Royal College of
Paediarics and Child
Health

The British Paediatric Surveillance
Unit (BPSU) is part of the Research
Division of the Royal College of
Paediatrics and Child Health

Contact
Richard Lynn MSc
Scientific Coordinator

Tel: 020 7323 7911

Fax: 020 7323 7901

Email:  bpsu@rcpch.ac.uk
Website: http://bpsu.inopsu.com

Sir Peter Tizard
Bursary 2006
Call for Applications

New BPSU Chair

Dr Allan Colver appointed

Study News

Scleroderma, early onset

eating disorders study

Presentations and

Publications
RCPCH Conference

Analysis

Regional and study tables

Vol 14 No 1 March 2006

BPSU Re-launches Website

This Spring sees the launch of the new BPSU website — http://bpsu.inopsSiVicibsh.
easy to navigate, the new site contains all the basic information on the BPSU, includit
history and methodologyror those wishing to undertake a survey through the BPSU,
there are instructions on the criteria for application and detailed guidelines along wi
downloadable application forms and there is also information on the SirTieatet
Bursary (see overleaf).

The Sudies section has been extensively
revised with much more information on
the current conditions under
surveillanceThe section on completed
studies includes details on when and py
whom the project was undertaken and
hyperlinks to the definitive published
paper or abstractVia the publications
section you can link to the BP&dnual
Report and the Quarterly Bullefias
well as recently published article
associated with the BPSU.

(%)

Importantly the site contains the BPSEurrent position on ethics and confidentiality
in relation to surveillance and includes all the current documentation produced i
consultation with the Patient Informatiéwlvisory Group.

Finally, there is also a link to the appropriate condition support group. Over time, w:

hope to develop the site further and would appreciate your feedback and suggestion:s
would also be very helpful if you could ask your hospital webmaster to link with our site

BPSU Conference details now available

As you will have probably read in the last newslettef
the BPSU will be hosting its 2@nniversary conference
on theTuesday 30 May. The conference will provide
an opportunity for college members, representatives
from other national and international surveillance units
and patient support groups to come together and reflect .. .o
upon 20 years of rare disease surveillance undertake e cotes of Pasdatics s chia Hean
by the BPSUThe conference will consider the role off BPSU 20" Anniversary
paediatric surveillance to date, as well as possibilitie€onference

for the future. Guest speakers have been selected to

represent the successful surveillance activities of the
unit over the past 20 years. ;

The full programme and registration form was circulate
in the February mailing, though it can be downloaded

from the College website at http://mwwapch.ac.uk/research/bpsu.html or via the BPSU
site at http://bpsu.inopsu.com. Registration will be £95 or £50 for charities. CPD point
are available. Space is limited so please book early to secure your place.

E-mail: JennifeEllinghaus@rcpch.ac.ulkel: 020 7323 7912.

Royal College of Paediatrics and Child Health, 50 Hallam Street, London W1W 6DE
Tel: 020 7307 5600 Fax: 020 7307 5601 E-mail: enquiries@rcpch.ac.uk Website: www.rcpch.ac.uk
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The RCPCH is once again inviting applications for the Sir PE#Eard Research Bursary from paediatricians wishing to
undertake an epidemiological surveillance study through the British Paediatric Surveillandd&siiccessful applicant will
receive up t€15,000towards the costs of a surveillance study

The purpose of the bursary:

» To encourage paediatricians who are not research active to undertake a study of a rare disease or conditifatts/hich af
children and which is of scientific or public health importance.

» To enable paediatricians to further develop their research knowledge and skills.

» To add to the body of knowledge of rare childhood diseases and conditions.

» To promote the role of the BPSU in the surveillance of rare disedsesraf children.

» To support the Royal College of Paediatrics and Child Heatibjective of building and strengthening research in
paediatrics.

Who is eligible to apply for this bursary?
* Applicants must be members of the RCPCH
* Those who have not previously undertaken a BPSU study
* Paediatricians with NHS contracts (PT or FT) who are:
a) Specialist Registrar/sfdAssociate Specialist grade
b) Consultant grad@ess than five years in post)

NB Priority will be given to encouraging young clinicians in training.

What are the selection criteria?

The purpose of the bursary award is to encourage paediatricians to develop skills and experience in epidemiological resear
Applications will be judged on: the scientific quality of the application, the justification for the study being carried out through
BPSU and the likely benefits to the candidate in terms of developing their research knowledge arithekdlsentific and

public health importance of the condition proposed will be taken into account but will not be a sole criterion.

