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 EXECUTIVE SUMMARY  
The Cana dian Pae di at ric Sur veil lance Pro gram

Ini ti ated in 1996 by Health Can ada and the Cana dian 
Pae di at ric Soci ety (CPS), the Cana dian Pae di at ric
Sur veil lance Pro gram (CPSP) has grown from a pilot
pro gram mon i tor ing three pae di at ric con di tions to a
mature sur veil lance sys tem involv ing over 2350
report ing paediatricians/pae di at ric subspecialists and
an annual aver age of 10 low fre quency but high
impact child hood dis or ders inves ti gated to date.
CPSP under takes national sur veil lance of pae di at ric
dis eases/con di tions that have a low inci dence (< 1000 
cases per year) but carry an increased risk of sig nif i -
cant long-term dis abil ity and death as well as
substantial economic costs to society.

A Steer ing Com mit tee is respon si ble for review ing
research pro pos als accord ing to sci en tific and pub lic
health cri te ria. Once a new con di tion has been
accepted for sur veil lance, pro gram par tic i pants, i.e.
report ing paediatricians, receive a sum mary of the
pro to col and the case def i ni tion. They report all cases 
of the con di tion, as well as sus pect and prob a ble
cases, seen within the pre vi ous month (or sub mit a
nil report, if none was seen) on stan dard report ing
forms. Those cli ni cians who report cases are then
asked to pro vide more details by com plet ing a fol low- 
up ques tion naire. Dupli cate cases are iden ti fied dur -
ing this fol low-up pro cess. Case ascer tain ment is ver i -
fied through com par i son with data from other
pro grams, such as the Canadian Institute for Health
Infor ma tion.

By 2003, it was felt nec es sary to under take an eval u a -
tion of the CPSP and its stated objec tives. Con se -
quently, an Expert Advi sory Group (EAG) was
estab lished in the spring of that year to col lab o rate
with the CPSP Work ing Group and Steer ing Com -
mit tee on such a review and to make rec om men da -
tions in light of the con clu sions. The objec tives of the 
review were as follows:

§ to deter mine how well the CPSP is achiev ing its
objec tives;

§ to assess the costs and effec tive ness of the pro -
gram in com par i son with other sim i lar sur veil -
lance pro grams;

§ to assess how well the CPSP func tions rel a tive to
CDC (U.S. Cen ters for Dis ease Con trol and Pre -
ven tion) cri te ria for sur veil lance pro grams;

§ to afford CPSP par tic i pants and research ers the
oppor tu nity to pro vide feed back;

§ to deter mine whether the CPSP is meet ing the
needs of var i ous tar get groups, includ ing
research ers and paediatricians;

§ to assess the “pub lic health worth” of the CPSP:
Does the infor ma tion it col lects have the poten -
tial to change pub lic health pol i cies?

§ to assess the effec tive ness of the CPSP Steer ing
Com mit tee;

§ to iden tify oppor tu ni ties for improve ment.

The eval u a tion com prised three com po nents: estab -
lish ment of an EAG to pro vide over sight; feed back
from CPSP par tic i pants and oth ers by means of anon -
y mous ques tion naires; and assess ment of the CPSP
using cri te ria for eval u at ing pub lic health sys tems
developed by the CDC.

The response rates to the sur vey ques tion naires were
47% for CPSP par tic i pants, 45% for inves ti ga tors, 71%
for Steer ing Com mit tee mem bers and 46% for pub lic
health pro fes sion als. The sur vey data were used to
assess how well the CPSP is meet ing the needs of var i -
ous tar get groups and to answer the ques tions posed
by the CDC’s guide lines on eval u a tion.

Over all, the EAG con cluded that the CPSP has met its
cur rent objec tives. It has ini ti ated pro grams of national 
sci en tific sig nif i cance and devel oped an effec tive sur -
veil lance sys tem to mon i tor the health of Cana dian
chil dren. Some impor tant results over the past eight
years include the improved report ing rate of acute flac -
cid paral y sis; con fir ma tion of the need for admin is tra -
tion of intra mus cu lar vita min K to new born babies for
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pre ven tion of hem or rhagic dis ease, in accor dance with
CPS guide lines; estab lish ment of Cana dian inci dence
of Smith-Lemli-Opitz syn drome; and infor ma tion on
vita min-D defi ciency rick ets and neo na tal hyper-
bilirubinemia to guide pol icy devel op ment. One-time
sur veys have been used to inves ti gate the extent of
inju ries asso ci ated with baby walk ers and lap belts.
Sur veil lance results from the pro gram have clear
implications for treat ment, pre ven tion and pub lic
health mea sures. Of the pub lic health pro fes sion als
sur veyed, 71% had used CPSP infor ma tion to guide
the plan ning, imple men ta tion and eval u a tion of pro -
grams. Of the inves ti ga tors, 95% reported that their
research pro ject could not have been under taken with -
out national case ascer tain ment, and 68% felt that it
would not have been pos si ble with out the CPSP. 

The CPSP also has an impor tant edu ca tional func -
tion. Paediatricians’ aware ness of the low fre quency
child hood dis or ders under sur veil lance has increased
through par tic i pa tion in the pro gram, and CPSP
results are dis sem i nated through var i ous chan nels:
high lights and arti cles are pub lished in jour nals such
as Pae di at rics and Child Health and Can ada Com mu ni -
ca ble Dis ease Report, bi-annual edu ca tional resource
arti cles are cir cu lated, an Annual Report is pro duced,
and oral and poster pre sen ta tions are made at sci en -
tific meet ings. More than 60% of paediatricians
respond ing to the sur vey reported that the study pro -
to cols and bi-annual resource arti cles were help ful,
and cli ni cians who had pre vi ously reported a case to
the CPSP were twice as likely to report that study-
related mate ri als had changed their clin i cal prac tice. 

