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Rationale for public health action 

 To help investigate and manage any public health risk from CJD 

 

Details of case 

 Enquiries or information could relate to a suspected CJD case or a patient at increased risk 
of CJD and could come from a clinician, PHE CJD Section or the National CJD Research 
and Surveillance Unit (NCJDRSU). 

 Obtain relevant details and record on HPZone: name, address with full postcode, date of 
birth, telephone number, GP, current location of case (home or hospital), contact details for 
clinician, case presentation, current condition, diagnostic classification and elements noted 
below under risk assessment; establish if case/family is aware of diagnosis. 

 
See supporting information 
for role of NCJDRSU 

Guide to risk assessment 

 Need to consider if there a risk of spread to other individuals through contaminated 
equipment (e.g. from surgical intervention, corneal transplant, endoscopy) or blood 
products (if the case has donated blood in the past) 

 The action required will be determined by CJD status of the patient, whether a surgical 
incident has occurred, the tissue infectivity involved in the procedures identified and the 
usage of contaminated instruments on subsequent patients. 

 
National guidance on CJD 
can be found at 
http://www.dh.gov.uk/health/
2012/11/acdp-guidance/ 
 

Initial Actions 
Reporting 

 Confirm that clinician has reported to NCJDRSU or the National Inherited Prion Disease 
Clinic (NPC) using the National CJD Reporting Form.  Where referred to the NCJDRSU, 
obtain and note the NCJDRSU patient number under diagnostic information. 

 If not already done, advise that clinician reports to local CCDC using designated form. 

Infection control advice 

 If there have been any recent medium or high risk procedures (see national guidance), 
confirm with the IPC team that potentially contaminated instruments known about have 
been removed from use until the situation can be clearly risk assessed.   

 
National CJD Reporting 
Form: 
http://www.cjd.ed.ac.uk/docu
ments/NationalCJDReportin
gForm.pdf 
 
CCDC Reporting form: 
http://www.cjd.ed.ac.uk/docu
ments/ccdcreportingform.pdf 

Procedure lookback and risk assessment (recorded on Form 1) 

 Assess CJD type and status, awaiting information from the NCJDRSU as necessary 

 Review surgical and endoscopic procedures for appropriate lookback period and decide 
whether a surgical incident has occurred. The information needed to undertake this risk 
assessment will come from the relevant acute trust(s) and the patient’s GP. 
- Contact the patient’s GP to identify any surgical or invasive procedures the patient has 

undergone in the relevant lookback period for the type of CJD suspected/diagnosed. 
- Record any invasive procedures identified and risk assess for procedures involving 

contact with medium or high infectivity tissues. 
- Work with the relevant hospitals to further investigate details of procedures if necessary. 

 
Link to form 1: 
http://tinyurl.com/CJD-guidance 
 

 

Follow up and patient notification 

 Use the flowchart in supporting info (Step 1 in guidance) to establish if a surgical incident 
has occurred.  (A surgical incident occurs when a patient with or at increased risk of CJD 
has had an invasive procedure and infection control procedures were not in place to 
prevent subsequent patients from being exposed to the same instruments.) 

 If a surgical incident(s) has occurred, management of potentially contaminated re-usable 
instruments and lookback will be required (Step 2 in guidance).  This will be the 
responsibility of the relevant Trust working with the HPT. 

 An IMT may need to be set up to ensure appropriate public health investigations and 
actions (including patient notification – Step 3 in guidance).  This will be led by the HPT 
(if >1 Trust involved) or by the involved Trust (if only 1 Trust involved). 

 
Detailed CJD Guidance can 
be found at: 
http://tinyurl.com/CJD-guidance 

 
http://webarchive.nationalarchives.gov
.uk/20140714084352/http://www.hpa.o
rg.uk/web/HPAweb&HPAwebStandard
/HPAweb_C/1225960588712 

 

Communications 

 Report incident to CJD section at PHE where appropriate.  Information for national 
monitoring of CJD surgical incidents is collected on Form 3: Incident Report Form 

 If surgical incident not identified, although not specified in guidance, email PHE CJD 
section to notify them for surveillance purposes. 

 

Form 3 Incident Report Form 
http://tinyurl.com/CJD-guidance 

  

Records 

 Record on HPZone under Scenario as a case of Prion disease. 

 Ensure any electronic and/or paper records are kept up to date and comply with NSC 
Records Management Protocol 

 
HPZone can be found at 
https://hpzone.org.uk 

 

Anglia Health Protection Team 

Anglia and Essex Centre, PHE 

www.gov.uk/phe 

http://www.dh.gov.uk/health/2012/11/acdp-guidance/
http://www.dh.gov.uk/health/2012/11/acdp-guidance/
http://www.cjd.ed.ac.uk/documents/NationalCJDReportingForm.pdf
http://www.cjd.ed.ac.uk/documents/NationalCJDReportingForm.pdf
http://www.cjd.ed.ac.uk/documents/NationalCJDReportingForm.pdf
http://www.cjd.ed.ac.uk/documents/ccdcreportingform.pdf
http://www.cjd.ed.ac.uk/documents/ccdcreportingform.pdf
http://tinyurl.com/CJD-guidance
http://tinyurl.com/CJD-guidance
http://webarchive.nationalarchives.gov.uk/20140714084352/http:/www.hpa.org.uk/web/HPAweb&HPAwebStandard/HPAweb_C/1225960588712
http://webarchive.nationalarchives.gov.uk/20140714084352/http:/www.hpa.org.uk/web/HPAweb&HPAwebStandard/HPAweb_C/1225960588712
http://webarchive.nationalarchives.gov.uk/20140714084352/http:/www.hpa.org.uk/web/HPAweb&HPAwebStandard/HPAweb_C/1225960588712
http://webarchive.nationalarchives.gov.uk/20140714084352/http:/www.hpa.org.uk/web/HPAweb&HPAwebStandard/HPAweb_C/1225960588712
http://tinyurl.com/CJD-guidance
https://hpzone.org.uk/
http://www.gov.uk/phe


