
The answer was ‘A specific person (possibly accompanied)’ to question ‘29[IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Please select an answer below
Please select only one of the following options :
· Gratitude, appreciation for being informed
· Anger, aggression
· Compassion, concern for the family
· No perceived reaction
· I don't know or can't remember





	4.1 Immediate reactions of those informed
4.1.2 Relatives informed about the informant
How would you best describe the majority reaction of relatives informed about you, as the informant ? *
Answer this question only if the following conditions are met :
The answer was “Several family members at the same time (possibly accompanied)” to question “29 [IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Gratitude, appreciation for having been informed
· Anger, aggression
· Compassion, concern for the family
· No reaction from the majority
· I don't know or can't remember



	4.2 Your own feelings
4.2.1 Towards the person(s) informed
How would you best describe your immediate feelings towards your relative or family member ? *
Please select only one of the following options :
· Feeling that I was able to help
· Fear that I was a harbinger of bad news
· I don't know or can't remember



	4.2 Your own feelings
4.2.2 Regarding the information provided ?
How would you best describe your immediate feelings about the information provided ? *
Please select only one of the following options :
· Satisfaction at having provided information
· Concern that I was not understood properly
· Regret at not having been able to say everything I wanted to say
· Feeling that I did not manage to convey the intended information
· I don't know or can't remember





	4.2 Your own feelings
4.2.3 Regarding your role as a transmitter of genetic information
Did you regret that the family information was not provided by a professional as permitted by law ? *
Please select only one of the following options :
· No
· Yes, but I felt capable of providing this information
· Yes, but I did not know it was possible



	
4.3 Transmission of information
4.3.1 Understanding of the information transmitted
How would you best describe the level of understanding of the person you informed  *
Answer this question only if the following conditions are met :
The answer was ‘A specific person (possibly accompanied)’to question ‘ 29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· She seemed to understand the information and the consequences for her and her loved ones
· She received the information without fully understanding the consequences
· She seemed not to understand or feel concerned by this information
· I don't know or I can't remember



	4.3 Transmission of information
4.3.1 Understanding of the information transmitted
How would you best describe the level of understanding of the people you informed ? *
Answer this question only if the following conditions are met :
The answer was “Several family members at the same time (possibly accompanied)” to question “29 [IGPinfoindvscoll1]” (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Overall, they seemed to understand the information well for themselves and their loved ones
· Overall, they received the information without fully understanding the consequences
· Overall, they seemed not to understand or feel concerned by this information
· The degree of understanding varied greatly among the people informed
· I don't know or can't remember





	4.3 Transmission of information
4.3.2 Deferred requests
Following this information, were you contacted again by this person or these persons to provide additional information ? *
! Check the answer(s)
Please select all applicable answers :
· No
· Yes, about genetic transmission
· Yes, about the possibilities of genetic counseling and testing
· Yes, about the disease itself and its management
· Yes, about patient associations



	4.4 Consequences
4.4.1 Practical consequences of family information
To your knowledge, the person you informed : *
Answer this question only if the following conditions are met :
The answer was ‘A specific person (possibly accompanied)’ to question ‘ 29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Check the answer(s)
Please select all applicable answers :
· Did not take it into account
· Discussed it with their doctor but has not yet taken any genetic steps
· Contacted a geneticist or specialist
· Underwent genetic testing to find out if she (or her children?) carried the same mutation as me
· Kept me informed of the action she took based on the information she received
· Informed other family members
· I don't know or can't remember





	4.4 Consequences
4.4.1 Practical consequences of family information
To your knowledge, among the people you informed, some : *
Answer this question only if the following conditions are met :
The answer was ‘Several family members simultaneously (possibly accompanied)’ to question ‘29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
! Check the answer(s)
Please select all applicable answers :
· Did not take it into account
· Discussed it with their doctor(s) but did not take any genetic action
· Contacted a geneticist or specialist
· Underwent genetic testing to find out whether they or their children carried the same mutation
· Kept me informed of the action taken in response to the information received
· Informed other family members
· I don't know or can't remember
Various answers are possible, particularly due to differences in the behavior of the people informed