Not only does the CPSP pro vide a mech a nism for
national col lab o ra tive research (of the 11 stud ies
mon i tored in 2002, six had co-inves ti ga tors from dif -
fer ent cen tres), it also actively pro motes liai son with
sim i lar sur veil lance sys tems in other coun tries
through the Inter na tional Net work of Pae di at ric Sur -
veil lance Units. Sur vey responses indi cated that 65%
of inves ti ga tors believed that CPSP results pro vided
infor ma tion to allow part ner ship with researchers in
other countries.

There is over whelm ing evi dence that the CPSP is a
timely, cost-effec tive epi de mi o log i cal tool that car ries
out a core Health Can ada sur veil lance func tion and

does so very suc cess fully. It dem on strates high sen si -
tiv ity and response rates, pro vides an invalu able tool
in col lab o ra tive research, is rec og nized inter na tion -
ally as a high-qual ity pro gram – and achieves all this
on a small bud get. It is a nec es sary pro gram with no
appar ent alter na tive. The finan cial sav ings achieved
through increased aware ness and edu ca tion, and thus 
ear lier detec tion and treat ment of patients, are likely
to be con sid er able. An inter na tional com par i son of its 
oper at ing costs with those of other national sur veil -
lance pro grams proved impossible, as each unit
functions differently. 

Use of the CDC frame work has dem on strated that
the CPSP employs its resources wisely to main tain a
sur veil lance/research tool that is clearly extremely
use ful, is sim ple, accept able (e.g. 83% response rate
for the year 2002) and sen si tive (as shown through
com par i son with data from other sources). With
regard to the pro gram’s influ ence on pub lic health
pol icy, 88% of pub lic health pro fes sion als sur veyed
had heard of the pro gram, and 86% of these were
aware of its results; 32% used the results to eval u ate
pub lic pol icy; 47% used them as a basis for future
research; 70% for uses such as guid ing imme di ate
action; and 60% for con tin u ing professional
development.

In sum mary, the EAG con cluded that the CPSP rep -
re sents excel lent value for money, an achieve ment
that was seen as excep tional and unsur passed by any
com pa ra ble pro gram known to the group. Fur ther -
more, the CPSP rep re sents an impor tant col lab o ra tive 
tool for sur veil lance, research and pol icy devel op -
ment. It is a robust pro gram, with a strong eco nom i -
cal infra struc ture, a well-estab lished national
col lab o ra tive net work, a rapid real-time report ing rate 
and a high degree of sensitivity and predictive value. 

Sur veil lance, per se, is not a ther a peu tic inter ven tion.
Sur veil lance is “knowl edge trans fer” in action. Infor -
ma tion col lected by the CPSP pro vides sci en tific evi -
dence to advance clin i cal prac tices and guide pub lic
health actions. CPSP’s leg acy will be best remem -
bered in the lives saved and the lives pro longed by
clin i cal and social pre ven tion/inter ven tions derived
from CPSP studies.

iv



OVERVIEW OF THE CANADIAN
 PAEDIATRIC SURVEILLANCE PROGRAM  

The Cana dian Pae di at ric Sur veil lance Pro gram
(CPSP), a joint pro ject of Health Can ada’s Cen tre for
Infec tious Dis ease Pre ven tion and Con trol and the
CPS, was estab lished in 1996 to mon i tor dis eases and 
con di tions in Cana dian chil dren that have low fre -
quency but high mor bid ity and mor tal ity. The Steer -
ing Com mit tee of the CPSP requests pro pos als from
the pae di at ric research com mu nity on med i cal con di -
tions that require sur veil lance. Once a study has been 
accepted, the paediatricians par tic i pat ing in CPSP
sub mit monthly report ing forms on which they have
recorded the num ber of new cases of the con di tion
seen in the pre vi ous month. The CPSP is an active
sur veil lance pro gram and, accord ingly, par tic i pants
must return the monthly report form even if they
have not seen a case. Once a case has been iden ti fied,
the par tic i pant is asked to com plete a detailed
reporting form providing investigators with
case-specific data.

Mis sion State ment

To con trib ute to the improve ment of the health of
chil dren and youth in Can ada by national sur veil -
lance and research into child hood dis or ders that are
high in dis abil ity, mor bid ity, mor tal ity and eco nomic
costs to soci ety, despite their low frequency.

Pro gram Objec tives 

Mech a nism 

§ To main tain and improve a national and col lab o -
ra tive pop u la tion-based sur veil lance sys tem to
mon i tor health in Cana dian chil dren and youth. 

High impact sur veil lance 

§ To per form sur veil lance on child hood dis or ders
that are high in dis abil ity, mor bid ity, mor tal ity

and eco nomic costs to soci ety, despite their low
fre quency (less than 1000 cases per year). 

§ To pro vide a plat form for pop u la tion-based sur -
veil lance to look at spe cial pop u la tions and
regional vari a tions. 

Knowl edge trans fer 

§ To advance knowl edge, enhance under stand ing
and improve pre ven tion, treat ment and health
care plan ning related to high impact child hood
dis or ders. 

§ To dis sem i nate impor tant sur veil lance results to
health pro fes sion als, pol icy-mak ers and the gen -
eral pub lic in order to con trib ute to the health
and well-being of Cana dian chil dren, through
col lab o ra tive efforts. 

Emer gency response 

§ To pro vide an infra struc ture that allows rapid
and effi cient access to sur veil lance to respond to
urgent pae di at ric pub lic health emer gen cies. 