Closing date for initial application is 15th June 2006.

We would be grateful if consultants could make juniorfstafare of this application request for the 2006/7 Sir Pegard
bursary

Further information is available on the BPSU website at http://bpsu.inopsu.com/methodol.htm#bursary or from Richard L
Scientific CoordinatqrTel: 020 7323 791/12 or E-mail: bpsu@rcpch.ac.uk.

After four-and-a-half years, Professor Mike Preece is stepping down
as chair of the BPSU Executive. Over this period Mike has been
involved in negotiating a substantial DH grant, which has secured
the medium-term future of the unit. Mike has also helped in securing
Patient Informatio\dvisory (PIAG) approval for the BPSU and its
current studies, no mean feat. Our wholehearted thanks go to Mike
for his invaluable contribution.

We welcome DAllan Colver as the new chair of the committee.

Allan, pictured right, is Reader in Community Child Health at the

University of Newcastle upoyne and a Consultant Community

Paediatrician in Nortfiyneside. His present research interest is the

participation and quality of life of disabled children; and he

coordinates a study of this across Europe, funded by the European

CommissionAllan has the advantage of four years experience on

the BPSU Executive and, in 2001, he completed a BPSU facilitated study on fogy Allan is, therefore, in a great position
to direct the future development of the unit.

We also say goodbye to Dr Martin Richardson who, after five years, is moving on. Mpeiinéptive comments, as jobbing
paediatrician, have been a great asset to the unit. Replacements for Mike and Martin are currently being considered.
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The investigators of th8cleroderma study update us with progress so far

Background and aim of the studycleroderma in childhood can cause major disability and (in the case of SSc) méittality
present, there is very little information available on the occurrence of childhood scleroderma. Our main aim is to assess tt
number of new cases presenting for the first time in any given year offdwexifforms of childhood sclerodernvse are also
obtaining information on the interval between symptom onset and diagnosis and the pattern of care received by children befo
and after diagnosis.

Progress so faiSinceAugust 2005, childhood scleroderma has been included on the BPSU orangk leaftkt describing
childhood scleroderma was sent to all paediatricians witAulest orange cardherefore, the ‘orange carstheme is raising
awareness of childhood scleroderma. Members of the BASslociation of Dermatologists (BAD), the British Society for
Paediatric anddolescent Rheumatology (BAR), and the UK Systemic SclerosiguBy Group, are also contacted every three
months with a request to notify new patients, in order to maximise recruitment and ensure the full ‘coverage’ necessary for &
incidence study

So far 16 children have been notified via the BPSU and had questionnaires completed, but of these only 6 easeéaew’
referred within the surveillance period, in other words from July 2005. Full details have been sent to us on all these cases. Seve
paediatricians have written to us informing us of their willingness to notify new cases and we are confident that the numbel
notified should increase.

Difficulties encountered so far have been mainly due to receiving notifications of patients who were referred before the
commencement of the surveillance period within the last month, and therefore not eligible for this incidence study

Plan for the next yea¥Ve intend to continue to seek notifications via the BPSU, BAD ABS&hd the UK Systemic Sclerosis
Study Group and to commence sending out 12-month follow-up questionnaires.

For further information contact: Dondaylor-FeslerTel: 0161 275 5993. E-mail: Donnayllor-Fesler@manchestac.uk

The surveillance period for thgarly onset eating disorderin children under 13 yearsof age is to be extended by two months

until May 2006.The extension is needed as it has been noted that during data collection there appears to be a lag of one or t
months from diagnosis to repoftis has been especially so for the psychiatrists involved in the $helgxtension will make

sure that no cases between March 2005 and March 2006 are missed.

Progress to dat&he alternate reporting system set up to identify cases through child psychiatrists is working well, with a
response rate for their cards of over 70%Januarywe have had 342 suspected cases 253 (74%) reported by psychiatrists and
89 by paediatricians. Details on 272 have been collected. 137 fitted the case criteria, 96 by psychiatrists and 41 by paediatricia
14 cases were reported by both grodpere have been 51 reports that have been duplicates, but we do encourage you to repor
a case, even if you know that a colleague or paediatrician has seeffliigeway we can guarantee capturing the CHsere are
still 84 (28%)outstanding questionnaiesyet to be returned, 70 (83%) by psychiatridtsdetails on each case are crucial can
we uige you to complete your questionnaire as fully as possible and retursabmaas possible pleaseWe have recently
written to those who have reported a case but have yet to return
their questionnaire. So, if you received one of our reminders
please do not discard iThe one-year follow up of outcome
will commence in March.

