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1 Executive Summary 
 
Transmissible spongiform encephalopathies (TSEs), also known as prion diseases, are a group 

of rare, degenerative and fatal brain diseases, including  Creutzfeldt-Jakob disease (CJD). The 

causative agents are different to bacteria and viruses  and pose a particular challenge due to 

resistance to conventional chemical and physical decontamination methods.   
 
This document sets out the guidance for assessment, management and principles for 
prevention of transmission of TSEs in the Isle of Wight NHS Trust.  Included within the 
document is; 

 Guidance on responsibilities for staff within the organisation 

 Guidance on types of TSE and identification of patients at risk for or suffering from 
TSE 

 Transmission of TSE and principles for minimising risk of transmission 

 Infection control guidance on isolation, waste and laundry management, treatment of 
spills etc. 

 Guidance on quarantining of surgical instruments and invasive devices used for 
patients known, suspected to have or at increased risk of TSEs 

2 Introduction 
 
Transmissible spongiform encephalopathies (TSEs), also known as prion diseases, are a group 

of rare, degenerative and ultimately fatal brain diseases which occur in humans and some other 

animal species.   
In humans, Creutzfeldt-Jakob disease (CJD) accounts for 95% of all TSE’s.  Other more rare 
TSEs that occur in humans are: Gerstmann-Sträussler-Scheinker syndrome (GSS), Fatal Familial 
Insomnia (FFI) and Kuru.  The human TSE’s have a preclinical phase which may last for many 
years without any symptoms of disease showing. 
 
Most cases of CJD are sporadic, some forms are inherited (familial) and cases of iatrogenic CJD 
(i.e. caused by medical procedures or treatments) have been reported.  Variant CJD (vCJD) is 
associated with the same agent that causes bovine spongiform encephalopathy (BSE) in cattle. 
vCJD is thought to be linked to consumption of meat contaminated with BSE.  Although currently 
rare, the potential future incidence of disease remains a concern with the delay between 
acquisition and presentation.   

 
Sporadic or familial CJD is not thought to infect tissues outside the central nervous system, 
whereas vCJD is more widespread and abnormal prion protein has been detected in lymphoid 
tissues throughout the body.   

 
Prions are highly resistant to standard methods of disinfection and sterilisation which means 
special approaches must be adopted in caring for patients with TSEs and with disposal of waste 
and decontamination of surgical instruments and medical devices. 
Transmission may occur if a surgical instrument or flexible endoscope, which has been in contact 
with infected tissues, is subsequently reused on another patient. All patients undergoing a 
surgical or endoscopic procedure must therefore be assessed for their risk of having CJD/vCJD, 
or of increased risk of developing CJD/vCJD, prior to their procedure being undertaken, in order 
to prevent such a transmission taking place.  

 
Staff caring for patients who are being considered or investigated for probable/ possible TSE 
should contact the Infection Prevention and Control Team (IPCT) as soon as possible.  This 
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policy is based on national guidance from the Advisory Committee on Dangerous Pathogens and 
the Spongiform Encephalopathy Advisory Committee.  

 

Further advice regarding diagnosis/testing can be sought from National CJD Research & 

Surveillance Unit (NCJDRSU, formerly NCJDSU) or CJD section PHE Colindale (see Appendix E 

for contact details). 

3 Definitions 
 
TSE -  a group of rare, degenerative and fatal brain diseases which occur in humans and some 
other animal species. 
 
CJD – a human form of TSE causing a variety of neurological symptoms including dementia and 
personality changes among other. At present the outcome is invariably fatal; only limited 
symptomatic treatment is currently available. 
 
vCJD –  a form of CJD first identified in 1996, initially thought to be linked to ingestion meat from 
cattle infected with Bovine Spongiform Encephalopathy [BSE]. 
 
Familial CJD -  a form of CJD with confirmed abnormality in the gene that produces normal prion 
protein; often with a family history of a degenerative central nervous system disease. 
 
Iatrogenic CJD – a form of CJD which occurs when CJD is accidentally transmitted during 
surgical/medical procedures – could be both classic CJD and vCJD. 
 
Prion – Infectious proteins which do not share the normal properties of viruses or bacteria and are 
resistant to conventional chemical and physical decontamination methods. 

4 Scope 
 
This policy applies to all staff working in healthcare settings within the Trust.  The general 
principles contained in this policy may be adapted for use in other healthcare environments 
outside the organisation as required. 

5 Purpose 
 
This policy aims to prevent the transmission of CJD, vCJD and other human TSEs in healthcare 
settings, in line with national guidance.   

6 Roles and Responsibilities 
 
All clinical staff: should be aware of CJD/vCJD risk existence and be responsible for ensuring 
their own practice complies with this policy and encouraging others to do so. 

 
Pre-assessment staff: Assessment should be carried out before surgery and/orendoscopy to 
identify a patient with or at increased risk of CJD/vCJD and inform the clinical team and Infection 
Control Team where a risk is identified.  

 
The admitting clinician/Consultant: will consider the possibility of CJD/vCJD in all patients 
undergoing surgery or endoscopy involving high or medium risk tissue and check medical 
notes/referral letter for any mention of CJD/vCJD status. The consultant carrying out the 



 

CJD Policy   Page 6 of 26 
Version 5.0 

endoscopic procedure in the nasal cavity should determine whether a risk of contamination of the 
endoscope with olfactory epithelium can be excluded with confidence. 
 