Inter na tional oppor tu ni ties 

§ To par tic i pate in the Inter na tional Net work of
Pae di at ric Sur veil lance Units (INoPSU) pro mot -
ing “global vil lage” sur veil lance that can result in 
an accel er a tion of the acqui si tion of timely infor -
ma tion for pub lic health deci sions. 

Pro gram His tory

Founded in 1996 – A Pilot Pro gram

In 1995, a small work ing group from the CPS and
Health Can ada was formed to set up a national pae di -
at ric sur veil lance pro gram mod elled on the Brit ish
Pae di at ric Sur veil lance Unit. After sev eral months of
plan ning and con sul ta tion, a joint pilot pro gram for
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the sur veil lance of low fre quency, high impact pae di -
at ric dis eases and con di tions was estab lished, which
com menced activ ity in Jan u ary 1996. Three con di -
tions were selected for the pilot pro gram: acute flac -
cid paral y sis (AFP), con gen i tal rubella syn drome
(CRS), and group B strep to coc cal infec tion (GBS).
AFP was selected because even though Can ada and
the rest of the Amer i cas were cer ti fied polio-free in
1994, there remained a risk of wild polio impor ta tion
from polio-endemic regions to Can ada. The CPSP
pro vided a means of mon i tor ing sus pected cases of
par a lytic polio my eli tis and con firm ing the elim i na -
tion of indig e nous wild poliovirus trans mis sion. CRS
sur veil lance mon i tored prog ress towards the goal of
elim i nat ing indig e nous rubella infec tion dur ing preg -
nancy by the year 2000. The GBS study offered the
chal lenge of gathering much needed information on
the incidence of this infection in Canada.

The pilot study high lighted the impor tance of send -
ing quar terly remind ers to non-respond ing par tic i -
pants. Three remind ers were sent for the first two
months, whereas no remind ers were sent for the final 
two months of the year, and this resulted in much
higher response rates, of 89% and 88% for Jan u ary
and Feb ru ary, as com pared with 61% and 64% for
Novem ber and Decem ber. The pilot phase enabled
the CPSP to evolve into a smoother, more effi cient
infra struc ture as a result of the expe ri ence gained
throughout the year. 

The Emerg ing Years (1997-2000)

The CPSP con tin ued to grow and build in 1997 with
the addi tion of three new dis eases to the pro gram:
Creutzfeldt-Jakob dis ease (CJD), hem or rhagic dis ease 
of the new born, and neu ral tube defects. At the same
time, sur veil lance of GBS was dis con tin ued, as a
num ber of other stud ies were ini ti ated fol low ing the
pub li ca tion of guide lines for the man age ment of GBS
dur ing pregnancy and delivery.

While no new stud ies were added to the CPSP in
1998, sur veil lance of neu ral tube defects con cluded
when final study results indi cated that case ascer tain -
ment was incom plete. In ret ro spect, it became clear
that estab lish ing a net work of col lab o ra tors is of
prime impor tance when study ing the occur rence of
con di tions that involve a num ber of health care pro -
fes sion als. To ensure that case ascer tain ment is com -
plete, all col lab o ra tors must be involved. In this case,
extend ing the list of par tic i pants to include other
subspecialties, such as obste tri cians and genet i cists,
would have ensured that case ascer tain ment results
were more complete.

The pro gram con tin ued to evolve, becom ing more
self-directed, and in the sum mer of 1998 a call was
issued for research pro pos als. The call was suc cess ful,
six new stud ies being approved for inclu sion in the
pro gram pend ing con fir ma tion of finan cial sup port
and eth i cal approval: anaphylaxis, cere bral edema in
dia betic ketoacidosis, idio pathic inter sti tial lung dis -
ease, perinatal hemochromatosis, pyridoxine-depend -
ent sta tus epilecticus, and vita min D-defi ciency rick ets. 
With more than 2100 paediatricians par tic i pat ing in
the pro gram, the CPSP became the larg est pae di at ric
sur veil lance unit in the world. By 1999 and 2000, the
CPSP had gained rec og ni tion among pae di at ric
research ers as a timely epi de mi o log i cal tool. As a
result, many dif fer ent pae di at ric subspecialties
embarked on new sur veil lance pro jects: anaphylaxis,
hemolytic uremic syn drome, neo na tal her pes sim plex
virus infec tion and Smith-Lemli-Opitz syn drome. This
vari ety of con di tions is impor tant in keep ing
paediatricians highly inter ested and moti vated to par -
tic i pate in the pro gram. As well, the vari ety shows the
great ver sa til ity of the CPSP as an epi de mi o log i cal tool.

From three stud ies in the inau gu ral year to nine by
2001 and a total of 24 con di tions under sur veil lance
since its incep tion, today nearly 2350 paediatricians
and pae di at ric subspecialists par tic i pate monthly,
rep re sent ing a child pop u la tion under 18 years of age

2



of approx i mately 7.5 mil lion. Since 1999, the ini tial
monthly response rate has aver aged 82%, with a com -
ple tion rate of 95% for the fol low-up, detailed ques -
tion naire on case reports.

Sur veil lance at Work

CPSP Steer ing Com mit tee

Dur ing 1996, a Steer ing Com mit tee was estab lished to
ensure that the CPSP would be devel oped to serve the
health needs of Cana dian chil dren and youth as well as 
the research needs of the health care com mu nity
whose prime con cern is the care and health of chil -
dren. Mem ber ship on the Steer ing Com mit tee includes 
rep re sen ta tion from the CPS, the Cen tre for Infec tious
Dis ease Pre ven tion and Con trol and the Cen tre for
Healthy Human Devel op ment of Health Can ada, the
Fed eral/Pro vin cial Advi sory Com mit tee on Epi de mi ol -
ogy, Chief Med i cal Offi cers of Health, and the Assem -
bly of Cana dian Uni ver sity Pae di at ric Depart ment
Heads. Also included are liai son rep re sen ta tives from
var i ous orga ni za tions, such as the Cana dian Asso ci a -
tion of Child Neu rol ogy and the Cana dian Col lege of
Med i cal Genet i cists. A lay per son rep re sent ing the dis -
ci pline of bioethics was also added. Past and pres ent
mem bers of the CPSP Steer ing Com mit tee mem bers
are listed in Appen dix 1.

