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1 Introduction 
 
Following the successful development of the British Paediatric Surveillance Unit in 1986, the 
same methodology was adopted and adapted in the 1990s by other countries who wished to 
set up active paediatric surveillance systems.   In 1992, surveillance units were established in 
the Netherlands and Germany and, in 1994, in Switzerland (Table 1). The European 
paediatric surveillance units then met and communicated regularly to discuss surveillance 
protocols.   
 
The European initiative was also the stimulus for the development in 1992 of an Australian 
unit and later the Malaysian unit (1994) to be followed by units in Canada (1996), Papua New 
Guinea (1996), New Zealand and Latvia (1997), Portugal (2001) and Greece/Cyprus (2003). 
Wales (1994) and Republic of Ireland (1996) developed surveillance units using a similar 
methodology to the BPSU, but including on more common disorders (Table 1). 
 
Through the use of active ascertainment, surveillance units provide an efficient, effective 
framework for case finding for investigators who wish to study rare conditions in children. 
Conditions under surveillance include infections, infection-related conditions, vaccine-
preventable diseases, congenital and inherited (genetic) diseases, unusual injuries or 
therapies and rare complications of common diseases. The units frequently encourage, 
facilitate or elicit studies undertaken by clinical investigators and only occasionally initiate and 
undertake research themselves1. 
 
In 1998 an International Network of Paediatric Surveillance Units (INoPSU) was formed by 
existing units during the 22

nd International Congress of Paediatrics in Amsterdam, The 
Netherlands2. 
 

The first INoPSU conference was held in June 2000 in Ottawa, Canada. Following this 
conference a document, known as the Amsterdam-Ottawa Note, detailing the functions and 
structure of the network was produced. The second conference was held in April 2002 in 
York, UK and the 3rd in May 2004 in Lisbon, Portugal. Two non-paediatric surveillance units 
have affiliated to INoPSU, these being the British Ophthalmology Surveillance Unit and UK 
Obstetric Surveillance System. All the units contact each other for results, sharing of protocols 
and to put researchers in different countries in touch with each other. A common website 
(www.inopsu.com) and yearly international report is shared as part of the national reports.   
 
Convenors of INoPSU - Current Executive 
 
Over the past two years, INoPSU members have facilitated the surveillance of 70 different 
rare conditions (Appendix 1) and have now undertaken over 150 studies covering a child 
population of over 50 million children and involving over 10,000 clinicians. Details on all the 
activities of each surveillance unit are available form their respective websites and also from 
the INoPSU website (www.inopsu.com).    
 
The mission of INoPSU is 
 

• to advance knowledge of rare and uncommon childhood infections and disorders  
• to enable participation of paediatricians in surveillance on a national and international 

basis so as to achieve a series of benefits to clinical practice and health policy.  
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Table: 1 - INoPSU Summary– Adapted from Annual Reports 2006 

 

Country Child 
Population 
(aged 0-15 

years) 
 

Average No. 
Contributing 
Clinicians* 

Reply 
by 

Reply 
Paid 
Card 
(%) 

Reply 
By 

Email 
 

(%) 

Average 
Report 
Cards 

Returned 
(%) 

Average 
Questionnaire 

return rate 
(%) 

Australia 3,980 132 12407 38 62 95 86 
Britain 12,700,000 2550 100 0 91 92 

Canada 7,600,000 
(0-17.9 
years) 

 
2500 

 
82 

 
N/A 

 
82 

 
96 

Cyprus/Greece 1,280,000 110 100 --- 100 100 

Germany 12,000,000 
 

462 No Postcar
d: 97,2 
Email: 
98,4 

(2004) 

98 
(2004) 

60-95 
(2004) 

Ireland 1,500,000 150 100 0 80 80 

Latvia 348,960 8 - 90 70 85 

Netherlands 3 000,000 
 

692 94  70 0% since 
November 

70 

New Zealand  
800,000 

 
208 

 
23 

 
77 

 
94 

 
 

Portugal 1,400,000 1,800 70 30 33 66 

Switzerland 1,300,000 38 100 -- 100 98 
Wales 577.800 158 N/A N/A 100 N/A 
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2   INoPSU Conference 2006 
 
Following the successful 3rd INoPSU meeting held in Lisbon Portugal during 2004, a fourth 
meeting was held in London to coincide with the BPSU’s 20th anniversary conference. 
Representatives attended the meeting from 12 of the 15 national units; only representatives 
from New Zealand, Papua New Guinea and Malaysia were not able to attend. 
 
The meeting allowed representatives from each of the national units to network and exchange 
experience about rare disease surveillance and issues that affect each of the units, 
particularly funding and the increasing need for confidentiality and consent.  The morning 
session consisted of presentations from individual units.  The Australian unit presented data 
on behalf of New Zealand and itself on Fetal Alcohol Syndrome.  There was much interest in 
replicating the study though concerns over case definition needed to be addressed.  The 
Canadian unit presented data on neonatal herpes and hyperbilirubinaemia and talks on type 2 
diabetes (Latvia), vitamin k deficiency bleeding (Netherlands) and acute flaccid paralysis 
(Switzerland) were also received.  On behalf of INoPSU the Australian Unit presented a paper 
on the public health impacts of surveillance studies.  This paper has since been published in 
Archives of Disease in Childhood. A business meeting in the afternoon discussed funding 
needs, the potential for international collaboration in undertaking studies and the development 
of the INoPSU website.  
 
 
At the INOPSU business meeting the units agreed to fund a part-time administrator to take 
forward the objectives of INoPSU.   A funding application to the EU Framework 7 programme 
has been submitted, which we hope will be considered favourably.   These funds would allow 
us to improve collaboration between units and increase networking between other rare 
disease organisations.  
 
Fig 1 INoPSU Delegates 
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3 National Units 2006 Highlights  
 
Australia 
 
The APSU was awarded an Enabling grant from the National Health and Medical Research 
Council of Australia for the expansion and consolidation of the surveillance system in 
Australia (NHMRC). In particular the grant will address some important gaps in surveillance 
by enhancing data collection among rural and remote Aboriginal communities and migrant 
children. Funding has also been received from Commonwealth Department of Health and 
Ageing for a pilot study to enhance the (PAEDS) collection of biological specimens by 
specially designated nurses in major paediatric hospitals around the country. This is 
developed in collaboration with the National Centre for Immunisation Research and 
Surveillance. 
 
Elizabeth Elliott and Yvonne Zurynski had the great pleasure of attending the Biannual 
INOPSU conference and the 25 years celebration of BPSU, in London. This was an 
opportunity to network with international colleagues and to hear the results of surveillance 
studies conducted by the 14 paediatric surveillance units. There were 3 presentations by 
Australian delegates at the INOPSU conference:  
 

 Early-onset eating disorders in young children: First report from the APSU and CPSP 
studies.   

 Fetal alcohol syndrome in Australia & New Zealand.  
 Beyond counting numbers: Public health impacts of national paediatric surveillance 

units studies. 
 
The APSU co-ordinated the writing and publication in Archives of Disease in Childhood, of the 
INOPSU paper: Beyond Counting Cases: Public Health Impacts of National Paediatric 
Surveillance Units, which highlights the usefulness of our studies in improving public health 
policy and clinical practice (ref). 
 
It has been a busy year with 5 new studies commencing. Three studies of varicella infection – 
neonatal varicella; congenital varicella; and the severe complications of varicella, coincided 
with the inclusion of varicella vaccination on the National Immunisation Program in Australia. 
The study of severe seatbelt injuries commenced in January 2006 and will provide an 
opportunity to compare results with a similar study which was conducted by the Canadian 
Paediatrics Surveillance Program. Preliminary results from the Vitamin D Deficiency Rickets 
study suggest that this condition is more common in Australia than previously thought, and 
predominantly affects the migrant community. 
 
The Unit has been very productive with 24 journal articles related to APSU studies published.  
APSU studies, particularly prevention of fetal alcohol syndrome and seatbelt safety for 
children aged less than 12 years, have also been featured in the media in 2006-7.  Further 
details may be viewed at www.apsu.org.au, publications section.  
 
 

 Britain  
 
2006 saw the BPSU celebrate the completion of 20 years of surveillance.  To recognise this 
the BPSU held a conference in May to showcase the work that it has undertaken over the 
past 20 years.  Over 140 national and international delegates attended the conference, many 
from our INOPSU partners.  The following day the 4th INOPSU conference was held.  In the 
morning an invited audience heard presentations from Canada, Australia, Netherlands to 
mention just three.  The afternoon saw INOPSU hold its business meeting at which Rob 
Pereira was appointed the new INOPSU coordinator following on from Rudi von Kries.  
 
