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BPSU 15th Annual Report Published

TheBPSU 15th Annual Report 2000-2001 hasrecently been published. College
memberswill receivetheir copieswith the College newd etter that should bereach-
ing you shortly. A limited number of additional copies are available from the
BPSU office, alternatively the Report can be viewed on the College’ swebsite at
<http://www.rcpch.ac.uk/library/BPSU/BPSU.htm >. Wehopeyouwill findthis
an interesting read and worthy of storage on your overcrowded bookshelves.
Alternatively, dofeel freeto circulateit within the department or passit ontothe
hospital library.

For the first time, the report contains a contribution from the Professor Liam
Donaldson, the Chief Medical Officer for England and Wales. Along with the
recent renewal of the DH'’ sgrant to the Unit thisvery much reflectstheimportance
and high esteem in which the BPSU isnow held. To quote Professor Donaldson,
“itisamatter of pridethat theinnovative and scrupul ous epi demiol ogy of the
BPSU hasbeen emulated by several other countriesin Europe and beyond.”

Elsewhereinthereport, Dr ChrisV erity reviewsthe achievementsof the Unit over
itsfirst 15 years, highlighting the outcomes of some of the 50 completed studies.
Not only hasthe BPSU aided in the collection of epidemiological data, but it has
also assisted in devel oping management protocol sand in one case - chemistry set
poisoning - aided in changing law. Recently the BPSU hasbeen at theforefront of
discussion over consent and data confidentiaity, and hastaken alead ininvolv-
ing parent organisations and leading the development of the International Net-
work of Paediatric Surveillance Units. The willingness of paediatriciansto con-
tinueto contributeto the systemisreflected in an average monthly responserate
of 92% which hasled to over 1800 cases reported, the highest ever for asingle
year. On behaf of the Unit and the BPSU investigators we thank you for this
magnificent response.

New BPSU Committee Members Chosen

Following acall earlier onintheyear for applicantsto the BPSU Executive, four
new membersincluding anew chair have been chosen. Of particular importance
wasthechoiceof thenew chair of the BPSU toreplace Dr ChrisVerity. Tothisend
Professor Michael Preece, Professor of ChildHeadthand Growth at the Ingtitute of
Child Hedlth (London) was selected.  Professor Preece has an extensive back-
groundinresearch and currently chairsthel CH/GOS Ethics Committee.

Following adifficult choice, Dr Allan Colver, Newcastle Roya Infirmary, Dr Martin
Richardson, Peterborough General Hospital, and Dr William McGuire, Ninewells
hospital were selected as new members of the committee. Each offersalevel of
interest and experience, whichwill complement the current committee member-
ship.

Toaccommodatethese new facesthe BPSU Executivehasto say farewdl | to severd
long-standing members. Dr Chris Kelnar, Professor Brent Taylor and Dr Angus
Clarkeaong with Dr Verity are stepping down from the Committee this autumn.
Without doubt their contribution has been amajor factor inthe successful devel -
opment of the BPSU over the past eight years.
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Study News

Professor Sibert reportson the progressof thesurvey intointer nal abdominal injury duetochild abusein children under 14years: “This
study began in March 2001 the inclusion criteriabeing 1) Children aged 0 — 14 years; 2) Internal abdominal injury dueto child abuse,
diagnosed at multidisciplinary meeting (case conference, strategy meeting or part 8 review).

To date we have received 30 notifications via the BPSU. In each of these cases, a questionnaire has been sent out collecting further
information with regardsto the child; theinjuriesidentified; clinical management; family dynamicsand outcomedetails, including thechild
protectioninvestigation. Of the 30 notificationsand hence questionnaires sent out, 12 repliesare outstanding asof 31/08/01 (i.e. nofurther
detailsyet available), 2 duplicate case notifications have been received, 9 notificationswere madein error (injury accidental —not dueto
child abuse), 7 confirmed cases—similaritiesare emerging in theinformation that we are collecting in these confirmed cases. Sadly, three
of thesechildren died asaresult of their injuries.

“We have a so received information on anumber of caseswith internal abdominal injuries due to child abuse predating the onset of the
study —information provided by paediatricians contacting us directly. Recently, changes have been made to the notification card by the
BPSU, which should reduce the likelihood of notifications being made in error. We would like to thank al of those who have so far
participated in this study.”