The Pro cess

The CPSP is designed to study low inci dence, high
impact child hood dis or ders (less than 1000 cases per
year) or rare com pli ca tions of more com mon dis eases 
of such low fre quency that national data col lec tion is
required to gen er ate a suf fi cient num ber of cases to
derive mean ing ful results. When the CPSP Steer ing
Com mit tee reviews new study pro pos als, pref er ence
is given to stud ies that have strong pub lic health
impor tance or could not be under taken in any other
way. All stud ies must con form to high stan dards of
sci en tific rigour and practicality. 

Upon ini ti a tion of a new study, pro gram par tic i pants
receive a sum mary of the pro to col, includ ing the case 
def i ni tion and a brief descrip tion of the con di tion. In
addi tion to pro vid ing a uni form basis for report ing,
this approach serves to edu cate and increase aware -

ness of unusual or rare con di tions. The ini tial report -
ing form, list ing the con di tions cur rently under sur -
veil lance, is mailed monthly to prac tis ing Cana dian
paediatricians and rel e vant pae di at ric subspecialists,
and health care pro vid ers (Fig ure 1). Respon dents are 
asked to indi cate, against each con di tion, the num ber 
of new cases seen in the pre vi ous month or to sub mit 
a “nil” report. A nil report is very impor tant in active
sur veil lance because the CPSP can not sim ply assume
that no reply means no cases. Par tic i pants report all
cases meet ing the case def i ni tions, includ ing sus pect
or prob a ble cases where there is some doubt about
report ing. This some times leads to dupli cate reports
but avoids missed cases. Dupli cate cases are iden ti fied 
dur ing case fol low-up. Respon dents who do not reply 
every month receive quar terly remind ers. As well,
infor ma tion, includ ing the monthly com pli ance rates
and the num ber of cases reported, is mailed quar terly
to all par tic i pants to keep them informed of prog ress.
Case ascer tain ment is mon i tored and ver i fied by
investigating duplicate reports and comparing data
with the following programs or centres:

§ Cana dian Asso ci a tion of Pae di at ric Health Cen -
tres

§ Cana dian Pae di at ric Deci sion Sup port Net work

§ IMPACT (Immu ni za tion Mon i tor ing Pro gram
ACTive) cen tres

§ Noti fi able Dis eases Report ing Sys tem, Cen tre for
Infec tious Dis ease Pre ven tion and Con trol,
Health Can ada

§ Hos pi tal Dis charge Abstract Data base, Cana dian
Insti tute for Health Infor ma tion

One-time Sur vey Ques tions

The CPSP was expanded to allow inves ti ga tors a
cost-effec tive tool to sur vey par tic i pants on a
one-time basis in order to iden tify the prev a lence of a
prob lem or to answer a spe cific ques tion. In 2002, the 
Injury and Child Mal treat ment Sec tion, Health Sur -
veil lance and Epi de mi ol ogy Divi sion of the Cen tre for 
Healthy Human Devel op ment at Health Can ada, with 
the coop er a tion and sup port of the Prod uct Safety
Bureau, Healthy Envi ron ments and Con sumer Safety
Branch, posed a ques tion to better under stand the
fre quency and extent of inju ries asso ci ated with baby
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Cana dian Pae di at ric Sur veil lance Pro gram

John Doe, MD
1234 Some Street
Some where ON A1A 1A1

Feb ru ary 2003
999999

*100001* 

Con di tions cur rently under study
(Please ensure that cases of stat u to rily noti fi able dis eases are reported to the appro pri ate pub lic health author ity.)

Acute flac cid paral y sis (AFP) – includ ing Guillain-Barré syn drome (stool cul ture impor tant)

CHARGE asso ci a tion/syn drome (CAS) – 

Con gen i tal rubella syn drome (CRS) – includ ing con gen i tal rubella infec tion

Necrotizing fasciitis (NF) – 

Neo na tal her pes sim plex virus infec tion (HSV) – infant 60 days or less

Neo na tal hyperbilirubinemia – severe (NHS) – < 60 days (total bili > 425 micromol/L or exchange trans fu sion)

Prader-Willi syn drome (PWS) – 

Vita min D defi ciency rick ets (VDDR) – 

If you have no new cases to report for any of these con di tions, please check this box.                                            £ 
If new cases have been seen, please com plete the sec tion below list ing the study, and the Date of
birth/Sex for each case.

     Study
    e.g. AFP

Date of birth/Sex Com ment
xxxx

__________________________________________________________________________________________________

__________________________________________________________________________________________________

__________________________________________________________________________________________________

Com plete and return this form in the enclosed self-addressed enve lope
or fax to: (613) 526-3332.

Thank you for your coop er a tion.

          100-2204 Walkley Road, Ottawa ON K1G 4G8 —- Tel.: (613) 526-9397, ext. 239; Fax: (613) 526-3332          

Fig ure 1: Ini tial Report ing Form



walk ers in Can ada. A total of 1214 paediatricians
returned the sur vey, rep re sent ing a 53.4% response
rate. A sec ond sur vey ques tion, in early 2003, ver i fied 
that paediatricians see chil dren with lap-belt syn -
drome at some point dur ing their hos pi tal iza tion and
confirmed the need for a follow-up study.

