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SUMMARY OF FINDINGS

· Shanice M. died of asthma which is a chronic, life-threatening medical illness that requires acute care and ongoing preventive measures in order to be successfully managed.
· Asthma disproportionately affects the urban poor child. Patterns of health care in this population may not be conducive to optimal treatment of children with severe asthma.
· Children with complex and difficult-to-manage medical problems require a more sophisticated level of case management and monitoring. State agencies dealing with these children must develop criteria to identify such children and be given the authority and resources to obtain necessary expert medical consultation.
· DCF was informed by Shanice’s physician, a specialist in the field of pediatric pulmonology, that she was at high risk of dying if her illness was not properly managed. Referrals of such a serious nature should be reviewed and assessed at the upper management level in DCF’s organization. 
· Service agreements between DCF and the mother were not enforced yet a neglect petition was never filed and DCF ultimately closed its case.
· Those service agreements were not shared with providers whose services were required by the agreement.
· DCF social workers did not have the necessary expertise to effectively provide the case management and safeguard  this medically fragile child. Communication between DCF social workers assigned to Shanice’s case was insufficient to insure that each caseworker was fully apprised of the history and severity of the child’s condition.
· DCF currently does not have an adequate number of nursing or physician consultants to effectively meet the consultative demands of social work staff in their efforts to provide protection and services to medically fragile children.
· Despite the availability of Regional Resource Group nursing expertise in Shanice’s case, it was not adequately utilized. When presented with conflicting opinions between a pediatric pulmonary specialist familiar with the case and a general pediatrician, new to the case, a third expert opinion was not sought.
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A.  INTRODUCTION
Pursuant to Connecticut General Statutes sections 46a-13l (b) and (c), the Connecticut Child Fatality Review Panel is mandated to review the circumstances of the death of a child who has received services from a state department or agency addressing child welfare, social or human services or juvenile justice. After a preliminary examination of the facts in this case, the Child Advocate, in her role as Chairperson of the Panel, convened a Fatality Review Panel meeting on March 26, 1998 to review the circumstances surrounding the death of Shanice M., a child who had received services from the Department of Children and Families (DCF) prior to her death on March 8, 1998 following a fatal asthmatic episode. 
The purpose of this review is to examine child welfare case management practices in circumstances involving medically fragile children. In doing so, the Panel has reviewed the predicates for state involvement in Shanice’s case, the services and interventions provided, and the social work and therapeutic management of her case. Consequently, the Panel has provided relevant recommendations for changes in the system of care received from the State of Connecticut by medically fragile children.
In conducting its review of this case, Panel members took the sworn testimony of a number of witnesses (treating physicians, DCF employees, other social services providers), and invited them to provide information and their own recommendations for the Panel's consideration. Additionally, Panel members reviewed all records and documents pertinent to this case, including the child protection records of Shanice M. and her family provided by the DCF; Department of Social Services (DSS) records; extensive inpatient and outpatient medical records of Shanice M. provided by several hospitals and medical doctors; records from the Office of the Chief Medical Examiner; and records provided by social service provider agencies regarding Shanice and her family. Panel member Dr. Betty Spivack extensively researched the issues related to pediatric asthma. Child Advocate and Chairperson Linda Pearce Prestley also met privately with Shanice’s mother. 
The Fatality Review Panel wishes to note publicly that it received complete cooperation in its investigation from DCF, DSS, and private individuals and entities (particularly Hospital A and its employees) involved with Shanice M. and her family. The Panel is most appreciative of this cooperation.
After intake of the above-described body of material, and after extended discussions and extensive testimony, the Panel members shared their findings with one another and drafted this report. The review, the findings, and the recommendations are the gravamen of this public document. The names of specific individuals, specific service providers, private agencies and hospitals have been omitted from this report for reasons of confidentiality. It is the Panel's belief that the focus of  its investigations should be on the children, their involvement with state agencies, and on the systemic issues raised by their untimely deaths.
Since recollections and memories are not completely reliable, the facts as set forth below represent the Panel’s best efforts at piecing together the history of Shanice’s case. Although the reliability and content of accounts and records may vary to some degree, the Panel, after a comparison of sources where possible, believes that this is a reasonably accurate account.
B.  SUMMARY OF FACTS 

Shanice M. was born on August 23, 1993 to a working single mother. She received medical care at the pediatric clinic of Hospital A, a moderate-sized city hospital. Her mother kept Shanice’s well-child care visits and immunizations on schedule. 
At age ten months, Shanice had her first asthma attack and her first hospitalization.  The follow-up for that admission was at the pediatric care clinic she normally attended. Between August 1994 and January 1996, she visited the Emergency Department (ED) fourteen times for asthma-related reasons and was hospitalized on five of those occasions.  There were eight missed follow-up appointments during this same interval.  Multiple asthma triggers were noted in Shanice’s home environment, including smoking by caregivers.
On February 28, 1996, Shanice had her first Pediatric Intensive Care Unit (PICU) admission.  She required a respirator to assist her breathing for three days.  During this hospitalization, Shanice came under the care of Pediatric Pulmonary Specialist #1 for the first time.  Pediatric Pulmonary Specialist #1 is a lung specialist who is the director of the PICU and the pediatric asthma clinic at Hospital A.  He warned Shanice’s mother that the child was at high risk of dying from asthma.   Pediatric Pulmonary Specialist #1 set up an educational program for Shanice’s family in cooperation with a visiting nurse agency, under the supervision of Nurse #1, the pediatric coordinator.  The educational program involved most of Shanice’s family caretakers and their progress was felt to be good.  Shanice had a brief PICU admission at the end of March 1996.  During that hospitalization, her mother related that Shanice had no exposure to smoke, animals or soft toys.  Over the next several months Shanice was described in pediatric clinic records as “an asthmatic in good control.”  
Between June 24 and November 24, 1996, Shanice visited the Emergency Department (ED) of Hospital A six times, was admitted twice, and missed four follow-up appointments.   On the morning of November 24, 1996 she was seen in the ED, treated and released.  That evening she presented in a near-death state to the ED and was transferred to the PICU at Hospital B, a large, academic, tertiary-care facility in another city.  This event and the prior multiple missed appointments led Hospital B, in conjunction with Pediatric Pulmonary Specialist #1, to initiate the first DCF referral, which was investigated by DCF Worker #1.   In the aftermath of this investigation, Shanice’s mother agreed to weekly visits at Hospital A’s asthma clinic with care provided by Pediatric Pulmonary Specialist #1 and Nurse #2, the asthma nurse specialist.  Because of the severity of the child’s condition, a letter was written by Pediatric Pulmonary Specialist #1 to all medical providers, to the Hospital A Emergency Department and to Shanice’s mother, stating that Shanice was to be admitted to the hospital if she presented with wheezing, even if she improved with treatment in the ED. Visiting nurse services supervised by Nurse #1 were instituted again.  After substantiating medical neglect, DCF closed the case, concluding that appropriate services were in place.  
After approximately one month of close follow-up care in the asthma clinic, Shanice’s appointments with physicians and visiting nurses were increasingly missed; two hospitalizations followed.  According to hospital records, Shanice was brought to the ED on April 18, 1997 by her grandmother, who reported that she did not know the child’s medicine regimen, even though she was a daily caregiver for the child.   She reported that multiple asthma triggers were still present in Shanice’s environment.  During this admission, a second DCF referral was made by Pediatric Pulmonary Specialist #1; it was investigated again by DCF Worker #1.  Medical neglect was again substantiated, and the case was transferred to DCF Worker #2, a treatment worker.
In May 1997, Shanice’s mother first expressed her wish to change physicians from Pediatric Pulmonary Specialist #1 to a private physician. One physician, Pediatrician #1, refused the case because he was not a provider for the insurance carrier. Throughout early May, Shanice was not seen at the asthma clinic or at any other physician’s office. On May 23, 1997, Shanice was brought wheezing to the ED of Hospital A by an aunt who was not aware of the process of automatic admission  for the child,  and she was mistakenly sent home.  The following day she was seen again at the ED, this time requiring a PICU admission, leading to a DCF referral, again initiated by Pediatric Pulmonary Specialist #1.  DCF Worker #2 continued to be the treatment worker on the case.  
Despite Pediatric Pulmonary Specialist #1’s strong misgivings, a transition plan was made for transfer of Shanice’s medical care to Pediatrician #2.
[1]  Pediatric Pulmonary Specialist #1 expressed a firm belief that Shanice  required the care of an asthma specialist in addition to a general pediatrician and provided a list of alternative providers of this specialty care.  Visiting nurse services were again initiated.  There was an agreement that the asthma clinic would continue to provide care until other physician services were available.  Pediatric Pulmonary Specialist #1 again wrote a letter concerning the process of automatic admission to the hospital if Shanice presented to the ED with wheezing.  This letter was sent to all family care providers, the ED and to Pediatrician #1.  Because of confusion over which physician was providing care for Shanice, Pediatrician #2 never received a copy of the letter.
The visiting nurses reported a repeated disregard by the mother for their schedule of visits.  The first visit with Pediatrician #2, scheduled for June 18, 1997 was not kept. On July 7, 1997 Shanice was seen for the first time by Pediatrician #2; she was wheezing badly enough that she was sent immediately to the ED and required a PICU admission at Hospital A.  Pediatric Pulmonary Specialist #1, who happened to be the attending physician in the PICU,  again submitted a referral to DCF. An investigation was conducted by DCF Worker #3, an investigations worker. The medical neglect allegation was substantiated and the case transferred back to the treatment unit with DCF Worker #2.  At the time of discharge from the hospital on July 12, 1997, a service agreement was signed by Shanice’s mother and DCF Worker #2.  The service agreement indicated that failure to comply with its requirements would lead to action to place Shanice in foster care. The requirements included weekly medical care for Shanice, cooperation with intensive family preservation and cooperation with visiting nurse services.  This agreement was subsequently renewed on July 30, 1997.
Shanice was seen by Pediatrician #2 on July 22, 1997 and was not seen again by her or any other provider until October 13, 1997, almost three months later. Visiting nurse visits were sporadic due to the mother’s inaccessibility.  On multiple occasions, the visiting nurse could not get in; when she could, Shanice was frequently found to be wheezing.  On several occasions, the visiting nurse requested that Shanice be brought to the ED but there was no compliance with this request. No appointment was ever made to see an asthma specialist after the change in physicians from the pulmonary specialist to the regular pediatrician.  
On September 4, 1997 the visiting nurse agency closed the case due to a continued lack of cooperation by Shanice’s mother.  The records reflect that DCF was aware of the cessation of visiting nurse services and of the many concerns which the visiting nurses expressed about the case. In September 1997, DCF Worker #2 was promoted to a supervisor position, but continued to work her previous caseload, including Shanice, until new workers were assigned.  
On November 7, 1997, Shanice was again admitted to the PICU at Hospital A, after being transported to the ED for an asthma attack. At that time, there had been no visits to Pediatrician #2 since October 13, 1997.  A note was written on November 8, 1997 by Pediatrician #3 (head of pediatrics at Hospital A and covering the PICU at the time of admission) which indicated that Pediatrician #2 had only seen Shanice twice in July and once in October and that visiting nurse services had been discontinued due to a lack of cooperation by the mother. A report was made to DCF by a social worker at Hospital A who had no previous contact with this family.  The investigation was conducted by DCF Worker #4, an investigations worker. After speaking with the hospital social worker and Pediatrician #2, DCF Worker #4 classified this referral as “not substantiated.”
On November 27, 1997, DCF Worker #5, a trainee, was assigned to the case as the treatment worker under the supervision of DCF Worker #2.  On December 11, 1997, DCF Workers #5 and #2 met and agreed that Shanice’s mother was not neglecting the child and set an agenda for closure of the case. The next day a service agreement was made with Shanice’s mother.  DCF did not inform Pediatrician #2 of the existence or requirements of the service agreement.  The DCF case was closed on February 26, 1998.
Just six days later, in the early morning hours of March 4, 1998, Shanice was brought to the ED at Hospital A in critical condition.  The medical record indicates that she was in severe respiratory failure and near death, although her mother stated that she was still conscious and speaking when she saw her after arrival at the ED.  She was placed on a respirator and received medication to relieve her asthmatic attack, but within one-half hour she had a cardiac arrest.  She was resuscitated and transferred to Hospital B where she died on March 8, 1998.
C.  SEVERE ASTHMA IN THE INNER-CITY CHILD