 

Supporting Information 
 

CJD diagnosis and reporting 

Neurologists, or other responsible clinicians, are asked to report all new and suspected cases of CJD and 
other prion diseases to the NCJDRSU in Edinburgh and the NPC in London.  The clinician caring for the 
patient should also inform the local HPT, without delay, of all new and suspected cases.  This includes 
cases which do not fulfil the precise clinical criteria for CJD, but where the diagnosis of CJD is being 
considered and patients who have died prior to diagnosis, whether or not a post mortem result is available.  
The report should provide sufficient information to enable public health follow up, including name of the 
patient, the NCJDRSU unique patient number, type of CJD diagnosed or suspected, GP details and known 
previous invasive procedures. 

The neurologist caring for the patient should be the first point of contact for diagnostic information on 
symptomatic patients.  Suspect cases are classified according to internationally recognised published 
criteria.  The diagnostic classification should have been provided by the NCJDRSU or the NPC (for inherited 
prion disease).  Irreversible actions such as permanent disposal of instruments and notification of 
subsequently exposure patients should not be conducted until the CJD diagnosis has been 
obtained.  The current diagnostic status of a patient can be confirmed by the NCJDRSU, if necessary. 
 

Public Health action 

The type of CJD the patient has, or the type for which they are at increased risk will determine  
i) the period of the procedure lookback required and 
ii) which tissues pose high and medium risk of infectivity. 

Note that blood donation/transfusion history does not need to be established as part of this risk 
assessment as this is investigated by the NCJDRSU for symptomatic cases, and at the time of 
notification for patients identified as at increased risk of CJD  

The trust in which a case/an incident has occurred is responsible for taking appropriate actions to manage 
their instruments and the patients who may have been exposed to infection. These actions include:  

 Informing the local HPT of newly identified CJD patients or patients at increased risk of CJD  

 Collating the information necessary for a risk assessment and a procedure lookback  

 Tracing the instruments involved in any relevant surgical procedures and documenting their subsequent 
history of use and decontamination.  

 Removing from general use any surgical instruments or endoscopes that pose an onward transmission 
risk  

 If required, identifying and informing the subsequent patients on whom instruments were used.  

IP&C teams will usually be part of the local trust or hospital response.  If a patient with or at increased risk of 
CJD is due to undergo an invasive procedure, including endoscopy, IP&C teams should follow ACDP TSE 
infection control guidance, ‘Transmissible spongiform encephalopathy agents: safe working and the 
prevention of infection’ to assess whether and what precautions are required for the surgical instruments 
and flexible endoscopes involved. 
 

Contact details: 

For enquiries relating to implementation of guidance on surgical incidents in England, Wales and NI: 
CJD Section, Public Health England 
61 Colindale Avenue, London NW9 5EQ 
Tel 0208 327 6406 
Email: cjd@phe.gov.uk  

For enquiries relating to symptomatic cases of CJD: 
National CJD Research and Surveillance Unit, Edinburgh 
Western General Hospital, Crewe Road, Edinburgh EH4 2XU 
Tel 0131 537 2128 
Web: www.cjd.ed.ac.uk 

mailto:cjd@phe.gov.uk
http://www.cjd.ed.ac.uk/


Identification of a CJD surgical incident: Follow the flowchart below to assess surgical & 
endoscopic procedures that have been carried out on people with CJD or at increased risk of CJD 

 

 
 
 

 
 

Notes: 
*It is not necessary to identify the patients’ dental practitioner and review these records – all high street/primary care dental procedures 
involve only tissues of low infectivity for CJD. 
1 
As little is known about the development of tissue infectivity in humans infected with vCJD, please review surgical procedures since 1980, 

this is the date when first exposure to vCJD through the food chain is estimated.  
2 
Infectivity in sporadic, inherited prion disease and iatrogenic CJD (apart from vCJD) is considered significant only in the last 8 years of the 

incubation period. 
3 
12 months lookback will identify instruments that could potentially still pose a significant onward transmission risk.  Notification of patients 

exposed in these incidents is not required. 
4 
Medium infectivity tissues 

All types of CJD: spinal ganglia and olfactory epithelium.  
vCJD (and where type uncertain): tonsil, appendix, spleen, thymus, adrenal gland, lymph nodes and gut-associated lymphoid tissues 
(including the rectum). 
5 
High infectivity tissues  

All types of CJD: brain; spinal cord; cranial nerves (specifically the entire optic nerve and the intracranial components of the other cranial 
nerves); cranial nerve ganglia; posterior eye (specifically the posterior hyaloid face, retina, retinal pigment epithelium, choroid, subretinal 
fluid, optic nerve); pituitary gland. 
6
Procedures involving the donation/receipt of organ/tissue (but not blood) should be included in the procedure lookback and advice sought 

from the CJD Section, PHE as to further action required. Blood donation/transfusion does not need to be investigated locally. 