Com mit ment to Patient Con fi den ti al ity

With increased con cerns about the pro tec tion of indi -
vid ual pri vacy, an impor tant issue for pae di at ric sur -
veil lance has become the need to bal ance the goal of
data col lec tion for the com mon good against the need 
for con fi den ti al ity. While health-related sur veil lance
existed for cen tu ries, the rap idly increas ing tech no -
log i cal abil ity to link, ana lyze and dis sem i nate data is
an impor tant con sid er ation. CPSP Steer ing Com mit -
tee mem bers have affirmed their com mit ment to
main tain ing patient con fi den ti al ity, and only
non-nom i nal patient infor ma tion is requested to
track reports and elim i nate dupli cates. The CPSP
ensures the pri vacy and the non-label ling of indi vid u -
als, local i ties, and prov inces in either rare encoun ters
of a con di tion or local ized out breaks, stat ing that
only pan-Canadian national data are used in
presentations and publications.

Fund ing

Health Can ada has pro vided funds to the CPSP
through two con tracts awarded to the CPS by the Sci -
ence Direc tor ate of Pub lic Works and Gov ern ment
Ser vices Can ada. The con tract’s “sci en tific author ity”
resides with the Divi sion of Sur veil lance and Risk
Assess ment of the Cen tre for Infec tious Dis ease Pre -
ven tion and Con trol, Pop u la tion and Pub lic Health
Branch, Health Canada.

CPSP Con tract, 1997-2000: The first con tract, in the
amount of $630,762.86, was awarded for three fis cal
years, April 1, 1997, to March 31, 2000. The sec ond
and third years of the con tract stip u lated that “the
Con trac tor will be paid its costs rea son ably and prop -
erly incurred in the per for mance of the Work, less all
rev e nues gen er ated by the Con trac tor (CPS) for the
pro gram”. The con tract funded “core costs”, which
included labour, data base and account ing sup port,
and day-to-day oper at ing expenses. As well, the con -

tract pro vided a 12% admin is tra tive fee attrib ut able to 
labour and direct oper at ing expenses.

Three amend ments increased the fund ing to
$829,589.19, and extended the dura tion of the con -
tract to Novem ber 30, 2000. Amend ments assigned a
Med i cal Affairs Offi cer to the pro gram, com menc ing
Octo ber 1, 1999, work ing one full day per week (or
two half-days per week). It also pro vided for the sup -
port ser vices of the Exec u tive Direc tor, com menc ing
April 1, 2000, work ing 3.75 hours per week. The
amend ments cov ered the costs of con duct ing a sur -
vey of CPSP par tic i pants on the use of e-mail and
Internet ser vices, and host ing the inau gu ral meet ing
of the Inter na tional Net work of Paediatric Sur veil -
lance Units (INoPSU) in con junc tion with the CPS
annual meeting in June 2000.

CPSP Con tract, 2000-2005: A sec ond con tract was
awarded to the CPS for a period of four years and
four months, com menc ing on Decem ber 1, 2000, and 
ter mi nat ing on March 31, 2005. The con tract is a
“firm price con tract” for the total expen di ture of
$1,570,974.00 (includ ing GST). 

Sur veil lance Results – Mak ing a
Dif fer ence (2001 to the pres ent)

With many con clud ing stud ies and a well-estab lished 
infra struc ture, anal y sis and inter pre ta tion of results
revealed impor tant med i cal and pub lic health issues
need ing dis sem i na tion and action. For example,

§ with the intro duc tion of active pae dia tri -
cian-based report ing through the CPSP, the AFP
report ing rate improved from 0.5 to 0.97 per 100 
000 chil dren and reached the World Health
Orga ni za tion’s tar geted rate for a coun try free of
wild poliovirus. The Pan Amer i can Health Orga -
ni za tion com mended the CPSP on its suc cess in
iden ti fy ing, review ing, and inves ti gat ing all AFP
cases; 

§ results of the hem or rhagic dis ease of the new -
born (HDNB) study rein forced the CPS guide -
lines on the admin is tra tion of intra mus cu lar
vita min K to new born babies. An inter na tional
com par i son of the inci dence of late HDNB
(1995-2000) for Can ada, Aus tra lia, New Zea land, 
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Swit zer land, Ger many and Brit ain showed Can -
ada to have the low est rate (0.37 per 100 000); 

§ the rar ity of sub acute sclerosing panencephalitis
cases (two in four years) is a trib ute to both the
suc cess of the mea sles immu ni za tion pro gram
and the safety of the mea sles vac cine;

§ the anaphylaxis study doc u mented for the first
time that it was not a rare dis or der and that it
affected the entire Cana dian pae di at ric pop u la -
tion from age 1 month to 17 years; it also illus -
trated the need for increased pub lic health
mea sures to improve both rec og ni tion and
prompt treat ment of anaphylaxis;

§ because of increased aware ness in the pae di at ric
milieu, the results of the Smith-Lemli-Opitz syn -
drome (SLO) study estab lished a Cana dian inci -
dence, iden ti fied three new DHCR7 muta tions,
and were cru cial in secur ing National Insti tutes
of Health fund ing for a multi-cen tre inter na tional 
study on pre na tal screen ing for SLO in Ontario
and Brit ish Colum bia;

§ the vita min D defi ciency rick ets study con firmed
many cases in Can ada and rein forced the CPS
guide lines on the impor tance of vita min D
supplementation of all breast fed infants and chil -
dren; 

§ the neo na tal hyperbilirubinemia study iden ti fied
a large num ber of new borns with severe dis ease
and an edu ca tional need for improv ing their ini -
tial diag nos tic lab o ra tory eval u a tion;

§ the adapt abil ity of the CPSP as an epi de mi o log i -
cal tool allows one-time sur veys to deter mine the 
prev a lence of a prob lem or to answer a spe cific
ques tion on prac tice expe ri ence, as high lighted
by the sur veys on baby walker and lap-belt syn -
drome inju ries. Both of these will have prod uct
safety impli ca tions. 