Asthma is a chronic lung disease in which reversible airway obstruction occurs intermittently. It is quite common: more than 2.7 million children suffer from asthma.  These children miss more than ten million days of school each year and spend almost two million days in the hospital.  The prevalence of asthma is increased among the urban poor. In Hartford, asthma is present in one in three Hispanic children and in one in five African-American children.
[2] More than one hundred children die each year from asthma.  In mild cases, no treatment is necessary between attacks, which are rare.  However, in children with moderate or severe asthma, continuous efforts must be made to decrease the elements which trigger the attack, and to reduce the reactivity of the airways to these triggers.
[3]  Worsening symptoms should be treated by increasing the strength and type of routine preventive medication, even if the symptoms are not severe enough to require hospitalization. This implies close supervision by a knowledgeable physician.  In this setting, treatment in the emergency department, without continuing supervision by a physician between episodes, can lead to increased frequency and severity of attacks.  This pattern of care is commonly seen in poor urban populations where after-hours access to primary care is often not available. 
The extensive literature
[4] on the problems of inner city children with asthma indicates that poor children have 40% fewer doctor visits by appointment, and 40% more hospitalizations than children who are not poor.  Frequent asthma triggers are also more prevalent in the inner city environment, where housing conditions are typically more crowded and triggers such as dust, air pollution, cockroach and rodent infestation, and smoking exposure are harder to eliminate.  Since housing is typically rented rather than owned, elimination of carpeting and forced air heating may be difficult.
As a result of these difficulties, and associated with the pattern of health care utilization, asthma mortality is increased in the inner city population.  Data indicates, for example, that asthma mortality is more than tripled in the Bronx and Manhattan compared to the United States as a whole. In severely impoverished neighborhoods such as East Harlem, the mortality rate rises to more than ten times the national rate (Weiss, Gergen & Crain, 1992) .  African-Americans die of asthma at a rate four times that of whites, even though the prevalence of asthma among African-Americans is only twice as high. 
There is a vast literature which identifies those children who have a markedly increased risk of dying from asthma. Poor access to health care, impaired care by the family, overuse of bronchodilators with underuse of preventive medications, exposure to triggers including pollution, psychological problems of the child or family, and severity of the asthma all contribute to mortality (Szefler & Leung, 1996; Strunk, et al., 1985). The pattern of overuse of bronchodilators (which directly treat the attack) and underuse of preventive medicines is especially typical of the treatments given to and utilized by inner city children. Nighttime attacks and frequent nighttime coughing and wheezing are typical of  the child who dies from asthma (Carswell, 1985).  Also typical are frequent hospitalizations in the year preceding the death, and severe attacks which cause visible cyanosis (blueness of lips), seizures, respiratory failure or cardiac arrest other than in the fatal episode itself  (Tough, et al., 1996; Crane, et al., 1992). Patients with three to four admissions in the previous twelve months died at a rate 4.2 times higher than the general population, and five or more admissions raised the relative risk to 8.8 times higher.  
Several models have been developed to deliver quality asthma care to low-income urban children.  These programs have in common a high degree of educational intervention, along with the provision of treatment and crisis plans. In Los Angeles, use of bilingual, Latina public health nurses as case managers for poor Hispanic children with asthma (Lewis et al., 1994) resulted in large decreases in ED usage and in the need for hospitalization of these children.  These public health nurses taught asthma home care, acted as advocates for appropriate housing, and helped set up appropriate medical supervision for these children with asthma. In New York City (Evans et al, 1997), extended training of the doctors and nurses who staff public clinics resulted in a significant change in the manner in which children with asthma were identified and followed, leading to a decreased reliance on hospital EDs for treatment of asthma attacks.
Two reported programs (Crompton, et al., 1987; Sherman & Capen, 1997) have taken the tack of facilitating rapid treatment of patients who have had previous near-fatal episodes.  In these programs, located as far apart as Edinburgh, Scotland and Gainesville, Florida, the usual screening procedure for admission to a hospital is circumvented.  Instead, hospitals and emergency medical service providers are notified in advance about the severity of the patient’s asthma and advised to begin immediate treatment and the patient is directly admitted to the hospital.  In both programs, mortality rates have been markedly reduced. In another study in Toronto, Canada (Molfino, et al., 1982),  twelve patients who had suffered near-fatal asthma attacks were offered a program of very close follow-up by pulmonologists.  Five of seven patients who declined died in the eighteen month follow-up period; none of the five patients followed by the pulmonology service died in the same interval.

Strunk & Fisher (in Szefler & Leung, Ch. 2, 1996) have set forth recommendations for the medical management of children at risk for death from asthma. These include: close monitoring by asthma specialists; a psychological assessment of the family
[5]; the establishment of a community of resources; notification to the family of the seriousness of the situation;  and an assessment of the family’s ability to comply with treatment. If the psychological assessment reveals problems, these should be addressed by instituting appropriate supports. Additionally, a crisis plan should be established which includes a list of and times for medications; criteria for initiation of increased therapies; instructions regarding when to call the physician and what to do if the physician cannot be reached; signs and symptoms indicating the child should proceed directly to the Emergency Department (the hospital and ambulance service should be designated); and what to do on a vacation. Since non-compliance may represent a form of medical neglect; notification to a child protective services agency must remain an option.
D.  DISCUSSION OF ISSUES
1.   The Period Preceding DCF Involvement: 1993-1996


Discussion

Shanice’s early life was marked by excellent routine child care.  She was seen regularly at the pediatric clinic of Hospital A by Resident Physician #1
[6].  Her immunizations were kept up to date.  At ten months of age she had her first asthma attack. She was seen in the ED at Hospital A and admitted to the hospital for several days.  In the nineteen months between June 1994 and January 1996, emergency department visits for asthma were common for Shanice while clinic follow-up became increasingly sporadic.  During this interval, there were sixteen emergency room visits, seven hospital admissions and eight missed follow-up clinic appointments.
During a hospitalization in September 1995, Shanice’s mother indicated that the maternal grandmother, a daily caretaker of the child, was a smoker and had a dog.  Shanice’s next hospitalization was in October 1995.  At that time, Shanice’s mother reported that she gave Shanice her Ventolin (a bronchodilator) twice a day rather than the prescribed four times a day, that she did not give her Intal (a preventive medication) even though it was prescribed, and again reported that the maternal grandmother smoked.  During a second hospital admission in October 1995, the discharge note indicates that it was difficult for the grandmother to give the nebulizer treatments.
On February 28, 1996, Shanice had her first Pediatric Intensive Care Unit (PICU) admission.  At that time, her mother gave an inconsistent history as to what asthma medications were prescribed and given. During this hospitalization, Shanice came under the care of Pediatric Pulmonary Specialist #1 for the first time.  He is a lung specialist who is the director of the PICU and the asthma clinic at Hospital A.  At that time, Shanice’s mother was warned that Shanice was at high risk of dying from asthma, that she needed to be in an environment free of smoke, dust, and animals, and that she needed thorough and consistent preventive medical care.  The mother agreed to move from the apartment which she shared with her mother who was a smoker, eliminate soft toys (a source of dust), dust frequently and keep medical appointments.  Pediatric Pulmonary Specialist #1 set up an educational program in cooperation with Nurse #1 from a visiting nurse agency.
During the subsequent month, Nurse #1 instructed Shanice’s mother, aunt and maternal grandmother in the elimination of asthma triggers such as dust, dogs, and smoke, and taught all of them to use the nebulizer for administration of the asthma medications. This instruction appeared to have good results.  In a brief PICU admission at the end of March 1996, the mother related that Shanice was not exposed to smoke, animals or soft toys.  Over the next several months Shanice was described in pediatric clinic records as “an asthmatic in good control.”  Follow-up care was consistent until early June 1996.  However, in the five months that followed, she again began to fall off from clinic follow-up and reverted to the previous pattern, having six ED visits, two hospital admissions and four missed clinic follow-up appointments
[7].  
Analysis