In house the BPSU saw the appointment of a new chair, with Professor Mike Preece stepping 
down after nearly five years to be replaced by Professor Alan Colver. 
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 Canada 
 
Congenital cytomegalovirus infection (CMV): During the ten-month surveillance, 18 cases 
of congenital CMV infection were confirmed. Infants are often severely affected and 
diagnosed prenatally. First Nations children appear to be at increased risk of infection. 
 
Early-onset eating disorder study (EOED): During the two-year study, 160 cases were 
confirmed for a minimum incidence of 2.6 per 100,000. Children are seriously ill with an 
average weight loss of 7.4 kg (± 5) and almost half (48%) required hospitalization. Many 
cases did not meet the present DSM-IV diagnostic criteria for anorexia nervosa. For early 
detection of EOED, the use of growth charts is strongly recommended. 
 
Cyprus/Greece 
 
The development of knowledge of uncommon childhood infections and disorders concerning 
Public Health, as well as the active participation of paediatricians and other clinicians in 
surveillance on a national basis have become the Unit’s stimulus for the next years. 
Two independent studies regarding a network of clinicians reporting Congenital 
Toxoplasmosis and Haemolytic-Uraemic Syndrome cases commenced in November 2005 in 
Greece, but real-time reporting was feasible by April 2006. 
Congenital Toxoplasmosis: Primary aim of the study is to estimate the incidence of 
symptomatic congenital toxoplasmosis in Greece through active surveillance on a monthly 
basis. The severity of clinical manifestations, the age at presentation, visual impairment and 
management of the cases will be reported separately. Laboratory testing methods will be 
assessed in order to form decisions about the feasibility of a neonatal screening project for 
congenital toxoplasmosis in Greece. The Unit also provides national data collection for the 
disease, since congenital toxoplasmosis cases have not been mandatory reported to the 
Ministry of Health. 
Haemolytic-Uraemic Syndrome: The study aims to assess the incidence of E.Coli O157:H7 
-Haemolytic-Uraemic Syndrome in children and the relation to the prevalence of the pathogen 
in the animal population of the District of Thessaly. The incidence of other enteropathogens 
causing diarrhoea associated infections (Salmonella spp, Shigella spp, Campylobacter, 
Yersinia) will also be assessed through active surveillance on a weekly report card 
 

 Germany 
 
2006 saw the completion of 5 studies these being Ingestion of lamp oil (intoxications) after 6 
years; hereditary periodic fever syndrome; Kernicterus; Systemic Lupus erythematosus; 
Chronic interstitial lung disease and Nephrotic syndrome.  Three new studies commenced 
Shaken Baby Syndrome, Intussusception and Non-bacterial Osteitis." 
 
Ireland 
 
As well as contributing to the British paediatric surveillance unit Irish paediatricians contribute 
to the Irish Paediatric Surveillance Unit.  Covering the whole island of Ireland the IPSU 
facilitates the surveillance of more common paediatric disorders.  2006 saw surveillance of 
congenital toxoplasmosis, Cyclical Vomiting Syndrome, nutritional Vitamin D deficient rickets; 
severe bronchiolitis requiring ICU/HUD care, Non CF bronchiectasis and peanut allergy. New 
studies for 2007 include complicated or severe chicken pox.shingles and adrenal 
Insufficiency. 
 
2006 saw the retirement of Dennis Gill as IPSU coordinator to replaced by Dr Robert Cunney. 
 
Latvia 
 
Case reports were received on the following 
 
Leukaemia: lymphoblastic (8), myeloblastic (2); Lymphoma: Hodgkins (6), Non-Hodgkins (2); 
 
Adolescent pregnants (481); arteficial abortions in adolescents (355); DM type II and MODY 
in childhood (285); Intussusception in early childhood (32) and Severe retinopathy of 
prematurity (43). 
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Netherlands 
 
One of the most interesting surveillances of 2006 was anorexia nervosa. It was believed to 
have a prevalence of 0.3 %-0.6% in the Netherlands in women from 15-29 years.  The 
incidence seemed to rise from 79.6 in 1987 to 109/105/y women from 15-19 years of age in 
1997. The surveillance produced 387 notifications in the first year, mainly from child 
psychiatrists and pediatricians. After cleaning the group towards the inclusion criteria (eg < 18 
years) 296 remained for investigation. Because the questionnaire was quite long many 
doctors will need help to complete it. The return rate was 43% in January 2007, but it will rise 
considerably in the next months. The first analysis showed a male to female ratio of 1:10.  
The mean age was 14.9 y (9.7 -17.9 y). Psychiatric sub-diagnoses were: restrictive type 59%, 
purging type 15%, restrictive type 17% and not otherwise specified 9%. The mean BMI SDS 
during the first visit was – 2.1 (-5.3 to – 4.1).  
This study shows that there seems to be a higher incidence of anorexia than expected. It is 
too early to draw conclusions on the cause of this observation.  
 
New Zealand 
 
The highlight for the New Zealand Paediatric Surveillance Unit (NZPSU) for 2006 was that 
there were four presentations made at the 58th Annual Scientific Meeting of the Paediatic 
Society of New Zealand on work undertaken via the NZPSU. 
 
Shaken Baby Syndrome: Dr Patrick Kelly from University of Auckland Starship Children’s 
Hospital 
 
Active Surveillance of Infants hospitalised with Pertussis: Rebecca Somerville, Cameron 
Grant  University of Auckland Starship Children’s Hospital 
 
What is Known about the Prevalence of HIV Among Pregnant Women: Nigel Dickson 
from University of Otago 
 
Infantile Cholestasis: Alison Wesley from University of Auckland  Starship Children’s 
Hospital 
 
Portugal 
 
Surveillance on four new conditions commenced in 2006. The PPSU actively participated in 
the INoPSU Conference and Business Meeting (London, May 2006).  
 
Results of many of the PPSU studies were presented at a session of the Portuguese 
Paediatric Congress (Aveiro, October 2006). Final results of the GBS study were presented at 
the 14th European Congress on Neonatology (Throndheim, September 2006) and in 
Europaediatrics (Barcelona, October 2006). 
 
Switzerland 
 
In 2006 the study on intussusception has been completed (259 cases in 3 years) and two new 
studies have been included in the surveillance programme: pertussis and severe 
hyperbilirubinaemia. 
 
The study on intussusception has been published in Vaccine (Taipainen T et al. Vaccine 
2006;24:1483-7). It showed that the Brighton Collaboration case definition was useful and 
applicable to assess the background rate of intussusception.  
 
Results of the surveillance of shaken baby syndrome, intussusception and acute rheumatic 
fever have been presented at the Annual Conference of the Swiss Paediatric Society (June 
22-23, 2006 in Bern. The study on acute rheumatic fever has also been presented at the 4th 
Congress on Rheumatology and Paediatrics in Strasbourg (June 21-22, 2006). 
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Wales 
 
Hypernatraemia in young infants is a worrying condition with serious short and long term 
consequences, especially neuro developmental disability, a consequence of cerebral oedema 
and intracranial haemorrhage.  25-30 years ago the condition was prevalent in Britain due to 
a combination of the very early introduction of solid foods along with use of milk formulas of 
high sodium content often made worse through the incorrect making up of milk powder feeds.  
The concern about hypernatraemia provided an impetus to modify the composition of milk 
formula as well as delaying the introduction of solid foods.  As a result hypernatraemia 
became very uncommon. 
 
Studies and case reports in recent years backed by anecdotal clinical experience have 
described hypernatraemia now more in association with breast-feeding, the abnormal 
biochemistry being due to lack of water accompanied by poor weight gain and signs of 
dehydration.  Might all this reflect inadequate understanding of the technique of breast-
feeding management by the mother?  What also of the support given to the breast-feeding 
mother by health care professionals?  Encouraging breast-feeding without necessary support 
may contribute to the problem, especially with hospital stays for breast-feeding mothers being 
shortened.  An overzealous encouragement of breast-feeding with a reluctance to give 
complementary milk feeds early on could also contribute. 
  
The incidence of hypernatraemia has not been ascertained on a population basis.  Is the 
number genuinely increasing?  Are those reported in the literature the tip of an iceberg?  This 
study sets out to establish the incidence of hypernatraemia (serum sodium >150 mmol/L) in 
infants under one year in Wales with special reference to this condition complicating breast-
feeding, and to identify any antecedent risk factors in order to identify possible ways of future 
prevention. 
 
