
Child abuse/neglect and the 
appropriate role for parents in 
ongoing decision making
Erin Paquette, MD, JD, MBe
Assistant Professor
Department of Pediatrics, Northwestern 
University Feinberg School of Medicine
Northwestern University Pritzker School of 
Law, by courtesy



Disclosures & Disclaimers
• No conflicts of interest

• Funding
– Pediatric Critical Care and Trauma Scientist Development Program Scholar (NICHD)
– NICHD K23
– NICHD Loan Repayment Program
– American Bar Foundation
– Health Resources Services Administration

• Disclaimer
– References to diversity by race are a function of available data with recognition that race is a 

social construct and differences seen are the result of racism or other social conditions associated 
with race, which acts as a proxy for them

2



Objectives
• Review ethical concerns with parental involvement in abusive 
head trauma

• Examine approaches to parental involvement
• Understand the roles/motivations for child protection agency 
decision making

• Manage moral distress of care team providers                                              



Case 1
• A 3 month old male patient was admitted for episodes of apnea and cyanosis. He has been 

diagnosed with infantile spasms and seizures. Speech therapy evaluated the patient and 
recommended that the patient be fed via a nasogastric (NG) tube due to risk of aspiration while 
feeding. He has had a fiberoptic endoscopic evaluation of swallowing (“FEES” or a “swallow test”) 
that was attempted early on, before his spasms and seizures were under control. This test could 
not be fully completed due to desaturations during feeding. ENT and speech therapy have both 
recommended that the patient not be fed by mouth until a safe plan for feeding has been 
developed. An NG tube was initially placed, but was dislodged. The family has continuously refused 
re-insertion and expressed their preference to breastfeed and bottle feed the infant. Nursing has 
noted evidence of some aspiration occurring during feeding, including that the infant’s lungs sound 
wet after a feeding. The team has recommended another swallow test now that the child’s seizures 
and spasms are better controlled, but the family has not yet agreed to it. The family belongs to an 
Orthodox Jewish community. The grandfather of the child is a cardiologist who lives in New York, 
and he has been very involved in medical decision-making.
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Case 2
• A 4 month old is admitted with multiple fractures, bruising, and head injury with 

retinal hemorrhages. CPS has been contacted and has taken custody of the infant 
with high suspicion of parental involvement in the child’s injuries. Following 
assumption of custody, the medical team has turned to CPS for medical decision 
making for this patient. Over several days, the baby’s medical condition 
deteriorates and the clinical team performs an evaluation for brain death. The 
exam is consistent with brain death except for the apnea test, during which the 
infant took a breath. In the absence of a finding of brain death but with very poor 
prognosis, the medical team discussed goals of care with both CPS and the 
parents. The parents state that they don’t want any other brain death evaluations 
performed and that they want “everything” done for the child to keep the child 
alive. When the team turns to CPS for additional guidance, feeling that continuing 
life sustaining therapies is not in the child’s best interests, CPS replied that for life 
and death decisions, they would defer to the parents. 
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You are consulted for both 
cases within 1 week; what do 
you want to know?
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Approach to Cases 1-2
• Case 1 (no AHT, disagreement with medical 

team)
– How much does the religious aspect of the case 

impact decision making? 
– Does it matter that a family member “cardiologist” 

is heavily involved in decision making?
– Has the team made a strong recommendation 

regarding need for an alternative feeding regimen?
– Has the team explored reasons behind the family’s 

refusal?
– What is in the best interests of this child? 

• Case 2 (AHT, disagreement with the 
medical team)
– What is in the best interests* of this child?
– Would the conflict resolve if the CPS 

recommendation were the same as the parents?
– Would it matter if the initial brain death evaluation 

were fully consistent with brain death?  

7



Case 3
• S is an 8 year old F with mosaic Trisomy 18, seizure disorder and shunted 

hydrocephalus. She presented to an outside hospital with vomiting and was 
managed for seizures. 

• After receiving a dose of AEDs, mental status further declined. 
• Imaging showed a shunt malfunction and she went for externalization. 
• After returning from the operating room, mental status did not improve. A brain 

death evaluation was completed and consistent with brain death. The family 
refused a second brain death evaluation and requested transfer of the patient. 

• The patient was transferred to an accepting institution. There, the medical team 
talked to the family about needing to repeat the brain death evaluation. The family 
again refused.
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Case 3 Part 2
• Of note, the patient’s father was the primary caregiver for the patient. 
• The clinical team initially held off on a second brain death evaluation and continued 

to discuss the possibilities with the family 
• The clinical team rotated to a new team, who again raised consideration for repeat 

brain death evaluation
• The family refused, this time with the father becoming upset during the 

conversation
• A behavioral contract was put into place by unit leadership, who was concerned 

about staff safety
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What are you thinking at this 
point? 
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Case #3 (No AHT but disagreement with 
the family)
• How much of this is response to father’s behavior? 
• What is in the best interests* of this child?
• What is the role of the behavioral contract? 
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Social and economic 
conditions and 
environment account for 
the majority of health 
outcomes
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What is Implicit Bias?
• Bias: prejudice in favor of or against one thing, person, or group 

compared with another, usually in a way considered to be unfair.

– Conscious 
– Self-reported 
– Decline in 

incidence 
overtime

Explicit Bias Implicit Bias
– Inherent to human 

psychology
– Affect interpretation 

of the world around 
us

– Exist for a wide range 
of topics

– Learned 
stereotypes and 
prejudices

– Automatic and 
unconscious 

– Difficult to 
change

© Uchenna Enulonu, 
adapted from:
UCSF Office of 
Diversity and 
Outreach. 
Unconscious Bias. 
https://diversity.ucsf.
edu/resources/uncon
scious-bias. 



Structural Racism

Institutional 
Practices

Public 
Policies

Societal Norms Cultural
Representations Ideologies

• Definition: Racial bias and discrimination across 
institutions and society over time

Explicit Bias Implicit Bias

© Uchenna Enulonu. 
Adapted from the 
Boston Public Health 
Commission. Racial 
Justice and Health 
Equity Initiative: Core 
Workshop Facilitator's 
Guide. 2011.



Racism prevents attainment of optimal 
health
• Racism and other forms of prejudice, discrimination, and bias directed against 

individuals on the basis of their membership in a particular racial or ethnic group 
are known systemic contributors to health inequity

• Also play a role in reporting and substantiation of cases 
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Justice is a critical ethical concept 

Distribution of 
burden and benefits 

is fair 

? and equal

Rawlsian difference 
principle

Any inequalities 
should favor the 

least well off
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17https://www.paperpinecone.com/blog/teaching-difference-between-equality-equity-and-justice-preschool
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How should we think about parental 
involvement in such decisions
• Is there consideration for removal of life sustaining therapies? 
• What is the prognosis? 
• Is there possible or real conflict of interest?
• Who is the alternative decision maker? Are they better positioned to identify best 

interests?
– Is best interests the right standard?  

• How will moral distress be managed? 

19



Ethics Committees and Institutional 
Responses
• Structural differences underlie the approaches taken at each institution, but 

common threads include: 
– Approaches to identify potential racism or other equity concerns in ethics consults, 
– Mediation of conflict in situations where a patient/family has experienced racist treatment 
– Interventions employed at the organizational level to promote anti-racism and health equity and 
– How to incorporate what is learned from ethics consults into broader anti-racism efforts. 
– Barriers and challenges to success, many of which are rooted in the identities, norms and 

assumptions underlying traditional ethics consultation.

20



Email: epaquette@luriechildrens.org
Twitter: @ErinPaquetteMD
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