Creutzfeldt-Jakob Disease (CJD) 

 Patient name: ______________________________    ID: ___________

[image: image1.png]


Utah Public Health

Name of Local Health Department

Address of Local Health Department

Phone: (801) xxx-xxxx    Confidential Fax (801) xxx-xxxx

May14, 2008































Creutzfeldt-Jakob Disease (CJD)


and other Transmissible Spongiform Encephalopathies








CONFIDENTIAL CASE


REPORT





DEMOGRAPHIC INFORMATION





EXPOSURE HISTORY








Last Name:					First Name:				MI:





Was patient hospitalized?	Y	N	U	Hospital: 


						Date of admission: _____/_____/_____ to _____/_____/_____


						Medical record #:		








Onset Date: _____/_____/_____	Clinician Name:				Clinician Phone #:








Address:						City:					State:





County:					Zip:		Date of birth: _____/_____/_____	Age:











Phone #1:				Phone #2:			Phone #3:








Gender:	(Circle one)	Race: (Check all that apply)			


M	F		□ White		□ Black/Af. Am		□ American Indian	□ Unknown


			□ Asian		□ Alaskan Native		□ Native Hawaiian or Pacific Islander





Case classification: (Check one)


□ Confirmed	□ Probable	□ Suspect	□ Pending	□ Out of state	□ Not a case


			























Ethnicity:		□ Hispanic	□ Not Hispanic		□ Other			□ Unknown

















Was immunohistochemistry done?		Y	N	U


Name of laboratory:					Date collected: ___/___/___


Test results:	(Check one)


□ Positive	□ Inconclusive	□ Negative	□ Pending


If positive, was disease:


	□ Sporadic	□ Familial
































Did patient die?		Y	N	U		Date of death: _____/_____/_____








LABORATORY INFORMATION





REPORTING





LHD Reviewer:									Date:





LHD investigator:								Phone:





Reported by: (Check all that apply)	


□ Hospital/ICP	□ Clinician (nurse/doctor)		□ Lab		□ General public





Name and contact information of reporter:





The incubation period can last up to 30 years, try to help the interviewee remember as far back as possible.							





Was 14-3-3 protein assay done?		Y	N	U


Name of laboratory:					Date collected: ___/___/___


Test results:	(Check one)


□ Positive	□ Inconclusive	□ Negative	□ Pending
































Which disease does the patient have? (Check one):


	□ CJD (Creutzfeldt-Jacob disease)			□ Fatal insomnia		□ Kuru


	□ Gerstmann – Sträussler- Scheinker disease		□ Unknown		□ Other	





	If patient has CJD, which type is it?	(Check one):


			□ Sporadic	□Familial	□ Iatrogenic	□ Variant	□ Unknown





	If patient has Fatal insomnia, which type is it? (Check one):	


			□ Sporadic	□Familial	□ Unknown	





UDOH Case Classification:


□ Confirmed	□ Probable	□ Suspect	□ Pending	□ Out of state	□ Not a case











LHD Reviewer:							Date submitted to UDOH:








REPORTING





Was Western blot done?			Y	N	U


Name of laboratory:					Date collected:


Test results:	(Check one)


□ Positive	□ Inconclusive	□ Negative	□ Pending


If positive, was disease:


	□ Sporadic	□ Familial
































Was PrP gene sequencing done?		Y	N	U


Name of laboratory:					Date collected:


Test results:	(Check one)


□ Positive	□ Inconclusive	□ Negative	□ Pending


If positive, was disease:


	□ Sporadic	□ Familial






































LHD Case classification: (Check one)


□ Confirmed	□ Probable	□ Suspect	□ Pending	□ Out of state	□ Not a case


			























Reported by: (Check all that apply)	


□ Hospital/ICP	□ Clinic/doctor’s office	□ Lab	□ General public	□ Other _____________





What is the date the lab reported to the clinician?	_____/_____/_____		





Reporter’s name: _______________________________	Phone number: _______________________________


Reporter’s agency: ______________________________	Date reported to public health:   _____/_____/_____

















LHD Investigator:						Phone:





























Does/did the patient have a known history of foreign travel? 	Y	N	U


	If yes, list all locations and dates of travel:


	Location					Date			


	________________________________        ______________   


________________________________        ______________   


________________________________        ______________   


________________________________        ______________   


________________________________        ______________   


________________________________        ______________   				





Has patient ever been employed?		Y	N	U			


If yes, please list all occupations and dates of employment:	


	Occupation				Date started		Date Ended				________________________________        ______________                ______________     


	________________________________        ______________                ______________     


________________________________        ______________                ______________     


________________________________        ______________                ______________     





Country/Region of Origin of Forebears: ___________________________________________________							














CLINICAL INFORMATION








Patient’s occupation: 














Hunting/wild game information


Does/did the patient have a history of hunting or eating wild game? 	Y	N	U


	If yes, list type of game, state(s) harvested, and years of activity:		


	Type of game			State(s) harvested			Years of activity				__________________________      _________________________        ____________________   


__________________________      _________________________        ____________________   


__________________________      _________________________        ____________________   


__________________________      _________________________        ____________________   	





Does/did the patient field dress carcasses?	 	Y	N	U





Does/did the patient consume wild game muscle tissue?	Y	N	U


	If yes, list frequency of consumption, and type of meat consumed:


	Frequency of Consumption		Type of meat consumed


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		





Does/did the patient consume brain or organ meats?		 Y	N	U


	If yes, list frequency of consumption, and type of meat consumed:


	Frequency of Consumption		Type of meat consumed


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


	_________________________________      __________________________________   		


		

















National Prion Disease Pathology Surveillance Center (NPDPSC) Information





Has the NPDPSC been contacted on this case?	Y	N	U


	


If yes, date contacted: _____/_____/_____  		Person contacted:  _____________________________


 


Contacted by: ______________________________	





Note: The NPDPSC will pay for autopsy expenses if they are contacted ahead of time and will help make the arrangements.


