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Sophie is a 17-year-old girl who is diagnosed with cystic fibrosis (CF). Sophie has been hospitalized numerous times for complications related to CF. Two years ago she received a bilateral lung transplant but has struggled with rejecting the lungs. Her health is declining rapidly and she is not a candidate for another lung transplant at this time. She is currently at the local children’s hospital that has provided her care since diagnosis. The nurse and pulmonologist speak to the parents about the likelihood that Sophie will die in the near future, and plans for this event need to be made. (Write paper in APA format, include title page, and more than one reference).

a. What does palliative care for Sophie involve? 
a. Palliative care for Sophie involves providing the best quality of life possible. To do this care is focused on alleviating physical, psychological, emotional, and spiritual suffering (Kyle & Carman, 2013). There are principles that palliative care for children should be based on: 
“Respecting children’s goals, preferences, and choices
Comprehensive caring
Using the strengths of interdisciplinary resources
Acknowledging and addressing caregivers’ concerns
Building systems and mechanisms of support” (Kyle & Carman, 2013, p. 367)



b. What does hospice care for Sophie involve? 
a. Hospice care is a broadening of the concept of palliative care. The difference is that hospice care is associated with the end of the patient’s life and although it focuses mainly on quality of life, hospice by necessity usually includes realistic emotional, social, spiritual, and financial preparation for death. The idea behind hospice is that meaningful living is achievable during terminal illness and that it is best supported in the home, free from technologic interventions that prolong physiologic dying (Pellico, 2013). Hospice allows for family-centered care. The comfort of the entire family is important. There are different standards for a child in hospice compared to an adult. The recommended standards for pediatric hospice care do not preclude involvement in ongoing treatment, but certain eligibility criteria must be met. The family will be educated on how to interact and comfort their dying child. There a many people involved including the nurse, social worker, chaplain, and/or family minister. There is basic care and pain management. The decision to withhold nutrition or hydration may be made on certain instances. Pain management is the most important. Ongoing bereavement care is also provided to the family by hospice after the child’s death (Kyle & Carman, 2013). 


c. What are the nursing responsibilities for the management of a dying child? 
a. The nursing responsibilities are basic care and pain management. The nurse also educates the family about the dying process. The nurse is the child and family’s advocate. Nursing of a dying child is focused on pain management, discomfort, providing nutrition, emotional support, and assisting the family through the grieving process. The nurse wants to focus on family centered care (Kyle & Carman, 2013). 

d. Explain methods the nurse would use to assist Sophie’s family in order to accomplish family centered care.
a. The nurse needs to be attuned to the whole family’s needs and emotions. The nurse needs to be fully present emotionally with the child and family. The nurse needs to work through his or her own feelings about a situation to be able to be “in the moment” with the family and also the child. The nurse just being present can have a very positive effect on the family and child. The nurse can be silent and still have a healing effect. The nurse has to respect the parents and help them honor the commitments they have made to their child. Be aware of the parents needs and help them when they need information. Allow family to do their custom rituals. Each family is different and has different needs when dealing with a child that is dying. The nurse needs to individualize each situation and family and cater to his or her needs (Kyle & Carman, 2013). 
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