





    
  Skip to main content
  




  

    

      
        
          
              
    

    
  
    
  
    
  
      
  
  
    


  



  


  
  



  



  



  

          

        

      


      
        
              

      
        
          
                       

         

      

     
    
      
        
          [image: BMJ Journals]

                  

      

      
                  
            
                
    

    
  
    	Subscribe
	Log In 
More
	

    
  
    
  
    
  
      
  
  
    Log in via Institution
Log in via OpenAthens
  


  
  



  
      
  
  
    Log in using your username and password

 For personal accounts OR managers of institutional accounts



  Username *
 



  Password *
 




Forgot your log in details?Register a new account?

Forgot your user name or password?




  


  
  



  



  






	Basket 
	Search 
More
	

    
  
    
  
    
  
      
  
  
    
  Search for this keyword 
 






  


  
  



  
      
  
  
    Advanced search  


  
  



  



  







  



  

            

          

                

    
        
      
                [image: BMJ Supportive & Palliative Care]
      

            
          
    

    
  
    	Latest content
	Current issue
	Archive
	Instructions for Authors
	About

  





    
  
    
  
    
  
        

    
  
  
    
  
    
  
      
  
  
    
  Search for this keyword 
 






  


  
  



  
      
  
  
    Advanced search  


  
  



  



  


  
  


  
        

    
  
  
    	 Close
More
	

    
  
    
  
    
  
        Main menu

    
  
  
    
  	Latest content
	Current issue
	Archive
	Instructions for Authors
	About



  


  
  



  



  






	Subscribe
	Log in 
More
	

    
  
    
  
    
  
      
  
  
    Log in via Institution
Log in via OpenAthens
  


  
  



  
      
  
  
    Log in using your username and password

 For personal accounts OR managers of institutional accounts



  Username *
 



  Password *
 




Forgot your log in details?Register a new account?

Forgot your user name or password?




  


  
  



  



  






	BMJ Journals

  


  
  




  



  



  

      

          

          
  
        
      
        
          You are here
	Home
	Archive
	Volume 2, Issue Suppl 1 
	Specialist palliative care and sporadic Creutzfeldt – Jakob disease – a case series


        

       
      
          
            Email alerts
          
        

      

          

            
          
        
          
            
                                                                                                  
    

    
  
    
    
    
    
      
        
  
      
  
  
    
    
  
    
    
      
        
  
      
  
  
    Article Text
  


  
  



      

    

    
    
      
        
  
      
  
  
    Article menu 
  


  
  



      

    

  
  
   
  
  


  


  
  



      

    

  
  
   
    
  
    
    
      
        
  
      
  
  
    	Article 
Text
	Article 
info
	Citation 
Tools
	Share
	Rapid Responses
	Article 
metrics
	Alerts


  


  
  



      

    

    
    
      
        
  
      
  
  
    [image: Download PDF]PDF  


  
  



  
      
  
  
    Research


  


  
  



  
      
  
  
    Poster Numbers 242 – 279 – Palliative care: all conditions and all ages: Poster No: 255


  


  
  



  
      
  
  
    
      Specialist palliative care and sporadic Creutzfeldt – Jakob disease – a case series
        
  

  


  
  



  
      
  
  
    [image: Loading]

  
    
  
      
  
  
    	Rachel Quibell and 
	Hannah Gunn

	[bookmark: aff-1]Royal Victoria Infirmary Palliative Care Team, Newcastle upon Tyne, UK





  


  
  



  
      
  
  
    Abstract



Background Creutzfeldt – Jakob disease is a rare neurodegenerative disorder with an incidence of 1.4 million in UK1. There have been 80-100 cases per year in the UK since 1990. There are 4 forms of Creutzfeldt – Jakob disease: Sporadic, iatrogenic, genetic and variant. Sporadic Creutzfeldt – Jakob disease (sCJD) is commonest and the number of deaths from sCJD has increased. sCJD is relentlessly progressive with a median duration from symptoms to death of 4 months2. Specialist palliative care role has been recognised in the past3 but there is little in the literature since.





Aims To understand in more depth the palliative care needs of patients with sCJD.





Methods Case notes review of patients diagnosed with sCJD.





Results Over 14 month period 6 patients were referred to hospital specialist palliative care team that covers a regional neurosciences centre. Median age 63 Median duration of symptoms to death 3 months Median duration of diagnosis to death 28 days Analysis of notes revealed the following specific palliative care issues. Family/carer psychological support around diagnosis (often late), transition to palliative care, end of life care and bereavement support. Preferred place of care and death – 6 died in a hospice, 1 at home. Symptom management. In order of frequency: Myoclonus, pain, agitation/startle, visual problems, dystonia, emotional distress, respiratory distress, communication issues, swallow/feeding issues, nausea, constipation, respiratory secretions, seizures. Family support around postmortem and care of body after death.





Conclusion Specialist palliative care knowledge and services have an important role in the care of patients with sCJD.
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