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Is life worse than death? Decision making for children after devastating neurological injury. 

 Cynda Rushton, PhD, RN, FAAN	 Emily Johnson, RN, MSN		Rev. Matt Norvell, MDiv, BCC	
Becky Riggs, MD 	April Sharp, MD 

Background:
J.S. is a 5 year old girl who was found previously healthy, developmentally normal girl was found at the bottom of a family swimming pool during a Labor Day barbecue. She had last been seen by her parents 15 minutes prior to being found. She was not breathing and had no pulse when she was pulled out of the pool. Bystander CPR was initiated immediately. EMS arrived 10 minutes later and obtained return of spontaneous circulation after 15 minutes. Her total downtime was estimated at 25-40 minutes. She was transported to the PICU where she had a GCS of 3T on arrival. Her pupils were fixed and dilated, and she displayed no spontaneous movements. A head CT was obtained as part of the trauma protocol and showed early signs of brain edema. Over the first 24 hours after injury, she was stabilized from a cardiorespiratory standpoint. On hospital day 2 she started taking infrequent, shallow, and irregular breaths over the ventilator. She was monitored for an additional 48 hours without any additional improvement in her neurological exam. Irregular breaths remained the only evidence of brainstem function. A brain MRI was done and showed severe, irreversible hypoxic injury and evidence of brainstem herniation. The PICU  and Neurology teams agreed that her injury was irreversible, and that significant recovery was very unlikely. They agreed that she did not meet criteria for brain death due to the irregular breaths.  For this child “survival” entails a trach for continued mechanical ventilation and a g-tube for artificial nutrition to support her body in a permanently comatose state.

Questions:
1. What therapies should clinicians offer in response to devastating neurologic prognosis in children?
1. Are clinicians obligated to provide life-sustaining therapies when neurologic injury is irreversible?
1. How do parents’ preferences and faith impact clinical decision making?
1. What clinician tools and family resources are available to assist in addressing the ethical challenges that arise in these situations?
Objectives: 
1. Discuss the clinical decision-making for treatment of children with devastating neurologic injury.
1. Explore the ethical boundaries of treatment of irreversible neurologic injury in childhood.
1. Examine the role of parental preferences and faith in clinical decision making
1. Identify resources for clinicians and families to address ethical concerns. 


For more information about future sessions, please go to https://www.bioethics.jhu.edu/efl
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[image: C:\Users\pyoung26\Downloads\ethicscommitteelogo (1).png]Making decisions about medical care can sometimes be difficult or confusing. When there is uncertainty about what should be done, ethical dilemmas related to values, personal beliefs or religious beliefs can arise.  The Johns Hopkins Ethics Committee provides advice to patients, families, surrogates, health care professionals, or other involved parties concerning the complex ethical issues that can arise in the course of patient care. 

Who Serves on the Committee? The Johns Hopkins Hospital Medical Ethics Committee and Consultation Service is made up of representatives from various clinical and administrative departments of the Johns Hopkins Medical Institutions, as well as members of the surrounding community. The committee strives to have interdisciplinary representation with physicians, nurses, nurse practitioners, social workers, chaplains, lawyers, administrators, trainees, students, and community members.

What is an Ethics Consultation? Ethics consultations are provided by the Ethics Committee to facilitate discussion among patients, families, health care professionals, and other involved parties faced with concerns or conflict over patient care decisions.  These decisions include, but are not limited to: goals of care at the beginning of life and at the end-of-life, decision-making capacity, surrogate decision-making process, organ donation, and medically ineffective treatment. Ethics consultants strive to hear from all parties involved in the care of the patient, in order to understand all of the issues and concerns.  The Ethics Consultation team consists of 3-5 committee members from different disciplines, and usually includes a physician, a nurse, a social worker, and a chaplain. Ethics consultations are advisory only; the consultants do not make the decisions for the patients, families, or health care team.  Instead, the ethics consultants facilitate discussion regarding the treatment options in any given case, so as to help patients, families and the health care team come to agreement over the ethically permissible options.

How do I contact the Johns Hopkins Hospital Ethics Committee? An ethics consultant can be paged 24 hours a day, 7 days a week. To speak with the ethics consult team leader, a page can be sent via (410) 283-6104.  During normal business hours, the Ethics Committee can also be reached by calling (410) 955-0620.  The only requirements for requesting an Ethics Consultation are:  1) the patient is being cared for at Johns Hopkins Hospital and/or affiliated outpatient clinics, and 2) the person requesting the consultation is either the patient, a member of the family, the patient’s legal guardian, the patient’s surrogate decision-maker, or a member of the health care team involved in caring for the patient.
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