Chapter 4
These regulations provide additional safeguards beyond the
safeguards provided for adult participants in research, while
still providing the opportunity for children to benefit from the
scientific advances of research.
Many parents with seriously ill children hope that the
research protocol will have a direct benefit for their particular child. The greatest challenge for researchers is to be clear
with parents that research is not treatment. This fact should be
addressed as sensitively and compassionately as possible.
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no relationship may exist between caregivers and the bereaved
family. Families who have not had time to prepare for the
tragedy of an unexpected death require considerable support.
Palliative care can make important contributions to the endof-life and bereavement issues that families face in these circumstances. This may become complicated in circumstances
where the cause of the death must be fully explored. The need
to investigate the possibility of child abuse or neglect subjects
the family to intense scrutiny and may create guilt and anger
directed at the medical team.
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PALLIATIVE CARE AND
END-OF-LIFE ISSUES
The death of a child is one of life’s most difficult experiences.
The palliative care approach to a child’s medical care should
be instituted when medical diagnosis, intervention, and treatment cannot reasonably be expected to affect the imminence
of death. In these circumstances, the goals of care focus on
improving the quality of life, maintaining dignity, and ameliorating the suffering of the seriously ill child. Central to this
approach is the willingness of clinicians to look beyond the
traditional medical goals of curing disease and preserving
life. They need to look toward enhancing the life of the child
and working with family members and close friends when the
child’s needs are no longer met by curative goals. High-quality
palliative care is an expected standard at the end of life.
Palliative care in pediatrics is not simply end-of-life care.
There are conditions where death is not predictably imminent,
and a child’s needs are best met by the palliative care approach.
Children needing palliative care have been described as having
conditions that fall into four basic groups, based on the goal of
treatment. These include conditions of the following scenarios:
•	A cure is possible, but failure is not uncommon (e.g.,
cancer with a poor prognosis).
•	Long-term treatment is provided with a goal of
maintaining quality of life (e.g., cystic fibrosis).
•	Treatment that is exclusively palliative after the diagnosis
of a progressive condition is made (e.g., trisomy 13
syndrome).
•	Treatments are available for severe, nonprogressive
disability in patients who are vulnerable to health
complications (e.g., severe spastic quadriparesis with
difficulty in controlling symptoms).
These conditions present different timelines and different
models of medical intervention. Yet they all share the need
to attend to concrete elements, which affect the quality of a
child’s death, mediated by medical, psychosocial, cultural, and
spiritual concerns.
The sudden death of a child also requires elements of the
palliative care approach, although conditions do not allow
for the full spectrum of involvement. Many of these deaths
involve emergency medicine caregivers and first responders
in the field, and they may involve dramatic situations where

Palliative treatment is directed toward the relief of symptoms
as well as assistance with anticipated adaptations that may
cause distress and diminish the quality of life of the dying child.
Elements of palliative care include pain management; expertise with feeding and nutritional issues at the end of life; and
management of symptoms, such as minimizing nausea and
vomiting, bowel obstruction, labored breathing, and fatigue.
Psychological elements of palliative care have a profound importance and include sensitivity to bereavement, a developmental
perspective of a child’s understanding of death, clarification of
the goals of care, and ethical issues. Curative care and palliative
care can coexist; aggressive pain medication may be provided
while curative treatment is continued in the hopes of a remission or improved health status. Palliative care is delivered with a
multidisciplinary approach, giving a broad range of expertise to
patients and families as well as providing a supportive network
for the caregivers. Caregivers involved may be pediatricians,
nurses, mental health professionals, social workers, and pastors.
A model of integrated palliative care rests on the following
principles:
•	Article I. Respect for the dignity of patients and
families. The clinician should respect and listen to patient
and family goals, preferences, and choices. School-age
children can articulate preferences about how they wish
to be treated. Adolescents, by the age of 14, can engage
in decision making (see Section 12). The pediatrician
should assist the patient and the family in understanding
the diagnosis, treatment options, and prognosis; help
clarify the goals of care; promote informed choices; allow
for the free flow of information; and listen to and discuss
the social-emotional concerns. Advanced care (advance
directives) should be instituted with the child and parents,
allowing discussions about what they would like as
treatment options as the end of life nears. Differences of
opinion between the family and the pediatrician should
be addressed by identifying the multiple perspectives,
reflecting on possible conflicts, and altruistically coming
to agreements that validate the patient and family
perspectives, yet reflect sound practice. Hospital ethics
committees and consultation services are important
resources for the pediatrician and family members.
•	Article II. Access to comprehensive and compassionate
palliative care. The clinician should address the physical
symptoms, comfort, and functional capacity, with special
attention to pain and other symptoms associated with the
dying process, and respond empathically to the psychological
distress and human suffering, providing treatment options.
Respite should be available at any time during the illness to
allow the family caregivers to rest and renew.

