SUPPLEMENTARY MATERIAL

APPENDIX B

Table B1. Additional quotes from participants illustrating common themes found in the study. 
	Theme
	Participant quotes

	Use of GS research data in clinical care
	“It's just like medications become more tailored to certain genes.  Like, I could almost imagine, you know, that if we know that depression runs in that family and there are certain genes that are associated with that and they find that certain medications work better for people with those particular.  Like, maybe it could help us figure out which medication might be best for somebody. It could have some bearing as to when they get preventative health screening done... if it's, genes for breast cancer, well maybe they might be getting MRIs at 40, as opposed to waiting for a mammogram at 50.” (TKGP01)

“I find it difficult already to get a great handle on genetic results. I find I'm not an expert in that field and I worry I might inadvertently downplay results, or contribute to anxiety by doing searches myself and trying to find helpful information for families when actually that's probably better if it's done by a genetic counsellor or team. So, I would be reticent about having that value, or those results.”  (TKGPED05)

“If I have a kid that I'm worried about, I send them to a Geneticist and say, "Hey do you think, I don't know, this could be Down syndrome?  Or cystic fibrosis?  Would you mind testing?" I expect to get the results back.  But, that's a clinic…that's not a research study.  That's a clinical…a clinically based engagement as a front line family doctor.”  (TKGP10)



	Use of GS as a screening tool
	“I think it's like anything with screening, right, where it
has to be a very similar criteria, right. We do a Pap test.  It's screening.  It's available to
everybody. It's easy to do.  It's not that expensive. And, we have good treatments for the
outcome. Whereas if we don't screen, and you know, whereas we don't screen for ovarian
cancer right now, because we don't have a good test.  And we don't have a test that
provides us with enough information to make decisions that are not going to harm the
patient, right. I think that it's still early days and I think the things that are going
to need to be in place are number one, is it available to all? Is it something for the population
of the country?” (TKGP01)

“The current panel of blood testing is of benefit to kids, because of modifiable factors that
they can take into account to improve their health, like, iron and vitamin D, anemia. These
are all modifiable things families can do to help their child. But, if you introduce something
like whole genome sequencing, I would be skeptical about its usefulness and I may
contribute to them in not participating in this study, because, I would be hesitate to go down
that road with them.” (TKPED05)

“I think it’s outside of research to confirm and evaluate areas of DNA, or genetics that we
don't know. I think is a bit wasteful for society to do whole genome sequencing. It’s like
giving everyone an MRI, if they have nothing wrong with them. And, people pay for
this stuff, I know, in the States, probably in Canada too, things that they don't necessarily
need. That's another issue when the, when the patient is asymptomatic, how much testing do
you want to do on that patient anyways?” (TKPED06)

“With screening tests, there is a certain amount of anxiety, or concern that can come up in
families of children that are identified through screening as requiring, those that screen
positive and require further assessment, if possible. I guess, for children that are falsely
identified as being positive by the screen, there is the psychological sort of distress that goes
with being identified and being unclear as to what the outcome might be with that, especially
if it is false.” (TKPED07)

“I think genetic screening might open up a window into more individualized treatment plans.
It might also open up kind of this Pandora's Box that we really don't know what the
implications will be.  As well as what impact will that have on resource planning for your
department.  Because let's say now you have this whole new subset of healthy individuals
that screened positive for certain conditions, what do you actually do with that information?”
(TKGP11)

“The first is just like any screening test.  I mean, we'd have to ethically show that it's sort of
worth it for the whole population to be undergoing this. And, that you identify enough
abnormalities. So, not only screening in terms of being like, affected, so specific or sensitive
to pik up what we want, but also whether it ends up actually having anything to do with X
ing out something. We look over screening tests and even if we can find the thing, if there's
no treatment, what's the point?  That's one issue” (TKGP09)


	Definitions of actionability
	“I would be concerned that we should limit this type of testing to kids in which there is preventable, or easily treatable conditions that are relatively impactful to society. For example, if you had a good handle on obesity, or blood pressure issues, or large or common conditions that create a burden to healthcare and society in general, then that might be helpful. But, for many of those problems, I don't know if we know that treatment strategy. It would have to be a combination of the right medical problem that's preventable and the right type of easily accessible relatively cheap treatment.” (TKPED05)

“I think that I should only be disclosing medically actionable things as well and that it would change the clinical management.  I also wouldn't want to know if they had, you know, Huntington's when they're 70, right. What am I going to do with that as a clinician?” (TKPED06)

“If it's conclusive for something minor, like we find out that you're going to have brittle nails when you're older. That's not clinically useful or important. Conclusive results are one thing, but are they actually clinically meaningful? Clinically meaningful and conclusive, should most definitely be shared.” (TKGP02)


“I'm always of the belief that if there's something you can…I don't think there's ever 100% nothing that you can do.  I think it's always…even medically actionable…non-actionable things should come up. And, there's always something. Well it's even just like talking to the patient and supporting them are both something you can do.”  (TKGP11)

	Universal concerns
	“If you're given information of uncertain impact and of uncertain, what are they going to do with this information? “Well, you know, you have an X percent higher chance of developing Alzheimer's in your 60's."  You know, what do you do with that information?” (TKGP10)

"Although it might be cost effective, is it actually clinically…is it actually clinically
effective? It might actually be the kind of the decision point for me. What risk is actually
presenting a patient with a genetic test that might actually screen positive for something but,
will that gene actually penetrate through and actually present?” (TKGP11)

“I think by the time you're…for this stage in our understanding, it's the false positives and the noise, I'm worried about.” (TKPED14)

“I don't have the capacity, the knowledge, or the time.  Maybe a genetic TARGet Kids genetic counsellor like, [if a parent has too many questions that I can't answer.  So, I would need a very clear conduit to assistance, even for me to understand the results, let alone the parents.” (TKPED14)

“I think it will be tricky to address with family, because once they're told information, they might have to reveal that to insurance companies. Even though I think the laws have changed recently that allow privacy, the laws can change again and that has major consequences for people.”  (TKGP02)

“I guess, yeah, in…from a health system standpoint in terms of who would pay? There are certain characteristics that are considered important for universal screening.” (TKPED07)

People always talk about genetic discrimination that might happen with the result of genomic testing. And, then, there's how private…you have to keep those health records, and people want your health records for whatever reason, whether it's for work or insurance, and what happens now that that result has been found.” (TKGP13)

“It's also going to depend on how much it costs, for example. I think my patient populations
are pretty low income. I can't see many of them seeking this out.” (TKGP13)

“I actually think the system is going to be burdened…like, already I have general
[bookmark: _GoBack]pediatricians who are very bright and capable.” (TKPED14)