Theatre staff: will ensure they comply with the precautions needed for prevention of iatrogenic 
CJD/vCJD, will ensure that instrument documentation labels are placed in the patients records 
following all surgical procedures. Will document in patients records if single use instrument have 
been used or reusable instruments have been incinerated/or reused only on the same patient if a 
patient who is either known, suspected or at increased risk for public health purposes of having 
CJD/vCJD, is operated on. 

 
Managers/Clinical Leads/Matrons/Seniors Sisters/Nurses in charge: will ensure all patients 
are assessed for risk of CJD/vCJD at the earliest opportunity as part of the routine surgical / 
endoscopic assessment procedure. 

 
Infection Prevention and Control Team: will advise and support clinical teams in taking 
appropriate infection control measures.   

7 Policy detail/Course of Action 
 
7.1 Patient Risk Assessment 

 
Identifying patients with or at risk of TSE is important to minimise iatrogenic transmission of these 
diseases.   
 

 
7.1.1  Patients with suspected CJD/vCJD 
 
A definitive diagnosis of TSE/CJD can only be made by brain biopsy, usually post-mortem.  For 
this reason, patients with neurological symptoms resembling TSE are classified as probable or 
possible CJD or vCJD.  The diagnosis of CJD/vCJD is beyond the scope of this policy, case 
definitions only are provided in Appendix B. Patients suspected of having CJD or vCJD must be 
referred to a neurologist, or consultant with appropriate expertise for investigation.  

 

All cases of confirmed or suspected CJD must be notified to the Infection Control Doctor or 

Consultant Microbiologist (via switchboard).  The clinical team and microbiologist must also 

ensure that both the National CJD Surveillance Unit and local Health Protection Unit are notified.  

Invasive procedures should not be carried out on such patients until prior discussion with the 

IPCT has taken place.   
 

7.1.2  Risk assessment before surgical procedure or endoscopy 
 

All patients undergoing surgery or endoscopy 
ALL patients about to undergo any surgery or endoscopy should be asked if they have ever been 
notified as at increased risk of CJD or vCJD; the response should be documented in the patients’ 
notes.  

 
If the patient: 

 has NOT been notified as at increased risk of CJD or vCJD  

 AND is NOT suspected of having a Transmissible Spongiform Encephalopathy 

 AND is NOT undergoing a procedure on high risk tissue (see Table 1) 
 
then no further investigations or specific precautions are indicated.   

 
If the patient HAS been notified as at increased risk of CJD or vCJD: 

 Ask the patient to explain further the reason they were notified.  
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 At risk patients will require special infection control precautions to be taken for surgery or 
endoscopy involving contact with medium or high risk tissues (see Table 1 and section 
6.2).  The infection control doctor or IPCT should be consulted for advice.  
 

Patients undergoing surgery involving high infectivity tissues  
Patients undergoing surgery which may involve contact with tissues of potentially high level TSE 
infectivity (see Table 1) require further risk assessment.  As there is no neurosurgery performed 
in the Trust, the only procedures performed on high risk tissue are eye surgery on the posterior 
eye.   
 
The clinician undertaking the pre-surgery assessment should:  
Check the patient’s medical notes and/ or referral letter for any mention of CJD or vCJD status  

Consid er whether there is a risk that the patient may be showing the early signs of CJD or vCJD, 
i.e. consider whether the patient may have an undiagnosed neurological disease involving 
cognitive impairment or ataxia  

 
These patients should be asked the following questions:  

 

 Have you ever been notified that you are at risk of CJD or vCJD for public health 
purposes?  

 Have you any history of CJD or other prion disease in your family?  

 Have you ever received growth hormone or gonadotrophin treatment?  

 Have you had surgery on your brain or spinal cord at any time in the past? 
 

If the patient answers NO to all above questions then no specific precautions are indicated.   
If the patient answers YES, further details should be obtained to clarify the risk (see Table 2 for 
risk categories) and the infection control doctor or IPCT (in addition to section 6.2 of this policy) 
should be consulted for advice.   
Appendix C contains information which can be given to these patients to explain why these 
questions are being asked.   

 
Table 1: Tissue infectivity in human tissues: 
 

Tissue infectivity CJD (other than vCJD) vCJD 

High Brain  
Spinal cord  
Cranial nerves, specifically 
the entire optic nerve and the 
intracranial components of 
the other cranial nerves  
Cranial ganglia  
Posterior eye, specifically the 
posterior hyaloid face, retina, 
retinal pigment epithelium, 
choroid, subretinal fluid and 
optic nerve  
Pituitary gland  

Brain  
Spinal cord  
Cranial nerves, specifically 
the entire optic nerve and the 
intracranial components of 
the other cranial nerves  
Cranial ganglia  
Posterior eye, specifically the 
posterior hyaloid face, retina, 
retinal pigment epithelium, 
choroid, subretinal fluid and 
optic nerve  
Pituitary gland  

Medium Spinal ganglia  
Olfactory epithelium  

Spinal ganglia  
Olfactory epithelium  
Tonsil  
Appendix  
Spleen  
Thymus  
Adrenal gland  
Lymph nodes and gut-
associated lymphoid tissues  
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All other tissues not listed in the table above are currently considered low infectivity risk.  This 
includes:  Anterior eye and cornea, peripheral nerve, skeletal muscle, dental pulp, gingival tissue, 
blood and bone marrow, CSF, placenta and urine 

 
 

Patients can be categorised into different risk groups for TSE diseases, which will impact on the 
precautions required.  Table 2 details the risk categories.   

