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Social Work in Pediatric Oncology Survivorship
Parental Adjustment to Transition of Care
Background
Childhood cancer is a diagnosis that affects the entire family. Faced with the possibility of the death of their child, parents must adapt and take on an extraordinary burden of care to achieve survival. By necessity parents lives are consumed with their child’s illness and parents take on an identity of “cancer parent”.  While there is no formal definition or psychological construct of the term cancer parent, this identity includes parents who, in addition to their role as parent and provider of physical and psychological care of their child with cancer, also become engaged in broader, parent driven, grassroots activities related to public policy, research funding, and support of other parents of children with cancer. The cancer experience takes on an added social identity. In pediatric oncology there has been limited focus on parents’ changing identity along a post treatment continuum that includes transition from cancer parent to parent of survivor and more recently, transition from parent of survivor to parent of adult survivor. The transition to adult survivorship is complicated by normal developmental expectation of increased independence from family, the requirement to transition from pediatric to adult healthcare, and the reality of medical and psychosocial late effects of cancer which require life-long surveillance. Because social work has a long-established role in pediatric oncology (Peironi, 1967; American Academy of Pediatrics, 2004) it is well positioned to develop interventions with parents toward an adaptive approach to the process of health related transition of emerging adult survivors. 
Childhood Cancer Survivorship
Advances in pediatric cancer research have significantly improved survival. Today, more than 80% of children with cancer will survive at least five years from time of diagnosis and in most cases, many decades longer (National Cancer Institute, 2012). The National Cancer Institute estimates that there are 300,000 cancer survivors in the US who were diagnosed under the age of 21, and the Institute of Medicine estimates that 1 in 640 adults ages 20-39 have a history of childhood cancer (Institute of Medicine, 2003). 
For childhood cancer survivors and their parents, the end of active treatment does not signify the end of the cancer experience. The physical and psychological impact of childhood cancer persists long after survival has been achieved. Medical and psychosocial late effects of cancer and treatment have been extensively studied through the Childhood Cancer Survivor Study (Childhood Cancer Survivor Study, 2012), a retrospective comparison study of more than 20,000 survivors, diagnosed between 1970 and 1986, compared with healthy siblings. A comprehensive analysis of late effects in more than 10,000 adult survivors in the CCSS cohort found that two thirds of survivors had at least one treatment or diagnosis related chronic health condition, one quarter reported three or more chronic health conditions, and one quarter reported a severe or life threatening health condition. Medical late effects of diagnosis and/or treatment can affect every major organ system, and includes the risk of late recurrence and treatment related secondary malignancy. Childhood cancer survivors are more likely to die prematurely then adults who have no cancer history (Oeffinger et al., 2006).

Survivors’ psychosocial late effects include lower academic attainment, unemployment and lower household income, being less likely to live independently, or to be married or partnered  (Dowling et al, 2010; Ellenberg et al., 2009; Gurney et al., 2009; Kunin-Batson et al., 2011; Zebrack et al., 2007; Zeltzer et al., 2008).
Parents of survivors also experience long lasting effects of their child’s cancer. Parents describe permanently changed lives and distress that persists long after the end of treatment (Van Dongen-Melman, Van Zuuren & Verhulst, 1997). Studies have found high rates of
 post-traumatic stress symptoms (PTSS) and disorder (PTSD) in parents related to memories of treatment, fear of recurrence, fear of loss of control, worry about late effects and uncertainty about the future of their survivor child (Bruce, 2005; Kazak, 2004; Pelcovitz et al., 1996). Recent studies describe the challenge to parents of constructing a “new normal”, post treatment life for themselves and their surviving child (Cox, 2012). Parents and survivors need the continued support of social work throughout survivorship. 
Early History of Medical-Social Service
Social work in pediatric oncology has its roots in the long tradition of medical-social service. Prior to the 1800’s the sick and injured were treated at home by family members, visiting nurses and physicians. The poor and those without family were sent to almshouses for care. The years of Industrial Revolution saw increasing population in cities due to migration from rural areas and immigration from Europe. Overcrowded urban slums led to outbreaks of infectious disease. In order to contain epidemics, institutions were built to separate the infected from the rest of the community (University of Pennsylvania School of Nursing, n.d.). At the start of the 20th century, contemporaneous with the emergence of the Settlement House and Charitable Organization movements, which addressed the social needs of the poor; hospitals were built in major US cities to address the health needs of poor and immigrant populations. Ida Cannon, the pioneer in medical-social service, was inspired to change her career from visiting nurse to social worker after hearing Jane Addams speak about health conditions of the children she worked with in Hull House. After completing courses Simmons College, Cannon joined the staff at Massachusetts General Hospital in 1905 as the first ever medical social worker (Fobair et al., 2009; Massachusetts General Hospital, n.d.). Many of the principles that guide the practice of pediatric oncology social work were established by Ida Cannon. Cannon described  the medical social worker as “ One who sees the patient not as an isolated, unfortunate person occupying a hospital bed, but as a member belonging to a family or community group that is altered because of his ill health.” (Cannon, 1913, p. 15). In Social Diagnosis (1964), Mary Richmond identified medical social service as one of three social movements that informed her theory of social diagnosis and Cannon applied principles of social diagnosis, viewing her patients as individuals within a larger environment of family and community. Richmond credits Dr. Richard Cabot, Ida Cannon’s mentor at Massachusetts General, as the originator of medical-social service Dr. Cabot established the first hospital-based social service department at Massachusetts General Hospital and, along with Cannon, created medical social work. They undertook health related social work research, standardized referral criteria and social work charting in medical records, provided group therapy and institutionalized multidisciplinary care, a cornerstone of pediatric oncology social work (Cannon, 1913). The role of social work on the multidisciplinary team is described by Dr. Cabot in Social Diagnosis 
…we are accustomed to sum up our cases in monthly reports from