Fifteen cases have so far been investigated from 39 original notifications.  All the babies were 
breast fed.  The majority of babies had symptoms of dehydration with weight loss; a 
significant finding.  Half the cases show a greater than twenty percent weight loss, some 
approaching thirty percent. Just one child had been weighed in the community before 
admission to the hospital and in fifty percent concern was only expressed on the day of 
admission to hospital.  In this small sample, boys considerably outnumbered girls and none of 
the index cases were multiple pregnancies.  What seems to be emerging therefore is that 
hypernatraemia in breast fed babies may be a complication of inadequate lactation. The 
research is continuing and it is hoped the reasons for breast-feeding inadequacies will be 
elucidated 
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4 National Units Publications and Presentations for 2006 
 
Australia 
 
Ager S, Fyfe S, Christodoulou J, Jacoby P, Schmitt l, Leonard H. Predictors of scoliosis in 
Rett syndrome. J Child Neurol. 2006 Sep; 21(9): 809-813. 
 
Archer HL, Ravine D, Miller M et al. Netrin G and NMDA receptor dysfunction in Rett 
syndrome. American Journal of Medical Genetics - Part A. 2006;140:691-694. 
 
Brussen K-A, Roberts J, Ibrahim A, Stambos V, Thorley B. Annual report of the Australian 
National Poliovirus Reference Laboratory 2005. Commun Dis Intell. 2006; 30: 334-340. 
 
Durrheim DN, Massey P, Kelly H. Re-emerging poliomyelitis - is Australia's surveillance 
adequate? Commun Dis Intell. 2006; 30: 275-276. 
 
Elliott E, Bower C, Payne J et al. Fetal alcohol syndrome in Australia. Alcoholism. 2006; 
30:174A. 
 
Elliott EJ, Payne J, Bower C. Diagnosis of foetal alcohol syndrome and alcohol use in 
pregnancy: a survey of paediatricians' knowledge, attitudes and practice. J Paediatr Child 
Health. 2006; 42: 698-703. 
 
Grenier D, Elliott EJ, Zurynski Y et al. Beyond counting cases: Public health impacts of 
national paediatric surveillance units studies. Arch Dis Child. 2007; vol 92(6):527-33 2007. 
Hale K. Elliott EJ. Diarrhea with encephalopathy. Journal of Pediatric Infectious Diseases, 
2007 (submitted) 
 
Hardikar W, Elliott EJ, Jones CA. The silent infection: should we be testing for perinatal 
hepatitis C and, if so, how? Med J Aust. 2006; 184: 54-55. 
 
Jian L, Nagarajan L, de Klerk N et al. Predictors of seizure onset in Rett syndrome. Journal of 
Pediatrics. 2006; 149: 542. 
 
Kankirawatana P, Leonard H, Ellaway C et al. Early progressive encephalopathy in boys and 
MECP2 mutations. Neurology. 2006; 67: 164-166. 
 
Kelly HA, Brussen KA, Lawrence A, Elliott EJ, Pearn J, Thorley B. Polioviruses and other 
enteroviruses isolated from faecal samples of patients with acute flaccid paralysis in Australia, 
1996-2004. Journal of Paediatrics and Child Health. 2006; 42: 370-376. 
 
Kelly H. Evidence for a causal association between oral polio vaccine and transverse myelitis: 
A case history and review of the Literature. Journal of Paediatrics & Child Health. 2006; 42: 
155-159. 
 
Laurvick C, Msall M, Silburn S, Bower C, de Klerk N, Leonard H. Physical and mental health 
in mothers caring for a child with Rett syndrome. Pediatrics 2006 Oct; 118(4): e1152-64.   
 
Laurvick CL, de Klerk N, Bower C et al. Rett syndrome in Australia: a review of the 
epidemiology. Journal of Pediatrics. 2006; 148: 347-352. 
 
Leonard H, de Klerk N, Bourke J, Bower C. Maternal health in pregnancy and intellectual 
disability in the offspring: a population-based study. Annals of Epidemiology. 2006; 16: 448-
454.  
 
Munns C, Zacharin MR, Rodda CP et al. Prevention and treatment of infant and childhood 
vitamin D deficiency in Australia and New Zealand: a consensus statement. Med J Aust. 
2006;185:268-272. 
 
O'Leary C, Bower C, Payne J, Elliott E. Fetal alcohol syndrome. Australian Family Physician. 
2006; 35: 184. 
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O’Leary C, Heutzenroeder L, Elliott EJ, Bower C. A review of policies on alcohol use during 
pregnancy in Australia and other English-speaking countries, 2006. Medical Journal of 
Australia, 2007 May 7;186(9):466-71 

Peadon E, Burgner D, Nissen M et al. Case for varicella surveillance in Australia. Journal of 
Paediatrics and Child Health. 2006; 42: 663-664. 
 
Ramjan KA, Williams AJ, Eliott EJ, Isbister GK. Red as a beet and blind as a bat. 
Anticholinergic delirium in adolescents; lessons for the paediatrician. J Paed and Child health, 
in press 2007 
 
Reeve K, Zurynski Y, Elliott E. A boost for child passenger safety. (letter) Journal of 
Paediatrics and Child Health 2007, 43:330. 
 
Reeve K, Zurynski Y, Elliott E, Bilston L. Seat belts and the law: how well do we protect 
Australian children? Med J Aust. 186:635-638, 2007. 
 
Robertson L, Hall SE, Jacoby P, Ellaway C, de KN, Leonard H. The association between 
behavior and genotype in Rett syndrome using the Australian Rett Syndrome Database. J 
Med Genet.  2006; 141: 177-183. 
 
Saxena A, de Lagarde D, Leonard H et al. Lost in translation: translational interference from a 
recurrent mutation in exon 1 of MECP2. J Med Genet. 2006; 43: 470-477. 
 
Shorter D, Makone I, Elliott EJ.  Fever and urticaria in an African refugee. Journal of 
Paediatrics and Child Health. 2006; 42: 731-736. 
 
Thorley BR, Brussen KA, Elliott EJ, Kelly HA. Vigilance is required for Australia to remain 
polio free. Med J Aust.  2006; 184: 474-475. 
 
Wood N, McIntyre P and Elliott E. Pertussis In Infancy: A review of strategies for prevention. 
Salud(i)Ciencia 2007, in press 
 
Zurynski Y, Cronin P, Elliott EJ. Communicable and vaccine-preventable conditions under 
surveillance by the APSU: 2005 update. Commun Dis Intell. 2006; 30: 341-344. 
 
Zurynski Y, Peadon E, Bower C, Elliott E. Impacts of national surveillance for uncommon 
conditions in childhood. Journal of Paediatrics and Child Health, In press 2007. 
 
Abstracts 

Blyth CC, Palasanthiran P, Best E, Jones C, Daley AJ, Burgner D, Nourse C, Goldwater PN, 
Henry G. Non tuberculous mycobacterial infection: results from a national surveillance study. 
Journal of Paediatrics and Child Health 42[1], a11. 2006. 
 
Elliott EJ., Payne J, Haan E, Bower C, Zurynski YA. Fetal alcohol syndrome and alcohol use 
in pregnancy: a survey of paediatrician's knowledge, attitude and practice. Journal of 
Paediatrics and Child Health 42[11], A6. 2006.  
 
Elliott EJ, Bower C, Zurynski YA, Cronin P. Public health impacts of rare disease surveillance 
by the APSU. Journal of Paediatrics and Child Health 42[11], A9. 2006. 
 
Elliott E, Bower C, Haan E, Payne J. Diagnosis of fetal alcohol syndrome and alcohol use in 
pregnancy: a survey of paediatricians' knowledge. Alcoholism 2006. 30 [Supplement to 9], 
174A. 
 
Elliott E.  Fetal Alcohol Syndrome in Australia.  Rue Wright Paper Presentations, RACP 
Congress Melbourne, May 2007. 
 
Zurynski Y, Elliott EJ, Bower C, Cronin P. Public health impacts of rare disease surveillance 
by the Australian Paediatric Surveillance Unit. 15th Annual Meeting of the Australasian 
Epidemiological Association, 17th-19th September, 2006. Australasian Epidemiologist 2006 
13[3], 122. 
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Presentations 

Blyth CC, Palasanthiran P, Best E, Jones C, Daley AJ, Burgner D, Nourse C, Goldwater PN, 
Henry G. Non tuberculous mycobacterial infection: results from a national surveillance study.  
Australasian Society of Infectious Diseases Conference, April 1st-4th 2006, Wellington, New 
Zealand. 
 