	4.4 Consequences
4.4.2 Personal relationships
Following this disclosure, which situation best describes your relationship with the person(s) who was/were informed ? *
Answer this question only if the following conditions are met :
The answer was ‘One specific person (possibly accompanied)’ to question ‘29 [IGPinfoindvscoll1]’ (3.1 Informed relatives 3.1.1 Informing relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· It didn't change anything
· It brought us closer together and we have maintained a good relationship ever since
· It brought us closer together while we were sharing the information
· It distanced us at first, but then we got back in touch
· It distanced us
· I don't know or can't remember





	4.4 Consequences
4.4.3 Family relationships
Overall, within the family, this information : *
Please select only one of the following options :
· Has brought the family closer together, more united against this disease
· Has not changed our relationships much
· Has divided the family between those who are mobilizing against the disease and those who reject it
· Has distanced me from my family, whom I see less than before
· Has excluded me from my family, whom I no longer see
· I don't know or can't remember



	4.5 Comments
Do you have any comments to add about this part of the questionnaire ?
Please write your response here :
After describing the main players involved in the transmission of genetic information, then its process and consequences, the end of the questionnaire concerns possible transmissions that did not occur, and the conditions surrounding the initial announcement of a genetic disease diagnosis.
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At this stage, you have already completed two-thirds of the questionnaire. Thank you for your continued cooperation (only completed questionnaires can be analyzed).



	
Some transmissions of genetic information, initially envisaged, cannot in fact be carried out.
Extreme situations of poor transmission of genetic information, their exploration has its place in the IGPrare study.
Would you agree to briefly describe a situation where the transmission of genetic information was considered but could not be achieved ? *
Please select only one of the following options :
· Yes, now
· No, not immediately, but I know I will have the opportunity to do so later





5. Planned but not yet completed genetic information transfers
As before, for the description of family information provided, we ask you to describe here an individual situation concerning a specific relative.
At the end of the questionnaire, you will have the opportunity to describe up to four different situations involving planned but not (yet) completed genetic information transfers.
	5.1 The relative was not informed
5.1.1 Family relationship
It was my : *
Answer this question only if the following conditions are met :
The answer was ‘The person diagnosed with a genetic disease, whether you are sick, at risk of developing the disease, or of passing it on’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 StatusAre you ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or father-in-law
· Son or son-in-law
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or mother-in-law
· Daughter or daughter-in-law
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative





	5.1 The relative was not informed
5.1.1 Family relationship
In relation to the person diagnosed, this was his/her : *
Answer this question only if the following conditions are met :
The answer was NOT 'The person diagnosed with a genetic disease, whether you are sick, at risk of developing the disease, or of passing it on' to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 StatusAre you ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or father-in-law
· Son or son-in-law
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or mother-in-law
· Daughter or daughter-in-law
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative



	5.1 The relative was not informed
5.1.2 Age
This relative is/was *
Please select only one of the following options :
· Significantly younger than me (more than 10 years difference)
· Younger than me (3 to 10 years difference)
· Roughly the same age (within 3 years)
· Older than me (3 to 10 years difference)
· Significantly older than me (more than 10 years difference)
· Other female relative





	5.2 Obstacles and barriers to the transmission of genetic information
5.2.1 Absolute obstacles
Was this transmission, initially envisaged by yourself and/or the healthcare professional, found to be formally unfeasible in practice ? *
Please select only one of the following options :
· No
· Yes, due to the death of the relative before I could inform them
· Yes, because I had completely lost touch with this relative



	5.2 Obstacles and barriers to the transmission of genetic information
5.2.2 Barriers to family information
Among the following circumstances, do you think that any of them may have contributed to the decision not to pass on this genetic information? *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘84 [NonIGPobstacle1]’ (5.2 Obstacles and barriers to the transmission of genetic information 5.2.1 Absolute obstacles Was this transmission, initially envisaged by yourself and/or the healthcare professional, found to be formally unfeasible in practice ?)
Select the appropriate answer for each item :
	