For further information contact JR Sibert, PM Barnes& C Norton, Department of Child Health, University of Wales College of Medicine,
Academic Centre, L1andough Hospitd, Penarth, Wales CF64 2XX. Email: sbert@cf.ac.uk

Dr BrendaGibson reportson thefirst national prospective epidemiological study of childhood thrombosis, now into itseighth month of
datacollection: “Itishoped that thisstudy will help to answer important questionsrel ated to the management of childhood thrombotic
events, which, athough rare, often raise difficult therapeutic issues. Thestudy isdesignedto allow:-

a Theevaluation of theroleof acquired and inherited thrombophiliain childhood thrombosis.

b) Thevalidation of currently used therapeutic approaches, which have generally been extrapolated from adult practice, with no
further validation.

o) Thedesign of controlled clinical trials appropriate to paediatric practice.

“Inthe past seven months, 75 cases of childhood thrombosis have been reported either viathe BPSU or the British Soci ety for Haematol -
ogy. Of the 75first mailing datacollection formssent to thereporting physicians, 53 have been returned compl eted, of which 32 havebeen
confirmed aseligible by theentry criteria. Initially anumber of reported caseswereineligiblefor the study because the reported event
predated the start of the study, but since then the majority of reported caseshave met eligibility criteria.

Fewer cases have been reported than expected and because of concerns of under-reporting, we aredirectly targeting paediatric surgeons,
intensivistsand cardiol ogists/cardiac surgeons. Duplicate reporting is better than under-reporting.

“Thecriteriafor entry is- any child aged between one month (or 44 weeks post conceptional age) and 16 years, newly diagnosed with an
objectively documented venous or arterial thrombosis. Neonates and children with stroke areexcluded, to prevent overlap with other

ongoing BPSU studies, and thismight, in part, explain the smaller than expected number of reported cases.

“ A second mailing datacollection formwill be sent to reporting physiciansat aninterval of 6 monthsfromthefirst, to collect information
on progress and outcome. We are now more than six monthsinto the study and the second mailing started in August.”

For further information contact Dr Brenda Gibson, Dept of Haematology, RHSC, Y orkhill, Galsgow G3 8SJ

Dr Andrew Williamsreportsonthe cer ebral vascular disease/ strokeand likeillnesssurvey: “Wehave now completed the eighth month
of this 13 month descriptive epidemiological study. To date 200 reports have been received, so far 83 who have been confirmed as
occurringonor after January 1% 2001. Thissadly includes4 deathswith different causes. In additionto thiswehavehad 5referralsfor Vein
of Galen and 4 for Sturge Weber . Data from a parallel surveillance system involving cardiologists, haematologists, radiol ogists and
neurosugeonsisalso currently being collated.

“It hasbecome apparent that afew casesreported to usmay overlapwiththe Vitamin K deficiency and thethrombosi sstudiesboth of which are
a so being run contemporaneoudy with uson the Orange Card. Wewould encouragediscuss onwith theserespectivestudy groupsi f there any
queries. Investigatorsinal thestudiesareprohibited fromreferring patientsor transferring their datafrom one study to another. Instead weare
obliged to contact the original referrer and politely suggest that they contact the other research group through the Orange Card.

“We have also received our first returns from the 6 month follow up, looking at stroke recurrence. The figure quoted for recurrence of
childhood stroke varieswidely in the literature and this study aimsto give aclearer picture. Thereturns so far are encouraging and will
hopefully be used to support funding for alarger multinational interventional study into infarctive childhood cerebrovascular disease.
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Study News

Weareddighted with the progressthusfar of thisstudy and are extremely grateful for the Stroke Association in supportingit. Our regional
advisors and myself are only too pleased to discuss any possiblereferral.”

For detail splease contact Dr A N Williams, Dept, of Neurology, | ngtitute of Child Health, Birmingham Children’ sHospital, Birmingham B4
6NH. Email: anw@doctors.org.uk

Dr Pat Tookey reports on the study into congenital cytomegalovirus (cCMV): “Surveillance started in February of thisyear, andis
continuing. We are seeking notification of all infants born in the British I sles since the beginning of 2001 with clinically recognised,
confirmed and suspected cCMV infection. Inthefirst six monthsof reporting (February to July) wereceived 73 reportsthrough the BPSU,
fromall partsof theBritishsles.