Blyth CC, Palasanthiran P, Miller A, McDonald A, Kesson AM, Isaacs D, Loh R, Ziegler JB. 
Missed opportunities in prevention of paediatric HIV - has much changed? 18th Annual 
Conference of the Australasian Society for HIV Medicine, Melbourne, 11th-14th October 2006.  
 
Elliott, EJ. Fetal alcohol spectrum disorder. NSW AMIHS 6th Annual Conference November 
13th-16th 2006. 
 
Elliott EJ, Bower C, Payne J, Haan E, Morris A, Bucens I, Leversha A, Marks S, Rowley S. 
Fetal alcohol syndrome in Australia & New Zealand. INoPSU 4th Conference London, 31st 
May 2006.  
  
Elliott E, Bower C, Payne J, Morris A, Haan E, Leversha A, Bucens I. Fetal alcohol syndrome 
in Australia. ISBRA 2006 World Congress on Alcohol Research. 
 
Greer RM, Walker RM, Ambler GR, Cotterill AM. Long-term endocrine and neurologic 
outcome in Australasian infants with hyperinsulinism of infancy (HI). Symposium on 
Hyperinsulinism,  Children's Hospital, Philadelphia, 2006. 
 
Grenier D, Elliott EJ, Zurynski Y, Rodrigues Pereira R, Preece M, Lynn R, von Kries R. 
Beyond counting numbers: Public health impacts of national paediatric surveillance units 
studies. INoPSU 4th Conference London, 31 May 2006. 
 
Jones CJ.  Emerging Infectious Diseases – Hepatitis C Virus (HCV) and Herpes Simplex 
Virus (HSV) Infections in Australian Children.  RACP Congress Melbourne, May 2007. 
 
Leonard H.  Rett Syndrome: From Surveillance to Genotype-Phenotype Correlation.  RACP 
Congress Melbourne 2007. 
 
McDonald A.  Perinatal exposure to HIV in Australia 1994-2005. Paediatric Research 
Seminar: Creating a Future for Children and Families. The Children's Hospital at Westmead, 
Sydney, July 2006.   
 
McDonald A, Zurynski Y, Nadew K, Elliott E, Kaldor J and Ziegler J.  Perinatal Exposure to 
HIV – What have we learned from 12 years of Surveillance.  RACP Congress Melbourne, 
May 2007. 
 
McDonald A, Zurynski Y, Nadew K, Elliott E, Kaldor J, Ziegler J.  Prevention of Mother-To 
Child HIV Transmission in Australia. 
 
 
McIlroy O. Demonstrating the use of video analysis in the investigation of behavioural 
phenotype: an example from Rett syndrome. 9th International Symposium: Treatment of 
Behavioural Problems in Neurodevelopmental Disorders, Society for the Study of Behavioural 
Phenotypes October 2005, Cairns, Qld.  2006.  
 
Morris A, Madden S, Katzman D, Pinhas L. Early onset eating disorders in children: first 
report from the APSU and CPSP studies. INoPSU 4th Conference, London, May 2006. 
 
Morris A, Madden S. The role of the brain in early onset eating disorders in Australian 
children: current patterns of management. Young people's health: what's it going to take. The 
5th Australian & New Zealand Adolescent Health Conference, 13th-15th November 2006, 
Sydney, Australia. 
 
Peadon E, Payne J, Henley N, D’Antoine H, Bartu A, Bower C, Elliott E.  Alcohol and 
Pregnancy: Women’s Knowledge, Attitudes and Practice.  RACP Congress Melbourne, May 
2007. 
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Peadon E, Rhys-Jones B, Bower C, Elliott E.  Systematic Review of Interventions for Children 
with FASD.  RACP Congress Melbourne, May 2007. 
 
 
Polis S, Jones C, Hardikar W, Elliott EJ, Mews C, Kesson AM, Dore G, Kaldor JM. National 
surveillance for hepatitis C virus infection in Australian children. Abstracts of the 5th 
Australasian Viral Hepatitis Conference, Sydney 2006.  
 
 

Impacts on policy, clinical practice and community 

1. Warnings on alcohol for pregnant women. Sydney Morning Herald. 2006. 
2. Alcohol warnings for pregnant women. The Australian. 2006. 
3. Rett Syndrome information days. Newsletter of the Rett Syndrome Association in 

Australia. 2006. 
4. Babbington G. Call to prevent fetal alcohol syndrome. Australian Doctor. 2006. 
5. Bolzon M. Drinking in pregnancy. Radio 2GB. 2006. Interview with Elizabeth Elliott. 
6. Elliott E. Drinking in pregnancy. Radio 2UE. 2006.  Interview with Elizabeth Elliott. 
7. Ji J. One binge drink is too many. University of Sydney News. 2006. 
8. Master C. Baby labels on food. Sydney Morning Herald. 2006. 
9. McDonald S. Drinking in pregnancy. Radio National. 2006. Interview with Elizabeth Elliott. 
10. Spencer F. Graphic alcohol labels flagged for mums-to-be. The West Australian. 2006. 
11. Totaro P. Pub hours attacked. The Sydney Morning Herald. 2006. 
12. Switzer R. Why seatbelt laws are failing our children. The Age, March 4, 2007 
22.  How best to restrain children passengers – Dr Yvonne Zurynski – Radio interviews 18-06-07 

 ABC radio Towoomba – interview with Belinda Sanders 
 2SM radio interview with Leon Delaney 
 2UE interview with Don Burke 
 3AW interview with Dennis Walter 
 Prof Lynne Bilston – Sky News interview 18-06-07 

13. Parents confused over car seats: study. Covered on the 18 June 2007 by the following 
newspapers: The Age, The Sydney Morning Herald, The Australian, The Brisbane Times, 
 The West, Border Mail, Daily Telegraph 

 
Posters 
 
Munns C, Zacharin M, Rodda C, Davis E, Harris M, Batch J, Pascoe M, Fairchild J, Lafferty A, 
Whybourne A, Ward L, Morely R, Garnett S, Burgner D, Geddes J, Gherian S, Zurynski Y, 
McKay N, Cowell C.  Vitamin D Deficiency Rickets in Australian Children: APSU Update.  
RACP Congress Melbourne, May 2007. 
 
Peadon E, Femantle E, Bower C, Elliott E.  International Audit of Diagnostic Services for 
Children with Fetal Alchohol Spectrum Disorder.   
 
Greer R, Walker R, Rogers M, Cotteril A and Paediatricians contributing to the APSU.  
Hyperinsulinaemic Hypoglycaemia of Infancy in Australia.  RACP Congress Melbourne, May 
2007. 
 
Argent E, Emder P, Monagle P, Mowat D, Petterson T, Russell S, Sachdev R, Stone C, 
Ziegler D.  An APSU Study of Haemoglobinopathies in Australian Children.  RACP Congress 
Melbourne, May 2007. 
 
Zurynski Y, McCaskill M, Bilston L, Leditschke F, Dilly A, Reeve K, Elliott E, Paediatricians 
contributing to the APSU.  Are All Seatbelts Safe?  Seatbelt Injuries in Australian Children.  
RACP Congress Melbourne, May 2007. 
Britain 
 
Rising incidence of type 2 diabetes in children in the United Kingdom. Haines L, Wan KC, 
Lynn R, Barrett TG, Shield JP. Diabetes Care. 2007;  30(5): 1097-1101  
 



 INoPSU Annual Report 2006-07  
 

13

Beyond Counting Numbers – Public Health Impact of Studies Conducted through National 
Paediatric Surveillance Units.  Grenier D, Elliott EJ, Zurynski Y, Pereira R Rodrigues, Reece 
M, Lynn R, Kries R von. Arch Dis Child 2006 Dec 11 doi:10.1136/adc.2006.097451 
 

The UK Collaborative Group for HIV and STI Surveillance. A Complex Picture. HIV and other 
Sexually Transmitted Infections in the United Kingdom: 2006.  London: Health Protection 
Agency Centre for Infections, November 2006 

 

Uptake of antenatal HIV testing in the United Kingdom: 2000-2003. Townsend CL, Cliffe S, 
Tookey PA. J Public Health 2006; 28:  248-52  
 
Prospective surveillance study of severe hyperbilirubinaemia in the newborn in the United 
Kingdom and Ireland.  Manning DJ, Maxwell MJ, Todd PJ, Platt MJ. Arch Dis Child Fetal 
Neonatal Ed. 2006 Oct 30 doi:10.1136/adc.2006.105361 
 
Toxoplasmic retinochoroiditis presenting in childhood: clinical findings in a UK survey. 
Stanford MR, Tan HK, Gilbert RE. Br J Ophthalmol 2006 Dec;90(12):1464-7. 
 