the case records by asking about each case four questions: What is the physical

state of this patient? What is the mental state of this patient? What is his physical

environment? What is his mental and spiritual environment? The doctor is

apt to know a good deal about the first of those four things, the physical state, and

a little about the second, the mental, but about the other two almost nothing. The

expert social worker comes with those four points in mind to every case. (p. 35).
The Role of Social Work in Pediatric Oncology
Pediatric oncology evolved as a subspecialty within medical social work more than fifty years ago (Dana-Farber Cancer Institute, 2012). An organized effort in cancer research in the US began in the 1940’s in the when Department of Defense requested the assistance of the scientific community to investigate potential therapeutic uses of agents developed for chemical warfare (DeVita and Chu, 2008; O’Leary, Krailo, Anderson & Reaman, 2008).  In 1946, Yale pharmacologists, Louis Goodman and Alfred Gilman published findings on the use of nitrogen mustard to achieve brief remission in a handful of patients. Success was limited; however, the use of a chemical agent in the treatment of disease launched a new era in cancer research (DeVita & Chu, 2008). In the 1940’s childhood cancer was universally fatal, with survival measured in weeks (DeVita & Chu, 2008; Miller, 2006). By the 1950’s Dr. Sydney Farber, at Boston Children’s Hospital achieved lasting remission in 15% of children with leukemia (Fobair, et al., 2009 & Miller, 2006). The term “survivor” did not become part of the nomenclature of pediatric oncology until the 1970’s when federal funding from the war on cancer increased collaborative, clinical trials research (Meadows, 2008; O’Leary, 2008). Continued research has resulted in survival of more than 80% of children with cancer. 

Farber introduced pediatric oncology social work as an integral part of a model of “total care” of children with cancer at Boston Children’s Hospital (Dana-Farber Cancer Institute, n.d, Miller, D. 2006).  Antoinette Pieroni, the pediatric oncology social worker hired by Farber published the first article describing the role of pediatric oncology social work in the journal Pediatrics 
The social worker must function as a member of the medical team whose purpose is helping the patient and his family live as normal a life as possible from the first
diagnostic visit through the treatment period to the final hospitalization (Pieroni, 1967, p. 534)
Pieroni’s description of the multidisciplinary team and focus on the child as a member of the larger social context of family and normal childhood experiences reflects core elements of the medical social work model of Ida Cannon. Pieroni also emphasizes social workers involvement with patient and family along the full continuum of the cancer experience. Of note in Pieroni’s description is the certainty of a final hospitalization. Since Pieroni’s time, the continuum of cancer includes survivors and adult survivors. 
Adult Survivor Transition of Care
Many late effects of childhood cancer do not become evident until years after the end 

of therapy and survivors require life-long surveillance and monitoring for early identification and intervention of cancer specific medical and psychosocial late effects. As survivors enter their adult years, pediatric oncologists lack the expertise to provide developmentally appropriate care and survivor’s transition from the pediatric oncology clinic to an adult primary care setting. The American Academy of Pediatrics recommends a period of transition planning for survivors focused on patient readiness and systems variables such as patient age, developmental status and maturity, need for knowledge of their health condition, self-advocacy skills, insurance and financial barriers to continued care (American Academy of Pediatrics, American Academy of Family Physicians and American College of Physicians, 2002; Freyer, 2010 Ginsberg et al., 2005; Rosen, 2003). Despite planning research shows that survivors are at risk of being lost to follow-up as they transition from the pediatric oncology treatment center to adult primary care (Freyer, 2010, Granek et.al., 2012; Nathan, et al., 2008; Oeffinger et al., 2004).  Currently there is no recommendation for assessment of parent readiness for transition. For parents, leaving the familiar, family focused and lifesaving setting of  pediatric oncology can revive fears related the child’s survival and can be laden with extra concern and difficulty letting go due to years of 
close monitoring of their child’s illness and health and mutual dependence (Keene, Hobbie & Ruccione, 2012). In a study of parents of children with life-threatening conditions Heller and Solomon (2005) found that “In the absence of continuous, caring relationships with staff, parents reported frustration, hypervigilance, and mistrust about the quality of care that their child received.” (p. 1).
This may be a time of particular vulnerability for parents as their role and relationship with their emerging adult survivor undergoes change. In the pediatric oncology clinic setting parents are the health care decision makers, they direct the survivors care and manage information. They are the archival memory of their child’s cancer history. When transition to adult care takes place, parents may experience distress related to their child’s health and uncertain future.  There are also significant medico-legal changes when survivors become adults that diminish the role of cancer parent.  The domain of information and healthcare is no longer in their control. For many survivors there is continued dependence on parents for physical care, housing, financial and insurance support; nonetheless, survivors become their own healthcare decision makers and parents lose standing to manage the survivor’s medical care. Additionally, the cancer parent identity within the broader cancer arena may be diminished as their survivor child becomes an adult.

The role of social work with parents of emerging adult survivors has yet to be studied. Continuity of social work with parents during the process of transition can be critical to helping parents attenuate anxiety; renegotiate the relationship with their adult child and facilitate transition that supports parent confidence in the health care autonomy of the survivor child. A social work focus on parental loss of role and identity as cancer parent should be viewed as part of the continuum of cancer. 
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