	Somewhat agree
	No opinion
	Somewhat disagree

	Geographical distance from this relative/these relatives
	
	
	

	Our strained relationship (rare contact) with this relative/these relatives
	
	
	

	My difficult relationship with this relative/these relatives
	
	
	

	My lack of skills and/or information to carry out the IGP
	
	
	

	The difficulty in finding the “right moment”
	
	
	

	My fear of the reactions of this/these relative(s)
	
	
	

	My reluctance to be the bearer of bad news
	
	
	

	A certain feeling of illegitimacy in carrying out this process
	
	
	

	Doubt about the interest of this transmission for this/these relative(s)
	
	
	

	Answers provided in random order
	
	
	






	5.3 Consequences
5.3.1 Personal consequences ?
How do you feel today about not passing on this genetic information ? *
! Check the answer(s)
Please select all that apply :
· Regret at not being able to pass on this information
· Regret for his current or future children
· Annoyance at not having found the right moment to pass on this information
· Annoyance at being held responsible, when PGI should be done by professionals
· In agreement with myself
· I don't know or I don't remember
Answers provided in random order



	5.3 Consequences
5.3.2 Relational
I would say that since then, with this person : *
Please select only one of the following options :
· We have grown closer
· Our relationship remains unchanged
· We have grown apart
· Our relationship has ended
· I don't know or can't remember



	5.4 Comments
Do you have any comments to add about this part of the questionnaire ?
Please write your response here :
The content of family genetic information is based on the information received during the initial diagnosis of a genetic disease. It is most often at this point that the need to inform
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6. Announcing the diagnosis of the genetic disease behind the genetic information
The initial announcement of the diagnosis of the genetic disease by a healthcare professional plays a crucial role in the subsequent transmission of genetic information by the patient or a relative. This section explores the circumstances surrounding this initial announcement.
	6.1 People present when the diagnosis was announced
6.1.1 The person who received the announcement
The announcement of the disease and/or its genetic nature was delivered : *
Please select only one of the following options :
· To the person concerned, who is ill, at risk of developing the disease, or at risk of transmitting it
· To one of their parents or a legal representative (minor patient or adult under guardianship)



	6.1 People present when the diagnosis was announced
6.1.2 Survey respondent
Were you present when the diagnosis was announced ? *
Please select only one of the following options :
· Yes, and it concerned me, myself, or my child
· Yes, as a companion to the person concerned
· No



	6.1 People present when the diagnosis was announced
6.1.3 The professional who announced the diagnosis
To your knowledge, the professional who made or delivered the announcement was : *
Please select only one of the following options :
· Genetic specialist (doctor or genetic counselor)
· Physician specializing in this disease
· Pediatrician
· General practitioner
· I don't know or can't remember





	6.1 People present when the diagnosis was announced
6.1.4 Multidisciplinary announcement
To your knowledge, did other professionals participate in this announcement ? *
! Check the answer(s)
Please select all that apply :
· No, none
· Genetic specialist (doctor or genetic counselor)
· Doctor specializing in this disease
· Pediatrician
· Psychologist
· General practitioner
· I don't know or can't remember



	6.2 Support/Assistance
6.2.1 At the time of disclosure
At the time of disclosure, you were accompanied by : *
Answer this question only if the following conditions are met :
The answer was ‘Yes, and it concerned me, myself or my child’ to the question‘ 90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select only one of the following options :
· No one, I preferred to go alone
· No one, I was unable to have anyone accompany me
· My spouse
· My father or mother
· One of my children
· Another member of my family
· One of my friends
· A professional
· I don't know or can't remember





	6.2 Support
6.2.1 Support during disclosure
To your knowledge, the person who received the disclosure was accompanied by : *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ? )
! Please select an answer below
Please select only one of the following options :
· No one, he/she preferred to go alone
· No one, he/she was unable to be accompanied
· His/her spouse
· His/her father or mother
· One of his/her children
· Another member of his/her family
· One of his/her friends
· A professional
· I don't know or can't remember