 
 

Table 2:  Categorisation of patients by risk patient groups 

 
 
1. Symptomatic      
patients 

 
 

 Patients who fulfil the diagnostic criteria for definite, probable 
or possible CJD or vCJD. (see Appendix 1 for diagnostic 
criteria) 

 Patients with neurological disease of unknown aetiology who 
do not fit the criteria for possible CJD or vCJD, but where the 
diagnosis of CJD is being actively considered. 

 
2. Patients “at increased 
risk” from genetic forms of 
CJD  
 

 Individuals who have been shown by specific genetic testing 
to be at significant risk of developing CJD 

 Individuals who have a blood relative known to have a genetic 
mutation indicative of familial (genetic) CJD 

 Individuals who have or have had two or more blood relatives 
affected by CJD or other prion disease. 

 People, who have been told by a specialist that they have a 
risk of developing the genetic form of CJD 

3.  Patients identified as 
“at increased risk” of 
vCJD through receipt of 
blood components from a 
donor who later developed 
vCJD 

 Individuals who have received blood or blood components 
(whole blood, red cells, white cells or platelets) from a donor 
who later went on to develop vCJD. 

4.  Patients identified “at 
increased risk” of CJD 
through other iatrogenic 
exposure (excluding 
category 3 above) 

 People, who have been treated with gonadotrophin sourced 
from humans (before 1973)  

 People, who have been treated with growth hormone sourced 
from humans (before 1985) 

 Individuals who underwent intradural brain or intradural spinal 
surgery before August 1992 who received (or might have 
received) a graft of human-derived dura mater 

 Individuals who have had surgery using instruments that had 
been used on someone who went on to develop CJD/vCJD, 
or was “at increased risk” of CJD/vCJD 

 Individuals who have received an organ or tissue from a 
donor infected with CJD/vCJD or “at increased risk” of 
CJD/vCJD 

 Individuals who have been identified as having received blood 
or blood components from 300 or more donors since January 
1990 

 Individuals who have given blood to someone who went on to 
develop vCJD 

 Individuals who have received blood from someone who has 
also given blood to a patient who went on to develop vCJD 

 Individuals who have been treated with certain implicated UK 
sourced plasma products between 1990 and 2001 
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7.2 Preventing transmission 

 

7.2.1 Hospital care for patients with or at increased risk of CJD/vCJD 

 
There is no evidence to suggest that CJD/vCJD are spread from person-to-person by close 
contact.  Isolation of patients with CJD/vCJD is not necessary; they can be nursed in an open 
ward using standard infection control precautions in line with those used for all other patients.  

 
7.2.2 Sample taking and other invasive medical procedures 

 

When taking samples, or performing other invasive procedures, the possible infectivity of the 

tissue/s involved must be considered (Table 1).  Only trained staff who are aware of the hazards 

should carry out invasive procedures that may lead to contact with medium/high risk tissue. 
 

Body secretions and body fluids (saliva, blood, CSF, excreta) are all low risk for CJD/vCJD. It is 
therefore likely that the majority of sample taking/procedures performed will be low risk. Blood 
and body fluid samples from patients with, or “at increased risk” of, CJD/vCJD, should be treated 
as potentially infectious for blood-borne viruses and handled with standard infection control 
precautions (see also PPE Policy).  Eye protection should be worn for procedures where 
splashing may occur. 

 
The agents of CJD and vCJD are classified as Hazard Group 3 pathogens by the Advisory 
Committee on Dangerous Pathogens (ACDP). For this reason, all specimens from known or at 
risk patients must be labelled with ‘Biohazard’ stickers. The laboratory must be informed in 
advance that a sample is being sent. High risk material including any specimen from, the brain, 
spinal cord, eye, or likely to include olfactory epithelium or lymphoid tissue must only be 
submitted for examination after prior consultation with the appropriate laboratory. 

 
7.2.3 Spillages and waste management  

 
Standard infection control precautions should be followed for any spillages of any fluid (including 
blood and CSF) from a patient with, or “at increased risk” of, CJD/vCJD, which should be cleared 
up as quickly as possible, keeping contamination to a minimum. Disposable gloves and an apron 
should be worn when removing such spillages.  Any waste (including cleaning tools such as mop 
heads and PPE worn) should be disposed of as clinical waste  
  
 
Table  3:  Disposal of clinical waste from patients with, or “at increased risk” of, CJD or 

vCJD 

 

Diagnosis of CJD High or medium risk tissue Low risk tissue and body 

fluids 

Definite Incinerate Normal clinical waste 

disposal 

Probable Incinerate Normal clinical waste 

disposal 

“At increased risk” Incinerate Normal clinical waste 
disposal  

 
7.2.4 Linen 
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Used or fouled bed linen (contaminated with body fluids or excreta), should be washed and dried 
in accordance with current standard practice. No further handling or processing is necessary.  

 

 
7.2.5 Care of the deceased patient 
 
Standard infection control precautions need to be observed; national guidelines recommend that 
patients with CJD or at risk of CJD need to be placed in a body bag and have to have labels 
attached to both the deceased and the outside of the bag stating “Danger of infection”. Viewing of 
patients can take place. 
 
7.2.6 Occupational exposure  

 
Although cases of CJD/vCJD have been reported in healthcare workers, there have been no 
confirmed cases linked to occupational exposure. The highest potential risk in the context of 
occupational exposure is from exposure to high infectivity tissues through direct inoculation, for 
example as a result of sharps injuries, puncture wounds or contamination of broken skin, and 
exposure of the mucous membranes.  