Inter na tional Net work of Pae di at ric
Sur veil lance Units (INoPSU)

In August 1998, dur ing the 22nd Inter na tional Con -
gress of Pae di at rics in Amster dam, the Inter na tional
Net work of Pae di at ric Sur veil lance Units (INoPSU)
was established1. The found ing units were Aus tra lia,
United King dom, Can ada, Ger many, Lat via, Malay sia, 
the Neth er lands, New Zea land, Papua New Guinea,
and Swit zer land. The CPSP invited INoPSU to host
its first sci en tific meet ing dur ing the CPS annual
meet ing in June 2000, afford ing Cana dian
paediatricians an excel lent oppor tu nity to ben e fit
first-hand from this research dis sem i na tion. CPSP
attended the sec ond INoPSU meet ing in April 2002
in York, Eng land, at which time Can ada (Dr. Vic tor
Marchessault) was acclaimed the new con ve nor effec -
tive April 2003 and Andrea Medaglia, CPSP Senior
Coor di na tor, the new sec re tary. The mission and
aims of INoPSU are provided in Appendix 2. 

The CPSP has pro moted national pro grams and inter -
na tional stud ies and com par i sons at

§ The Inter na tional Pae di at ric Asso ci a tion (IPA)
meet ing in Beijing, China, Sep tem ber 2001

§ Royal Col lege of Pae di at rics and Child Health
meet ing in York, Eng land, April 2002

§ Cana dian National Immu ni za tion Con fer ence in
Vic to ria, Brit ish Colum bia, Decem ber 2002

§ Child and Youth Health 2003: 3rd World Con -
gress, Van cou ver, Brit ish Colum bia, May 2003

§ The Irish and Amer i can Pae di at ric Soci ety,
Ottawa, Ontario, Sep tem ber 2003

§ Euro pean Soci ety of Pae di at ric Research meet ing
in Bilbao, Spain, Sep tem ber 2003 

§ Europaediatrics 2003 meet ing in Prague, The
Czech Repub lic, Octo ber 2003

The CPSP has assumed a lead er ship role in devel op -
ing and sub mit ting a for mal pro posal to the IPA for a
sci en tific ses sion on INoPSU at the meet ing in
Cancun, August 2004.
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 CPSP EVALUATION   

The CPSP decided to under take an eval u a tion of the
sur veil lance pro gram to deter mine whether it meets
its objec tives. Other, sim i lar, pae di at ric sur veil lance
sys tems oper at ing in Aus tra lia and Brit ain have
already con ducted or are con sid er ing an eval u a tion.
The Aus tra lian Pae di at ric Sur veil lance Unit (APSU)
com menced oper a tions in May 1993 and was mod -
elled on the Brit ish Pae di at ric Sur veil lance Unit. In
1997, the APSU for mally eval u ated its pro gram to
assess whether it ful filled stated objectives2 and con -
formed to guide lines devel oped by the U.S. Cen ters
for Dis ease Con trol and Pre ven tion (CDC) for eval u -
at ing sur veil lance systems3. The APSU eval u a tion
con cluded that the sup port of pro fes sional pae di at ric
bod ies, the sim plic ity of the report ing scheme, the
low work load for cli ni cians, and the edu ca tional
value and rel e vance for clin i cal prac tice accounted for 
the high com pli ance within these schemes. The
APSU is inter ested in redo ing its pro gram eval u a tion
in con junc tion with CPSP. The Brit ish Pae di at ric
Surveillance Unit has expressed interest in
undertaking a similar program evaluation early in
2004.

Objec tives of the Eval u a tion

The objec tives were as fol lows:

§ To deter mine how well the CPSP is achiev ing its
objec tives and goals;

§ To assess the costs and effec tive ness of the pro -
gram in com par i son with other sim i lar sur veil -
lance pro grams;

§ To assess how well the CPSP func tions rel a tive to 
CDC cri te ria for sur veil lance pro grams; 

§ To afford CPSP par tic i pants and research ers the
oppor tu nity to pro vide feed back;

§ To deter mine whether the CPSP is meet ing the
needs of var i ous tar get groups, includ ing
research ers and paediatricians;

§ To assess the “pub lic health worth” of the CPSP:
Does the infor ma tion col lected by the CPSP have 
the poten tial to change pub lic health pol i cies?

§ To assess the effec tive ness of the CPSP Steer ing
Com mit tee;

§ To iden tify oppor tu ni ties for improve ment.

Meth ods

The eval u a tion pro cess con sisted of the fol low ing
com po nents: 

§ The estab lish ment of an Eval u a tion Work ing
Group com pris ing mem bers of the CPSP Work -
ing Group, two mem bers of the CPSP Steer ing
Com mit tee and an epi de mi ol o gist hired “on con -
tract”; 

§ The devel op ment of logic mod els to gather back -
ground mate rial, to iden tify crit i cal ques tions
and to illus trate short- and long-term out comes; 

§ The estab lish ment of an EAG to over see the eval -
u a tion and for mu late rec om men da tions; 

§ A mail-out of ques tion naires to CPSP par tic i -
pants, prin ci pal inves ti ga tors, CPSP Steer ing
Com mit tee mem bers and pub lic health pol icy
mak ers;

§ Data anal y sis using the CDC cri te ria for eval u at -
ing pub lic health sur veil lance sys tems as a tem -
plate.

