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Key Ideas
• Healthcare practitioners take multiple, often implicit, 

approaches to family involvement in genetic testing decisions

• Each approach brings about different normative commitments 

to involving or considering ‘the family’

• Any approach to disclosure decisions ought to reflect the 

relational nature of genetic risk
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Motivation
• Prior work on HDGC (HRC Ref 23/971)

• Parents wanting to test their children and being turned away

• Parents interests constructed in opposition to minor’s interests 

• Whose should be met? 

• Who is the subject of care in this case?

• What about in non-paediatric clinical genetics?

• What obligations does a healthcare practitioner have to 
relatives of a patient?



What is the role of the family in 

genetic decision-making?



What kinds of decisions?
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• Decisions about whether to test, and for what

• Decisions about whether and how to act on 

genetic test results

What kinds of decisions?



Literature Review

• Search terms: “genetic”, “family”, “decision-making”, 

“ethics”

• Inclusion/exclusion criteria 

• 437 records across five databases, 375 records 

screened, 297 reports underwent full-text analysis

• Method: critical, interpretive, iterative





Results
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Individual-based Approaches

• Rare in practice; more common in research (relatively)

• Genetic information belongs to the individual

• Consideration of implications for relatives is absent 

• Practice example: predictive genetic testing of children 
for adult-onset conditions

• Subject of care is the individual



Family-based Approaches

• Currently confined to paediatric and reproductive contexts

• Genetic information treated as a shared resource

• Few attempts to extend family-based thinking to other areas 

of genetics or wider medicine (e.g., family covenant)

• Subject of care is the family unit
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Middle-ground Approaches

• Proband-led (dominant)

• Intermediate

• Hybrid
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Proband-led Approach to Disclosure





Necessary Conditions for Breaching Confidentiality

A. At-risk party is identifiable

B. Information has significant utility

C. Risk of harm is serious

D. Disclosure does not endanger the patient

E. Potential harm is imminent

F. Unlikely the at-risk party will learn of their risk from another source

G. (Risk involves a public health threat)
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Genetic Risk Is Inherently Relational

• Familial

• Probabilistic

• Transgenerational
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