HIV Paediatric Prognostic Markers Collaborative Study. Predictive value of absolute CD4 
count for disease progression in untreated HIV-1-infected children. AIDS 2006, 20:1289-94 

Antiretroviral therapy and congenital abnormalities in infants born to HIV-1 infected women in 
the United Kingdom and Ireland, 1990-2003. Townsend CL, Tookey PA, Cortina-Borja M, 
Peckham CS. JAIDS 2006; 42(1): 91-94 

Outcomes for HIV-1-infected infants in the UK and Republic of Ireland in the era of effective 
antiretroviral therapy. Doerholt K, Duong T, Tookey P, Butler K, Lyall H, Sharland M, Novelli 
V, Riordan A, Dunn D, Walker AS, Gibb DM.  Pediatr Infect Dis J 2006; 25(5):420-6 

 
The UK case-control study of cerebral oedema complication diabetic ketoacidosis in children. 
Edge JA Jakes RW, Roy Y, Hawkins M, Winter D, Ford-Adams ME, Murphy NP, Bergomi A, 
Widmer B, Dunger DB..   Diabetologia 49: 2006; 2002-09 
 
Twenty years of active paediatric surveillance in the the UK and Republic of Ireland. 
Lynn RM, Pebody R, Knowles R.  Euro Surveill. 2006 Jul 20;11(7):E060720.4. 
 
No clinical evidence of hidden vCJD in UK Children. Verity C, Winstone AM, Stellitano L, 
Nicoll A, Will RG. Arch Dis Child July  2006; 91: 608 - 609 
 
Invasive fungal infection in very low birthweight infants: national prospective surveillance 
study. Clerihew L, Lamagni T L, Brocklehurst P, McGuire W. Arch. Dis. Child Fetal Neonatal 
Ed. 2006; 91: F188-F192 
 

Using multiple sources to improve and measure case ascertainment in surveillance studies: 
20 years of the British Paediatric Surveillance Unit. Knowles R L, Smith A, Lynn R, Rahi JS 
on behalf of the British Paediatric Surveillance Unit (BPSU). Journal of Public Health 2006 
Jun;28(2):157-65.  

 
Symptomatic toxoplasma infection due to congenital and postnatally acquired infection. 
Gilbert R, Hooi HK, Cliffe S, Stanford M, Guy E. Arch Dis Child  June 2006;91(6):495-8. 
Monitoring the effectiveness of HIV and STI prevention initiatives in England, Wales and 
Northern Ireland: where are we now? Brown AE, Tomkins SE, Logan LE, LaMontagne DS, 
Munro HL, Hope VD, Righarts A, Blackham JE, Rice BD, Chadborn TR, Tookey PA, Parry JV,  
Delpech V, Gill ON, Fenton KA. Sex Transm Infect 2006; Feb; 82(1):4-10.  

Abstracts and presentations 
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Newborn screening for medium chain acyl co-a dehydrogenase deficiency: preliminary 
findings from the UK Collaborative study. Oerton J, Downing M et al. Arch Dis Child 2006; 91 
(Suppl 1): A1-A7. 
 
British Paediatric Surveillance Unit Childhood Tuberculosis Study. Teo SS, Alfaham M, Clark 
J et al. Arch Dis Child 2006; 91 (Suppl 1): A1-A7. 
 
Bilirubin encephalopathy in the newborn: incidence, associations and outcome. Manning D, 
Platt M, Maxwell E, Todd P. Arch Dis Child 2006; 91 (Suppl 1): A1-A7. 
 
Incidence and charahcteristics of Thyrotoxicosis in childhood: UK and Ireland BPSU 
Surveillance Study 2004 – 2005. Williamson S, Greene SA. Arch Dis Child 2006; 91 (Suppl 
1): A1-A7. 
 
Vitamin K prohpylaxis and vitamin K deficiency bleeding in the UK:What progess in 15 years. 
Busfield A, McNinch A, Tripp J. Arch Dis Child 2006; 91 (Suppl 1): A1-A7. 
 
National Childhood Stroke Study: Survival and recurrence. Williams A, Kirkham F. Arch Dis 
Child 2006; 91 (Suppl 1): A1-A7. 
 
Rising Prevalence of Obesity related Type 2 diabetes in the British Isles. Haines L, Wan K, 
Barrett T, Shield J. Arch Dis Child 2006; 91 (Suppl 1): A20. 
 
Children with mitochondrial cytopathies in a national prospective surveillance study”. 
Krishnakumar D et al. Arch Dis Child 2006; 91 (Suppl 1): A43. 
 
Presentations 
 
The Epidemiology of neonatal herpes simplex virus infection in the UK and Ireland: 
Surveillance through the BPSU 2004-05. Tookey P, Peckham C. Arch Dis Child 2006; 91 
(Suppl 1): A70. 
 
The historical development of the British Paediatric Surveillance Unit. Hall S, Lynn R. Arch 
Dis Child 2006; 91 (Suppl 1): A78. 
 
What is the contribution of notification by specialists to the ascertainment of rare childhood 
conditions through the British Paediatric Surveillance Unit?  Knowles R, Smith A, Lynn R, 
Preece M et al. Arch Dis Child 2006; 91 (Suppl 1): A87. 
 
Surveillance of Medium Chain Acyl CoA dehydrogenase deficiency in the UK: Experience 
with combining multiple sources of ascertainment. Phillips P, Oerton J et al. Arch Dis Child 
2006; 91 (Suppl 1): A90. 
 
Trends in reporting of paediatric HIV infection and infants born to HIV women, United 
Kingdom and Ireland 1990-2004.  RCPCH, York, April 2006 (poster). C.Townsend, J.Masters, 
P.Tookey.  Arch Dis Child 2006; 91 (Suppl 1): G188. 
 
Parents’ views on long term follow up of uninfected children born to HIV infected women and 
exposed to antiretroviral therapy.  RCPCH, York, April 2006 (poster). C.Hankin, R.Cross, 
P.Seery, D.Gurtin. Arch Dis Child 2006; b (Suppl 1): G187 

 
Survey. Salott i J, Nanduri V, Pritchard J, Windebank K, Lynn R, Parker L. In: Twenty-Second 
Annual Meeting of the Histiocyte Society, Buenos Aires, Brazil October 2006 
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Prematurity and antiretroviral therapy: population-based HIV surveillance in the UK and 
Ireland, 1990-2005. Townsend CL, Tookey PA, Cortina-Borja M, Peckham CS. 16th 
International AIDS Conference, Toronto 2006. Abstract MOPE0532 

Feasibility of clinic-based follow-up of uninfected children born to HIV-infected women in the 
UK: the Children exposed to ART study (CHART). Hankin CD, Lyall EGH, Masters JI, 
Peckham CS, Tookey PA.  16th International AIDS Conference, Toronto,  Canada2006. 
Abstract TUPE0328 

Universal antenatal HIV testing in Scotland and its effectiveness in detecting previously 
undiagnosed infection. Codere G, Roy K, Shaw L, Goldberg DJ , Townsend C, Tookey P. 16th 
International AIDS Conference, Toronto 2006. Abstract THPE0576 

Exposure and response to highly active antiretroviral therapy (HAART) in ART naive children 
in the UK and Ireland. Judd A, Lee KJ, Duong T, Walker AS, Butler K, Donaghy S, Lyall H, 
Masters J, Menson E, Novelli V, Peckham C, Riordan A, Sharland M, Tookey P, Tudor-
Williams G, Gibb D. 16th International AIDS Conference, Toronto 2006. Abstract THPE0106 

 
Should we be screening newborn infants for medium chain acyl CoA deficiency in the United 
Kingdom.  Dezateux C. Wolfson Institute, London. November 2006 
 
Current newborn screening in the United Kingdom and future needs.  Dezateux C. 
Copenhagen. October 2006 
 
Undertaking a national surveillance study. Lynn R. BACCH conference September 2006 
 
Premature delivery in women receiving HAART: data from national HIV surveillance in the UK 
and Ireland, 1990-2005 (oral presentation). Townsend C, Cortina-Borja M, Peckham C, 
Tookey P.  HPA Conference, Warwick.  11th-13th September 2006  

The contribution of the British Paediatric Surveillance Unit to health protection in the UK. R 
Pebody,  Dezateux C,  Smith A, Knowles R,  Ihekweazu C,  CameronC ,  Lynn R,   Colver A. 
HPA Health Protection Conference. Warwick. 11th-13th Sept 2006. 
 
