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What is the research problem (challenge):  Approximately 15,700 children and adolescents in the United States are diagnosed with cancer each year. The challenge is that all of them need effective symptom management and support from the time of diagnosis onward.  Pediatric patients with cancer suffer a number of symptoms contributing to physical, psychosocial, emotional, and spiritual distress, which influence how they respond to cancer treatment, including treatment adherence. This is particularly true for the overall 10 to 15%, who do not survive. In certain high-risk pediatric cancers, the death rates are much higher (CureSearch, 2016). A seminal study done at the Dana Farber Cancer Center demonstrated that 80% of children with cancer suffered “a lot or a great deal” in the last month of life, and that these symptoms were not adequately treated (Wolfe et al., 2000).  A follow-up study demonstrated significant improvement in symptom distress with the inclusion of palliative care (Wolfe et al., 2008).  The death of a child affects the functioning and well-being of the entire family, including siblings.  Even for those who survive cancer, untoward effects may include physical as well as emotional distress, altered family functioning and financial burdens.  Whether they ultimately survive or succumb to their disease, pediatric patients with cancer also suffer a number of symptoms contributing to physical, psychosocial, emotional, and spiritual distress which influence how they respond to cancer treatment.  Early integration of palliative care with a focus on promoting comfort and optimizing quality of life can mitigate suffering for the child and family. There is a pressing need to accelerate discoveries that can extend the benefits of early integration of palliative care to children and adolescents with cancer.  The research questions to be addressed are not only ways to mitigate symptom distress for patients and their families, but also addressing the barriers of implementing pediatric palliative care within a curative setting.  Examples of these barriers inadequate nationwide access to pediatric palliative care services, small numbers of pediatric palliative care specialists and inconsistent concurrent care options, all resulting in the need to choose between palliative care or curative treatment. 

What is your proposed solution:  We advocate for palliative care as an essential component of cancer care throughout the continuum of care.  Palliative care is often seen as synonymous with end-of-life care when it is actually about symptom management and support for the child and family throughout the continuum of care.  The prevailing perception that palliation is only provided at the end of life creates stigma and a sense of hopelessness when palliative care is introduced.  Access to palliative care measures that reduce suffering is unduly limited, and it is time to accelerate research that addresses: 

· Improved access to primary and specialty pediatric palliative care services early in the cancer trajectory – whether that trajectory ends in survivorship or death – by creating partnerships among cancer researchers, cancer healthcare providers and palliative care providers. These partnerships provide a foundational network that opens full access to effective early palliative care and permits evaluation of effective approaches to making every day the best it possibly can be for young people and their families battling cancer.  Children enrolled in Phase I clinical trials and their families may be at an important juncture to revisit palliative care if it has not already been addressed and may be an important setting to bring oncology and palliative care providers together.  

· Nationwide operationalization of the Concurrent Care Act to ensure adequate access and reimbursement mechanisms for palliative care. The benefits of concurrent care have revolutionized integration of palliative care for children with relapsed cancers; however, lack of pediatric palliative care specialists and lack of reimbursement for these services make implementing this model challenging.  Children are denied access due to having to choose between palliative care and disease directed therapies.  Many hospices still follow Medicare rules of 6 months or less life-expectancy.  No child or parent should have to choose between cure-directed treatment and comfort.  By working with Medicaid and commercial insurers, a mechanism must be created to allow concurrent care services for children with cancer from the time of diagnosis, not just when end of life is imminent.  Children and their families must be afforded the time to develop relationships with palliative care providers, as well as their cancer care providers, so that if suffering escalates providers know the child’s/family’s wishes, goals, and values in order to plan the most effective interventions and optimize support.  This is especially true for all of the children affected by cancer, both the children who are ill and their healthy siblings, who can benefit long-term from the inclusion of supportive services that are meaningfully directed towards their specific needs and benefit from such relationships. 

· Expansion of palliative cancer care education. To build primary palliative cancer care skill sets and competencies, innovative educational interventions are needed for bedside clinicians in areas that are not well served by pediatric palliative care specialists.  To overcome stigma and inadequate understanding, the public at large must be educated that palliative care is not about the dying as much as it is about living every day to the fullest with comfort and dignity.  Testing and dissemination of educational approaches that reflect patient and family voices is essential.

How will your solution make a difference:  Palliative care is about generating and supporting hope by reducing or eliminating suffering that often accompanies cancer treatment in children and their families.  Those hopes may include cure, but also hopes for comfort, and the best quality of life possible given the individual cancer experience for the child and family.  Currently, palliative care is often fragmented, delivered by different providers, and in different health care systems, leading to poor communication and poor alignment of goals between patient/family and health care teams. By creating partnerships between pediatric cancer providers and pediatric palliative care providers, communication can be optimized and goals aligned.  Alignment of goals improves utilization of resources so that all members of the health care team, as well as the child and family, are thoughtfully considering benefits and burdens in all decisions.  Inclusion of palliative care services from the time of the cancer diagnosis will provide emotional and spiritual support, and will address symptom distress, address fears and optimize functioning for the child and family. 

The American Academy of Pediatrics (2000) and the 2014 Institute of Medicine Report endorse including palliative care from the time of diagnosis of serious, potentially life-limiting illnesses.  These mandates can be operationalized through creative partnerships between researchers, clinicians, and palliative care providers with full inclusion of the child’s and family’s voice.  Studies are needed that utilize innovative technologies for building collaborative networks that include palliative care specialists, cancer care professionals, and patient/family advocates; evaluate outcomes (e.g., symptom distress, psychosocial distress, health-related quality of life, costs) associated with care provided via these partnerships; educate health care providers and the public at large about early integration of palliative care; and disseminate evidence about best practices and models of palliative care.  It is anticipated that accelerating discoveries in palliative care will increase access to these services and improve utilization of resources so that members of the health care team, as well as the child and family, thoughtfully consider benefits and burdens in decision-making.  In limited studies, palliative care has been shown to address patients’ physical needs, decrease symptom distress, and provide emotional and spiritual support. What is needed now is to make these essential services available to all who are suffering from the ravages of cancer.
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