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Subject: jocal raporting of CJD - identifying refrosperiive canes

Hi Nicky,
This proposal does cause me a fow worriss.

The purpose of this exercise is Lo assess and manage appropriately the
public health rvisgk from surgery on peopls with OJD.

Taking the *assess® hit first. I thought that Rob Will's Unit had these
data, at least sinoe 1%%0. In terms of assessing the risk to publin health
how much more detail is needed? Hven knowing the number, and type, of
surgical grocedure we are shill not able to use these data to pradict the
nunbeyr of secondary cszep bhsozuse the BOR risk sggessment model was nevey
intended to bs uvsed for such predictions. We can’'t just pub the number and
tyvpe of surgical interventiong in, crsnk the handle and wait for the
resuint.

If the purpose is to add cases to the nstional database of "contactablas?
and whatever the other catagary wag, then there there probably value in
eollacting the data on pecple subseguently exposed to the same seb of
ingtruments used on the person with CID. R the ease of doing this
will coloured by nther factors asuch as iden ingtruments {(see below)
arsl what to tell peopls whix havs besn identd it's one thing to be told
that yvou may be at-risk because of vecent surgery, T think it's guite
another 1f the surgery was 20 Vears ago.

Alsc, I do wonder how necessary is it to obtain detaliled data on patlents
with sporadic IR who have underoone surgeyry anyway. Nothing has changed
with regards gsporadic OJD ao the public health impact will ba az it alwave
waa, probably very small, maybe almost non-existent. If the aim iz to
gange

the impact on public health with regards sporadic OID and surgery then it

Vi miaght be better to sget up a case control gbud*'&ra gsee 1f the resmults

i obtained by Colin Masters can be replicated

Now, what about managing the public health righy

Taking sporadic CID first. Even bearing io micd Colin's work in Australia,
ig thers anvthing that we could reasoanably 4o now Lo manags ths public

health risk £o0r surgery that may have taken place up to 20 wears agn? I
sugpect not.,

With regards vOID we are still working oub what it ig we want vo do when a
surgical ilncident arvisss. Tha furthsry bagk in time o oo the lesgs likely
it

ig that there would have been an insirument tracking gystem in place. I'm
concerned that 1f we start idsnbifving incidents going back 20 yvears we ars
going to find curselvas beidng asked what o do with, possibly, thousands of
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anstruments some of which will be very expensive. The danger then iz than
we will be setting the CIDIF's policy on instrumsnts in an ad hoo way,
which

could well oreabte problems in the Futurs.

Without instrument tracking the murber of subssguent patisnts capabls of
baing precigely identified must be small. Thab would leave two options.
Fivst, don't try to identify them s0 thers will be no data to put on the
databage. Second, include a large number of poople sn as to be surs of
gaiting the correct ones {le a high sensitiwvity} and accept that a lot of

thew will have no rigk {ie low specificdty). This would totally sovaw up
any apidemiclogical study. In either event the conclusion seems to bes

that,
without instrument tracking. thers is
woridld come out of all the work.

T'm alge worried that where we van identify people at-risk we would yun
into

problems when telling &, possibly lavgish, group of people thabt they may
have basn exposed to an inferctdon visk shrough su . Itts one thing o
deal with one incident ab & tdme, guite anovher apen multiples fronte all
at onos!

e

111 leavs you with three guestions:

i} have the reasons for caryying cut this work been clearly dSefined?

2} hap an assessment been gade of the likeliheood that the ocutcome will meeb
the neede?

3) im this the wost appropriate time to be doing this?
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