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l 10 1 tr: ` ,a i11 ):ledicnr; Epidemiology Review (TMER) is a collaborative project between the UK National CJD Research & Surveillance 

Lis € TCJ 1JR u' Uv tf f 1 Blood Services. The main purpose is to investigate whether there is any evidence thatCreutzfeldt-Jakob 

diseas. (C JL :.r u, i C=tciczfeldt-Jakob disease (vCJD) may have been transmitted via the blood supply. 

METHODS 

CJD/vCJL) cases (definite and probables) are notified to the UK Blood Services by the National CJD Research & Surveillance Unit. 

Dc sac .srr .:acords are checked and all components traced through hospital records. Details of all identified recipients are forwarded to the 

;Uc.:aoa :a] UI) Research & Surveillance Unit for subsequent checking. 

In the reverse procedure, patients with CJD(vCJD reported to have received blood transfusions are traced through hospital records and 

relevant blood donors identified. The identity of donors is notified to the NCJDRSU for subsequent checking. 

RESULTS (data to 21.06,21) 

VARIANT CJD 

Thirty-one vC.ID cases were reported to have been blood donors. Four additional cases who were not reported to have been blood donors 

were found to be registered with UKBTS. One of these cases was found to have been a blood donor while the other three cases were 

registered as donors but never made any donations. Twenty-four of the cases have been traced at blood centres including the four additional 

cases mentioned above. Components from 18 of these individuals were actually issued to hospitals. It has been established that 67 

components were transfused to named recipients (53 dead, 14 alive). 
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These findings strongly suggest that vCJD may be transmitted via blood transfusion. The identification of a third case of vCJD in this small. 

cohort of known recipients of blood from persons incubating vCJD establishes beyond reasonable doubt that blood transfusion is a 

transmission route. 

In the reve,,c ,Curly, 15 vCJD cases si cir ,(cd to have ll,cc_ ,cl bll < l,ui,iu iui' to . a<,e received a bloil 
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components), which have been traced to 192 named donors (two of whom had vCJ D as described above). 

OTHER FORMS OF CJD 

A ioiid vi 91 blood transfusion recipients have been id d as having received blood from donors who were later diagnosed with ron-

variani CJD (sporadic or genetic) forms of CJD. 0'tl, e c t i ';cots, 198 are known to have died; there is no evidence that their ih ii h, were 

related to CJD. 

In the reverse study, 292 blood donors were identified n ho=,,, I l,, i (1,li fi o 'rs=.' 1C, t, tl iir t i t , 1'° ,°ril 8 i r ~ic i r_cl alt ~17=,<<ifhc 

CJD. Eleven of these donors have died and there is no evidence tl) ,t ti ; i , ,.ths were r. iitr°ci to CJI,. 

Further data from the study are shown below. Any enquiries relating ut thls project can be directed to Jan Flncl nzie at 

jan.mackenzie _C 
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vCJD DONOR SUMMARY 

Number of vCJD cases in the UK' 178 

Number who were eligible to donate (le aged 17 and over) 168 

,Number reported by relatives to have been blood donors 31 

;Number of cases where donor records have been traced 242

umber of cases from whom components were actually Issued 18 

Number of recipients identified from 18 cases where recipient and 
67 component information is available 

'Two non-UK cases not included in the above table had resided in the UK and were reported to have been blood 
donors while residing in the UK. Donor records were traced in the first but no issues were made. Donor records were 
traced in the second and it was established that components were issued but information on issues predated available 
records. 

2Donor records were traced on four where the relatives had reported the case not to be a donor. 
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USE OF BLOOD DONATIONS FROM vC]D CASES 

jTRANSFUSED: ,Red cells 

[Leucodepleted red cells 

3 27 

...... .. .......25 

Buffy-coat reduced red cells ...._. 2 ...... ... 

CFresh frozen plasma 3 

Fresh frozen plasma (leucodepleted) 

W hole blood ........ .. ..... . ... .. . ' .... 2

[Cryo-depleted plasma  1 

~~ Cryoprecipitate _..... ........ ..... ... 1 ......... ......... ... 