 
Healthcare personnel who work with patients with definite, probable or possible CJD/vCJD, or 
with potentially infected tissues, should be appropriately informed about the nature of the risk and 
relevant safety procedures. Compliance with standard infection control precautions will help to 
minimise risks from occupational exposure.  

 
For any accident involving sharps or contamination of abrasions with blood or body fluids, wounds 
should be gently encouraged to bleed, gently washed (avoid scrubbing) with warm soapy water, 
rinsed, dried and covered with a waterproof dressing, or further treatment given appropriate to the 
type of injury. Splashes into the eyes or mouth should be dealt with by thorough irrigation. The 
incident should be reported via the electronic Datix system.    

 
7.2.7 Surgical procedure precautions 

 
For all patients with, or “at increased risk” of, CJD or vCJD, the following precautions should be 
taken for surgical procedures:  

 

 Wherever appropriate and possible, the intervention should be performed in an operating 
theatre;  

 Where possible, procedures should be performed at the end of the list, to allow normal 
cleaning of theatre surfaces before the next session;  

 Only the minimum number of healthcare personnel required should be involved;  

 Protective clothing should be worn, i.e. liquid repellent operating gown, over a plastic 
apron, gloves, mask and goggles, or full-face visor;  

o for symptomatic patients, this protective clothing should be single use and 
disposed of in line with local policies;  

o for patients “at increased risk” of CJD/vCJD, this protective clothing need not be 
single use and may be reprocessed;  

 

 Effective tracking of re-usable instruments should be in place. 
 

 Single-use disposable surgical instruments and equipment should be used where 
possible, and subsequently destroyed by incineration. 
 

7.2.8 Handling of surgical instruments that are not designated as single-use  
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Where single-use instruments are not available, the handling of reusable instruments depends 
on:  

 

 how likely the patient is to be carrying the infectious agent (the patient’s risk status);  

 whether the patient has, or is “at increased risk” of, CJD/vCJD; and  

 how likely it is that infection could be transmitted by the procedure being carried out i.e. 
whether there is contact with tissues of high or medium infectivity.  

 
Differences in tissue infectivity between CJD and vCJD necessitate differences in instrument 
management, see Tables 4 and 5 and Appendix D.   (Section 6.2.9  contains guidance on 
endoscope handling.)   
 

Table 4: Handling of instruments – patients with, or “at increased risk” of, CJD (other than 
vCJD)  

Tissue Infectivity Status of patient  

Definite or 
probable 

Possible  At increased risk  

High  
Brain  
Spinal cord  
Cranial nerves, specifically the 
entire optic nerve and the 
intracranial components of the 
other cranial nerves  
Cranial ganglia  
Posterior eye, specifically the 
posterior hyaloid face, retina, 
retinal pigment epithelium, 
choroid, subretinal fluid and 
optic nerve  
Pituitary gland  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively 
on the same 
patient  

Single use  
or  
Quarantine for re-
use exclusively on 
the same patient 
pending diagnosis  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively on 
the same patient  

Medium  
Spinal ganglia  
Olfactory epithelium  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively 
on the same 
patient  

Single use  
or  
Quarantine for re-
use exclusively on 
the same patient 
pending diagnosis  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively on 
the same patient  

Low  No special 
precautions  

No special 
precautions  

No special 
precautions  

 

Table 5 Handling of instruments – patients with, or “at increased risk” of vCJD 

Tissue Infectivity  Status of patient  

Definite or 
probable 

Possible  At increased risk  
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High 
Brain  
Spinal cord  
Cranial nerves, specifically the 
entire optic nerve and the 
intracranial components of the 
other cranial nerves  
Cranial ganglia  
Posterior eye, specifically the 
posterior hyaloid face, retina, 
retinal pigment epithelium, 
choroid, subretinal fluid and 
optic nerve  
Pituitary gland  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively 
on the same 
patient  

Single use  
or  
Quarantine for re-
use exclusively on 
the same patient 
pending diagnosis  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively on 
the same patient  

Medium  
Spinal ganglia  
Olfactory epithelium  
Tonsil  
Appendix  
Spleen  
Thymus  
Adrenal gland  
Lymph nodes and gut-
associated lymphoid tissues  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively 
on the same 
patient  

Single use  
or  
Quarantine for re-
use exclusively on 
the same patient 
pending diagnosis  

Single use  
or  
Destroy  
or  
Quarantine for re-
use exclusively on 
the same patient  

Low  No special 
precautions  

No special 
precautions  

No special 
precautions  

 

7.2.9 Endoscope use in patients with, or at increased risk of, CJD/vCJD 

Table 6 and Table 7 outline the precautions for endoscope use in patients with, or at increased 
risk of, CJD and vCJD respectively.  Where “no special precautions” are required, endoscope 
reprocessing should be performed in accordance with the Trust Endoscope Policy and national 

guidelines (Choice Framework for local Policy and Procedures 01-06 and the British Society of 

Gastroenterology (BSG) Guidelines for Decontamination of Equipment for Gastrointestinal 
Endoscopy) with the following additional precautions for the decontamination of flexible 
endoscopes used in all patients with definite, probable or possible CJD/vCJD, and in those 
identified as “at increased risk” of developing CJD/vCJD: 

 Disinfection should be performed separately from other equipment within an automated 
Endoscope Washer Disinfector (EWD)  

 Channel cleaning brushes and, if biopsy forceps or other accessories have been passed, 
the rubber valve on the endoscope biopsy/instrument channel port should be disposed of 
as clinical waste after each use. Single use (i.e. disposable) biopsy forceps should be 
used routinely in all patients. Endoscopic accessories (including normally reusable devices 
such as heater probes) and cleaning aids such as brushes should be disposed of by 
incineration.  