The median age of reported cases so far is 141 months, the
youngest being a male of 69 months. Interestirgpo (32) of
reported cases are boys; this confirms previous data that there
were a higher proportion of boys than seen in adolesddhts.
but three cases are ethnically whitbe standard deviation score
for BMI ranged between —4.3 and 7.8 with a median of -1.33.
From our initial categorisation, 44 fit the definition for anorexia
nervosa, 4 for bulimia nervosa, 3 for binge eating disorder
(BED), 59 for eating disorder not specified (EDNOS) and 27
other (Figure). Seventy-two (52%) of children were admitted
to hospital. 16 children had naso-gastric feeds and 22 were
administered psychotropic drug&here initial outcome is known 57 have shown improvement, 43 are unchanged, eight have
deteriorated and, unfortunatethere has been one death due to renal failure.

For further information contact: Richargrn, Tel 020 7323 791, E-mail: Richard.lynn@rcpch.ac.uk
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The RCPCH Scientific meting this year sees many presentations on BPSU relatedTatkskon
hyperbilirubinaemia, tuberculosis, vitamin K deficiency bleeding and stroke are to be presented in the ple
sessions. Non type 1 diabetes, thyrotoxicosis, mitochondrial cytopathies, HIV and MCADD were all choser
group presentations along with talks on the historical development of the BPSU and the contribution of speci:
to case ascertainment.

There have been two recent papers published:

1) No clinical evidence of hidden vCJD in UK Childr&ferity C,WinstoneAM, Stellitano L, NicollA, Will RG.
Arch Dis Child online 31 Oct 2005. doi. 1@36/adc 2004. 071266

2) Abdominal injury due to child abuse. Barnes PM, Norton CM, Dunstan FD, Rémjyates DW Sibert JR.
Lancet. 2005 Jul 16-22; 366(9481): 234-5.

TABLE 1 - % RESPONSE RATE TABLE 2 — ALL CASES REPORTED AND FOLLOW -UPS TO 27/2/2006
Jan—-Nov 05
Region % rtnd  Rank | 1 as % of total
(Jan- Sept 05) VALID INVALID NYK
North 94.3 5 (12) Condition Started | | lla b 1] Tl I i
Yorks 94.1 7(2) HIV 1986 3880 | 511 543 | 309 | 5243 | 74 20 6
Trent 92.1 11 (11) CR 1990 71 28 52 5 156 46 51 3
EANg! 91.7 13(13) PIND 1997 1160 226 524 123 2033 57 37 6
NWT 89.7 18 (17) NNH 2004 62 26 30 16 134 46 42 12
NET 88.0 19 (20) MCADD 2004 98 21 7 57 183 | 54 15 31
SET oL7 14 (16) Thyrotoxicosis 2004 118 10 35 88 251 47 18 35
SWT 90.9 16 (18)
EOED 2005 51 3 21 17 92 55 26 19
Wessex 94.1 6 (4)
Oxford 93.1 10 (8) Scleroderma 2005 5 2 10 21 38 13 33 55
SWest  93.7 9(9) MRSA 2005 25 2 13 17 57 | 45 24 31
WMids 91.5 15 (15) Malaria 2006 5 1 12 18 28 6 67
Mersey 905  17(10) Total 557 | 829 1236 | 665 | 8205 | 66 25 9
NWest  94.0 8 (5)
Wales 96.7 1)
| = confirmed/already known lla = duplicate
NScot 94.5 3 (6) b = reporting error or revised diagnosis 1l = status not yet reported to BPSU by
investigator
SScot 91.8 12 (14)
HIV Human Immunodeficiencyirus - NNH - Neonatal Herpes Simplé¥rus infection
WScot 94.3 4(7) In childhood MCADD Medium chairAcyl CoA dehydrogenase
CR - Congenital Rubella deficiency
Nlire 94.7 2 (3) PIND - Progressive Intellectual EOED - Early onset eating disorders in children less than
Neurological Degeneration 13 years of age
Rlre 87.8 20 (18) LCH - Langerhans cell histiocytosis MRSA methicillin-resistant &aphylococcus aureus.

Total 92.2

All data presented in this quaterly bulletin is pr eliminary and is continuously updated.
Please note data has yet to be peszviewed.