Newborn Screening for Medium Chain Acyl CoA Dehydrogenase Deficiency: Preliminary 
Findings from the UK Collaborative Study. Shortland G. BIMDG, July 2006 and ICIEM, Japan. 
September 2006 
 
What are the phenotypes of Medium Chain Acyl Co-A Dehydrogenase Deficiency (MCADD) 
ascertained through newborn screening? Experience from the UK Collaborative Study.  
Oerton J. Genomics and public health, Montreal. June 2006 
 
Poster - Older and wiser: continued improvements in clinical outcome and highly active 
antiretroviral therapy response in HIV infected children in the UK and Ireland, 1996-2004. A. 
Judd, T.Duong, S.Walker, P.Tookey, M.Sharland, A.Riordan, H.Lyall, J.Masters, E.Menson, 
G.Tudor-Williams, K.Butler, S.Donaghy, V.Novelli, C.Peckham, D.M.Gibb. RCPCH, York, 
April 2006 (poster). Arch Dis Child 2006; 91 (Suppl 1): G178. Also 12th Annual Conference of 
BHIVA, Brighton, April 2006, HIV Medicine 2006, 7(1): Abstract O8 
 
Poster -  The Contribution of the British Paediatric Surveillance Unit to Public Health 
Intelligence in the UK. Knowles R, Smith A, Lynn R, Cameron JC, Pebody R, Dezateux C 
Faculty of Public Health Annual Scientific Meeting, Glasgow 2006.  
 
Poster - Neonatal Herpes Simplex Virus (HSV) infection in the UK and Ireland: active 
surveillance through the BPSU 1986-1991 and 2004-2005, to monitor changes in prevalence, 
management and outcome over time. Tookey PA, Peckham CS, Brown D. HPA Conference, 
Warwick. 11th-13th  September 2006 
 
Poster - Neonatal Herpes Simplex Virus (HSV) infection in the UK and Ireland: active 
surveillance through the BPSU 1986-1991 and 2004-2005, to monitor changes in prevalence, 
management and outcome over time. Tookey PA, Peckham CS, Brown D. HPA Conference, 
Warwick , UK 11th-13th  September 2006 
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Poster -. The epidemiology of neonatal Herpes Simplex Virus (HSV) infection in the UK and 
Ireland: surveillance through the BPSU 2004-2005. Tookey PA and Peckham CS. RCPCH, 
York, April 2006. Arch Dis Child 2006; 91(suppl1): Abstract G192 
 
Poster – Infantile Krabbes Disease in the UK.  Characteristics of cases reported to the PIND 
study over 7 years.  Winstone AM, Stellitano L, Verity C. British Paediatric Neurology 
Association Annual Meeting, Bristol, UK 18-20th January 2006. 
 
Poster – National Surveillance for variant CJD – how useful is the PIND Expert Group?  
Winstone AM, Stellitano L, Verity C Winstone AM, Stellitano L British Paediatric Neurology 
Association Annual Meeting, Bristol, UK 18-20th January 2006. 
 
Canada 
 
Publications  
 
Grenier D, Elliott EJ, Zurynski Y, Rodrigues Pereira R, Preece M, Lynn R, von Kries R, 
Zimmerman H, Dickson NP, Virella D. Beyond counting cases – Public health impacts of 
national paediatric surveillance units.  Arch Dis Child; Published Online First: 11 December 
2006.doi:10.1136/adc.2006.097451  
 
Sgro M, Campbell D, Shah V. Incidence and causes of severe neonatal hyperbilirubinemia in 
Canada. CMAJ 2006;175(6):587-90 
 
Kropp RY, Wong T, Cormier L, Ringrose A,  Burton S, Embree JE, Steben M. Neonatal 
herpes simplex virus infection in Canada: Results of a 3-year national prospective study.  
Pediatrics 2006;117;1955-62 
 
Abstracts and poster presentations 

May – INoPSU meeting, London, Engtand 
• One-time surveys – CPSP added value 
• International comparison of Neonatal hyperbilirubinemia – severe and Neonatal 

herpes simplex virus infection 
• International comparison of quality assurance criteria for Acute flaccid paralysis 

 
June – CPS Annual Conference, St. John’s, Newfoundland, Canada 

• Helping newborns with neurological challenges (Congenital cytomegalovirus infection 
and Congenital myotonic dystrophy) – concurrent session 

• Impact of surveillance on injury prevention – poster 
• Acute rheumatic fever – poster 
• Early-onset eating disorders – poster 
• Head injury secondary to suspected child maltreatment – poster 
• Prader-Willi syndrome – poster 

 
October – European Academy of Paediatrics (ESPR/Esn and ESPNIC), Barcelona, 
Spain 

• Neonatal diseases research through surveillance: The Canadian experience 
(Neonatal hyperbilirubinemia – severe, Neonatal herpes simplex virus infection, and 
Congenital cytomegalovirus infection) – poster 

 
October – Canadian Association of Paediatric Health Centres, Vancouver, British 
Columbia, Canada 

• Impact of surveillance on injury prevention – poster 
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Germany 
 
Flügge K, Siedler A, Heinrich B, Schulte-Mönting J, Mönnig M, Bartels D, Dammann O, von 
Kries R, Berner R and the ESPED Study Group. Incidence and Clinical Presentation of 
Invasive Neonatal Group B Streptococcal Infections in Germany. Pediatrics (2006) 117:1139-
1145, http://www.pediatrics.org/cgi/content/full/117/6/e1139 
 
Thyen U, Lanz K, Holterhus PM, Hiort O. Epidemiology and initial management of ambiguous 
genitalia in Germany. Hormone Research 2006;66(4):195-203 
 
Latvia 
 
Increase of incidence DM typ II and MODY in Latvia; Iveta Dzivite, Una Lauga, Enoks Bikis 
Retinopathy of prematurity and hyperoxygenation;  Airi Ouled Toomi, Valdis Urtans 
 
Netherlands 
 
Aalberse JA, Dolman KM, Ramnath G, Pereira R, Davin JC. Henoch Schonlein purpura in 
kinderen: een epidemiologische studie betreffende de incidentie en het gebruik van 
diagnostische criteria door Nederlandse kinderartsen. Tijdschr Kindergeneeskd 2006;S1:10-
11. 

IJland MM, Rodrigues Pereira R, Cornelissen EAM. Evaluatie van de huidige richtlijnen ter 
preventie van vitamine K-deficiëntie bloedingen (VKDB) bij pasgeborenen in Nederland. 
Tijdschr Kindergeneeskd 2006;S1:89-90. 
 
Peters M, Heijboer H, Tweel XW van den, Rodrigues Pereira R. Voordelen van vroegtijdige 
screening op sikkelcelziekte. Tijdschr Kindergeneeskd 2006;S1:113-114. 
 
Weijerman ME, Vonk Noordergraaf A, Wouwe JP van, Broers CJM, Furth AM van, Gemke 
RJBJ. Down syndrome in the Netherlands: Prevalence, neonatal characteristics and 1st year 
mortality. Voordracht European Academy of Paediatrics 2006 Barcelona, 7-10 October. 
 
New Zealand 
 
Paul Heaton, Nigel Wilson, Ross Nicholson, John Doran, Alan Parsons, Geoff Aiken 
Kawasaki Disease in New Zealand Journal of Paediatrics and Child Health (2006) 42: 184-
190 
 
Grenier D, Elliott EJ, Zurynski Y, Pereira R Rodrigues, Reece M, Lynn R, Kries von R Beyond 
Counting Numbers – Public Health Impact of Studies Conducted through National Paediatric 
Surveillance Units.  . Arch Dis Child 2006 Dec 11 
 
Portugal 
 
Neto MT. GBS invasive disease in Portuguese infants younger than 90 days. 14th European 
Workshop on Neonatology. Preprint Biol Neonate 2006;90:273-88. 

Neto MT, Nunes A, Mateus M. Neonatal and infant Group B Streptococcal invasive disease – 
The Portuguese PSU results. European Academy of Paediatrics. Book of Abstracts. 
Barcelona, Spain October 7-10 2006;78. 

Rocha E, Anselmo M, Pinho JP Menezes H, Virella D. Lesões associadas a acidentes com 
andarilhos – A memória dos pediatras. Boletim da Unidade de Vigilância Pediátrica da 
Sociedade Portuguesa de Pediatria 2006;7(2):6-7 
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Switzerland 
 
Tapiainen T, Baer G, Bonhoeffer J, Heininger U. Evaluation of the Brighton Collaboration 
case definition of acute intussuseption during active surveillance. Vaccine 2006; 24: 1483-
1487.  
 