	6.2 Accompaniment/Support
6.2.1 The person being accompanied
When this announcement was made, who were you accompanying ? *
Answer this question only if the following conditions are met :
The answer to question 90 [Annpresent] (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced? ) was “Yes, as a support person for the person concerned.”
! Please select an answer below
Please select only one of the following options :
· My spouse
· My father or mother
· One of my children
· Another family member
· A close friend





	6.2 Support
6.2.2 Lifestyle of the person receiving the diagnosis
At the time of the announcement, the person concerned (or their parent who received the diagnosis) was living : *
Please select only one of the following options :
· Alone and without children
· Alone with one or more children
· In a relationship and without children
· In a relationship with child(ren)
· Question not applicable or
· I do not wish to answer
· I don't know or can't remember



	
6.3 Diagnosis of genetic disease
6.3.1 Prescription of the test/examination that led to the diagnosis
Under what circumstances was this test performed ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· The discovery was unexpected while investigating another disease
· The test was prescribed based on symptoms
· The test was prescribed after a long period of diagnostic uncertainty
· The test was prescribed to confirm a diagnosis obtained by other means
· The test was prescribed because of other cases in the family
· It was a neonatal screening test
· I don't know or can't remember





	6.3 Diagnosis of genetic disease
6.3.1 Prescription of the test/examination that led to the diagnosis
To your knowledge, under what circumstances was the examination performed ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· The discovery was unexpected while investigating another disease
· The test was prescribed based on symptoms
· The test was prescribed after a long period of diagnostic uncertainty
· The test was prescribed to confirm a diagnosis obtained by other means
· The test was prescribed because of other cases in the family
· It was a neonatal screening test
· I don't know or can't remember



	
6.3 Diagnosis of genetic disease
6.3.2 Method of disclosure
This disclosure was made : *
Please select only one of the following options :
· Verbally, face-to-face during an in-person consultation
· Verbally during a scheduled consultation by telephone or videoconference
· Verbally during a simple telephone call
· By message (text message, email, message left on answering machine)
· By paper mail
· I don't know or can't remember



	6.3 Diagnosis of the genetic disease
6.3.2 Method of disclosure
This disclosure took place : *
Answer this question only if the following conditions are met :
The answer was ‘Orally, face-to-face during an in-person consultation’ to question ‘99[Annmod]’ (6.3 Diagnosis of the genetic disease 6.3.2 Method of disclosure This disclosure took place :)
Please select only one of the following options :
· During the consultation dedicated to this announcement
· During a follow-up consultation
· In the room during hospitalization
· Other verbal announcements (when meeting the professional, in a hallway, etc.)
· I don't know or can't remember





	6.3 Diagnosis of genetic disease
6.3.3 Length of the announcement
Did you feel that the time spent on the announcement (or the text in the case of a written announcement) was : *
Only answer this question if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was disclosed 6.1.2 Survey respondent Were you present when the diagnosis was disclosed ?)
Please select only one of the following options :
· Too short
· Short
· Sufficient
· Long
· Too long
· I don't know or can't remember



	6.3 Diagnosis of genetic disease
6.3.3 Duration
To your knowledge, the time spent on the announcement (or the text in the case of a written announcement) was : *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select only one of the following options :
· Too short
· Short
· Sufficient
· Long
· Too long
· I don't know or can't remember





	6.4 Understanding
Following this announcement, based on the information you have received, it seems to you that : *
Answer this question only if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select only one of the following options :
·  I understood well, the explanations seemed sufficient to me
·  I understood well after asking questions
·  I understood the main points but needed more details
·  I did not understand well
·  I don't know or can't remember



	6.4 Understanding
To your knowledge, the person who received the news : *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the news was announced ?)
Please select only one of the following options :
·  Understood well, the explanations seemed sufficient
·  Understood well after asking questions
·  Understood the main points but needed further clarification
·  Did not understand well
·  I don't know or I don't remember





