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			  In lieu of an abstract, here is a brief excerpt of the content:
			  BILLY RICHARDSON It is commonly thought that health care providers experience their patients ’ deaths as a failure, a defeat in the battle to provide health and life. Seeking to inform the healer’s art, William F. May writes of the metaphoric parallels between medicine and war: The metaphor of war dominates the modern, popular understanding of disease and determines in countless ways the medical response. We see germs, viruses, bacteria, and cancers as invaders that break the territorial integrity of the body; they seize the bridgeheads and, like an occupying army, threaten to spread, dominate, and destroy the whole. . . . Further, the language of war describes the mounting counterattack. We refer to the armamentarium of drugs, the bombardment of tumors with radioactive substances, to say nothing of wielding the hand-held weaponry of burning iron and knife.1 The images of battle and war are particularly apt in an intensive care unit (ICU), in which health care providers often commit themselves to an allout attack against disease and death. Yet when four-year-old Billy Richardson died in the spring of 1998, house staff in Baylin’s ICU breathed a collective sigh of relief. For them, and for this intrepid patient, the war was over. Billy had come to Baylin to undergo a bone marrow transplantation (BMT) procedure to treat his Hurler syndrome, a rare, inherited metabolic disorder caused by an enzyme defect that produces an abnormal accumulation of mucopolysaccharides in the body’s tissues. Affected children develop cardiac abnormalities; umbilical hernias; skeletal deformities; and enlarged tongues, livers, and spleens. Physical and mental growth are imSIX A Fighter, Doing God’s Will: Technologically Tethered, Retaining Fluids, on Steroids, Sedated, and Four Years Old paired, and children acquire features that give the condition its former name of gargoylism. Many children with Hurler syndrome do not live more than two years, and they often die from pneumonia or cardiac arrest. Billy had several of these conditions and more, requiring multiple hospitalizations before his arrival at Baylin the previous autumn. At six weeks of age, he stopped breathing, and his father administered cardiopulmonary resuscitation (CPR) by taking directions over the phone from an emergency medical service. In 1994, he developed hydrocephalus—an excess of cerebrospinal fluid in the skull—requiring a shunt for drainage. In 1995, he had an umbilical hernia, and a year later, he acquired pneumonia. Billy’s heart was weak, and his renal insufficiency required regular dialysis. He was developmentally delayed, able to sit up by himself but not walk. Billy communicated with some single words, signs, and babbles. His diet consisted of pureed and baby foods, and rice milk. Billy’s allogeneic BMT at Baylin was his second. The first, unsuccessful attempt was carried out in another region of the country when he was thirteen months old, and his parents came to Baylin after several other hospitals declined their request for a second try. Aware that the procedure was risky and that the chances of success were remote, Baylin’s oncologists nonetheless agreed to the Richardsons’ request. The hope was that new marrow would provide a continuing source of the enzyme that Billy lacked. That treatment would not cure Billy, but it would improve his quality of life by addressing some of the metabolic issues caused by his enzyme deficiency . BMT patients do not necessarily require intensive care, but Billy required mechanical ventilation soon after he was irradiated and injected with new marrow. It was in Baylin’s ICU that I met and interviewed Michelle Richardson, Billy’s mother; joined family discussions about Billy’s condition; and observed meetings among care providers and counselors about how to approach the Richardsons regarding Billy’s ongoing and increasingly futile treatment. Only slowly did I sort through the complexities surrounding Billy’s case. What materialized is an example of a child’s basic interests being held hostage directly by parental indecision and indirectly by medical professionals’ respect for family privacy in a situation complicated by medical ambiguity and the need for scientific research. Billy’s case was further complicated by the fact that his parents acted on religious principles , requiring professionals to grapple with the family’s piety as it informed their decision making. That requirement is no small challenge in modern medical (or other) settings in which it is assumed that religion plays a special role in persons’ identity and can lend special gravity to their deliberations. Billy’s body was socially constructed according to different perspectives, in which religious, medical, and... 

			

			

			
			
			
			
			
			
      

			
			
			
						
			
				
					collapse
				
				
					
					You are not currently authenticated.
									
					If you would like to authenticate using a different subscribed institution or have your own login and password to Project MUSE

					Authenticate
				

			

			
			
			
    	

    	
    	




	
		

		

		
		

		

		
    
    
	  Share


    
      
      
        

      
               
      
  		
  		
    

		
    
		

		
			
			
		

    


	





    	
    	
    	
    	
    	




    	
	
		
			Additional Information

		

				
			
			
							
			
				
					ISBN
				

				
					9780253109927
				

			

			
			
			
				
					Related ISBN(s)
				

				
					9780253342225
				

			

			
			
			
			
				
					MARC Record
				

				
					Download
				

			

			
            
			
			
				
					OCLC
				

				
					61479325
				

			

			
			
			
				
					Pages
				

				
					328
				

			

									
			
			
				
					Launched on MUSE
				

				
					2012-01-01
				

			

			
			
			
			
				
					Language
				

				
					English
				

			

			
			
			
				
					Open Access
				

				
					
					No
					
				

			

			
			
			
			
		

	

	
		
		
			Purchase

		

		
			
			
			[image: buy this book (opens new window)]
			
			Buy This Book in Print

		

		
		

		

	






		
			
				
					
						Project MUSE Mission

						Project MUSE promotes the creation and dissemination of essential humanities and social science resources through collaboration with libraries, publishers, and scholars worldwide. Forged from a partnership between a university press and a library, Project MUSE is a trusted part of the academic and scholarly community it serves.

					

					
						[image: MUSE logo]
					

				

			

			
			
				
					
						
							
								About

									MUSE Story
	Publishers
	Discovery Partners
	Journal Subscribers
	Book Customers
	Conferences


							
							
								What's on Muse

									Open Access
	Journals
	Books
	The Complete Prose of T. S. Eliot
	MUSE in Focus


							
							

						

						
						  
								Resources

									News & Announcements
	Email Sign-Up
	Promotional Materials
	Presentations
	Get Alerts


							
							
								Information For

									Publishers
	Librarians
	Individuals
	Instructors


							
							

						

					

					
						
							
								Contact

									Contact Us
	Help


									
											[image: Facebook]
	[image: Linkedin]
	[image: Twitter]


									


							
							
								Policy & Terms

									Accessibility
	Privacy Policy
	Terms of Use


							
							

						

						
							
								2715 North Charles Street
Baltimore, Maryland, USA 21218

								+1 (410) 516-6989

								muse@jh.edu

								©2024 Project MUSE. Produced by Johns Hopkins University Press in collaboration with The Sheridan Libraries.

							

							
								Now and Always, 
The Trusted Content Your Research Requires

								
								
								[image: Project MUSE logo]
								
								[image: Project MUSE logo]

								Now and Always, The Trusted Content Your Research Requires

								Built on the Johns Hopkins University Campus

							

							

						

					

					

				

			

			
				Built on the Johns Hopkins University Campus
		
				©2024 Project MUSE. Produced by Johns Hopkins University Press in collaboration with The Sheridan Libraries.
			
			
		
		

		
		
		
		
		
			Back To Top
		

		
		
		
		  
		
		
		
			
				This website uses cookies to ensure you get the best experience on our website. Without cookies your experience may not be seamless.

				
				
				
				
				
				  Accept
				

				

			

		
		
		
		
		
		
		
		
		
		
		
		
		
	