Devel op ment of Logic Mod els

The eval u a tion pro cess was ini ti ated with the devel -
op ment of logic mod els to gather back ground mate -
rial and iden tify crit i cal ques tions. Most pro grams
share com mon ele ments, and a logic model is a dia -
gram of these com mon ele ments, show ing what the
pro gram is sup posed to do, with whom and why.
Com po nents are groups of closely related activ i ties in 
a pro gram. Activ i ties are the oper a tions the pro gram
con ducts to work toward its desired out comes. Tar get 
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groups are the indi vid u als, groups or com mu ni ties at
whom the pro gram’s activ i ties are directed. Out comes 
are the changes the pro gram hopes to achieve. These
are dif fer en ti ated between short-term and long-term
out comes. Devel op ment of the logic mod els for the
CPSP eval u a tion was guided by the pro gram eval u a -
tion tool kit pro duced by the Ottawa-Carleton Health 
Department4. Logic mod els were estab lished to illus -
trate short- and long-term out comes in three key
areas: the ini ti a tion of a study (Fig ure 2), the sur veil -
lance pro cess (Figure 3) and the impact of
information dissemination (Figure 4).

Estab lish ment of the Expert Advi sory Group

An EAG was formed in the spring of 2003 to col lab o -
rate with the CPSP Eval u a tion Work ing Group and
the Steer ing Com mit tee on the eval u a tion objec tives,
the design of the eval u a tion meth od ol ogy, review of
the find ings, and devel op ment of rec om men da tions.
The mem bers of the EAG are listed in Appen dix 3.
The terms of ref er ence of the EAG were as follows:

§ To pro vide advice on the eval u a tion objec tives in 
con cert with the CPSP Work ing Group;

§ To pro vide advice on the design of the eval u a tion 
meth od ol ogy in col lab o ra tion with the CPSP
Work ing Group and the CPSP Steer ing Com mit -
tee;

§ To pro vide advice on the four ques tion naires
(CPSP par tic i pants, CPSP prin ci pal inves ti ga tors, 
CPSP Steer ing Com mit tee mem bers and pub lic
health pol icy mak ers);

§ To par tic i pate in con fer ence calls as required;

§ To attend one face-to-face meet ing to review the
find ings of the sur veys and to make rec om men -
da tions;

§ To seek clar i fi ca tion and addi tional infor ma tion
on CPSP as needed;

§ To sub mit a final report to the CPSP Steer ing
Com mit tee out lin ing the strengths and weak -
nesses, includ ing rec om men da tions for improve -
ment.

The EAG met for a one-day, face-to-face meet ing on
Sep tem ber 18, 2003, at which mem bers of the CPSP
Eval u a tion Work ing Group pre sented an over view of
the pro gram together with find ings from the sur veys.
One half day was given to the EAG for delib er a tion
and for mu la tion of rec om men da tions. The Chair of
the EAG pre sented the final report to the Steer ing
Com mit tee at its meeting in November 2003.
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Fig ure 2: Logic model for the ini ti a tion of a study 

Com po nents Call for research stud ies Approval pro cess

ä ä

Activ i ties r “Call for New Stud ies” flyer is mailed to all CPSP 
par tic i pants and pae di at ric uni ver sity hos pi tals

r The call is adver tised in the jour nal Pae di at rics
and Child Health and the CPS News

r CPSP Senior Coor di na tor and Med i cal Con sul -
tant answer que ries from inter ested
research ers

r CPS com mit tees request spe cific stud ies

r Oral and poster pre sen ta tions at con fer ences
stim u late pro pos als

r Con cur rent work shops at the CPS Annual
Meet ing stim u late pro pos als

r Prin ci pal inves ti ga tor sub mits let ter of intent
(LOI)

r CPSP Steer ing Com mit tee reviews pro posal

r If LOI is approved, researcher then sub mits
case def i ni tion, pro to col and detailed
ques tion naire

r Researcher obtains eth ics approval from
his/her insti tu tion

r Researcher secures fund ing

r CPSP Senior Coor di na tor arranges print ing of
pro to col for binder insert and final izes the
detailed ques tion naire

ä ä

Tar get groups r Paediatricians

r Pae di at ric subspecialists

r Poten tial research ers

r Prin ci pal inves ti ga tors

r CPSP Steer ing Com mit tee

r CPSP Work ing Group

ä ä

Short-term
out comes

r Raise aware ness of sur veil lance pos si bil i ties

r Pro vide prac ti cal edu ca tional mate rial

r Raise aware ness of out comes for low fre -
quency, high impact con di tions

r Increase fea si bil ity and sci en tific rig our of
study pro pos als

r Focus atten tion on poten tial pub lic health
impacts of study results

ä ä

Long-term
out comes

r Ver ify the effec tive ness of cer tain pae di at ric
prac tices and pub lic health mea sures

r Assess the need for cer tain pae di at ric pro -
grams for pre ven tion and treat ment of low fre -
quency, high impact dis eases

r Facil i tate imple men ta tion of inter na tional col -
lab o ra tive stud ies

r Increase the num ber and scope of research
pro pos als

r Encour age link with par ent asso ci a tions for low 
fre quency, high impact dis eases

r Opti mize CPSP sur veil lance and research
activ i ties

r Secure per ma nent fund ing for the CPSP

r Pub lish and dis sem i nate out comes of study
results

r Stan dard ize for mat of new study pro pos als
(tem plate for sub mis sions)

r Facil i tate poten tial for cohort fol low-up

Steps taken to achieve short- and long-term out comes are listed in Appen dix 4.
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Fig ure 3: Logic model of the sur veil lance pro cess