	6.5 Documents provided 
Following this announcement, were you given or sent documents containing the following information : *
Answer this question only if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
! Check the answer(s)
Please select all applicable answers :
· None
· The report of the genetic test results
· Information on the genetic consequences of this diagnosis (risk of transmission and measures to take if planning to have children)
· Information on the medical consequences of this diagnosis for me and my loved ones (the disease, its treatments, etc.)
· Information specifying the need to inform family members
· The contact details of another professional to help better understand and cope with the situation (genetic counselor, psychologist, etc.)
· The contact details of a patient association dedicated to the disease
· I don't know or can't remember



	6.5 Documents provided 
Following this announcement, were they given or sent documents containing the following information : *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
! Check the answer(s)
Please select all applicable answers :
· None
· The report of the genetic test results
· Information on the genetic consequences of this diagnosis (risk of transmission and measures to take if planning to have children)
· Information on the medical consequences of this diagnosis (the disease, its treatments, etc.)
· Information specifying the need to inform family members
· Contact details for another professional to help better understand and cope with the situation (genetic counselor, psychologist, etc.)
· Contact details for a patient association dedicated to the disease
· I don't know or can't remember




	6.6 Perception of the announcement
6.6.1 The diagnosis itself
What feelings did you experience when you heard this announcement : *
Answer this question only if the following conditions are met :
The answer was “Yes, and it concerned me, myself, or my child” to question “90 [Annpresent]” (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
! Check the answer(s)
Please choose all applicable answers :
· Relieved that we could finally name the disease
· Relieved because we would be able to better manage the disease
· Affected because it could mean lifelong illness
· Affected because I might have passed on or could pass on the disease to my children
· Affected because other members of my family could be affected
· Affected by having to pass on the genetic information to my relatives
· Confused by all the information I received, for which I was not prepared
· Stunned and unable to understand
· I didn't understand how it changed the diagnosis and treatment of the disease
· I didn't understand how it changed things for my family members
· I don't know or can't remember
· Responses listed in random order





	6.6 Perception of the announcement
6.6.1 The diagnosis itself
To your knowledge, what feelings did the person concerned by the announcement experience at that time ?
Answer this question only if the following conditions are met :
The answer was NOT ‘Yes, and it concerned me, myself or my child’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
! Check the answer(s)
Please choose all that apply :
· Relieved that the disease could finally be named
· Relieved because the disease could now be better managed
· Affected because it could mean lifelong illness
· Affected because he/she might have passed on or could pass on the disease to his/her children
· Affected because other members of his/her family could be affected
· Affected by having to pass on the genetic information to his/her relatives
· Confused by all the information he/she received, for which he/she was not prepared
· Stunned and unable to understand
· He/she did not understand how this changed the diagnosis and treatment of the disease
· He/she did not understand how this changed things for his/her family members
· I don't know or can't remember
Responses listed in random order



	6.6 Perception of the announcement
6.6.2 Conditions of the announcement
Do you consider that the diagnosis was announced : *
Please select only one of the following options :
· As well as possible, with empathy
· Professionally, with distance
· Brutally, without consideration
· I don't know or can't remember





	6.7 Comments
Do you have any comments to add about this part of the questionnaire ?
Please write your response here :
The necessity, and now the obligation, to inform relatives is clearly defined. However, the manner in which this information is conveyed to individuals diagnosed with a genetic disorder remains largely unknown. Please share your experiences on this last page.
	Page
	The respondent, the person diagnosed
	The family
	Transmission of
genetic information
	Consequences of transmission
	Unrealized transmissions

	Duration
	5 minutes
	3 minutes
	6 minutes
	5 minutes
	3 minutes









7. Presenting the need to pass on genetic information to relatives
It is most often when the diagnosis of a genetic disease is announced that the need to inform relatives is raised by a healthcare professional.
The way in which this task is entrusted to the patient or their loved ones can influence how genetic information is passed on to relatives in the future.
	7.1 Presentation of genetic information transmission
7.1.1 Discussion of this transmission
During your medical treatment, or that of your child, were you asked to inform your family members about this genetic disease ? *
Answer this question only if the following conditions are met :
The answer was NOT “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember



	7.1 Presentation of genetic information transmission
7.1.1 Discussion of this transmission
To your knowledge, was he/she (himself/herself or the person accompanying him/her during his/her medical treatment) asked to inform his/her family members about this genetic disease ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember





	7.2. Conditions for discussing the transmission of genetic information
7.2.1 Person who raised the need to inform
Who initially raised the need to inform certain family members ? *
Please select only one of the following options :
·  A geneticist or genetic counselor
·  Another medical specialist
·  A general practitioner
·  Another healthcare professional (psychologist, nurse, midwife, etc.)
·  A family member
·  A patient association
·  I don't know or can't remember




	7.2. Conditions for discussing the transmission of genetic information
7.2.2 Length of presentation 
The time spent explaining the need to inform certain family members seemed to you :  *
Answer this question only if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select only one of the following options :
· Too short
· Short
· Sufficient
· Long
· Too long
· I don't know or can't remember



	7.2. Conditions for discussing genetic information transmission
7.2.2 Length of presentation on genetic information transmission
To your knowledge, the time spent explaining the need to inform certain family members was : *
Answer this question only if the following conditions are me t:
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select only one of the following options :
· Too short
· Short
· Sufficient
· Long
· Too long
· I don't know or can't remember




	7.2. Conditions for discussing genetic information
7.2.3 Resources for providing genetic information
Have you been given or sent any specific documents to help you inform family members ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select all that apply :
· None
· An explanatory document specifically intended for family members
· The contact details of a patient association website to supplement the information and/or communicate it to family members
· The contact details of another website (institutional, learned society, etc.) to supplement the information and/or communicate it to family members
· Other document : 



	7.2. Conditions for discussing genetic information
7.2.3 Resources for providing genetic information
To your knowledge, were any specific documents provided or sent to help inform family members ? *
Answer this question only if the following conditions are me t:
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
Please select all applicable answers :
· None
· An explanatory document specifically intended for family members
· The contact details of a patient association website to supplement the information and/or
· Communicate it to family members
· The contact details of another website (institutional, learned society, etc.) to supplement the information and/or
· Communicate it to family members
· Other document : 





	7.2. Conditions for discussing genetic information
7.2.4  Unmet resource needs
Would you have needed more resources ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced? )
! Check the answer(s)
Please select all that apply :
· No
· Yes, I would have liked a document specifically for family members
· Yes, I would have liked the contact details of a patient association website to supplement this information and/or share it with family members
· Yes, I would have liked the contact details of other websites (institutional, learned society, etc.) to supplement this information and/or share it with family members
· Other resources : 



	7.2. Conditions for discussing genetic information
7.2.4  Unmet resource needs
Would he/she have needed other resources ? *
Answer this question only if the following conditions are met :
The answer was ‘No’ to question ‘90 [Annpresent]’ (6.1 People present when the diagnosis was announced 6.1.2 Survey respondent Were you present when the diagnosis was announced ?)
! Check the answer(s)
Please select all that apply :
· No
· Yes, he/she would have liked a document specifically intended for family members
· Yes, he/she would have liked the contact details of a patient association website to supplement his/her information and/or share it with family members
· Yes, he/she would have liked the contact details of other websites (institutional, learned society, etc.) to supplement his/her information and/or share it with family members
· Other resources : 





	7.3 Regulatory framework
7.3.1 Information on legal obligations
Did you know that passing on genetic information to relatives has been a legal obligation since the 2011 bioethics law ? *
Please select only one of the following options :
· Yes
· No



	7.3 Regulatory framework
7.3.2 Information on the possibility of professional support
Were you informed that, at your request, your family members could be contacted by a healthcare professional to inform them, while respecting your anonymity ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember



	7.3 Regulatory framework
7.3.2 Information on the possibility of a professional approach
To your knowledge, was the person concerned informed that, at their request, this family information process could be carried out by a healthcare professional, while maintaining anonymity ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?)
Please select only one of the following options :
· Yes
· No
· I don't know or can't remember