Shanice’s initial health care indicated no evidence of neglect and her mother kept her well-child visits and immunizations up to date.  In many ways, Shanice’s initial course was typical of the medical care received by inner city children.  Her well-child care needs were met at a hospital clinic, but her mother utilized an emergency department for acute illnesses, rather than contacting the clinic and arranging for a daytime visit.  For a child with severe asthma this pattern of care is not acceptable. 
Shanice closely reflected the profile of a typical child who dies of asthma.  She had severe asthma, multiple hospitalizations including a near-death event, over-utilization of the emergency department with underutilization of close follow-up care, and frequent exposure to triggers.  Pediatric Pulmonary Specialist #1 apparently recognized the dangers inherent in Shanice’s case and attempted to lower the risks.  He initiated the use of community resources in the form of visiting nurse teaching and coordination of services, and encouraged the mother to utilize the close follow-up services available at the hospital.  The initial response to these services was good; for several months Shanice attended the clinic regularly, had fewer emergency department visits and admissions, and all family members were noted to respond positively to the instruction provided by the visiting nurses.  However, after the nursing service ended its involvement because its goals of teaching self-management were reached, compliance with this difficult medical regimen began to deteriorate, clinic visits were missed, and emergency department visits and hospitalizations for Shanice again increased.  There was no plan for ongoing skilled nursing intervention for continued education, guidance, support or supervision  in the management of a child identified with a potentially life threatening chronic health problem  living within a family system with complex social circumstances.  This may have been due to lack of reimbursement  from third party payors for such activities.
2.  The Period Following the First Referral to DCF: 1996-1998
Discussion

First Referral to DCF (November 1996)

On the morning of  November 24, 1996 Shanice was seen in the ED of Hospital A. She was treated, improved somewhat, and released.  That evening she presented in a near-death state to the ED and, after initial treatment, she was transferred to the PICU at Hospital B, a large facility in another city.  She required a respirator and spent seven days in the PICU at Hospital B before returning to Hospital A for five more days. The multiple missed appointments prior to this hospitalization led Hospital B to initiate the first DCF referral in conjunction with Pediatric Pulmonary Specialist #1 at Hospital A. The DCF records indicate the following telephone referral:
. . . Caller states that Shanice is hospitalized for 2nd time for life threatening asthma. 1 previous hospitalization at [Hospital A]. There has been 9 hospitalizations in the last 18-20 months. The child was transported to [Hospital B] 11/24/96. The family has followed up with treatment at the pulmonary/respiratory clinic. Fatality is a possibility in this case but not expected. Child is stabilized with breathing tubes. Known as an intubated condition…Nothing is known about this family…Caller states drugs, smoking and dogs have to be assessed as factors in the case. The caller has no idea why the family is not following through. The caller is very concerned because the asthma is life threatening. . . .

[Emphasis added]
The investigation of the first report was conducted by DCF Worker #1.  Shanice’s mother agreed to weekly visits at the asthma clinic with Nurse #2, an asthma nurse specialist, and every two weeks with Pediatric Pulmonary Specialist #1. Pediatric Pulmonary Specialist #1 wrote a letter to all medical providers, to the Hospital A’s  Emergency Department and to Shanice’s mother, stating that Shanice was to be admitted to the hospital if she presented with wheezing, regardless of whether she improved with treatment in the ED. Medical neglect was substantiated by DCF, but rated as a low-to-medium risk, with the conclusion that Shanice’s mother was cooperative.
For the month following the first DCF referral, Shanice appeared fairly regularly in the asthma clinic.  During this interval,  DCF was told by Nurse #2 that the mother appeared to be doing well, and that hospital personnel would notify DCF if the child failed to appear at the clinic. The DCF case was closed because it concluded that appropriate services were in place.
On January 30, 1997 Shanice appeared at the asthma clinic wheezing and she required admission to the PICU, though she was not quite as ill as on her previous admission. Her mother gave conflicting information regarding the presence of smoking in the home. DCF Worker #1 noted that the mother seemed overwhelmed with Shanice’s hospitalization and with other family and financial issues. The mother agreed to daily visiting nurse home visits, weekly asthma clinic visits with Nurse #2, monthly asthma clinic visits with Pediatric Pulmonary Specialist #1, and a visit to the pediatric clinic seven days after discharge.  Pediatric Pulmonary Specialist #1 did not make a report to DCF at that time, because the mother appeared cooperative with Shanice’s medical care.
For the first one or two weeks after discharge, home nursing visits were made frequently, although on the second visit, Shanice’s mother could not appropriately identify environmental triggers of asthma.  On February 4, 1997, Nurse #1 noted the scent of cigarette smoke in the babysitter’s home, and Shanice was wheezing and coughing. The nursing notes set forth the provider’s opinion that the mother was unable to eliminate stressors due to her housing situation. Another note from the same period of time indicates the beginnings of a rift between the family and the medical providers, and the stress on this single mother in providing care for a child with severe asthma. 
Shanice was not seen again in the asthma clinic or regular pediatric clinic until February 14, 1997. In the interim, the mother’s compliance with Shanice’s medical regimen deteriorated, including delays in filling Shanice’s prescriptions.  The visiting nurse service discharged Shanice because she was not available for three consecutive scheduled visits.  The VNS discharge note also indicated that maternal anxiety and psychosocial problems interfered with the success of the educational program.  Visiting nurse telephone notes indicate that the case manager for the health insurance carrier did not want the visiting nurse service to make (hypothetical) reports to DCF concerning lack of compliance with care because it regarded such reports as “punitive.” 
[8]  No report was made to DCF by the visiting nurse service despite documentation  by the nursing supervisor of a discussion with this case manager regarding her  “mandated reporting” responsibilities.
On March 26, 1997 Shanice was briefly admitted to Hospital A.  Her follow-up appointment at the pediatric clinic was not kept.  The visiting nurse referral was renewed, and services were provided by Nurse #3 under the supervision of Nurse #1.  In the next month, Shanice and her mother moved to a new home, described as clean and smoke-free, although she was still cared for by her grandmother and aunt in their home while her mother worked.  There were no visits to the asthma clinic.  The visiting nurse noted that the mother found it difficult to meet all the medical appointments on top of her work schedule and caring for her children.
Second Referral to DCF (April 1997)

On April 18, 1997, Shanice was brought to the ED by her grandmother, who, according to reports, did not appear to know Shanice’s medicine regimen, even though she was a daily caregiver for the child.  She also reported that she had wall-to-wall carpeting in her house.  Several goals of the visiting nurse educational program had not been met at the time of this admission. Specifically, there was a lack of knowledge about the behaviors necessary to manage Shanice’s condition, and a lack of knowledge about signs, symptoms, complications and actions. At the time of this admission, Pediatric Pulmonary Specialist #1 initiated a second DCF written referral, which stated in relevant part:
3 year old girl with severe asthma who is at high risk of morbidity and mortality
· Unsure of ability of day care providers to provide necessary care
· Multiple missed appointments to our clinic
· Multiple hospitalizations for asthma in past 12 months - two with respiratory failure, multiple PICU admissions
Unless compliance with appointments and day care providers can provide usual and standard care for [Shanice], she is at high risk of dying!

[Emphasis added.]
DCF Worker #1 was reassigned to investigate this new referral. Visiting nurse services were re-ordered and were again provided by Nurse #1 and Nurse #3.  A follow-up appointment in the asthma clinic was missed.  At the time of the first nursing visit, one day after hospital discharge, Shanice was wheezing, and the family did not have a prescription for one of her medications. The nurse noted that the mother was visibly stressed. The next day, Shanice was still wheezing.  Visiting Nurse #3 called the asthma clinic and moved up Shanice’s appointment;  the appointment was not kept.  Over the next week there were multiple missed visiting nurse appointments.   The DCF worker left a message at the mother’s home stating that two missed appointments were very serious, and that if the mother didn’t contact DCF and set up and keep all appointments, DCF would seek custody of Shanice to ensure that all her medical needs were being met.  
DCF Worker #1 spoke with Pediatric Pulmonary Specialist #1 who stated his opinion that if the mother brought Shanice to the asthma clinic once a week, the child’s chances of survival would significantly improve. DCF was told that the asthma clinic offered a higher level of care and assessment than the visiting nurse service did, and Pediatric Pulmonary Specialist #1 suggested that a babysitter bring Shanice in a medical cab to the asthma clinic if her mother was at work.  DCF Worker #1 shared this information with the mother, who indicated that she wanted a second opinion and that she was considering changing physicians.  She stated that she was dissatisfied with the care at the asthma clinic, where she was kept waiting and where rotating resident physicians would see Shanice at her visits, under the supervision of Pediatric Pulmonary Specialist #1 and his colleague, Pediatric Pulmonary Specialist #2.  She wanted Shanice to have a single physician who provided all of her routine care.
In May 1997, DCF substantiated medical neglect and transferred Shanice’s case from its investigations unit to a treatment unit, and it was assigned to DCF Worker #2. At a case review conference held on May 12, 1997, which was attended by DCF Workers #1 and #2 and their respective supervisors, it was concluded that the mother was not following through with required medical care and preventive measures, which caused the child to need hospitalization.  They noted that the younger sibling also had asthma, and that Shanice’s mother did not feel that DCF needed to be involved in any capacity. The notes indicate that DCF intended to file neglect petitions if the mother failed to cooperate with medical care. The case was rated as “high risk” by DCF.
In early May 1997, the visiting nurse attempted to educate Shanice’s mother about the prophylactic use of the asthma inhaler before Shanice began physical activities. This method of pre-treatment allows children to have a more active lifestyle in spite of the asthma.  Shanice’s mother responded that pretreatment was not necessary because the child would ask for medication if she sensed wheezing coming on while she was playing. In a follow-up conversation the next day, the mother again told the nurse that pre-treatment wasn’t necessary. 

