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Section A: Brief Demographics

I would first like to ask you some questions about yourself:
Can you tell me your age and gender?

1) Would you mind telling me what your highest level of education is?
a) Year 10 or below
b) Year 12
c) Apprenticeship
d) Certificate/diploma
e) University degree
f) Postgraduate degree

2) How many children do you have?
3) What is your ethnicity?
4) What are your religious beliefs?
5) Are you working at the moment (prompts as below)?
6) Do you have private medical insurance?
7) What is your marital status?
8) Are you happy to tell me your postcode?

Section B: Inquiry into Participant’s Understanding and Beliefs Regarding Child’s Condition

Next we have some questions to check what your current understanding is of the kidney condition for your child. If you are
unsure about any of those points, and would like me to refer you back for an appointment with your genetics or nephrology
team to discuss this further, please let me know, as genetics is very complicated and it is very usual to be uncertain on some of
the details.

1. What is your child’s diagnosis?
2. What do you understand caused their condition?
3. What do you consider to be the implications (importance) of your child’s genetic testing?
4. Do you think that this kidney condition could happen again in the family? (Prompt if yes, what do you think the chance

would be if you and your partner were to have another child)

Section C: Information Needs in Time Period before a Genetic Diagnosis

Now I Have Some Questions aboutWhat Your Information NeedsWere before Your Child Received a Genetic Test
Thinking about the time fromwhenyou started having some initial concerns about your child(ren)’s (names) kidney condition
until you received a genetic test for your child(ren)’s (names).

1. What information were you provided with by your child’s doctors about the possible underlying cause(s)for your child’s
condition?

a) How did this compare with what you/your partner thought might be the underlying cause?

2. How helpful did you find this information?
a) Looking back, how would you have preferred to receive this information? What other information might you have
liked to receive? What format/s (way) would you have liked this information to have been presented to you? Prompt if
needs be paper/internet pages/apps/videos/books… If you could give advice to doctors of undiagnosed children with
kidney disease about what they should talk about to the families, what would you say….
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3. Can you remember whether you looked for information about the possible cause(s) of your child(ren’s) kidney condition by
yourself before you received genetic testing?

a)Where did you look (prompts internet searches, specific support groups, search engines, medical literature) which (if
any) of these information sources/formats did you find helpful? Can you give an idea of how much time you spent
looking for information about the possible cause of your child/children’s kidney condition. Howmuch was this a source
of worry/anxiety for you?

Section D: Questions Regarding Information Needs when Genetic Diagnosis Reached

Now I have some questions about when you very first received a genetic diagnosis for your child.

1) Was anybody else (e.g., partner or relative) present when you received your child’s genetic diagnosis?
a) Prompts: how comfortable were you receiving this information?Were you expected to relay this information to your
partner/other family members? Did you feel competent to relay this information to your partner/family members?

2) Who gave you the genetic test result?
a) Did you see a genetic counselor?

3) Could you tell me a little bit about what it was like to receive this result?
a) Prompts: emotions felt, understanding of the diagnosis, did you require support (e.g., psychologist, counselor, social
worker)? When did you need it the most?

4) Approximately how long was the consult? Did you receive any follow up care from the service? i.e., a phone call or
another appointment
5) What were the positive aspects of this consult?

a) Prompts: what were you glad to find out about? Was the information delivered in a helpful way? Was the result
explained well?

6) Where there any negative aspects of the consult?
a) Prompts: was there anything that made you upset or angry during the consult? Were the results delivered badly or
explained poorly to you?

7) What was some key information that you took away from the consult? How was that presented (letter, factsheet, web
site, etc.)?

a) Prompts: would you have liked to know more? Less? Was this information useful?

8) Has this result affected your decision to have children? In what way?

I now have some questions about the time period after you received a genetic test result.

1. After you received your child’s genetic test results, do you recall looking for more information about the condition? Canwe
talk about that further, how you found searching for information yourself? …

a) Prompts: was the main reason(s) you searched for further information about the diagnosis?
To enhance own understanding? To find out about treatment options? To find out what would happen to child? To
find group supports?
Where did you look (internet searches, specific support groups, search engines, and medical literature)?
How difficult/easy was it to find information?
Which (if any) of these information sources/formats did you find understandable/helpful?
To what extent did you find the information unhelpful or anxiety provoking? Which information in particular?