Our casedefinition forconfirmed casesis: any infant with cCMV infection, confirmed by PCR or virusisolation from urine, blood, saliva
or tissuetaken at biopsy within 3weeksof birth, and for suspected cases: any infant with symptoms compatiblewith cCMV infection aged
under 12 monthswith CMV isolated from urine, blood, salivaor tissuetaken at biopsy after 3weeks of age, and/or with CMV specific IgM
after 3weeks of age. Our main aimsareto ascertain the popul ation prevalence of cCMV disease, describe current management strategies,
and monitor theclinical outcomeat thetimeof thechild’ sfirst birthday. Weare a so monitoring laboratory reportsof CMV ininfantsunder
the age of oneyear madeto the PHL Sand Scottish Centrefor Infection and Environmental Health.

Twenty-fiveof the 73 reportsreceived inthefirst six monthsare currently outstanding, 17 weremadein error (mostly infantsborn in 2000)
and four areduplicates. Among the remaining 27 infantsfor whom we have received completed i nformation there weretwo pairsof twins,
oneinfant in oneof the pairswasnot infected. Diagnosisof cCMV wasmadein thefirst threeweeksof lifein 18 infants. The other eight
were aged over three weeks at diagnosis, and have therefore been recorded as suspected cases. We plan to investigate the feasibility of
tracking down the Guthrie cards and attempting to make aretrospective diagnosis for suspected cases.

Please continueto report cases of confirmed or suspected cCMV on the orange card. Thanksto all thosewho have already reported cases
—and if you have not yet returned your form, please do so as soon as possible. Contact Dr. Pat Tookey on tel: 020 7905 2604 (Email:
p.tookey@ich.ucl.ac.uk) for further information.”

On behalf of the above contributorsand all the other investigators, can we thank you for your continued cooperation.

International Network of Paediatric Surveillance Units (INoPSU)

New national units: Thenewly formed Portuguese Paediatric SurveillanceUnit (PPSU) commenced surveillancein April. Coveringa
child population of 1.8 million and involving 1500 clinicians studies to be surveyed include Kawasaki disease, haemolytic uraemic
syndrome, group b streptococcal disease, and insulin dependent diabetes mellitus. Executive committee memberswere pleased to meet
recently with representativesof thenewly formed Greeceand CyprusPaediatric Surveillance Unit (GPSU) . Developedfollowing aone-
off email contact, membersweredelighted to hear plansfor the establishment of thisnew unit. Thiswill bethethirteenth national unit to
develop such asystem based on the BPSU methodology. The GPSU child population catchment isaround 1.6 million, studiesinitially
under surveillanceinclude Kawasaki disease, nephraotic, aplastic and West syndromes, Q and endemic fever. The BPSU scientific coordi-
nator will beliaising with these new unitswith theaim of seeking their affiliationtotheINoPSU. Theinvolvement of Portugal and Greece
should aso strengthen any future EU funding application for collaborative INOPSU projects. Talking of which, the INOPSU sent a
delegation led by Professor Victor Marchessault from the Canadian Surveillance Programmeto the | nternational Paediatric Association
conferencein Beijing, China. Theaim wasto seek affiliation to the | PA, which | am pleased to announce was successful, and toraisethe
profileof thelNoPSU.

INoPSU conference: Currently the BPSU ispreparing to host the second INoPSU conference. Following onfrom asuccessful inaugural
conferencein Ottawa Canadalast year, thisconferencewill beat Y ork University held on 14-15th April 2002. Themeeting will directly
precede the RCPCH scientific meeting. Thefirst day will afford an opportunity to those involved in surveillance activities to meet and
discuss mattersof interest.

The morning of the second day will see aseries of lectures open to all to attend. TopicsincludeHaemophilus b vaccination strategies;
MMR vaccination; reducing therisk of mother to child transmission of HIV worldwide; inflammatory bowel disease; hepatitis C virus
surveillance; vCJID in UK children; and aparental support perspective on the need for surveillance.