During that period, Shanice’s mother again expressed her wish to change physicians.  She was encouraged to arrange for medical records to be sent to the new physician prior to the first appointment. There is no record that she did so.  One physician, Pediatrician #1, refused the case because he was not a provider for the mother’s  insurance plan.  Throughout early May, Shanice was not seen by any medical provider.
On May 23, 1997, Shanice was brought to the ED by an aunt, who was unaware of the arrangements that had been made for automatic admission into the hospital through the ED. The ED staff also did not notice Shanice’s special status, and Shanice was sent home after partial improvement in the ED.  The following day she was seen again at the ED, but this time she required PICU admission. There was a new DCF referral by Pediatric Pulmonary Specialist #1.
A joint conference of all medical providers was held, which also included Nurses #1 and #2, DCF, and family members. At this meeting it was acknowledged that Shanice’s mother would be changing physicians. Significantly, Pediatric Pulmonary Specialist #1 did not support this plan. He was adamant that Shanice required care by an asthma specialist as well as a general pediatrician, and he suggested several alternative providers of such specialized care. Shanice’s mother agreed to a one-time follow-up appointment at the asthma clinic as a transition until care by another specialist could be initiated, and she also agreed to daily visits by the visiting nurse service. DCF agreed to look into housing options.  Several notes describing this meeting indicate the deepening conflict between Pediatric Pulmonary Specialist #1 and the extended family caretakers of Shanice.
[9] Nurse #1 indicated at this meeting that she thought that the home care was appropriate.  DCF Worker #2 stated her belief that mother was appropriate in returning to the ED when Shanice’s asthma worsened, and therefore was not negligent. The referral risk was downgraded without any additional formal investigation.
After that meeting, Pediatric Pulmonary Specialist #1’s notes indicate that he had conveyed to those present that Shanice needed to be followed by a pediatric pulmonologist as well as a pediatrician, and that he had recommended alternative medical specialist providers to the mother. He also wrote a second letter to the Emergency Department of Hospital A, to the pediatrician the mother had indicated she would be seeing,
[10] and to all caregiving members of Shanice’s family. This letter indicated that Shanice should be admitted to the hospital any time she presented for medical care, even if she appeared to improve with treatment in the ED.  Pediatrician #2, who eventually became Shanice’s pediatrician, never received a copy of that letter because her involvement had not been clarified at that time.  
The visiting nurse notes in the following weeks indicate continuing social and medical problems in Shanice’s home.  On the first visit after discharge from the hospital, the mother was upset over a domestic incident with Shanice’s father. The next nursing visit was one week later on June 9, 1997.  Shanice was wheezing, but was unable to use the nebulizer because it was at the grandmother’s house. Her mother did not appear to know the correct medical orders. Nurse #1 reminded the mother of the appointment with Pediatrician #2 scheduled for June 18, 1997, and Shanice’s mother was reminded again of that appointment during the following nursing visit.  On June 16, 1997, Shanice’s mother indicated that she had to hide Shanice’s inhalers because Shanice played with and emptied them, and that she was giving Shanice a different, and possibly less-effective, type of medication than that ordered by the physician.
[11]
In June 1997, the visiting nurse agency discharged Shanice from their active caseload once again because of multiple missed appointments. She also failed to show up for her appointment with Pediatrician #2. The discharge summary indicates that Nurse #1 discussed the situation with DCF Worker #2 on June 23, 1997, who stated that a neglect petition would be filed.
On June 27, 1997, a service agreement was signed by DCF Worker #2 and Shanice’s mother.  This agreement required that the mother would “consider” accepting intensive family preservation services within the next three weeks; continue working with the visiting nurse service (DCF agreed to re-refer the case); ensure that  Shanice receive all necessary medical treatment; and meet with DCF Worker #2 on weekly basis.The agreement specified that if the mother complied, DCF would consider closing its case, but if she didn’t, DCF would file a neglect petition.
Third Referral to DCF (July 1997)

On July 7, 1997, Shanice was seen by Pediatrician #2 for the first time. She was seriously wheezing, and was sent to the ED of Hospital A and admitted to the PICU. Hospital A Social Worker #1 noted that Shanice “needs a specialized plan in place before she leaves” [emphasis in original].  Two days later, she also noted that DCF was reporting that the mother had been noncompliant and uncooperative, and the DCF Worker #2 had stated an intention to have the mother sign weekly service agreements, and that DCF would take legal action if the agreements were not kept.
The referral generated during that admission stated:
3 11/12 y/o hispanic girl currently in PICU for flare up of asthma. Report x2 to DCF by myself for “high risk” “severe” asthma with great risk of dying. Medical competence and fund of knowledge re asthma as well as medical compliance with appts questioned in past 2 referrals. “Nothing has changed” from last admission to this one as far as improvement in program or decreased frequency of hospitalizations. Further medical work upon progress to rule out medical reasons for severity of disease. Current medical program @ home should work and keep her out of the hospital when combined with a comprehensive outpatient program including education. Environmental issues may be ongoing @ present time.
Reason for this report: yet another admission, continued question of compliance with program and medical components of care, high risk of death unless something changes.

[Emphasis added.] The DCF investigation of this referral was conducted by DCF Worker #3, who spoke with Pediatric Pulmonary Specialist #1 and reviewed the prior DCF narrative record.  The report was substantiated and rated as “moderate to high risk.”  The case was transferred back to the treatment unit and DCF Worker #2.
On July 11, 1997, Shanice’s mother signed another service agreement with DCF Worker #2 which required that Shanice not be around persons who smoke and that she live in a “sterile” environment; that she receive her daily medications; that the mother actively participate in intensive family preservation services, therapy, and a psychological evaluation; that she would be available for all DCF and visiting nurse home visits; and that she would cooperate with medical providers including bringing Shanice in for medical follow-up on a weekly basis. The service agreement again stated that a failure to comply would result in DCF taking action seeking legal custody of Shanice. This service agreement was renewed on July 30, 1997.  Pediatrician #2, now clearly identified as the physician providing primary medical care for Shanice, did not receive a copy of either of these service agreements, nor was she informed of the requirements set forth in these agreements.  
In the interval following these agreements, Shanice had one visit to Pediatrician #2 on July 22, 1997, but no other scheduled medical visits until October 13, 1997. There is no indication whatsoever that DCF pressed the mother to comply with the provisions of the agreement, nor did it initiate any legal action to assume custody of the child to safeguard her health and to add court mandates to the actions specified in the service agreements. 

Visiting nurse visits were also sporadic during this time due to the mother’s inaccessibility.  The mother began a  medication without consulting Pediatrician #2.  When the visiting nurse came on August 27, 1997, Shanice was observed to be wheezing, although her mother denied it. The grandmother was present at that visit, and confirmed that Shanice had been sick and coughing a lot. The mother stated that she would go to the ED that day, and the nurse notified Pediatrician #2 of the situation. Shortly thereafter, the mother called Pediatrician #2 for a prescription refill, and was advised to make an appointment, which she did not do. Several hours later, Shanice was brought to the ED of Hospital A and, despite the letters which had been written by Pediatric Pulmonary Specialist #1, she was treated and released.  There was no follow-up medical care.
The visiting nurse did not see Shanice again until September 2, 1997, at which time Shanice was wheezing and had other symptoms.  She had been in her aunt’s home for two days, in an environment that included smokers and a dog.  The nurse recommended that the child be brought to the ED.  The next day, the mother told the nurse in a telephone call that she had not brought Shanice to the ED because she was not wheezing.  She agreed, however, to take her that day and to call the nurse back with the results. Pediatrician #2 was notified by the visiting nurse that Shanice would be seen at the ED.  Shanice’s mother did not bring her to the ED.  The next day the visiting nurse service discharged Shanice’s case because of four missed home visits. Again, no protective referral was made to DCF by the VNS.  Additionally, DCF was notified that Shanice was not receiving medical care because of a lack of health insurance; apparently Pediatrician #2 was not an approved physician for the current medical insurance carrier.
DCF Worker #2 had set up intensive family preservation services to begin on August 1, 1997 as agreed upon by the mother.  According to the records, on August 13, 1997, the IFP provider closed its case because the mother was consistently unavailable for the scheduled visits. The DCF record reflects an awareness by DCF workers of the concerns expressed by the visiting nurse and family preservation worker, including continuing indications that there was smoking and a dog in the home where Shanice received her daycare. At the end of August, DCF Worker #2 also spoke to Pediatrician #2 who stated  that “she feels that she is in the dark on this case as she only has seen Shanice twice and does not know the case that well.”
In September 1997, DCF Worker #2 was promoted to supervisor, but continued to work her previous caseload, which included Shanice’s family.  A new treatment worker was not assigned until November 1997. The narrative portion of the DCF record following the July 1997 hospital admission was not entered into DCF’s computer system until November 14, 1997.
Fourth Referral to DCF (November 1997)