	7.4 Content and scope of information disclosure
7.4.1 Genetic information
In your opinion, what genetic information should be disclosed to your family members ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all applicable answers :
· There is a genetic disease in our family that I or my child has
· That this disease is genetic and may manifest itself in other family members or their descendants
· That it is possible to be a carrier of the genetic abnormality without having any symptoms and that a test can determine this
· That it is possible to consult a genetics service for information
· That appropriate monitoring can be offered to family members who are carriers of the mutation
· That for certain diseases, there are solutions to prevent the genetic disease from being passed on to offspring during or before pregnancy
· I don't know or I don't remember



	7.4 Content and scope of the information disclosure
7.4.1 Genetic information
In your opinion, what genetic information should be disclosed to relatives ? *
Answer this question only if the following conditions are met :
The answer was ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
! Check the answer(s)
Please select all applicable answers :
· That there is a genetic disease in this family that affects the person for whom I am providing the information
· That this disease is genetic and may manifest itself in other family members or their descendants
· That it is possible to be a carrier of the genetic abnormality without having any symptoms and that a test can determine this
· That it is possible to consult a genetics service for information
· That appropriate monitoring can be offered to family members who are carriers of the mutation
· That for certain diseases, there are solutions to prevent the genetic disease from being passed on to offspring during or before pregnancy
·  I don't know or I don't remember




	7.4 Content and scope of information sharing
7.4.2  Information about the disease
In your opinion, what medical information should have been shared on this occasion ? *
! Check the answer(s)
Please select all applicable answers :
· None, it was only about genetics
· The name of the disease and that it is a rare disease
· The possible immediate and longer-term manifestations of this disease
· The possibilities for treatment or even prevention before the disease manifests itself
· I don't know or can't remember



	7.4 Content and scope of information sharing
7.4.3  Purposes of genetic information sharing
Did you feel that this information sharing process had certain purposes ? *
Check the answer(s)
Please select all that apply :
· No, none, I just had to share some information
· Yes, that he/she understood the family risk, while remaining free to consult a healthcare professional  Yes, that he/she understood the family risk and that he/she should consult a geneticist or specialist
· Yes, that he/she understood the family risk and that he/she needed to undergo genetic testing
· Yes, that he/she understood the family risk and that he/she should, in turn, pass on the information
· Yes, that this genetic information could contribute to advancing scientific and medical knowledge by feeding into databases
· I don't know or can't remember



	7.4 Content and scope of information sharing
7.4.4  Scope of information sharing
Were you told which family members should be informed ? *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?)
! Please select one answer below
Please select only one of the following options :
· I was not given any specific instructions
· All my relatives
· Everyone I was in contact with
· Step by step, starting with my closest relatives (parents, children, brothers, sisters)
· Some of my relatives considered “at risk” by the doctor, particularly in the case of ongoing pregnancy
· Some of my relatives identified on the family tree, explaining why for each one (risk of being a carrier, reproductive age, etc.)
· I don't know or can't remember



	7.4 Content and scope of information sharing
7.4.4  Scope of information sharing
Was it specified which family members should be informed ? *
Answer this question only if the following conditions are met :
The answer was “Other, specify below” to question “1 [repmal]” (1.1 Respondent 1.1.1 Status Are you ?)
! Please select an answer below
Please select only one of the following options :
· No specific instructions were given to him/her
· All his/her relatives
· All those with whom he/she was in contact
· Step by step, starting with his/her closest relatives (parents, children, brothers, sisters)
· Some of his/her relatives considered “at risk” by the doctor, particularly in the case of ongoing pregnancy
· Some of his/her relatives identified on the family tree, explaining why for each one (risk of being a carrier, reproductive age, etc.)
· I don't know or can't remember



	7.5 Understanding, ability to convey information
7.5.1  Importance of conveying information
When contacting the people to be informed, did you understand the importance of this step ? *
Please select only one of the following options :
· Yes
· Somewhat yes
· I don't know or can't remember
· Somewhat no
· No



	7.5 Understanding, ability to convey information
7.5.2  Responsibility for conveying information
When contacting the people to be informed, did you consider this to be your responsibility ? *
Please select only one of the following options :
· Yes
· Somewhat yes
· I don't know or can't remember
· Somewhat no
· No