 Aldehyde disinfectants with fixative qualities (such as glutaraldehyde and ortho-
phthalaldehyde OPA) tend to stabilise rather than inactivate prions, and are no longer 
recommended for use in the UK. Non-fixative disinfectants are used instead.  

 
No special precautions are required for the use, in patients at increased risk of CJD or vCJD, of 
rigid endoscopes without lumens that can be autoclaved. 

For endoscopy NOT involving the CNS (central nervous system) or nasal cavity, the use of 
instruments for inspection in the ABSENCE of an invasive procedure (e.g. biopsy) is deemed to 
be a low risk procedure.  Invasive procedures can lead to contamination of the endoscope 
working channel with lymphoid tissue.  If invasive procedures are carried out on lymphoid tissue 
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in patients with vCJD, or at increased risk of vCJD as a result of receipt of blood from a donor 
who developed vCJD, then the endoscope should be decontaminated singly and then 
quarantined pending assessment of likely contact with potentially infected tissue.  

For individuals designated as “at increased risk” of vCJD not as a result of receipt of blood from a 
donor who developed vCJD, endoscopes used for invasive procedures outside the CNS or nasal 
cavity can be returned to use after decontamination as specified above.   

For endoscopes being quarantined, the endoscope should be fully cleaned and decontaminated 
immediately after use, before quarantine. The endoscope should be decontaminated alone using 
an Automated Endoscope Washer Disinfector (EWD). The EWD should then be decontaminated.   
 
Table 6:  Summary of precautions for endoscope use, patients with, or at increased risk of, 
CJD other than vCJD 
Tissue Infectivity  Status of patient  

Symptomatic Asymptomatic  

Definite/ probable Possible / 
diagnosis unclear 

At risk inherited/ iatrogenic  

High:  
• Brain  
• Spinal cord  

single use  
OR  
destroy after use  

single use  
OR  
quarantine pending 
diagnosis  

single use  
OR  
destroy after use  
OR  
quarantine for re-use 
exclusively on same patient  

Medium:  
• Olfactory 
epithelium*  

single use  
OR  
destroy after use  

single use  
OR  
quarantine pending 
diagnosis  

single use  
OR  
destroy after use OR  
quarantine for re-use 
exclusively on same patient  

Low/none 
detectable:  
• All other tissues  

no special precautions  no special 
precautions  

no special precautions  

 

Table 7: Summary of precautions for endoscope use, patients with, or at increased risk of, 
vCJD or CJD type uncertain 

Tissue 
Infectivity  

Status of patient  

Symptomatic Asymptomatic  

Definite 
/probable  

Possible vCJD, 
possible 
sporadic CJD 
or diagnosis 
unclear 

At risk: blood 

recipient from a 
donor who later 
developed vCJD  

At risk:  
other category  

High:  
• Brain  
• Spinal cord  

single use  
OR  
destroy after use  

single use  
OR  
quarantine 
pending 
diagnosis  

single use  
OR  
destroy after use 
OR  
quarantine for re-
use exclusively 
on same patient  

single use OR  
destroy after use 
OR  
quarantine for re-
use exclusively 
on same patient  

Medium:  
• Olfactory 
epithelium*  
• Lymphoid 
tissue:  spleen, 
thymus, tonsils 
and adenoids, 
lymph nodes, the 
appendix and the 

single use  
OR  
use dedicated 

endoscope
***

 

OR  
remove from use  

single use  
OR  
quarantine 
pending 
diagnosis  

single use  
OR  
destroy after use 
OR  
quarantine for re-
use exclusively 
on same patient**  

no special 
precautions  
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gastro-intestinal 
tract sub-mucosa. 

Low/none 
detectable:  
• All other tissues  

no special 
precautions  

no special 
precautions  

no special 
precautions  

no special 
precautions  

 
*For endoscopic procedure in the nasal cavity, if a risk of contamination of the endoscope with olfactory 
epithelium cannot be excluded with confidence, precautions appropriate for medium infectivity tissues 
should be taken 
** Flexible gastrointestinal endoscopes may be suitable for refurbishment by their manufacturers/distributors 
to allow their return to later use. This refurbishment process may be considered as an alternative to 
quarantining the instrument if a flexible gastrointestinal endoscope has been used in the performance of an 
invasive procedure in patients at risk of vCJD because they received blood from a donor who later 
developed vCJD. Refurbishment is not available for endoscopes that have been used for invasive 
endoscopy in patients with definite or probable vCJD. The decision to undertake refurbishment will be made 
on a case by case basis by the manufacturer/distributor, taking into account the age and condition of the 
endoscope, the reprocessing methods and methods of storage following last use.  
 

*** The NCJDRSU holds a few flexible endoscopes dedicated for use on probable vCJD cases. If these are 
suitable for the clinical purpose intended, they may be borrowed from the Unit. They should not be used on 
patients with possible vCJD, patients for whom the diagnosis of vCJD is unclear or patients at risk of vCJD.  

 

7.2.10 Quarantine of instruments 
 

Quarantine of an instrument is only considered: 

 for reuse of the instrument exclusively on the same patient with, or at increased risk of, 
CJD/vCJD, OR 

 after use on a patient with a POSSIBLE CJD/vCJD diagnosis, pending a confirmed 
diagnosis 

 
Instruments which have come into contact with tissues designated as high or medium infectivity 
should be kept separate from those that come into contact with tissues designated as low 
infectivity.  