The RCPCH plenary session on the Monday afternoon will continue the international theme with two INOPSU presentations entitled
“ Epidemiology of Haemolytic-uraemic syndrome- aworldwide perspective” by Professor Elizabeth Elliott (APSU) and“ Vitamin K defi-
ciency bleeding—international surveillancefindings’ by Professor Rudi von Kries. Further detailson themeeting will beavailableinthe
winter bulletin and will be posted up onthewebsite. If youwishtoregister aninterest in attending the INoPSU session, which will befree
to those attending the RCPCH session, we would be pleased to hear from you.
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)] Theredeveloped BPSU website at http://bpsu.inopsu.com

2 BPSU summary paper on confidentiaity; Verity C, onbehdf of the BPSU Executive Committee availableat
http://iwww.rcpch.ac.uk/library/index.htm

3 Aninternational network of paediatric surveillanceunits: Anew erain monitoring uncommon diseasesof childhood. Elliott E,
Nicoll A, LynnR, Marchessault V, Hirasing R (INoPSU Secretariat), on behalf of INOPSU members. Canadian Journal of Paediatrics
2001; 6: No5pg250-9

4 Isregional paediatric surveillanceuseful ? Experiencein Wales. R H JIMorgan, O’ Connell H, Sibert JR, Lynn RM, Z E Guildea,
Pamer S. Arch DisChild 2001, 84: 486-487

5 Prospective survey of childhood inflammatory bowel diseaseintheBritish1sles. Sawczenko A, SandhuB K Logan, RF A, Jenkins
H, Taylor CJ,Mian S, LynnR. Lancet 2001; 357, 1095-96

6) Theriskand outcome of cerebral oedema devel oping during diabetic ketoacidosis. Edge JA, HawkinsM M, Winter D L, Dunger
DB, Greene SArch. Dis. Child. 2001; 85: 16-22

7 Neonatal meningitisin England and Wales. 10 yearson. Holt DE, Halket S, deLouvoisJ, Harvey D. Arch DisChild Fetal Neonatal

Period Ed 2001;84: F85-F89

Monthly Analysis

Asyouwill seefrom Table 1, the monthly card returns once again hasfallen below 90%. To date the card return for March (85%), April
(86%) and June (83.6%) are much lower than expected and have contributed significantly to thisfall. If you are hol ding these or any other
cards could you pleasereturn them as soon as possible. The end of year return for 2000 was 92.7% although down on 1999 (93.4%) we
would very much liketo maintain the current rate at thislevel. In Table 2 you can seethat the questionnairereturnrateisaround 90%. With
the Encephalitis study coming to an end in Octaber, it would be helpful if any outstanding questionnaires could be returned.

Table 1: Table 2: All cases reported and follow-ups to 28/08/2001
% response rate Jan-June 2001

Region % retd Rank | Il Not Yet as % of total
(Dec-May 2001) VALID INVALID Known
North 90.1 6 (10) Condition  Started I Ha  lb n Ttl N TRTT
Yorks 86.2 16 (17)
Trent 88.8 10 (3) HIV/AIDS 1986 1445 283 343 151 2222 65 28
EAngl 855 18 (14) CR 1990 65 24 32 3 124 53 45
wr o m e < I I I S
NET 81.7 20 (19)
PIND 1997 715 125 271 59 1170 61 34 5
SET 86.0 17 (18)
SWT 88.9 9 (9 Enceph 1998 133 30 135 84 382 35 43 22
W 93.6 ) J(.S) CVD/S 2001 70 3 20 91 184 38 13 49
essex .
(19) VKDB 2001 2 1 1 10 14 14 14 71
Oxford 88.4 1@ Thrombosis 2001 23 4 10 27 64 |36 22 42
SWest 86.7 15 (16) cMV 2001 17 3 13 40 73 |23 22 55
WMids 89.3 70 1Al 2001 8 0 9 13 30 |27 30 43
Mersey 94.4 4 (6)
Total* 2743 572 986 506 4807 57 32 11
NWest 89.2 8 (12)
Welsh 94.7 16 * Alldatais provisional & continually being updated
NScot 92.3 3 (1)
SScot 88.1 13 (3) Key to table / abbreviations
WScot 88.0 14 (12) I Confirmed/already known HIV/AIDS Acquired Immunodeficiency Syndrome
lla Duplicate / H l defici Vi
Nire 90.2 5 (2 b Reporting error or revised CR Cosgti?ta:n&lg;ﬁae reeney virts
Rire 88.3 12 (12) diagnosis Reye's Reye's Syndrome
m ;tsgdjs EOt _yet r(_eported to SSPE Subacute sclerosing panencephalitis
y investigator i
Total 88.0 PIND Progressive Intellectual
Neurological Degeneration
Enceph Encephalitis in children (2-36months)
CVDI/S Cerebrovascular disease/stroke & like illness
VKDB Vitamin k deficiency bleeding
CMV Congenital Cytomegalovirus
1Al Internal abdominal injuries due to child

abuse in children under 14 yearrs



