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Table 1. Parental survey.

Parental survey:

1 Parental demographics n=110
Mothers 73%
Fathers 27%

2 Parental age
18-24 3%
25-30 25%
30-35 38%
35-45 33%
45-50 1%

3 Number of children
1st child 48%
2nd child 32%
3rd child 13%
4th child 7%

4 Highest level of education
Primary school 1%
Secondary school 5%
ITEW 11%
Polytechnic 21%
University 43%
Postgraduate 19%

5 Housing
HDB flat? 93%
Condominium 4%
Landed property 2%

6 Location
Postnatal nursery 100%
Previous children (if you have multiple children, for the last | n=57
child):

7 Did they receive newborn screening for metabolic disorders?

Yes 28%
No 32%
| don't know 40%

8 What was your experience with newborn screening for
metabolic disorders
Satisfactory 23%
Poor 5%



https://sgc-word-edit.officeapps.live.com/we/wordeditorframe.aspx?ui=en-US&rs=en-US&wopisrc=https%3A%2F%2Fhealthsg-my.sharepoint.com%2Fpersonal%2Fshreya_shetty_nuhs_edu_sg%2F_vti_bin%2Fwopi.ashx%2Ffiles%2F43ac1f84f233459d93a9129e4b8b1d81&wdenableroaming=1&mscc=1&wdodb=1&hid=90CDEEA1-40F0-4000-8E1A-43285AE882EA.0&uih=sharepointcom&wdlcid=en-US&jsapi=1&jsapiver=v2&corrid=576e1128-bb2a-651f-fe10-8410ee48072c&usid=576e1128-bb2a-651f-fe10-8410ee48072c&newsession=1&sftc=1&uihit=docaspx&muv=1&ats=PairwiseBroker&cac=1&sams=1&mtf=1&sfp=1&sdp=1&hch=1&hwfh=1&dchat=1&sc=%7B%22pmo%22%3A%22https%3A%2F%2Fhealthsg-my.sharepoint.com%22%2C%22pmshare%22%3Atrue%7D&ctp=LeastProtected&rct=Normal&wdorigin=Other&afdflight=71&csiro=1&instantedit=1&wopicomplete=1&wdredirectionreason=Unified_SingleFlush#_ftn1
https://sgc-word-edit.officeapps.live.com/we/wordeditorframe.aspx?ui=en-US&rs=en-US&wopisrc=https%3A%2F%2Fhealthsg-my.sharepoint.com%2Fpersonal%2Fshreya_shetty_nuhs_edu_sg%2F_vti_bin%2Fwopi.ashx%2Ffiles%2F43ac1f84f233459d93a9129e4b8b1d81&wdenableroaming=1&mscc=1&wdodb=1&hid=90CDEEA1-40F0-4000-8E1A-43285AE882EA.0&uih=sharepointcom&wdlcid=en-US&jsapi=1&jsapiver=v2&corrid=576e1128-bb2a-651f-fe10-8410ee48072c&usid=576e1128-bb2a-651f-fe10-8410ee48072c&newsession=1&sftc=1&uihit=docaspx&muv=1&ats=PairwiseBroker&cac=1&sams=1&mtf=1&sfp=1&sdp=1&hch=1&hwfh=1&dchat=1&sc=%7B%22pmo%22%3A%22https%3A%2F%2Fhealthsg-my.sharepoint.com%22%2C%22pmshare%22%3Atrue%7D&ctp=LeastProtected&rct=Normal&wdorigin=Other&afdflight=71&csiro=1&instantedit=1&wopicomplete=1&wdredirectionreason=Unified_SingleFlush#_ftn2
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| don't know 72%

Knowledge of Spinal Muscular Atrophy and Newborn Screen n=110
9 Have you heard of the condition Spinal Muscular Atrophy?

Yes 34%

No 66%
10 | Are you aware that treatment is available for Spinal Muscular

Atrophy?

Yes 23%

No 77%
11 | Are you aware that early diagnosis of Spinal Muscular Atrophy

and early treatment leads to improved outcomes?

Yes 44%

No 56%
12 | Early diagnosis and treatment of Spinal Muscular Atrophy leads

to improved outcomes. Newborn screen is done by a heel prick

blood test together with the existing newborn screening test for

babies taken in the first few days of life.

Yes 85%

No 4%

| don't know 11%
13 | The treatment for Spinal Muscular Atrophy is costly. Funding for

this may or may not be readily available.

With this knowledge, would you screen your child for Spinal

Muscular Atrophy?

Yes 69%

No 6%

| don't know 25%
14 | Early diagnhosis via newborn screening results in diaghosis and

improved treatment but may limit access to private health

insurance (not government/public funded healthcare

resources). With this knowledge, would you screen your child for

Spinal Muscular Atrophy?

Yes 65%

No 8%

| don't know 27%
15 | How much would you pay for Spinal Muscular Atrophy newborn

screen?

<$50 35%

$50-70 32%

$70-100 20%
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$100-200 11%

>$200 2%

16 | If the Spinal Muscular Atrophy newborn screen is positive, you
will be given an appointment with a specialist familiar with SMA
and confirmatory genetic testing will be offered. How much
would you pay for confirmatory genetic testing?

<100 50%
100-300 31%
300-500 7%
500-1000 1%
>1000 11%

17 | If the Spinal Muscular Atrophy newborn screen is positive, you
will be given an appointment with a specialist familiar with SMA
and confirmatory genetic testing (via a blood test) will need to be
done. Genetic test findings inform on diagnhosis and treatment,
but has risk on psychological stress and insurance implications.

Do you think the confirmatory genetic test should be
automatically done as a reflex upon receipt of a positive screen?

Yes 54%
No 8%
| have no opinion on this 38%

18 | When, inyour opinion, is the ideal time to learn about availability
of Spinal Muscular Atrophy newborn screen?

Before pregnancy via public health messaging 29%
Clinic visit during pregnancy: first trimester visit 17%
Clinic visit during pregnancy: second trimester visit 9%
Clinic visit during pregnancy: third trimester visit 19%
Delivery suite when in labour 2%
In the ward after baby is born 24%

19 | If your child screens positive for SMA, it could mean that you and
your spouse are genetic carriers for this condition.

Would you have preferred to know your SMA carrier status before

preghancy?
Yes 78%
No 22%

UTE: Institute of Technical Education

121 HDB flat: public housing
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