2. Can you give an idea of how much time you spent looking for information about your child/children’s test result.
3. Were you given any information relating to support groups?

a) If yes, did you reach out to these support groups? How?
b) If no, were you aware they existed?

Yes No

Was seeing them helpful? How? Was one offered to you?
Yes, could you tell me some of your reasons for not seeing one?
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Section E: Information Needs in the Future

This Section Is about What Information You Feel You Might Need in the Future

1. Do you think that there is different information about [genetic condition/testing] that you will like in the future?
a) Prompts: information on impact on child as gets older, genetic counseling implications for child/siblings, updates on
research/treatments

2. How would you best like that information to be provided to you?
a) Prompts: clinical appointmentswith nephrologist/geneticist/pediatrician/GP; updatedWeb sites/ support groups/ by
reviewing the medical literature yourself/ newsletter/emails

3. What advice would you offer (parents/caregivers) with a child newly diagnosed with a genetic (or suspected genetic)
kidney disease?

a) How do you feel families of childrenwith a new diagnosis of a kidney disease could be best supported and their needs
for information provided for?

4. Would you be happy to be put into contact with other families who have received a similar diagnosis/type of kidney
condition?

a) If yes, how, via e-mail directly/via an intermediary such as a genetic counselor/via “Facebook” or similar group
invitation.

Section F: Validated Measures

Now Iwould you to refer to your handout, Section A. I would like you to choose a number between 0 and 10 that best describes
howmuch emotional upset you have been experiencing in the past week. Including today. Please also indicate howmuch you
need help for these concerns with a number between 0 and 10.

I would now like you to refer to your handout, Section B. As you complete these questions, you will notice that the scales
sometimes change direction. Please take care to tell me the appropriate number from 0 to 10 that best describes your
experiences.

A. How good is your overall quality of life?

1 2 3 4 5 6 7 8 9 10

B. How distressing was your child’s initial kidney diagnosis for you?

1 2 3 4 5 6 7 8 9 10
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C. Are you fearful of other children in your family developing kidney conditions?

1 2 3 4 5 6 7 8 9 10

D. How distressing was it for you considering whether or not to have genetic counseling and/or testing?

1 2 3 4 5 6 7 8 9 10

E. How distressing was the genetic counseling and/or testing process for you?

1 2 3 4 5 6 7 8 9 10

F. To what degree has your child’s genetic counseling and/or testing interfered with your personal relationships?

1 2 3 4 5 6 7 8 9 10

G. Has your child’s genetic counseling and/or testing made any positive changes in your life?

1 2 3 4 5 6 7 8 9 10

H. How much uncertainty do you feel about your child’s future?

1 2 3 4 5 6 7 8 9 10

Never Rarely Sometimes Often

1 Feeling that my child’s genetic test result has made it harder
to cope with my child’s kidney condition

0 1 3 5

2 Feeling that my child’s genetic test result has made it easier
to cope with my child’s kidney condition

0 1 3 5

For Participants who Have Received Their Genetic Test Result

I would now like you to refer to your handout, Section C. I am going to describe two statements andwould like you to indicate
to me whether you have experienced each statement never, rarely, sometimes, or often in the past week.
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I would now like you to refer to your handout, Section D. I am now going to ask you some questions about appointments you
and your child may have had with a genetics counselor (If relevant). Please tell me howmuch you agree or disagree with each
statement.

Strongly
disagree

Disagree
somewhat

Uncertain Agree
somewhat

Agree
strongly

1 The genetic counselor seemed to understand
the stresses I was facing.

1 2 3 4 5

2 The genetic counselor helped me to identify
what I needed to know to
make decisions about what would happen.

1 2 3 4 5

3 I felt better about my child’s health after meeting
with the genetic counselor.

1 2 3 4 5

4 The genetic counseling session was about the right
length of time I needed.

1 2 3 4 5

5 The genetic counselor was truly concerned about
our wellbeing.

1 2 3 4 5

6 The genetic counseling session was valuable to me. 1 2 3 4 5
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