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What support do parents say they need for end-of-life decision-making?
 Ms Vicki Xafis and A/Prof Dominic WilkinsonUniversity of Adelaide
 2013 AABHL ConferenceSydney, 11-14 July 2013
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BackgroundParental end-of-life decision-making (EoLD) raises a number of complex issues
 Aspects of EoLD have been researched empirically
 Most studies relate to withholding/ withdrawing treatment
 Still unclear how to best help parents facing such decisions
 University of Adelaide Copyright © 2013 2
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Aim of paper
 Identify helpful and unhelpful mechanisms for parents involved in EoLD via empirical studies involving parents
 University of Adelaide 3
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Significance of paper
 Identification of helpful and unhelpful mechanisms will aid in the development of EoLD resources for parents
 University of Adelaide 4
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Method
 • Systematic search (Aug-Nov 2012)
 • Empirical studies reported on in English
 • Parent interviews/focus groups
 • 70 of 493 papers met inclusion criteria
 5University of Adelaide
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Questions guiding search
 1. Level and nature of parental involvement in EoLD
 2. Unmet needs in EoLD process
 3. Unhelpful/damaging features in EoLD process
 4. Helpful features in EoLD process
 5. Helpful resources in EoLD process
 6. Parents’ suggestions
 7. Further research (as identified by
 researchers)University of Adelaide 6
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Defining ‘parental involvement’
 Involvement may refer to multiple concepts (Einarsdóttir, 2009):– being informed of decisions
 – providing approval for medical staff’s decisions
 – having the final say in decisions made
 University of Adelaide 7
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8
 Preferences in EoLD involvement
 University of Adelaide
 Parents avoid making EoL decision
 Shared EoLD Parents want to make EoL decision
 Active involvement in all discussions and EoL decision reached by consensus
 Active involvement in all discussions but EoL decision made by medical professionals
 may relate to cultural issues
 medical facts discussed
 lack of medical expertise & understanding
 have responsibility as parents
 emotionally & physically unfit to make EoLD
 family’s values and preferences discussed
 not fit to make rational decisions
 EoLD is their right as parents
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9
 Issues to consider• Could involving parents in EoLD be harmful to
 parents?
 • Have parents got insight into their own preferred decision-making style?
 • Should doctors be asking parents how they want to make decisions?
 • Do parents know in advance what they want or do their preferences emerge?
 • How much information should medical professionals provide for parents to make the most informed decision and how should they deal with the multiple sources of information?
 University of Adelaide
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10
 Could involving parents in EoLD be harmful to parents?
 Shared EoLD has been shown to have benefits:
 • Parental views considered but responsibility is shared
 • Some protection against the guilt parents experience
 • Confirmation that parents are making the right choices provides a sense of comfort and security
 • EoLD is a mark of respect for the parents’ personal values
 University of Adelaide
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11
 Have parents got insight into their own preferred decision-making style?
 • Parents have often never faced such decisions before
 • Parents may not be aware of how EoLD decisions are usually made
 • Parents are sometimes guided by religious or cultural beliefs
 University of Adelaide
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Should doctors be asking parents how they want to make decisions?
 • Some parents want the level of desired involvement to be ascertained before discussions
 • It may not be possible or fair to discuss parents’ preferred decision-making style
 University of Adelaide 12
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Do parents know in advance what they want or do their preferences emerge?
 • Desire to have everything done to save their child• Religious and cultural beliefs dictate preferences• Values and beliefs impact on EoLDBUT influencing EoLD are a number of issues including:• Medical uncertainty • Quality of life considerations• Child’s pain and suffering• Deterioration of child’s condition• Child’s understanding and their wishes and
 desires
 University of Adelaide 13
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Helpful resources in EoLD process Information from: • health care professionals • the internet• brochures, books, and community support groups• parents and caregivers who have experienced
 similar situations• specialists recommended to them • a medically trained friend• organisations • magazines and television shows • research• less conventional sources (eg mediums and
 dreams)14
 University of Adelaide
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How much information should medical professionals provide for parents to make the most informed decision and how should they deal with the multiple sources of information?
 • How much?
 – Medical professionals should provide all relevant information
 – Some parents do not wish to receive all information
 • Conflicting information
 – Acknowledging that uncertainty exists and explaining why medical professionals may interpret things differently
 – Parents suggest more communication between healthcare professionals
 – Parents suggest fewer healthcare professionals involved with each child
 University of Adelaide 15
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Unmet needs in EoLD process
 • Communication
 • Someone who understands
 • Cultural awareness
 • Support
 • Involvement in decision-making
 • Autopsy, organ/tissue donations
 • Advocacy
 • Continuity of care
 University of Adelaide 16
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17
 Unmet needs in communication
 • Communication
 – Quantity
 – Quality
 – Delivery
 – Language barriers
 University of Adelaide
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Implications & more questions
 • Doctors and nurses in intensive care – should there be training in communication about EoLD?
 • Consultants – should they be retrained/ credentialled /checked?
 • Good clinician, bad communicator – How to remedy a mismatch between clinical and interpersonal skills?
 • Health care professionals with English as a second language – what to do?
 • Interpreters - what training do they have in end of life discussions/language/counselling?
 University of Adelaide 18
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Thank youQuestions?
 University of Adelaide 19
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Contact details
 Dominic [email protected]
 Vicki [email protected]
 University of Adelaide 20
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