Platelets (pooled) 2 

(Platelets (pooled, leucodepleted) 2 

In addition, 11 vCJD donors (including one non-UK case who donated while residing in 
the UK) contributed plasma to 25 plasma pools identified by UK fractionators (BPL & 
PFC) as having been used for the manufacture of plasma products prior to 1999. 
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RECIPIENTS OF LABILE BLOOD COMPONENTS DONATED BY vCJD CASES (n=67) 
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vCJD CASES WHO RECEIVED BLOOD TRANSFUSION(S) IN THE PAST 

Recipient Transfusion Episode Number of donor exposures Interval from transfusion to onset of illness 
~._________..._._ -. 1  

38 
. ~.._... ~___. 

4 years, 9 months 

1 2 65 4 years, 6 months 

2 1 2 115 years, 11 months
2

3 6 years, 3 months 
1

4 5 years, 4 months 

14 1  5 8 months' 

5 (Case 1) 1 52 16 years, 6 months 

6 (Case 

I7
[8

3) 

9 (Case 4) 

9 (Case 4) 

10 

563

'timing of clinical illness excludes blood transfusion as the source of infection in this recipient. 

zone donor developed vCJD (Donor 1 referred to in Results section) 

years, 10 months 

3one donor developed vCJD (Donor 3 referred to in Results section who donated to both Case 3 and Case 4) 
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General Data Protection Regulation (GDPR) 
The Transfusion Medicine Epidemiology Review (TMER) 
How we use your information 

Updated 3rd October 2018 
Reviewed 18th June 2020 
Updated 10th August 2020 

The Transfusion Medicine Epidemiology Review (TMER) is a collaborative public health 
surveillance project between the UK National CJD Research & Surveillance Unit (NCJDRSU), 
NHS Blood and Transplant (NHSBT) and the remaining UK Blood Services. The main purpose is 
to investigate evidence that Creutzfeldt-Jakob disease (CJD) and variant Creutzfeldt-Jakob 
disease (vCJD) may be transmitted via blood and help prevent disease spread. We share the 
minimum amount of personally identifiable information on CJD cases that is necessary, with 
the UK Blood services, who then use this to check against their records and identify individuals 
who have received or donated blood components from/to cases of CJD. Recipient and donor 
details (name, date of birth, address, NHS number, study number) are also shared with NHS 
Digital services in order to flag recipients and donors for the purpose of obtaining details on 
date, location and cause of death when a recipient or donor dies. Data are not always available 
for every field requested but, as a minimum, name and date of birth are a mandatory 
requirement. 

The nature of this non-research project means we use personal identifiable information about 
individuals without their explicit consent. We have special permission to do this under Section 
251 of the NHS Act 2006 and Health Service (Control of Patient Information) Regulations 2002 
for England and Wales, and from the Public Benefit and Privacy Panel (PBPP) for Health and 
Social Care for Scotland. 

We know how important it is to protect the privacy of individuals we hold personal 
identifying information on and as such we will: 

• only ask for what we need 
• make sure nobody has access to it who shouldn't 
• only keep it for as long as we need to 
• not make it available for commercial use (such as marketing) 
• only use this information as the law allows 
• carefully protect this information at all times 
• provide training to staff who need to use personal identifying data to do their job 
• only share this information as the law allows 
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• respond appropriately if personal information is not used or protected properly 

Our staff are trained to treat personal information in the strictest confidence, in compliance 
with the General Data Protection Regulation (GDPR) and the NHS Caldicott principles and 
have a duty to maintain confidentiality. They undergo relevant Information Governance (IG) 
training and will only be allowed to deal with personal information if their IG training 
certificates are kept up to date. Any deliberate or negligent breaches of this policy are 
disciplinary offences. 

Contact for further information 

The NCJDRSU is the data controller under this privacy notice. If you wish to raise a complaint 
on how we have handled your personal data, you can contact our Data Protection Officer 
who will investigate the matter. If you are not satisfied with our response or believe we are 
processing your personal data in a way that is not lawful you can complain to the Information 
Commissioner's Office (ICO) at https://ico.org.uk/. 

Data Protection Officer contact information: 

Data Protection Officer 
Governance and Strategic Planning 
University of Edinburgh 
Old College 
Edinburgh 
EH8 9YL 

Emai l: dpo@ed.ac.uk 

General information about the legal basis of processing personal identifiable information by 
the NCJDRSU, including your rights, is available at ht °fnr~rw~,rp~ ~~l,ar ~~ riar ~y_n~t;cP 
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