On November 7, 1997, Shanice was admitted to Hospital A’s PICU. At the time, her mother gave an inaccurate description of her medications. Pediatrician #3, the admitting physician, noted that Shanice had had only three physician visits since her last hospitalization months before, and that her nebulizer had been stolen the previous week.  One day later, Pediatric Pulmonary Specialist #1 became the attending physician in the PICU, and took charge of the case until Shanice was transferred to the pediatric floor under the care of Pediatrician #2.
Apparently at the request of Pediatric Pulmonary Specialist #1, Hospital Social Worker #2, who had no prior experience with this child, made a report to DCF. A new investigation was conducted by DCF Worker #4, who discussed the case with DCF Worker #2. Because of the delay in filing narrative log entries on the computer system,  DCF Worker #4 did not have available for review the narrative of events following the service agreements signed in July.  
During the investigation, DCF Worker #4 met with Shanice’s mother, and recorded the following:
Client states every time she brings child to hospital they submit a report to DCF.  Client stated she informed the hospital she did not care if they submitted 1000 reports if she felt her daughter was not receptive to treatment at home, it was her responsibility to bring her child to prevent her from dying.  Client states she knows there is bad blood between [Pediatric Pulmonary Specialist #1], his partner and herself.  Client states she may seek another specialist possibly via [Hospital B].  Client states she is pretty familiar with procedures to giving child her medication and after she attempts to give child medication 4 times and it does not get any better she proceeds directly to hospital.  Client also admits that [visiting nurses] have recommended child’s hospitalizations.  Client states she is depressed due to her experience with Hospital A and DCF forcing her to accept services she feels she is not in need of at this time.
DCF Worker #4 contacted Hospital A Social Worker #2 and was informed that she had been requested to submit the report by Pediatric Pulmonary Specialist #1 and had no further information.  Social Worker #2 called Pediatric Pulmonary Specialist #1 to speak with him directly, but she was told that Shanice was no longer his patient, and he would not provide any further information
[12]. DCF Worker #4 then interviewed Pediatrician #2, who, despite her previously-stated lack of involvement with the child, felt that the medical follow-up of Shanice had been adequate.  DCF Worker #4 did not interview Nurse #1 or the family preservation worker, nor did she assess the level of compliance with the service agreements, in part because of the incomplete narrative computer entries.  Her closing assessment concludes that:
. . . allegations of neglect unsubstantiated at this time.  Client currently residing with her mother who has extremely appropriate living arrangements and should be noted to provide continual support for her daughter and her grandchild.  It should also be noted that child may utilize services via [Hospital B] for future treatment for child, as she states she is totally frustrated with [Hospital A] and feels she is being discriminated against at this time.  Client will also seek an allergist for daughter as her pediatrician recommended.
Soon thereafter, on November 25, 1997, Shanice’s case was assigned to DCF Worker #5, a trainee who had received thirty cases upon assignment to DCF Worker #2’s treatment unit.  He did not review the case file or speak with Pediatric Pulmonary Specialist #1 about Shanice, nor did he speak with the DCF Regional Resource Group (RRG) nurse.  On December 10, 1997, DCF Worker #5’s case narrative described a home visit with the mother, the aunt, Shanice and her sibling:
Worker was informed that . . .[Pediatric Pulmonary Specialist #1] . . . would continuously call in referrals every time Shanice had an asthma attack.  Shanice is being seen by [Pediatrician #2], as primary physician and pulmonary specialist.  [Mother] asked SW to see if he can do something to stop these unwarranted referrals or try to have another Dr. see her daughter during her attacks.  Worker said that mom [and he] could try to advocate the aid of [Pediatrician #2] in requesting that [Pediatric Pulmonary Specialist #1] not be allowed to examine the child.  Mom told worker that the children were up to date medically.  Worker said that her case was up for closure.  But mom said that it would be pointless since [Pediatric Pulmonary Specialist #1] would call in another referral out of spite, implying malicious intent.  Worker once again advised mom to seek the aid of [Pediatrician #2]. 
[Emphasis added.]
On December 11, 1997 DCF Worker #2 (now a supervisor) and DCF Worker #5  met and agreed that the mother was not neglectful and that DCF Worker #5 would take action to close the case.  A new service agreement was signed which appears to be a modified photocopy of an agreement dated six months earlier on June 27, 1997.  The conditions specified were the same as those not previously followed with only an alteration of the dates and the name of DCF Worker #5 substituted for DCF Worker #2. Once again, in this agreement, Shanice’s mother was warned of legal action if she failed to comply with the conditions set forth. This agreement specified that the mother would “consider” intensive family preservation and cooperate with visiting nurse services. 
On that same day, Shanice was seen by Pediatrician #2, who noted no real concerns.  A return appointment was set, but not kept. Shanice did not see Pediatrician #2 again until six weeks later on January 23, 1998, despite an ED visit on January 13, 1998 for an asthma attack in which follow-up with Pediatrician #2 was advised.  
On December 23, 1997, DCF Worker #2, as supervisor, instructed DCF Worker #5 to have Shanice’s case ready for closure in one month, and to make all necessary collateral contacts.  Supervisory notes between December 1997 and February 1998 indicate dissatisfaction by the supervisor with the length of time being taken to close the case.  There is no indication that DCF Worker #5 contacted the visiting nurse service or the family preservation services provider. In fact, there is no indication that these services, which were required pursuant to the service agreement of December 12, were ever reinstated.  
Shanice was seen by Pediatrician #2 on January 23, January 31,  February 10, and February 17, 1998.  The DCF case was closed on February 26, 1998.  On March 3, 1998, Shanice was seen by Pediatrician #2, when the mother reported that Shanice was wheezing intermittently during the night.  However, Pediatrician #2 detected no wheezing at the time of the visit and no change was made in her medication regimen. According to the medical records, on March 4, 1998, Shanice was brought by ambulance to Hospital A’s ED with severe respiratory failure in a near-death state. Her mother indicated, however, that Shanice was still conscious and speaking up to the time her mother was asked by the physicians to leave the room so that they could intubate her.  Shanice was intubated and put on a respirator but in the next half-hour, deteriorated and went into cardiac arrest.  She was resuscitated, stabilized with difficulty, and transferred in a coma to Hospital B.  She was declared brain dead on March 8, 1998 and removed from life support.
Analysis

Shanice suffered her second life-threatening asthma episode in November 1996, nine months after her first such episode.  The teaching program by the visiting nurse service had resulted in several months of improved home care and clinic visitation, but the compliance had progressively decreased in the five months preceding the second critical hospitalization.  For this reason, Pediatric Pulmonary Specialist #1, in conjunction with Hospital B, initiated the first DCF referral.  This as well as his other actions, such as his attempts to provide close specialist physician supervision, community resource involvement, and expedited admission to the hospital in case of a severe attack were in conformity with the recommendations of Strunk & Fisher and consistent with best medical practices.
In the first two months after the initial DCF referral, medical follow-up again improved and, concurrently, Shanice’s ED visits and hospitalizations became less frequent.  However, by two months after the initial DCF report, Shanice’s medical care was following the previous pattern marked by few scheduled appointments, multiple ED visits and frequent hospitalizations. As noted previously, the risk of death from asthma rises markedly in a patient unstable enough to require multiple hospitalizations in a twelve-month interval.  Shanice had five hospitalizations between March 1997 and March 1998; this frequency increased her mortality risk almost ninefold.
Records of the period beginning in late January 1997 reveals another pattern which increased Shanice’s already high risk of death from asthma. During this time frame, conflict with the medical providers surfaced. As 1997 progressed,  increasing family problems and financial stress were seen in Shanice’s family.  Psychological intervention may have improved the outcome of this case. (Szefler and Leung, 1996).  Counseling was recommended by Hospital A personnel, by DCF and by Pediatrician #2. It was consistently refused by Shanice’s mother and never mandated by anyone.
It is important to recognize that the problems experienced by Shanice’s mother in attempting to deal with a critically-ill asthmatic child, in conjunction with psycho-social stressors are not unique to this family, nor do they imply that Shanice’s mother did not care about her child’s welfare.  All studies indicate that a coordinated community program is necessary to help manage such a seriously ill child, to include psychological support for the family, and a community advocate to help the family deal with trigger elimination and the necessary medical care. These were all components of the treatment plan developed by Pediatric Pulmonary Specialist #1, and when compliance with the regimen was not forthcoming, he requested DCF’s involvement in an attempt to protect Shanice.
What is apparent to the Panel is that the information about the features of children who die of asthma was not well-communicated to the DCF personnel assigned to Shanice’s case. DCF Workers all apparently believed that nothing could be done to prevent asthma attacks, and that a caregiver cannot be considered neglectful if she brings her child to the ED in response to a severe attack (as opposed to having provided the child with ongoing, preventative medical care). It should be noted that Shanice’s mother apparently believed this as well. Testimony by a DCF worker also indicated to the Panel that one worker believed that asthma medications were “like sugar water,” that asthma was a “psychosomatic” illness, and that children could not die of asthma.
It appears from the DCF narrative that DCF social workers were of the opinion that  Pediatric Pulmonary Specialist #1 was insensitive to the feelings of Shanice’s family and, perhaps, somewhat malicious.  The social workers regarded Pediatrician #2’s assessment that Shanice’s medical care was adequate as a sufficient indication that there were no problems.  There is no indication in the record that any of these DCF workers appreciated the difference in expertise between Pediatric Pulmonary Specialist #1 and Pediatrician #2 regarding the care of severe asthma patients.  Indeed, one DCF worker referred to Pediatrician #2 as Shanice’s “primary care  [provider] and pulmonary specialist.” Furthermore, the apparent contradictory opinions of the asthma specialist and the pediatrician about the risks of Shanice’s condition were not referred to any third physician for another opinion. 
The visiting nurse agency opened and closed this case several times  as a result of the mother’s lack of availability and noncompliance.  Despite repeatedly documented concerns about the care this child was receiving, no referral was ever made to DCF by the VNS.  VNS also apparently accepted the opinion of the health insurance case manager that a DCF referral would be “punitive” despite its documented awareness of mandated reporting.  There was also no written summary in the DCF record of a visiting nurse assessment of the problems experienced by this family or mother’s ability or willingness to safely and effectively manage Shanice’s complex medical care regimen. 
The lack of adequate communication between DCF and medical professionals extended to Pediatrician #2.  She was never informed about the terms of the four service agreements signed in June, July, and December of 1997; therefore, she was in no position to notify DCF about the lack of compliance with these agreements.  When she opined that Shanice’s mother was doing an adequate job in seeking medical care, she did so without knowing the expectations DCF had. She was also apparently unaware that weekly monitoring by the asthma clinic had been ongoing and was deemed essential to prevent this child from dying. This paucity of appropriate medical information and the failure to communicate with the proper experts has implications for all medically fragile children, not just those suffering from serious asthma.
3.  The Service Agreements

The initial interaction of DCF with this family appears to have been appropriate.  At the time of the first report to DCF, the case was appropriately closed after Shanice’s mother appeared to be taking the necessary steps to provide for her medical needs.  However, in the aftermath of the second and subsequent DCF reports, it should have been clear that there was a disparity between the recommendations of the medical providers and the actions of Shanice’s family. DCF appropriately set out service agreements delineating the necessary steps which had to be taken to ensure Shanice’s safety.
[13] Unfortunately, not one of these service agreements was complied with.  Despite statements in each of these service agreements that non-compliance would lead to legal action, a neglect petition was never filed.
The Panel reviewed the service agreement of December 12, 1997 which set out the requirements to be met by Shanice’s mother in order for the DCF case to be closed and it appears to be a slightly-altered photocopy of the service agreement previously signed on June 27, 1997.  Despite the specifications for intensive family preservation and visiting nurse services in this signed agreement, there is no indication in the DCF narrative that these services were ever requested in December 1997 or thereafter. Criteria mentioned in that service agreement are never subsequently mentioned in the narrative or in discussions with the supervisor as the case proceeded toward closure in early 1998.
In many respects, DCF’s lack of follow-through with the consequences specified by these serial service agreements had a more deleterious effect than never insisting upon compliance in the first place.  The clear message was disseminated that lack of compliance had no consequences, and therefore, those requested actions could not be very important in the first place.  As the Panel noted in Part II of the report on Andrew M., the  filing of neglect petitions should not be regarded as a final resort to be avoided at all costs.
4.  The Regional Resource Group

The Regional Resource Group nurse employed by DCF was involved on a very sporadic basis and to a very minor degree during the decision-making process of this case.  When she was consulted by DCF Workers #1 and #3 during the course of their investigations of the first three referrals, her assistance appeared useful to those workers in assessing the risks facing Shanice.  However, she was never consulted by DCF Worker #2 after the July 1997 referral and never contacted by DCF Worker #5 who closed the case at the insistence of DCF Worker #2, his supervisor.  Testimony indicated that the Regional Resource Group nurse was unaware of the service agreements of July 12 and 30, and the lack of compliance with them; for this reason, she could not delineate the risks facing Shanice. It is unclear as to whether she actually reviewed the entire case file . She was neither contacted by nor informed of the concerns expressed by Nurse #1, the pediatric coordinator of visiting nurse services.