Bolz D. Incidence du rhumatisme articulaire aigu chez l’enfant en Suisse. 4e Congrès de 
Rhumatologie et Pédiatrie. Stasbourg, 21.-22.4.2006 
 
Tinner EM, Bolz D. Incidence of rheumatic fever among Swiss children. Jahresversammlung 
der Schweizerischen Gesellschaft für Pädiatrie. Bern, 22. – 24. Juni 2006. 
 
Lips U, University Children’s Hospital Zurich, Child Protection Group. Shaken Baby Syndrome 
in Switzerland – preliminary results of the nationwide study. Jahresversammlung der 
Schweizerischen Gesellschaft für Pädiatrie. Bern, 22. – 24. Juni 2006. Swiss Medical Weekly 
2006;136:S151. 
 
Heininger U, Büttcher M, Bär G, Bonhoeffer J, Schaad UB. Prospective surveillance of 
hospitalization due to intussusception and association with rotavirus invection in children. 
Poster; Jahresversammlung der Schweizerischen Gesellschaft für Kinderheilkunde, Bern, 
22.-23. Juni 2006; Swiss Medical Weekly 2006;136:S151. 
 
Wales 
 
Active Surveillance for tuberculosis in Wales: 1996-2003. B Fathoala, MR Evans, IA 
Campbell, J Sastry, M Alfaham. Arch of Disease in Child 2006;91,900-904 
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5 Contact details  
 
Australia - APSU 
Contact name & 
title: 

Professor Elizabeth Elliott 
Director 

Postal Address: Australian Paediatric Surveillance Unit 
Level 2 Research Building 
The Children’s Hospital at Westmead 
Locked bag 4001 
Westmead NSW 2145 
AUSTRALIA 

Telephone: 61 2 9845 3005 
Fax: 61 2 9845 3082 
Email: apsu@chw.edu.au 
Unit website 
address 

www.apsu.org.au 

Alternative contact 
person if possible: 

Dr Yvonne Zurynski 
Deputy Director 

 
 

British Isles - BPSU 
 

Contact name & 
title: 

Mr Richard Lynn, Scientific Coordinator 

Postal Address: 50 Hallam Street, London W1W 6DE 
Telephone: 00 44 207 323 7911 
Fax: 00 44 207 323 5701 
Email: bpsu@rcpch.ac.uk 
Unit website 
address 

http://bpsu.inopsu.com 

Alternative contact 
person if possible: 

 

 
 

Canada - CPSP 
 

Contact name & 
title: 

Louise Painchaud 

Postal Address: 2305 St. Laurent Blvd., Ottawa ON  K1G 4J8, Canada 
Telephone: 613-526-9397, ext. 239 
Fax: 613-526-3332 
Email: louisep@cps.ca 
Unit website 
address 

www.cps.ca/cpsp 

Alternative contact 
person if possible: 

Dr. Danielle Grenier, danielleg@cps.ca 
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Cyprus – Greece - CGPSU 
 
 
Contact name & 
title: 

Christos Hadjichristodoulou, MD, PhD 
Assoc. Professor of Epidemiology 
Department of Hygiene and Epidemiology 
Faculty of Medicine 
University of Thessaly 
Greece 

Postal Address: 6 Lapithon Street,  
41221, Larissa 
Greece 

Telephone: 0030-2410-565259,0030-2410-560007, 0030-6932264685 
Fax: 0030-2410-258197 
Email: xhatzi@med.uth.gr 
Unit website 
address 

N/A 

Alternative contact 
person if possible: 

Prof. Maria Theodoridou 
First Department of Paediatrics 
Faculty of Medicine 
University of Athens 
Greece 
Tel/Fax : 0030-210-7467669 
E-mail : alexandratheo@yahoo.gr 

Alternative contact 
person if possible: 

Maria Aptouramani, MD 
Tel. 0030-6944-864862 
E-mail : maraptou@med.uth.gr 

Alternative contact 
person if possible: 

Pinaka Ourania, MD 
E-mail :rpinaka@gmail.com 

 
 
 Germany - ESPED 

 
 
Contact name & 
title: 

Prof Dr Rüdiger von Kries 

Postal Address: Institut für Soziale Pädiatrie und Jugendmedizin der  
Ludwig-Maximilians-Universität, Schwerpunkt Gesundheitsforschung, 
Heiglhofstr. 63, 81377 München 

Telephone: +49(0)89-71009-314 
Fax: +49(0)89-71009-315 
Email: Prof.von.Kries@kinderzentrum-muenchen.de 
Unit website 
address 

http://www.esped.uni-duesseldorf.de 

Alternative contact 
person if possible: 

Beate Heinrich 
heinrich@med.uni-duesseldorf.de 

 
Ireland - IPSU 

 
Contact name & 
title:  Administrative 
Assistant 

Mrs. Sandra Morgan 

Postal Address:,  Children’s University Hospital 
Telephone:  8784200 
Fax: 8784886 
Email: Sandra.morgan@cuh.ie 
Unit website 
address none 

 

Alternative contact 
person if possible:   

Dr. R. Cunney 
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Latvia - LPSU 

.  
Contact name & title:  Enoks Bikis, associate professor 
Postal Address:  
Telephone: 371 7240662 
Fax: 371 7220657 
Email:  lv aspedlat@latnet. 
Unit website address:   www.lpa.lv 
Alternative contact 
person if possible: 

 

 
 
Netherlands – NSCK 

 
Contact name & title: Rob Rodrigues Pereira, Paediatrician 
Postal Address: Nederlands Signalerings Centrum Kindergeneeskunde 

Postbus 2215 
2301 CE Leiden, The Netherlands 

Telephone: (31) 071 – 518 1699 
Fax: (31) 071 – 518 1920 
Email: nsck@pg.tno.nl 
Unit website address http:/nvk.pedianet.nl 
Alternative contact 
person if possible: 

Annelies Lambinon (annelies.lambinon@tno.nl) 

 
 
New Zealand - NZPSU  

 
Contact name & title:  

Amanda Phillips 
Postal Address: PO Box 913, Dunedin, New Zealand 
Telephone: 0064 3 474 7825 
Fax: 0064 3 4747817 
Email: nzpsu@otago.ac.nz 
Unit website address  
Alternative contact 
person if possible: 

Nigel Dickson 

 
 

 
Portugal UVP-SPP/PPSU 

 
 
Contact name & title: Daniel Virella, MD, MEpi 
Postal Address: Unidade de Vigilância Pediátrica. Sociedade Portuguesa de Pediatria. 

Rua Amílcar Cabral, 15 r/c I, 1750-018 Lisboa. Portugal 
Telephone: (351) 217574680 
Fax: (351) 217577617 
Email: danielvirella@oninetspeed.pt 
Unit website address www.spp.pt/uvp 
Alternative contact 
person if possible: 

Daniel Virella, personal cell-phone: (351) 936391935 
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Switzerland – SPSU  

Contact name & 
title: 

Hanspeter Zimmermann, MD 
 

Postal Address: Federal Office of Public Health 
Communicable Diseases 
CH-3003 Bern 
Switzerland 

Telephone: +41 31 323 87 10 
Fax: +41 31 323 87 95 
Email: hans-peter.zimmermann@bag.admin.ch 
Unit website 
address 

http://www.bag.admin.ch/k_m_meldesystem/00737/index.html?lang=de 

Alternative contact 
person if possible: 

Daniela Beeli 
+41 31 323 02 97; daniela.beeli@bag.admin.ch 

 
 

 
Wales – WPSU 

 
 

Contact name & 
title: 

Ms Heather O’Connell 

Postal Address: WPSU, Child Health Directorate, University Hospital of Wales, Heath Park, 
CARDIFF CF14 4XW 

Telephone: (029) 2074 3946 
Fax: (029) 2074 6317 
Email: heather.oconnell@cardiffandvale.wales.nhs.uk 
Unit website 
address 

www.welsh-paediatrics.org 

Alternative contact 
person if possible: 

Dr J te Water Naudé, Director WPSU, Children’s Centre, University Hospital 
of Wales, Heath Park, CARDIFF CF14 4XW 029 2074 3540 
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6   INoPSU Publications   
 
1. Grenier D, Elliott EJ, Zurynski Y, Pereira R Rodrigues, Reece M, Lynn R, Kries von R 

Beyond Counting Cases: Public Health Impact of National Paediatric Surveillance Units.  
Arch Dis Child . Vol.92 (6) 527-55, 2007. 