  
Single-use instruments should be separated and disposed of by incineration with normal clinical 
waste.   

 
The instrument to be quarantined should be washed to remove gross soil, taking care to avoid 
splashing or aerosol generation.  It should not be held directly underneath a flowing tap and 
personal protective equipment including protective gloves and visor or goggles should be worn.  It 
should be air-dried on a disposable instrument tray and then stored in a rigid impervious container 
with a close fitting lid, sealed with heavy duty tape and labelled with the patient details, date, 
name of the surgeon and surgical procedure performed. The disposable instrument tray should 
be disposed of by incineration with normal clinical waste. 

 
All surfaces should be cleaned. If the diagnosis of CJD/vCJD is confirmed, the whole container 
including content should be incinerated without further examination. The instruments may be 
decontaminated following the usual procedures only if a definitive alternative diagnosis is 
confirmed.   

 
In case it is necessary to consider the re-use of a quarantined set of instruments on the same 
patient, the set should be reprocessed through sterile services in a usual manner. No special 
precautions are needed due to the high dilution factor involved in the decontamination process, 
but such a set should be returned to quarantine until a final diagnosis is confirmed. 
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Under no circumstance should quarantined instrument sets be reprocessed for use on other 
patients unless the diagnosis of CJD/vCJD has been excluded. The possibility of residual 
abnormal prion on the instruments is of greater concern than the possibility of contamination of 
instruments in other sets processed in the washer/disinfector either concurrently or subsequently. 

 
Records must be kept of all decisions, and the Sterile Services Department must be informed 
about the decision before instruments are sent for routine reprocessing. 

 
7.2.11 Dental treatment 

 
The risks of transmission of infection from dental instruments are thought to be very low provided 
satisfactory standards of infection control and decontamination are maintained. There is no 
reason why any patient with, or “at increased risk” of, CJD or vCJD, should be refused routine 
dental treatment. Such people can be treated in the same way as any member of the general 
public. Dentists are reminded that any instruments labelled by manufacturers as ‘single-use’ 
should not be re-used under any circumstances.  

8 Consultation 
 
Ophthalmology and pre-operative assessment personnel consulted. 

9 Training 
 
This policy - Transmissible Spongiform Encephalopathies (TSEs) including Creutzfeldt-Jakob 
Disease (CJD Policy) does not have a mandatory training requirement.   

10 Monitoring Compliance and Effectiveness 
 
Annual audit of pre-assessment documentation of CJD risk assessment question(s), review and 
monitoring of which should be undertaken at Decontamination Implementation Group and any 
actions required must be brought to the relevant Directorate Quality Risk & Patient Safety 
committee.   
 
If a Serious Incident occurs in relation to a presumed or confirmed CJD/vCJD patient the 
Directorate Management Team with support from the IPCT is responsible for ensuring that a full 
investigation is undertaken and the delivery of the action plan within their directorates is 
completed.  

11 Links to other Organisational Documents 
 
Endoscope Policy 
Decontamination and Disinfection of Medical Devices Policy  
Waste management policy  
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Appendix A 
 

CJD/vCJD case definition 

 
 

Sporadic CJD  

Definite Progressive neurological syndrome AND Neuropathologically or 
immunochemically or biochemically confirmed 

Probable  Rapidly progressive cognitive impairment + 2 of following: myoclonus, 
visual or cerebellar problems, pyramidal or extrapyramidal features, 
akinetic mutism + typical EEG or typical MRI brain scan or positive 
test for 14-3-3 protein  

 Progressive neurological syndrome and positive RT-QuIC in CSF or 
other tissues 

Possible Rapidly progressive cognitive impairment + 2 of following: myoclonus, visual 
or cerebellar problems, pyramidal or extrapyramidal features, akinetic mutism 
+ duration <2 years 

 

Genetic/Familial TSE  

Details are outside the scope of this policy, please refer to 
http://www.cjd.ed.ac.uk/surveillance/diagnosis-and-testing 

vCJD  

Definite Progressive neuropsychiatric disorder AND neuropathological confirmation of 
vCJD (spongiform change and extensive PrP deposition with florid plaques 
throughout the cerebrum and cerebellum) 

Probable  Progressive neuropsychiatric disorder, duration of illness > 6 months, 
routine investigations do not suggest an alternative diagnosis, no 
history of potential iatrogenic exposure and no evidence of a familial 
form of TSE + 4/5 of the following: early psychiatric syndromes, 
persistent painful sensory symptoms, ataxia, myoclonus or chorea or 
dystonia, dementia + EEG does not show the typical appearance of 
sporadic CJD in the early stages of illness + bilateral pulvinar high 
signal on MRI scan 

 Progressive neuropsychiatric disorder, duration of illness > 6 months, 
routine investigations do not suggest an alternative diagnosis, no 
history of potential iatrogenic exposure and no evidence of a familial 
form of TSE + positive tonsil biopsy (not recommended routinely) 

Possible Progressive neuropsychiatric disorder, duration of illness > 6 months, routine 
investigations do not suggest an alternative diagnosis, no history of potential 
iatrogenic exposure and no evidence of a familial form of TSE + 4/5 of the 
following: early psychiatric syndromes, persistent painful sensory symptoms, 
ataxia, myoclonus or chorea or dystonia, dementia + EEG does not show the 
typical appearance of sporadic CJD in the early stages of illness 

 

Accidentally transmitted/ iatrogenic CJD 

Definite Definite CJD with a recognised iatrogenic risk factor 

Probable  Progressive predominant cerebellar syndrome in human pituitary 
hormone recipients 

 Probable CJD with recognised iatrogenic risk factor 

Possible  Possible CJD with a recognised risk factor 
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Appendix B 
 

Information for patients undergoing surgery on high risk tissues: 
 
Part of your routine assessment before surgery includes some questions to find out whether you 
could have an increased risk of Creutzfeldt-Jakob disease [CJD]. We will ask you: 
 

Have you ever been notified that you are at risk of CDJ or vCJD for public health 
purposes? 
Have you any history of CJD or other prion disease in your family? 
Have you ever received growth hormone or gonadotrophin treatment? 
Have you had surgery on your brain or spinal cord at any time in the past? 