The purpose of the Regional Resource Group, as defined in the Juan F. federal  consent decree ( January 7,1991), is to provide consultation and assistance to social workers in assessing the type of services necessary in a case. This includes  providing clinical expertise, evaluation of special needs,  assistance  in legal proceedings, and  evaluation of the degree of risk to a child and providing recommendations for intervention. The consent decree mandates that the Regional Resource Group has, at a minimum, a psychiatric social worker, a nurse practitioner, a registered nurse, a certified substance abuse counselor and, to the extent practicable, an Assistant Attorney General.  The RRG nurse theoretically has a network of supports which include the Health Management Unit at the DCF Central Office, the DCF Medical Review Board and at least one pediatric physician-consultant in the Region. 
In practice, however, the Medical Review Board deals principally with consideration of informed consent requests (e.g., need for surgery) and the utilization of the pediatric physician consultant varies from region to region.  The Panel notes that at present there are no pediatricians directly employed by DCF.  In the recent past there have been a maximum of two; however, these pediatricians were employed in an administrative capacity and were not responsible for lending medical expertise to assist regional DCF workers.  The RRG nursing staff in Shanice’s region consisted of one neonatal/developmental nurse practitioner, and a nurse with expertise in psychiatric nursing. The nurse practitioner is involved with approximately 200 cases each quarter.  For this reason she deals with on-going treatment cases sporadically, and only after specific requests by the social worker.  Instead, she routinely supervises the health care of children in foster care.  
DCF appears to have no policy for routine referral to the RRG nurses or to the pediatric consultant  in cases of  alleged or substantiated medical neglect .  In fact, utilization of the RRG nurses varies from region to region.   At the present time and during the period of time of DCF involvement with Shanice,  no region has had more than two RRG  nurses on staff;  and in fact, two DCF regions have had only one RRG  nurse on staff.
5.  Narrative Entries
The DCF record from the summer of 1997 until November 1997 demonstrates severe delay in narrative log entry.  The mother’s lack of cooperation with intensive family preservation, visiting nurse services, and lack of medical care throughout July, August and September 1997 are clearly delineated in the narrative, but these notes were not entered into the LINK computer system until November 14, 1997 or thereafter.  This is significant because that information was not available to DCF Worker #4 who investigated the fourth report of  medical neglect in early November 1997.   The Panel believes that this may have contributed to the lack of substantiation of that report.  Concerns about delayed entries in the narrative were raised in the report of the Panel to Investigate the Death of Emily in 1995.  Since October 1996, DCF policy has been that narrative notes must be entered on the LINK system within three days of the events described. This policy does not appear to have been followed in Shanice’s case.
6.  Social Worker Trainee Caseload

The record also reflects that the last DCF worker assigned to Shanice’s case was a trainee who inherited thirty cases simultaneously. This appears to have been an overwhelming caseload for an individual with minimal experience in the field and no expertise in dealing with the complex issues presented by medically fragile children. DCF policy requires that trainees get cases of increasing complexity, as they become more experienced and have completed additional training modules.  “In-home” cases involving young children are near the top of this scale of complexity, because of the need for coordination of numerous collateral service providers and the potential risk to the child.  Cases involving issues of medical neglect are even more complex because the medical issues raised by the allegations of neglect may require expertise outside the usual scope of social worker practice.  For this reason the Panel believes that cases which present the kinds of issues that were apparent in Shanice’s case should be assigned to more experienced social workers.
7.  Quality and Quantity of Home Visits

Shanice and her family received regular and consistent visits from the DCF social workers assigned to the case. Unfortunately, the quality of those visits was often sorely lacking. A review of the record does not reflect that DCF used the home visits to insist on compliance with service agreements, or to require the family to implement the advice of medical and social services providers. Additionally, there were no consequences to the mother when she failed to be home for scheduled appointments. While DCF policy mandates specifics with regard to the quantity of home visits,
[14] there must be a basic understanding at the treatment social worker level that these visits must consist of substantive, useful, result-oriented interactions that promote the best interests of the children in the home.
8.  Use of Multidisciplinary Teams
The Panel notes the absence of a multidisciplinary team in the Region in which Shanice resided.
[15]  Such teams are composed of DCF employees (usually a supervisor or higher), physicians, and representatives of mental health, law enforcement, the Attorney General’s staff and the State’s Attorney’s staff.  The purpose of these teams is to identify complex cases, improve investigation and to make recommendations for better case management. The teams promote interaction between DCF, other service providers and state agencies and the criminal justice system. Such teams have been active in several DCF regions over the years. These teams can provide another layer of access to physicians for assistance in assessing complex medical cases.  In one region, for example, current multidisciplinary team criteria includes discussion of all cases where neglect has been substantiated three times in a twelve-month interval, and there is at least one child in the home who is under six years of age.  Shanice’s case certainly fit these criteria, and would have been “teamed” in that region.
E.   RECOMMENDATIONS
1.
The State of Connecticut should recognize that asthma is a serious threat to the children of the state, particularly in poor urban communities.  The Department of Public Health should act in conjunction with medical institutions within the state to improve asthma care for our inner-city children.
2.
DCF should rapidly move to create working, multidisciplinary teams in those regions which do not yet have them, in compliance with Public Act 98-241. Such multidisciplinary teams should routinely review any cases with three or more substantiated neglect reports within a twelve-month interval, in which a child in the household is under six years of age.
3. The Regional Resource Groups should be strengthened to provide adequate numbers of qualified nurses to meet the consultation needs of DCF staff.  RRG nurses should be routinely consulted and involved in a continuing fashion in all cases involving medical neglect and children with special health care needs.   They should be involved in (though not responsible for) decisions affecting legal action, closure of the case, or assignment of a new worker. They should routinely receive updates on the status of all medically fragile children in the region.  Social work practice policy should include guidelines for referral to the RRG.
4. All DCF investigative and treatment social workers should receive ongoing training regarding common, but serious, health care issues such as asthma. Such training should include a review of common childhood illnesses as well as illness management principles and effective communication and collaboration with community health providers.  Additionally, consultation with the regional pediatric physician consultant should be routine in cases where there is conflict between treating physicians or between treating physicians and the family. Social workers and nurses should have ready access to general and specialist pediatricians for consultation on specific cases.  
5. Legal action (the filing of neglect petitions) is indicated when there is repeated   noncompliance with service agreements, particularly when the parent has already been warned of this potential consequence. Social workers should request advice from the regional legal counsel or the Assistant Attorney General assigned to that Region if there are any questions regarding the criteria for legal action.
6.   The requirements of service agreements should be shared with professionals whose services are required by the agreement. Those agencies or individuals should provide periodic, written documentation concerning the degree of compliance with the terms of the service agreement.
7.
DCF narrative entries into the LINK computer system should be made in a timely fashion, no more than three days after the events described, as required by DCF policy .  Each region should establish the practice of conferencing all new investigations on cases  already active in on-going services. 
8.
Difficult or complex cases, including cases of medical neglect and children with complex health problems , should not be given to social work trainees.  Trainee case loads should be limited to permit individual attention during the training period.
9.
In complex cases such as the case of Shanice M., visiting nurse agencies (or other involved mandated reporters) should be requested to provide DCF with documentation of their findings and assessments regarding a family’s willingness and ability to safely and effectively manage a child’s potentially life-threatening chronic illness.  This is especially important when such an agency makes the decision to discharge a family from their service based on noncompliance or lack of availability on the part of a parent or caretaker.  They also need to comply with child abuse and neglect reporting laws and refer suspicions of abuse and/or neglect.
10. DCF should include in its policy on case closure an expectation that cases involving  mandated reporters will require written notification to the reporter when a decision is made to close the case.
 

F.  APPENDIX
 
Childhood Asthma - Mortality and Mortality Prevention

Introduction
Asthma is a chronic lung disease in which reversible airway obstruction occurs intermittently.  The airway obstruction is caused by a combination of spasm of the muscle cells of the small and medium size airways (bronchospasm) and secretion of thick, tenacious mucus.  Various triggers may stimulate the bronchospasm and mucus secretion; among the most prominent are viral respiratory infections (e.g. colds), dust mites, smoke, molds, pollens, animal dander, cockroaches, exercise, weather changes, pollutants, aspirin and strong emotions.  Some of these triggers cause an asthmatic attack by a true allergic mechanism; others act via different pathways.  
The cornerstone of modern treatment of asthma is prevention by elimination or limitation of exposure to triggers and by administration of medication to make the airways less reactive.  An asthmatic episode which does occur can also be treated, but if this is the principal mode of treatment, it is a less efficient approach which results in limitation of activity, increased absence from school, increased rate of hospitalization, and a higher risk of mortality in the severe asthmatic.
Medications used to treat or prevent asthmatic episodes fall into several classes:

1.
Bronchodilators - agents which relax bronchial muscle.  These are usually administered by aerosol but are also available as oral medications.  In life threatening cases, these medications may be given intravenously.  (Examples of bronchodilators are Ventolin and Proventil (both brands of albuterol) and terbutaline)
2.
Steroids - anti-inflammatory agents administered by aerosol, orally or IV to help decrease the activity of the inflammatory cells which mediate the asthmatic response (Examples include Vanceril, Prelone and prednisone.  
3.
Mast cell inhibitors - aerosols which inhibit mediator release from one of the types of inflammatory cells which provoke the asthmatic response. (Examples include Intal and Tilade)
4.
In some cases, allergic desensitization (allergy shots) may be helpful in decreasing asthmatic attacks.
5.
At times, other medications may be useful in the severe asthmatic.
Mild asthma can be defined as asthma which is rarely symptomatic and in which the episodes readily respond to bronchodilators.  Such a patient requires no ongoing treatment; episodes are treated with bronchodilators as needed.  In moderate asthma there is a higher frequency of exacerbations, which are also slower to resolve than in the patient with mild asthma.   A patient with moderate asthma requires significant trigger avoidance and preventive administration of bronchodilators and mast cell inhibitors.  If the patient becomes symptomatic, steroids, usually by aerosol, are added to the regimen.  Patients with severe asthma must pay close attention to trigger avoidance, and their daily regime will require routine administration of bronchodilators, mast cell inhibitors and inhaled steroids.  Any cold or worsening of symptoms should lead to an increase in daily medication, including consideration of oral steroids.  Further worsening should lead to a rapid determination of need for hospitalization.  
In the mild asthmatic, routine follow-up by a physician is usually all that is necessary.  For the moderate or severe asthmatic, the need for identification of relevant triggers, education of the patient or family in appropriate management, and frequent changes in regimen based upon current symptoms requires closer medical supervision, preferably with an asthma specialist, such as a pulmonologist (lung specialist) or an allergist.
2.7 million American children suffer from asthma.  Taylor & Newacheck (1992 ) found that these children missed 10.1 million school days, were restricted to bed for 7.3 million days, had 12.9 million contacts with doctors and 1.9 million days of hospitalization in 1988.  They analyzed a subset of 740 children with asthma.  They classified 10% (74) of these children as having severe asthma, 32% (240) with moderate asthma, and 58% (426) with mild asthma; 4.9% (36) of these children experienced continuous asthma symptoms. 
From 1979 to 1987, the rate of asthma hospitalizations increased 4.5% per year among American children; the increase was greatest in the population from 0-4 years old, increasing at a rate of 5% per year in this group.  Hospitalizations increased disproportionately in the African-American population, increasing at a rate 1.8 times faster than the increase in whites (Gergen & Weiss 1990).  
Poor children have a higher prevalence of asthma (4.8%) than  non-poor children (4.2%) (Halfon & Newacheck 1993). The incidence in Hartford, Connecticut is much higher.; 33% of Hispanic children and 20% of African-American children there have asthma.
[16]The increased incidence was even more marker in the younger population - 4.2% vs. 3.1% in children under age 6.  There is a marked disparity as well in utilization of services; poor children had 40% fewer doctor visits for asthma per year (3.2 vs. 5.4) and 40% more hospitalizations per year (10.6% vs. 7.4%) than non-poor children with asthma.
Fatal Asthma
Asthma mortality has risen in the United States over the past fifty years; following a drop in mortality rates between 1960 and 1980, rates have risen significantly in the 1980’s and 1990’s (Arrighi 1995, MMWR 1/6/95, MMWR 5/3/96).  Currently, more than 100 children die of asthma in the United States each year.
Cases of fatal asthma are not evenly distributed throughout the United States (Sly & O’Donnell 1989, Weiss & Wagener 1990 A&B). Urban centers are disproportionately represented; New York City and Chicago have markedly elevated rates of mortality among the young (age 5-34).  In particular, the Bronx and Manhattan have mortality rates more than triple that of the general population; asthma rates in East Harlem were nearly 10 times higher than the average US rate (Weiss, Gergen & Crain 1992) .  Some rural areas, such as western Kansas, also have markedly increased mortality rates due to asthma.   African-Americans die from asthma at more than four times the rate of white Americans, although the reported prevalence among African-Americans is less than twice that of white Americans. (Szefler & Leung 1996).  Death certificates do not uniformly indicate Hispanic descent, making an assessment of fatality rate in this population difficult.
It is not clear whether or not the increased relative risk of death from asthma in African-Americans is solely due to differences in average socio-economic status.  In a study done in school-children in Baltimore (Wissow et al 1988), the difference in hospitalization rate vanished when socio-economic status was accounted for, though mortality was not reported.  In Chicago however, (Marder et al 1992) the excess mortality was not completely accounted for by control of socio-economic status.  Review of the literature implicates poor access to care, impaired care by the patient or family, overuse of bronchodilators with underuse of steroids and mast cell inhibitors, exposure to triggers including pollution, psychologic problems of the patient or family and severity of the asthma as contributors to mortality (Szefler & Leung 1996).  All of these but the last are found with much higher regularity in families of lower socio-economic status.
Identifying the Child At Risk For Fatal Asthma

Several studies have looked at features of children who die of asthma.  In a review of 108 children and young adults (ages 9-34) who died of asthma in Alberta, Canada between 1975 and 1987, information was obtained from medical records, immediate family and autopsy results (Tough et al 1996).  The fatal event was characterized by the presence of an identifiable trigger, delay in seeking medical attention and rapid deterioration in clinical status.  Full medical records (hospital and physician) were available in 99 cases; 81 had previous hospitalizations and 10 had previous cardiorespiratory arrests during an asthma attack.  The most common activity (23%) prior to the attack was sleep.
The cases of thirty children who died of asthma were reviewed in Avon County, England (Carswell 1985); incomplete information was available for many of the cases.  93% of the children for whom the data could be ascertained, had developed their asthma before the age of 3.  The fatal cases were compared with 10 controls who had also developed asthma before the age of three years and who had been diagnosed at least one year previously.  Two-thirds of the fatal cases for whom this information was available had a prior episode of asthma with visible cyanosis (blueness) compared with 10% of the controls.  Nine of the thirteen children with full medical records were judged to have received inadequate treatment prior to and during their fatal events.  Twelve children had never received any treatment for their asthma.
Both of those studies indicated that children with severe asthma, especially untreated severe asthma, were over-represented among fatal cases.  In an attempt to delineate whether there were defining characteristics which differentiated those children who died from children with a similar degree of disease who did not, a case-controlled study was undertaken at the National Jewish Center for Immunology and Respiratory Medicine in Denver, Colorado (Strunk et al 1985).  This institution cares for children with difficult to control asthma, especially those who have not responded to treatment regimens in their home communities.  The 21 children who had died in their home communities after discharge were compared with 21 controls who were matched for sex, age, race and severity of illness.  Nineteen of the 21 study children had very severe asthma, ten had required mechanical ventilation during a previous hospitalization. This did not differentiate cases from controls, since they were matched for severity.
Eight features differentiated the children who died from their matched controls:
1.
History of seizures associated with an asthmatic attack
2.
Conflicts between the patient’s parents and hospital staff regarding medical management of the patient.

3.
Self-care of asthma inappropriate for age while in the hospital (self-care was part of the educational regimen for the hospital)

4.
Prednisone (steroid) dosage having been decreased by more than 50% during hospitalization.

5.
Inhaled beclomethasone (steroid) required for treatment
6.
Increased asthmatic symptoms in the week before hospital discharge.
7.
Depressive symptoms
8.
Disregard of asthmatic symptoms
Several other features were significantly more common in the study group than among controls  but did not add to the ability to differentiate between cases and controls.  These features are listed below:
1.
Patient-staff conflict   (p < .01)
2.
Patient-parent conflict (p < .05)
3.
Manipulative use of asthma (p <.01)
4.
Emotional disturbance (p < .01)
5.
History of emotional/behavioral reactions to separation or loss  (p < .01)
6.
Family dysfunction (p < .05)
In a case-control study from New Zealand (Crane et al 1992), it was found that the features which best distinguished the patients who died from those who did not were prior hospitalizations during the previous 12 months (odds ratio 3.5), prescription of psychotropic drugs (odds ratio 3.7) and elevated carbon dioxide levels (PCO2 >45 mm Hg, odds ratio 4.0).  Patients with 3-4 admissions in the previous 12 months died at 4.2 times the rate of the general control population; five or more admissions raised the relative risk to 8.8.
Similar features have been found in children with near-fatal episodes of asthma.  In a retrospective review from Auckland, New Zealand (Martin et al 1995), thirty cases of near-fatal asthma episodes were examined for common features.  83% had severe asthma, half awoke nightly with wheezing and 79% had severe exercise limitation.  Eighty percent of families had high denial scores, and in 73% of the cases, significant psychosocial issues were present in the family.  Poor or inappropriate follow-up due to parental failure was present in 23%; overall failure of parental responsibility for child care was documented in 47%.  In 17% of cases, parental conflict was considered serious enough to compromise care.  The episode was judged to be preventable in 83% of the cases.
Risk Reduction Strategies in the High-Risk Asthmatic


We have identified one broad group and one narrow group with increased risk for asthma mortality.  In general, inner-city, poor children and young adults with asthma die from it in numbers far exceeding their wealthier, suburban counterparts.  Specifically, children and young adults who have multiple hospitalizations with life threatening events have potentially fatal asthma.   This risk rises markedly if they or their caretakers have psychologic problems, dysfunctional families, an antagonistic relationship with their physician, compliance problems and over-reliance on emergency departments for asthma care in preference to care by an asthma specialist.  We will examine management strategies that address the problems inherent in treating the inner-city, impoverished child with asthma, as well as strategies dealing specifically with the identified patient with life-threatening asthma.
Asthma Care for the Low Income Urban Child

Several models have been developed to deliver quality asthma care to low-income urban children.  These programs have in common a high degree of educational intervention, allied with provision of treatment and development of crisis plans.
In Los Angeles, bilingual, Latina public health nurses became case managers for 124 poor Hispanic children (Lewis et al 1994).  Annual emergency department visits for these children decreased from 96 to 45 (p <.001), annual hospital admissions decreased from 32 to 13 (p <.001), and scheduled ambulatory care visits for asthma decreased from 71 to 54 (p <.01).  The nurse manager addressed housing/environmental issues, asthma education, and institution of an appropriate treatment plan for asthma episodes.
In New York City, physicians and nurses working in clinics operated by the Bureau of Child Health were trained using National Asthma Education and Prevention Program guidelines to provide continuing preventive care for children with asthma (Evans et al 1997).  The care rendered in 11 clinics was provided by medical staff who had been through the training program; in 11 other clinics, care was provided by physicians and nurses who had not been trained in this manner.  The intervention clinics and control clinics did not differ in patient demographics or in treatment patterns for asthma prior to the initiation of the program.  The control clinics did not change their pattern of asthma care during the two-year follow-up period.  The intervention clinics, however, significantly increased their identification of new asthma patients from 20 per 1000 clinic patients to 39.6/1000 (p < .01).  The number of patients returning to the clinic for asthma follow-up increased from 5.4/1000 clinic patients to 29.8 (p <.001).  The percentage of patients with asthma with continuity for asthma care from year-to-year increased from 16% to 42% (p <.001) over the two year interval.  Scheduled visits for asthma care increased from 1.19 per child per year to 1.85 (p <.001), and walk-in visits for asthma exacerbations (rather than ER care) increased from 1.41 to 2.42 (p <.001).  Patients in the intervention clinics were far more likely to be appropriately treated with inhaled steroids, inhaled mast cell inhibitors, and to have had teaching in the appropriate use of inhalers with spacers.  Following this study, the physician and nursing staff of the remaining clinics were trained in the same techniques.
In New Orleans, inner-city children with asthma who came from low income working families without medical insurance  and who were predominantly treated at Charity Hospital were stratified based upon whether they had received their asthma care at the Allergy Clinic for at least one year, or whether they identified the ER as their major source of care (Moore, Ahmer & Mouallem 1997).  There was no difference between the groups in demographic or socio-economic factors, severity of asthma prior to beginning allergy clinic care,  or distance to the medical center.  Families were interviewed and  medical records were reviewed after a one-year interval of attendance at Allergy Clinic or exclusive use of the ER as treatment source.  ER use was markedly reduced in the Allergy Clinic population; 63% of their patients had no ER visits.  Patients in the clinic population also had significantly fewer days missed from school and less frequent nocturnal cough and awakening due to asthma symptoms.  Three of the 25 Allergy Clinic patients accounted for all the hospital admissions in the clinic population.  Interestingly, at the interview, all three reported that their principal source of asthma care was from the ED, even though they had been enrolled at the asthma clinic for more than one year.  Their asthma severity prior to clinic referral did not distinguish them from the rest of the clinic population or ER cohorts.  Despite the specialized nature of the Allergy Clinic, a savings of $137 per child in hospital cost was noted in the care rendered to clinic patients.  If the 3 patients who attended Allergy Clinic but regarded themselves as ER patients were excluded from the analysis, annual savings of $896 per child was noted.
In Glasgow, Scotland (U.K.), home-management skills were taught by nurses to the families of children admitted to the Royal Hospital for Sick Children (Madge, McColl & Paton 1997).  In study group families, the current attack was used as a model for management of future attacks.  The program included discussion, written material, follow up and telephone advice was user to develop and reinforce individualized asthma management plans.  Study and control groups were similar in socio-economic status, number of previous admissions, length of stay, acute asthma treatment and discharge treatment.  The study group had 8 readmissions (8.3%) compared to 26 (24.8%) for the control group.(p < .002).  Severity of symptoms in the follow-up interval after admission showed the study group had a marked decrease in both day and night time morbidity (p<.0005).
These programs indicate that it is possible to provide quality asthma care to poor, urban children in a cost-effective manner, which will also decrease their morbidity from asthma.  Presumably, it will also decrease their mortality, though the number of children in each of these studies was too small to assert that at the present time.
Treatment for children with previous near-fatal asthma episodes

