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Chapter 3

Perspectives of extremely 

prematurely born adults 

on what to consider in 

prenatal decision-making: 

a qualitative focus group 

study
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Table 1 

Patient characteristic N = 23

Participants
5
18

Born at gestational age
24 -25
26 -27
28 -30

3
13
7

Born between
1965-1980
1981-1990
1991-2002

4
9
10

Education
5
10
8

Religion
6
17

One of multiples
3
20

Location premature birth
14
6
3

Long-term consequences of premature birth
15
2
6

3
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Table 2A 

Consequences N = 17

Cognitive
5

(Neuro)motor function
9

Psychosocial
8
2
1

Physical
7
7
5
5
4
4
3

Other self-described consequences:

-

-
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Table 2B 

Year of 
birth

Gestational 
ages

Reported long-term consequences of participants born in 
the reported period of time

1 26

1980-19902 26
26
28
29

1991-20023 24
26
27
29

1. 

2. 

3. 

-

3
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Box 1: Quotes ‘Anticipated regret or guilt’

“

Looking at the child after birth
-

Box 2: Quotes ‘Looking at the child after birth’

 

Giving a chance at survival

-

Box 3: Quotes ‘Giving a chance at survival’

Quality of life
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Box 4: Quotes ‘Quality of life’

“

“

Consequences of early intensive care treatment

-

-

Box 5: Quotes ‘Long-term consequences for the extremely premature infant’

(1A)

(2B)

(2D)

3
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Box 6: Quotes ‘Impact on family’
“

“

“

“

-

Discussion

-

-

-
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Conclusion
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Appendix 1: interviewguide TINY-1
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Appendix 2: codebook
Theme Subcode Description

impact

parents

disabilities

Give a 

save

good one

process

3
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Theme Subcode Description

instinct

Peace

Protect 
against 

long-term 

predict

prediction

acceptable
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Theme Subcode Description

Prediction

Taking 
control making

To take control
decision-making

decision-making

acceptable

religion

Anticipated 

Hardest decision

transparent

environment decision-making

3
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