 
What is CJD? 
Creutzfeldt-Jakob disease [CJD] is a rare brain disorder that affects about 1 in a million people 
each year. CJD is thought to be caused by the build up in the brain of an abnormal form of a 
protein called a “prion”. Unfortunately CJD is fatal, and as yet there is no known cure. There are 
different types of CJD, including variant CJD [vCJD]. vCJD is caused by eating meat from cows 
infected with BSE. 
 
How can CJD spread from person to person? 
A person, who is infected with CJD may have abnormal prion protein in their body for years 
before becoming ill. If that person has an operation, or donates blood, tissues or organs, during 
that time, the abnormal prion protein that causes CJD could spread to other patients. 
 
Why are we asking you about CJD before your operation? 
The abnormal protein that causes CJD is very hard to destroy or remove. If surgical instruments 
are used on a patient who is infected with CJD they may still have prion protein on them, even 
after they have been properly washed and disinfected. They could then spread CJD to other 
patients. This is particularly important for operations on the brain, spinal cord and the back of the 
eye as these parts of the body contain the largest amount of abnormal prion protein. 
 
What have these questions got to do with CJD? 
CJD has been spread in several ways and different groups of people may have an increased risk 
of CJD. 
We ask whether there is anyone in your family who has got CJD because some types of CJD can 
be inherited. These types of CJD are caused by faulty genes and may be passed from parent to 
child. 
We ask whether you have had surgery on the brain or spinal cord because some of these 
operations used to use grafts of “dura mater” [the tough lining round the brain and spinal cord]. 
Some of these grafts have been linked to CJD infection – these grafts are no longer used. 
We ask whether you have been treated with growth hormone or gonadothropin infertility treatment 
because these used to be prepared from pituitary glands. Some of these hormone treatments 
have been linked to CJD infection – these hormones are no longer used. 
 
What happens if I answer “Yes” to any of these questions? 
If you answer yes to any of these questions, medical staff will now examine your medical records 
in more detail to determine whether or not you may have an increased risk of CJD. 
 
What will happen than? 
If you do have an increased risk of CJD special precautions will be taken with the surgical 
instruments used in your operation. Your GP will be informed and will ask you to come and 
discuss what this means in more detail. 
Please remember that the overall risk of CJD spreading by these routes is generally very low. 
These questions are an extra measure to prevent CJD spreading through surgery. This should 
not affect the medical care you receive now or in the future. 
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What if I don’t have a GP? 
Tha health protection team for your area will make sure that another doctor discusses this with 
you. 
 
Can I have a blood test to see if I am infected with CJD? 
Unfortunately there is no blood test available yet which could show if you are infected with CJD. 
 
Where can I find out more? 
The following organisations offer further information and support. 
Public Health England: https://www.gov.uk/government/collections/creutzfeldt-jakob-disease-cjd-
guidance-data-and-analysis 
CJD Support Network: www.cjdsupport.net  
National CJD Surveillance Unit: www.cjd.ed.ac.uk  
National Prion Clinic: www.nationalprionclinic.org   
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://www.cjdsupport.net/
http://www.cjd.ed.ac.uk/
http://www.nationalprionclinic.org/
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Appendix C 
 
 

Algorithm chart for precautions for reusable instruments for surgical procedures on 
patients with or “at increased risk” of, CJD,vCJD. 
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Appendix D 
 

Useful contacts: 

National CJD Research & Surveillance Unit (NCJDRSU, formerly NCJDSU) 

The National Creutzfeldt-Jakob Disease Research & Surveillance Unit  

Western General Hospital  

Crewe Road  

Edinburgh EH4 2XU  

www.cjd.ed.ac.uk 

Tel. main Office +44 (0)131 537 1980/2128/3103  

Tel. neuropathology Laboratory +44 (0)131 537 3084  

Fax: +44 (0)131 343 1404 

 

 
CJD section HPE Colindale - national advice and support to prevent the potential spread of 

CJD in healthcare settings  

Tel.: +44 (0)20 8327 6411 
Further contact details and information available at 
https://www.gov.uk/government/collections/creutzfeldt-jakob-disease-cjd-guidance-data-and-
analysis 

 

 
CJD Support Network: www.cjdsupport.net 
 
National Prion Clinic: www.nationalprionclinic.org 
 
Useful links for dentists: 

 
Information for dentists about the management of patients with or at risk of, Creutzfeldt-
Jakob Disease (CJD) including variant CJD (vCJD) (2005): 
http://webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/en/Publica
tionsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_4102752  

 
Advice for dentists on re-use of endodontic instruments and variant Creutzfeldt-Jakob 
Disease (vCJD) (2007): 
http://webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/en/Publica
tionsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_074001  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://www.cjd.ed.ac.uk/
https://www.gov.uk/government/collections/creutzfeldt-jakob-disease-cjd-guidance-data-and-analysis
https://www.gov.uk/government/collections/creutzfeldt-jakob-disease-cjd-guidance-data-and-analysis
http://www.cjdsupport.net/
http://www.nationalprionclinic.org/
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/en/Publicationsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_4102752
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/en/Publicationsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_4102752
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/en/Publicationsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_074001
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/en/Publicationsandstatistics/Lettersandcirculars/Dearcolleagueletters/DH_074001
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Appendix E 
  

Financial and Resourcing Impact Assessment on Policy Implementation 
 

NB this form must be completed where the introduction of this policy will have either a 
positive or negative impact on resources.  Therefore this form should not be completed 
where the resources are already deployed and the introduction of this policy will have no 
further resourcing impact. 

