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Chapter 4

Voices of experience: what 

parents teach us about 

values and intuition in 

periviable decision-making
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treatment decision.

Results

-

Table 1 

Characteristics of interviewed parents

Place of interview
Home
Hospital

11
2
6

Interview with
12
7

26

Highest education of the interviewed parents
1
10
10
5

Religion
20
6
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Table 1 

Characteristics of interviewed parents

Experience with extreme premature birth between gestational age (GA) 24+0-26+0 weeks 
(n = 21)

>1 extremely premature birth between GA 24+0-26+0
2
17

Year of experience with extreme premature birth(s)
2009-2013
2014-2018
2019-2023

6
8
7

2
5
8
4
2

Birth between GA 24+0-26+0
14
6
1

Multiple birth
7
14

Initial treatment decision between GA 24+0-26+0
17
4

Outcome of the premature birth*
10
7
4

Self-reported consequences of extremely premature birth

10
4

Parental considerations and values at the limit of viability

4
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Box 1: Quotes ‘Future of the infant’

“

- 
“

Box 2: Quotes ‘Family life’

“
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Box 3: Quotes ‘Everything done’
“  “

Box 4: Quotes ‘To give a chance’
“

“

-

. 

Box 5: Quotes ‘Existing knowledge
“

 - 

-

-

4
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Box 6: Quotes ‘Desire to have children’
“

 - 
“

Intuition and rational

-

-

. 

-
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Table 2 

Suggested strategies to explore and formulate values

Personalization

Examine: 

Questions: 

“
“
“

Examples: 

Decision aid: 

Potential later decision moments: 

Prepare during (high risk) pregnancy: 

Suggested conditions to facilitate the exploration and formulation of values

4
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Discussion

-

-
19

8 -

-

-

-

20

21

23 

-
14
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-

23

13

-

emotions.

-

ering parents.28-31 -

-

 

Strengths and limitations

-

-

-

-

33

4
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Conclusion
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Appendix I: detailed description methods

Study setting and design

1

2 -

-

TINY-study
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Appendix II: codebook
Theme / codes eng (nl)

Everything done

Give a chance

Hope

Uncertainty in the decision

Trust

Existing knowledge and experience

making process.

4
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Theme / codes eng (nl)

Future of the infant

..go on vacation

reliant

· Handicaps

Family-life

· Practical reasons

Desire to have children
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Intuïtion vs. ratio

Theme / codes eng (nl)

Intuition vs. ratio
· Ratio
· Intuition
· Both

Is that okay?

Theme / codes eng (nl)

during counselling
·

·

Ways to clarify values
How to clarify values?

‘VC multidisciplinary‘

How not to clarify values?
 

moment

4
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