It is important to submit the required paperwork before the patient passes away when possible.


	


Has the NPDPSC paperwork been submitted to the family for consent?		Y	N	U


	If yes, list date submitted to the family: _____/_____/_____


Has the NPDPSC paperwork been submitted to the NPDPSC?			Y	N	U


	If yes, list date submitted to NPDPSC: _____/_____/_____





													











Parent/guardian name: 						Relationship: 











Does the patient have a family history of CJD or onset of early dementia?	Y	N	U


	If yes, please specify:


	____________________________________________________________________________________________


____________________________________________________________________________________________





Does/did the patient have Rapidly Progressive Dementia?			Y	N	U





Does/did the patient have early psychiatric symptom(s)?			Y	N	U


	If yes:


	


Apathy:�
Y	N	U�
Onset date: _____/_____/_____  �
�
�
Did the patient see a doctor?�
Y	N	U�
�
�
List physican’s name and contact information





�
�
Anxiety:�
Y	N	U�
Onset date: _____/_____/_____  �
�
�
Did the patient see a doctor?�
Y	N	U�
�
�
List physican’s name and contact information





�
�
Delusions:	�
Y	N	U�
Onset date: _____/_____/_____  �
�
�
Did the patient see a doctor?�
Y	N	U�
�
�
List physican’s name and contact information





�
�
Depression:�
Y	N	U�
Onset date: _____/_____/_____  �
�
�
Did the patient see a doctor?�
Y	N	U�
�
�
List physican’s name and contact information





�
�
Withdrawl:	�
Y	N	U�
Onset date: _____/_____/_____  �
�
�
Did the patient see a doctor?�
Y	N	U�
�
�
List physican’s name and contact information





�
�
													





Does/did the patient have:


Persistent painful sensory symptom(s)?			Y	N	U


Dementia?						Y	N	U


Poor coordination/ataxia?					Y	N	U	


Myoclonus?						Y	N	U	


Chorea?							Y	N	U			


Dystonia?						Y	N	U		


Hyperreflexia?						Y	N	U		





Does/did the patient have visual disturbances?			Y	N	U


	If yes, then does/did the patient have:


Visual field cuts?					Y	N	U


		Cortical blindness?				Y	N	U


		Visual agnosia?					Y	N	U		





Did the patient develop any of the following neurological signs at least four months after illness onset?	


	Poor coordination						Y	N	U


	Myclonus						Y	N	U


	Chorea							Y	N	U


	Hyperreflexia						Y	N	U	


	Visual Disturbances					Y	N	U


	Was the duration of the illness longer than six months?	Y	N	U	























Post death assessment data	


	


Date of death: ___/___/___





Age at death (years): ___________________________





Was an autopsy performed by a neurosurgeon recommended by the NPDPSC?		Y	N	U





Hospital where autopsy was performed: _________________________________________________________





Hospital Address: ___________________________________________________________________________





Hospital phone number:  (     )____  - _______       





Date of Autopsy: ___/___/___





Autopsy Physician: ________________________________________________________





Physician address: __________________________________________________________________________





Physician phone number: __________________________





Autopsy results: ____________________________________________________________________________





__________________________________________________________________________________________





Were autopsy samples sent to the NPDPSC?		Y	N	U


	If yes then list date samples sent: ___/___/___


	Date samples received: ___/___/___


	NPDPSC test results: ___________________________________________________


	



































													





At any time has the patient received:


	


Human pituitary growth hormone:�
Y	N	U�
�
�
�
Date: _____/_____/_____  �
�
�
�
Procedure:





Location:


�
�
Dura mater graft:�
Y	N	U�
�
�
�
Date: _____/_____/_____  �
�
�
�
Procedure:





Location:


�
�
Corneal graft:	�
Y	N	U�
�
�
�
Date: _____/_____/_____  �
�
�
�
Procedure:





Location:


�
�
				





Information on procedures related to/during patient’s illness





Was a Magnetic Resonance Imaging (MRI) procedure performed?		Y	N	U


	If yes, then list assessment/results:


	____________________________________________________________________


Was an electroencephalogram (EEG) procedure performed?			Y	N	U


	If yes, then list assessment/results:


	____________________________________________________________________


Was a lumbar puncture (spinal tap) 14-3-3 performed?			Y	N	U


	If yes, then list assessment/ results:


	____________________________________________________________________


Was a brain biopsy performed?						Y	N	U


	If yes, then list assessment/ results:


	____________________________________________________________________


Was genetic testing for prion protein gene mutation performed?		Y	N	U


	If yes, then list assessment/ results:


	____________________________________________________________________


Were test sample(s) sent to the NPDPSC?					Y	N	U


	If yes, then please specify which sample(s) were sent:


	Please list assessment/ results:


	____________________________________________________________________			


Did routine investigation of the patient indicate an alternative, non-CJD diagnosis as the etiology for the patient’s symptoms?�
     Y	      N	      U�
�
	If yes, then please specify:	


	____________________________________________________________________


	____________________________________________________________________										


								





Please fill out the following table for all physicians who have cared for the patient at any time during the patient’s illness, as well as any procedures/tests performed, and at what facility/hospital, regardless of inpatient or outpatient status.


  Hospital		Date	    Attending physician (position)	      Procedure performed/reason hospitalized


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________


_________________       ________     __________________________       ______________________________________
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