 

Document 
title 

TRANSMISSIBLE SPONGIFORM ENCEPHALOPATHIES (TSEs) 
including CREUTZFELDT-JAKOB DISEASE (CJD Policy) 

 

 

Totals WTE Recurring  
£ 

Non 
Recurring £ 

Manpower Costs   N/A N/A N/A 

Training Staff  N/A N/A N/A 

Equipment & Provision of resources  N/A N/A N/A 

 
 
Summary of Impact:  
 
Risk Management Issues:   

Benefits / Savings to the organisation:   
 
Equality Impact Assessment 
 
 Has this been appropriately carried out?    YES/NO  
 Are there any reported equality issues?    YES/NO 
 
If “YES” please specify:  
 

Use additional sheets if necessary. 
 
 
 
Please include all associated costs where an impact on implementing this policy has been 
considered.  A checklist is included for guidance but is not comprehensive so please ensure 
you have thought through the impact on staffing, training and equipment carefully and that 
ALL aspects are covered. 

Manpower WTE Recurring £ Non-Recurring £ 

 
Operational running costs 

N/A N/A N/A 

     

Totals:     

 

Staff Training Impact Recurring £ Non-Recurring £ 
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Totals: N/A  N/A  

 

Equipment and Provision of Resources Recurring £ * Non-Recurring £ 
* 

Accommodation / facilities needed   

Building alterations (extensions/new)   

IT Hardware / software / licences    

Medical equipment   

Stationery / publicity   

Travel costs   

Utilities e.g. telephones    

Process change   

Rolling replacement of equipment   

Equipment maintenance   

Marketing – booklets/posters/handouts, etc   

   

Totals: N/A     

 

 Capital implications £5,000 with life expectancy of more than one year. 
 

Funding /costs checked & agreed by finance:                      

Signature & date of financial accountant:        

Funding / costs have been agreed and are in place:  

Signature of appropriate Executive or Associate Director:  
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Appendix F 

 
 
 

Equality Impact Assessment (EIA) Screening Tool 

 
 
1. To be completed and attached to all procedural/policy documents created within 

individual services. 
 

2. Does the document have, or have the potential to deliver differential outcomes or affect 
in an adverse way any of the groups listed below?  
 
If no confirm underneath in relevant section the data and/or research which provides 
evidence e.g. JSNA, Workforce Profile, Quality Improvement Framework, 
Commissioning Intentions, etc. 
 
If yes please detail underneath in relevant section and provide priority rating and 
determine if full EIA is required. 

 

Gender 

 Positive Impact Negative Impact Reasons 

Men    

Women    

Race 

Asian or Asian 
British People 

   

Black or Black 
British People 

   

Chinese 
people  

   

Document Title: 

 
TRANSMISSIBLE SPONGIFORM ENCEPHALOPATHIES (TSEs) 

including CREUTZFELDT-JAKOB DISEASE (CJD Policy) 

 

Purpose of document To direct clinical staff on the assessment and management of  

Target Audience Clinical staff 

Person or Committee undertaken 
the Equality Impact Assessment 

Dr Emily Macnaughton 
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People of 
Mixed Race 

   

White people 
(including Irish 
people) 

   

 

People with 
Physical 
Disabilities, 
Learning 
Disabilities or 
Mental Health 
Issues 

   

Sexual 
Orientat
ion 

Transgender    

Lesbian, Gay 
men and 
bisexual 

   

Age 

Children  
 

   

Older People 
(60+) 

   

Younger 
People (17 to 
25 yrs) 

   

Faith Group    

Pregnancy & Maternity    

Equal Opportunities 
and/or improved 
relations 

   

Notes: 
Faith groups cover a wide range of groupings, the most common of which are Buddhist, 
Christian, Hindus, Jews, Muslims and Sikhs. Consider faith categories individually and 
collectively when considering positive and negative impacts. 
 
The categories used in the race section refer to those used in the 2001 Census. 
Consideration should be given to the specific communities within the broad categories such 
as Bangladeshi people and the needs of other communities that do not appear as separate 
categories in the Census, for example, Polish.  
 
3. Level of Impact  
 
If you have indicated that there is a negative impact, is that impact: 

  YES NO 

Legal (it is not discriminatory under anti-discriminatory law)   

Intended   

 
If the negative impact is possibly discriminatory and not intended and/or of high impact then 
please complete a thorough assessment after completing the rest of this form. 
 
3.1 Could you minimise or remove any negative impact that is of low significance?   Explain how 
below: 
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3.2 Could you improve the strategy, function or policy positive impact? Explain how below: 

 
 

3.3 If there is no evidence that this strategy, function or policy promotes equality of opportunity or 
improves relations – could it be adapted so it does?  How? If not why not? 

 
 

Scheduled for Full Impact Assessment Date:26/11/20 

Name of persons/group completing the full 
assessment. 

Dr Emily Macnaughton 

Date Initial Screening completed  

 