Half of all children and young adults who die of asthma, die or have a cardio-respiratory arrest prior to reaching a hospital. For this reason, therapy in such patients should be geared toward preventing recurrent hospital admissions, rather than in adjusting the treatment once they have presenter to the hospital.  Nevertheless, increasing the speed and accessibility of hospitalization can have a beneficial effect.
As indicated earlier, use of prophylactic steroids in addition to bronchodilators can be helpful in decreasing morbidity.  A study in Japan (Ishihara et al 1995) indicates that inhaled steroids can decrease mortality as well.  Forty seven patients who had a life-threatening asthmatic attack between 1981 and 1989 were stratified based upon whether or not they had received inhalant steroids after discharge.  Nineteen patients used steroids, twenty-eight did not.  Of the 19 patients who used prophylactic steroids, none died during a seven year follow-up interval.  There were eight deaths in sixty-six months among the patients who did not use steroids after discharge.
Compliance with therapy is another large factor in limitation of mortality in patients with life-threatening asthma.  During a study in London (Horn et al 1990A) to investigate the efficacy of higher dose prophylactic use of a bronchodilator in conjunction with inhaled steroids, the investigator noted that while most patients had a marked improvement in their asthma symptoms (half had full suppression of symptoms), there was a cadre of 30 patients out of 160 who showed no improvement.  Analysis of urine samples (Horn et al 1990B) obtained throughout the three month study period indicated that urine levels of the drug metabolite was much lower in the non-responders; his conclusion was that these patients were non-compliant with the dosing regimen.
In patients with a history of near-fatal asthma attacks, development of a crisis plan can facilitate speedy recognition of a serious event, and decrease the delays in seeking medical attention which are characteristic of asthma fatalities.  One model for this is the program which has existed at the Northern General Hospital in Edinburgh, Scotland (U.K.) for over two decades (Crompton et al 1987). This institution does not have a formal emergency department, but it does have an Intensive Care Assessment and Treatment Unit.  Patients are put on the self-admission list after a near-fatal asthma attack.  They remain on the list until they have had two years of good asthma control; if they required mechanical ventilation during their asthma episode, they remain on the list for at least three years.  The names of all patients in the program are listed with Ambulance Control, the Emergency Bed Bureau, the Area Health Board and the list is prominently displayed in key points in the hospital.  Patients are advised to report to the Unit at an early stage of a severe episode.  Patients are encouraged to call for an ambulance by “9-9-9” (equivalent to 9-1-1); the ambulance service notifies the hospital that the patient will be arriving.   From 1968 to 1983, 195 patients had been placed on the list, 110 had been discharged from it because of good control.  Only 6 patients required reactivation of their list status because of a subsequent life-threatening asthma attack.  Over the 15 year interval, there were 872 admissions of 110 patients on the list.  During this period, there were three deaths in the hospital, and six deaths occurring outside the hospital.  Two of the three patients dying in the hospital were not resuscitated because of other chronic conditions; all were adults.   Five of the six out-of hospital deaths were  the result of asthma; four were in children.  The in-hospital mortality was 0.34%, a mortality rate lower than that of the general population of asthmatics at this institution.
A similar program in Gainesville (Sherman & Capen 1997) has also had good success.  Seventy-five children over an 8 year interval were enrolled in the “Red Alert Program” (RAP); all had a previous life-threatening asthma attack.  After enrollment, the patient and all care providers were given extensive information about asthma by the pediatric pulmonologists and asthma nurse specialists.  Patients were seen by the pulmonologists at intervals ranging from every two weeks to every six months dependent upon the stability of their asthma. The family was given documentation of enrollment in the RAP, which they were asked to keep with them at all times; in case of emergency, they were to present this documentation to the emergency care personnel to instruct them in procedures to follow.  The protocol included immediate notification of the pediatric pulmonologist on call for coordination of treatment.  Of the 75 children enrolled in the program, 58 were discharged from it; 3 children enrolled in the program died.  Patients were discharged from the program when they moved, refused follow-up care, or improved and met discharge criteria.  There were 270 hospitalizations after enrollment; 15 patients had 25 life-threatening attacks while in the program.  In the three fatal cases, two patients died in their family cars having not accessed the RAP; in the third case, the patient died in an outlying hospital from complications of intubation.  In a survey of parents of children who had been on the RAP list, the parents indicated that the documentation decreased emergency department waiting time and facilitated their child’s care.
A similar program of close follow-up and rapid admission was attempted with adults in Toronto (Molfino et al 1992).  In this case 12 patients with life-threatening asthma attacks were entered into a program of close management by a pulmonologist.  Seven of the twelve remained with the program; none died in an 18-month follow-up period.  During that same interval, two of the five non-compliant patients had died of asthma.
Based upon this data, Strunk & Fisher (Szefler & Leung 1996 - Chapter 2) recommend that: 


1.
children identified as fatality prone be closely monitored by asthma specialists 
2.
the need for psychologic referral for the family be assessed 
3.
a community of resources be established 
4.   that the family be notified of the seriousness of the situation
5.
a crisis plan be established, specifying:

      a. 
List and times for medications
      b.
Criteria for initiation of increased therapies
      c. 
When to call the physician, what to do if he cannot be reached
d.   Signs and symptoms indicating the patient should proceed directly to the ED; hospital and ambulance service should be pre-designated.
e.  
What to do on a vacation

6.
Patient/Family ability to comply with treatment should be assessed.  Since non-compliance may represent a form of medical abuse, notification of Child Protective Services must remain an option.
 SUMMARY
Treatment of the child with life-threatening asthma is difficult and requires active, knowledgeable teamwork between health-care providers and the child’s family. Education of caregivers is necessary for appropriate care but  is not sufficient to ensure it.  Community resources, such as public health nurses and psychological support, must be brought into play when the situation is serious.   Child protective services should intervene when non-compliance and psychosocial factors markedly increase the risk of fatality.
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�[1] Pediatrician #1 and Pediatrician #2 have the same last name.  This resulted in confusion as to who would direct Shanice’s medical care which was not fully clarified until July 1997.


�[2] Data from Dr. Michelle Cloutier, Division Chief of Pediatric Pulmonology, Connecticut Children’s Medical Center.


�[3] For an extended discussion of asthma, asthma treatments, fatal asthma and the problems of inner-city children with asthma see the Appendix.


�[4] See Appendix.


�[5] One study  (Strunk, et al., 1985) reveals that, in addition to near-fatal episodes of asthma, conflict between the family and medical providers and the existence of family dysfunction were significantly more frequent among children who died from asthma than among similarly-ill children who did not die. In other studies which looked at psychological features common in fatal asthma (e.g., Martin, et al., 1995), denial and depression of family members were frequently present.


�[6] Resident Physician #1 was Shanice’s principal health care provider until June 1996, when Shanice was 22 months old.


�[7] In July of 1996, Shanice’s case was assigned to Resident Physician #2, as Resident Physician #1 had graduated.  For the next seven months, Shanice was not seen by Resident Physician #2 because of missed clinic appointments. Her next visit was on January 10, 1997.


�[8] It is disturbing to note that the case manager for Shanice’s insurance carrier regarded a report to DCF by a mandated reporter a “punitive action.”  Connecticut General Statute Sec. 17a-101 requires that all mandated reporters report their suspicions of child abuse or neglect.  


�[9] According to the DCF narrative of this meeting, Pediatric Pulmonary Specialist #1 at one point “rudely” asked Shanice’s aunt and grandmother to leave. He would not, however, say that Shanice’s mother was neglectful, but did indicate that he would file more referrals if necessary.


�[10]This was sent to Pediatrician #1 who ultimately refused to provide care for Shanice, because he was not on the approved list of her medical insurance carrier.


�[11]During this period, Shanice’s mother lost her job.  She indicated that she was fired because of the magnitude of time lost from work in attempting to address Shanice’s medical problems.


�[12] Pediatric Pulmonary Specialist #1 did not recall this conversation.  He indicated to the Panel subsequently that he had reviewed his office logs and they did not reflect a phone call either from Hospital Social Worker #2 or DCF Worker #4.


�[13] In the service agreement dated  July 11,1997,  however,  the worker inappropriately listed as a condition of the service agreement that the child live in a “sterile” environment. A “sterile” environment is clearly not attainable in any home living situation. Service agreement expectations must be objective and attainable.


�[14] This policy has been updated to conform to the requirements of the federal consent decree entered in the case of Juan F.


�[15] Newly-passed Public Act 98-241, effective October 1, 1998, mandates the establishment of multidisciplinary teams in all DCF regions.


�[16] Data from Dr. Michelle Cloutier, Director of Pediatric Pulmonology, Connecticut Children’s Medical Center
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