 
2. Elliott E, Nicoll A, Lynn R, Marchessault V, Hirasing R (INoPSU Secretariat), on behalf 

of INoPSU members An international network of paediatric surveillance units: A new era 
in monitoring uncommon diseases of childhood.  . Paediatrics and Child Health; 2001 6: 
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7  INOPSU History Timeline 
 

Year Activity 

1984 
British Paediatric Surveillance Unit (BPSU) 
Committee set up 

1985 BPSU pilot surveillance commenced 

Jun-86 BPSU Launched 

1988 
Professor Guus de Jonge in Netherlands 
discuss BPSU with JD Baum 

1988 
Professor Eberherdt Schmidt in Germany 
discusses BPSU with JD Baum 

1990 
Dutch Paediatric Association approved a 
Dutch surveillance unit 

1992 Dutch and Germany Units launched 

1992 
Dr Elizabeth Elliott spoke to Dr Susan Hall re: 
BPSU activities 

1992 

Dr Elizabeth Elliott launches Australian Unit 
with support of Australian College of 
Physicians 

1992 

Professor Joe Sibert at the Welsh Paediatric 
Society meeting suggested the establishment 
of a Welsh unit separate from the BPSU 
Welsh Paediatric Surveillance System 
(WPSS) was set up in 1994 as a joint venture 
between the University of Wales Departments 
of Child Health (Professor Jo Sibert) and 
Public Health Medicine (Professor Stephen 
Palmer) 
Malaysian Paediatric Surveillance Unit 
launched with assistance from Australia 

1994 
Ist and 2nd EU grant applications submitted - 
rejected 
Germans, Dutch and British Units met with 
the newly formed Swiss Unit in Leiden  for the 
first European Paediatric Surveillance Unit 
meeting 

1995 

Dr Victor Marchessault, who was a member 
of the British Paediatric Association took the 
idea of a paedaitric surveillance back to 
Canada 

1995 
First joint EPSU study published. - Pediatr 
Res 1995;38:423-33 

1996 
European units present at ESPID conference 
IN Denmark 
Launch of the Canadian Paediatric 
Surveillance Programme 

1996 
Papua New Guinea Surveillance Unit 
launched with assistance from Australia 

1996 

Professor Elizabeth Elliott wrote to the BPSU 
proposing the development of an 
International surveillance unit network 
Launch of the New Zealand, Irish and Latvian 
Unit 

1997 

Joint national study on Vitamin K deficiency 
bleeding published - Eur J Pediatr 
1997;156:126-30. 

Year Activity 

1998 

At the 22nd International congress of 
Paediatrics in Amsterdam 10 units agree a 
document (Amsterdam Note) that outlines the 
formation of INOPSU  
The Amsterdam Note is ratified at the first 
INOPSU conference, held in Ottawa Canada. 
Document outlining INOPSU terms of 
reference renamed Amsterdam-Ottawa note. 
British Ophthalmology Surveillance Unit 
accepted into INOPSU as an affiliate member 

2000 INOPSU web site launched 
Prof.Hadjichristodoulou talks with the BPSU 
with the aim of developing a Greece/Cyprus 
unit 
Portuguese Paediatric Surveillance Unit 
launched 
At the International Paediatric Association 
(IPA) meeting INOPSU accepted as an 
affiliate 

2001 
INOPSU publish firs paper - Rare disease 
surveillance:  an International perspective   

2002 2nd INOPSU conference held in York, UK 
2003 Greece/Cyprus Unit launched 

3rd INoPSU conference held in Lisbon, 
Portugal 
INOPSU website redeveloped 
INOPSU present workshop at IPA meeting in 
Cancun, Mexico 

2004 

INOPSU paper - How to acknowledge the 
work of our contributors”: a paper appeared in 
July 2005: Arch Dis Child: 90:768  

2006 4th INoPSU conference held in London, UK 
INoPSU paper published in Archives of 
Disease in Childhood 
FP7 Grant application for funding rejected 

2007 Malaysian and Papua New Guinea Units fold 

2008 
5th INoPSU conference to be held in Munich, 
Germany 
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Appendix 1  Conditions under surveillance 2006-7 
 

Acquired demyelinating syndromes of the central nervous system Canada 
Acute encephalitis and encephalomyelitis Portugal 
Acute flaccid paralysis Australia, Canada, New Zealand, 

Switzerland 
Acute rheumatic fever  Canada, Switzerland 
Adverse drug reactions – serious and life-threatening  Canada, New Zealand 
Alcohol intoxication Netherlands 
Ambiguous genitals Netherlands 
Anaphylaxis in childhood Switzerland 
Anorexia nervosa Netherlands 
Arthritic syndrome Latvia 
Bleeding complications after adenotomy/tonsillectomy in children Germany 
Cerebral palsy among 5-years-olds Portugal 
Child abuse Netherlands 
Child death review pilot Wales 
Chronic fatigue syndrome Netherlands 
Chronic interstitial lung disease Germany 
Complications of measles Germany 
Congenital adrenal hyperplasia - Non CAH Primary Adrenal 
Insufficiency Ireland 
Congenital cytomegalovirus Australia, Canada, Portugal 
Congenital hydronefrosis Netherlands 
Congenital myotonic dystrophy Canada 
Congenital rubella (with defects) Australia, British Isles, Netherlands, 

New Zealand, Switzerland 
Congenital toxoplasmosis Greece,Portugal 
Congenital varicella Australia 
Craniosynostosis  Wales 
Cystic fibrosis Netherlands 
Diabetes mellitus under 5 years / Insulin-depended Diabetes 
mellitus Germany, Netherlands 
Early onset eating disorder Australia, British Isles 
Fatal and near-fatal asthma  Germany 
Fetal Alcohol Syndrome Netherlands 
FMAIT British Isles 
Gall stones in childhood Wales 
Genetic-based severe early hearing impairment Portugal 
Haemoglobinopathies Australia, Netherlands 
Haemolytic uraemic syndrome Greece, New Zealand, Portugal, 

Switzerland 
Head injury secondary to suspected child maltreatment (abuse or 
neglect) Canada 
Hepatitis C virus infection Australia 
Hereditary periodic fever syndrome  Germany 
Herpes British Isles 
HIV British Isles, New Zealand 
Hyperbilirubinaemia Canada, Netherlands, Switzerland 
Hyperinsulinaemic hypoglycaemia Australia, New Zealand 
Hypernatraemia Wales 
Inherited neuromuscular disorders  Australia 
Intussusception  Australia ,British Isles, Latvia, Germany 
Idiopathic intracranial haemorrhage British Isles 
Inborn errors of metabolism New Zealand 
Influenza-associated intensive care and deaths cases among 
children and adolescents Germany 
Intractable asthma Netherlands 
Invasive Haemophilus influenzae infections (all types) Germany 
Juvenile idiopathic arthritis Wales 
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Kawasaki disease Portugal 
Long term ventilation Wales 
Malaria British Isles, Portugal 
MCADD British Isles, Canada, Netherlands 
Morbid obesity Netherlands 
MRSA British Isles 
Multiple sclerosis Netherlands 
Neonatal group B streptococcus sepsis Australia, Portugal 
Neonatal herpes simplex virus infection Australia, British Isles, Switzerland 
Neonatal sinus venous thrombosis Germany 
Neonatal varicella Australia 
Nephrotic syndrome Germany 
Neuroborreliosis Netherlands 
Neural tube defects Switzerland 
Non-bacterial Osteitis Germany 
Non CF bronchiectasis Ireland 
Non tuberculosis mycobacterial infection (NTMI) Australia 
Non-type 1 diabetes mellitus Canada, Latvia, Wales 
Nosebleeds in Infancy Wales 
Peanut allergy Ireland 
Perinatal exposure to HIV  Australia 
Perinatal infection after exposure to HIV Australia 
Pertussis Switzerland 
PIND British Isles 
Pneumococcal sepsis/Meningitis Germany ,New Zealand 
Rett syndrome Australia 
Scleroderma British Isles 
Serious seatbelt injuries Australia 
Severe bronchiolitis requiring ICU?HUD care Ireland 
Severe combined immunodeficiency  Canada 
Severe complications of varicella infection Australia, Ireland, Netherlands 
Severe retinopathy of prematurity   Latvia 
Shaking baby syndrome Switzerland, Germany 
Stroke & transient ischaemic attacks Ireland 
Systemic lupus erythematosus Germany 
Transfusion-related acute lung injury Canada 
Varicella zoster complications Netherlands 
Varicella – neonatal,  congenital & severe complications requiring 
hospitalisation Australia 

Vitamin K deficiency bleeding 
Australia, British Isles, Switzerland, 
New Zealand 

VVZ among hospitalized children and adolescents Portugal 
 