	7.5 Understanding, ability to convey information
7.5.3  Ability to convey information
When contacting the people to be informed, did you feel you were able to convey the information correctly ? *
Please select only one of the following options :
· Yes
· Somewhat yes
· I don't know or can't remember
· Somewhat no
· No



	7.6 Comments
Do you have any comments on this part of the questionnaire ?
Please write your response here :
	



You have just completed the various sections of the survey, thank you !
You may have had the opportunity to gather various pieces of family genetic information from other relatives.
Each experience is unique. Not only for you, but also to understand the diversity of situations, improve this process, and adapt it to each situation.  
We invite you to report other instances of information sharing, thereby increasing your contribution to IGPrare. 
There is no need to complete the entire questionnaire again, only the section specific to sharing genetic information with a relative
	Page
	The respondent, the person diagnosed
	The family
	Transmission of
genetic information
	Consequences of transmission
	Unrealized transmissions

	Duration
	5 minutes
	3 minutes
	6 minutes
	5 minutes
	3 minutes


This additional, limited contribution takes about ten minutes, ... or even less if, once you are familiar with the questionnaire, you bring in several !
Would you agree to describe a second transmission of genetic information to a relative ? *
Please select only one of the following options :
· Yes
·  No





3.bis Transmission of genetic information to a relative, procedure
This section is at the heart of IGPrare. 
Each transmission is unique, depending both on the person transmitting the genetic information and the relative being informed. We therefore ask you to report  specific genetic information intended for a given person or group of people. It can be difficult to choose between the most representative, easiest, most difficult experience, or the one with the closest relative, but you will then have the opportunity to bring back others, up to 5 in total.
	3.1 Informed relatives 
3.1.1 Informing relatives, individually or collectively
Was the information you are now reporting intended for ? *
Please select only one of the following options :
· One specific person (possibly accompanied)
· Several family members simultaneously (possibly accompanied)



	3.1 Informed relative 
3.1.2.a  Family relationship with the person informed 
The person you informed on this occasion was your : *
Answer this question only if the following conditions are met :
The answer was NOT ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was ‘A specific person (possibly accompanied)’ to question '134 [IGPinfoindvscoll2]' (3.1 Informed relatives  3.1.1 Information provided to relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or father-in-law
· Son or son-in-law
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or mother-in-law
· Daughter or daughter-in-law
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative





	3.1 Informed relative 
3.1.2.a  Family relationship with the person informed 
In relation to the person diagnosed, the person you informed on this occasion was his/her : *
Answer this question only if the following conditions are met :
The answer was ‘Other, specify below’ to question ‘1 [repmal]’ (1.1 Respondent 1.1.1 Status Are you ?) and The answer was ‘A specific person (possibly accompanied)’ to question ‘134 [IGPinfoindvscoll2]’ (3.1 Informed relative(s) 3.1.1 Information provided to relatives, individually or collectively Was the information you are now reporting intended for ?)
Please select only one of the following options :
· Brother, half-brother, or brother-in-law
· Father or father-in-law
· Son or son-in-law
· Uncle
· Nephew
· Cousin
· Grandfather
· Other male relative
· Sister, half-sister, or sister-in-law
· Mother or mother-in-law
· Daughter or daughter-in-law
· Aunt
· Niece
· Cousin
· Grandmother
· Other female relative






Comments on IGPrare
The IGPrare project stands out in several ways.
It is jointly managed by patient associations, healthcare professionals, and social science researchers, who also developed the questionnaire.
IGPrare covers a wide variety of rare diseases.
Given the complexity of the subject, we have decided to use a fairly long questionnaire, confident that patients
	Having participated and shared your experience, would you like to comment on this project, particularly on the questionnaire ?
Please write your response here :
	






Thank you for your invaluable contribution.
You can follow the progress of this research on its website https://igprare.fr/ (https://igprare.fr/).
Your associations, which are essential partners of IGPrare, will inform you of the results as soon as possible.
The IGPrare team
09/07/2022 – 2:38 p.m.
Submit your questionnaire.
Thank you for completing this questionnaire.
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