Com po nents Active case ascer tain ment
by respon dents

Coor di nat ing respon dents
and research ers

ä ä

Activ i ties r Dis sem i nate study pro to cols

r Orga nize monthly mail-out of “ini tial report
form”

r Pro cess respon dents’ replies to indi cate nil
reports or the num ber of new cases seen dur -
ing the month

r Send quar terly remind ers to respon dents who
have not replied for all months of the year

r Pre pare quar terly map of monthly com pli ance
rates and case reports

r Fol low up with mail-out of “detailed report ing
form” to par tic i pants who have iden ti fied a
case

r Scan forms to record monthly responses into
par tic i pant data base

r Iden tify and assess dupli cate case reports

r Cir cu late “detailed reports” to par tic i pants for
com ple tion

r For ward com pleted detailed reports to the
inves ti ga tor for anal y sis

r Con firm sta tus of all case reports with
inves ti ga tors

r Pre pare quar terly sum mary maps of com pli -
ance rates and num bers of case reports

r Main tain and update list of par tic i pants on an
ongo ing basis

ä ä

Tar get groups r CPSP par tic i pants r Prin ci pal inves ti ga tors

r CPSP Steer ing Com mit tee

r CPSP Work ing Group

ä ä

Short-term
out comes

r Increase monthly pro vin cial par tic i pa tion

r Max i mize case ascer tain ment

r Increase knowl edge about the pro gram

r Increase pae di at ric res i dents’ aware ness of the
pro gram

r Increase level of sci en tific rig our in annual
study sum ma ries

r Obtain timely feed back of study results for
par tic i pants

r Opti mize the num ber of pre sen ta tions on
study find ings at grand rounds, sem i nars,
work shops and con fer ences

r Ensure exter nal val i da tion of case
ascer tain ment

ä ä

Long-term
out comes

r 100% ini tial response rate

r 100% detailed report com ple tion rate

r Eval u ate effec tive ness of web-based report ing
by par tic i pants

r Improve col lab o ra tion between health care
pro fes sion als and research ers for the bet ter -
ment of health in Cana dian chil dren

Steps taken to achieve short- and long-term out comes are listed in Appen dix 4.
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Fig ure 4: Logic model of the impact of infor ma tion dis sem i na tion 

Com po nents Edu ca tion Pol icy

ä ä

Activ i ties r Mail new study pro to cols and case def i ni tions
for inser tion into the CPSP resource binder

r Pub lish monthly “CPSP High lights” in the CPS
jour nal Pae di at rics and Child Health

r Pub lish reg u lar CPSP arti cles in the CPS News

r Dis sem i nate bi-annual edu ca tional resource
arti cles for the CPSP binder

r Dis trib ute CPSP Annual Report

r Orga nize CPSP-spon sored con cur rent ses sion
for the CPS Annual Meet ing

r Pre pare oral and poster pre sen ta tions for
meet ings, sci en tific con fer ences, con gresses

r Update the CPSP website reg u larly

r Pub lish a syn op sis of the CPSP annual results in 
the Can ada Com mu ni ca ble Dis eases Report

r Assess the need for screen ing (uni ver sal,
neo na tal)

r Eval u ate inter ven tion strat e gies: intro duc tion
of new prod ucts, pub lic rejec tion of estab -
lished prac tice

r Iden tify pop u la tions at risk

r Iden tify deter mi nants of risk

r Eval u ate national dis ease elim i na tion and
erad i ca tion strat e gies

r Val i date diag nos tic cri te ria

r Mon i tor out comes of national vac ci na tion pro -
grams and the late sequelae of vac ci na tion

r Mon i tor the inci dence of vac cine-pre vent able
dis eases before the advent of vac ci na tion

ä ä

Tar get groups r Paediatricians

r Research ers

r Fam ily phy si cians

r Par ents/com mu nity advo cacy groups

r Pub lic health sec tor

r Pub lic health pro fes sion als

r Munic i pal/pro vin cial and fed eral gov ern ment
pol icy maker

r Paediatricians

r Fam ily phy si cians

ä ä

Short-term
out comes

r Encour age devel op ment and imple men ta tion
of pre ven tion and inter ven tion strat e gies

r Pro mote ear lier diag no sis and treat ment

r Increase aware ness and under stand ing of rare
dis eases in chil dren

r Facil i tate more effi cient iden ti fi ca tion of need
and imple men ta tion of rec om men da tions

r Facil i tate inter na tional col lab o ra tion to pro -
mote “global vil lage sur veil lance”

ä ä

Long-term
out comes

r Opti mize aware ness of selected issues in the
Cana dian child health net work

r Improve pre ven tion and man age ment of rare
dis eases

r Ensure that study find ings are pub lished in
peer-reviewed sci en tific jour nals and pre -
sented at meet ings

r Ensure more secure fund ing for stud ies

r Address new issues, such as increased con cern
and restric tions on data aris ing from new pri -
vacy leg is la tion

r Improve pre ven tion activ i ties and qual ity of
life

r Opti mize effec tive ness of Can ada’s health care
net work

Steps taken to achieve short- and long-term out comes are listed in Appen dix 4.
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Sur vey Instru ments

Ques tion naires, each tai lored to its respec tive group
(see Appen dix 5), were sent to paediatricians par tic i -
pat ing in the CPSP (n = 2326), prin ci pal inves ti ga tors
(n = 56), cur rent and past Steer ing Com mit tee mem -
bers (n = 34) and pub lic health pro fes sion als (n = 56),
includ ing deci sion-mak ers at Health Can ada, Chief
Med i cal Offi cers of Health, pro vin cial epidemiologists,
the Work ing Group on Polio Erad i ca tion, and non-
gov ern men tal orga ni za tions. The ques tion naires were
adapted from those used in APSU’s eval u a tion and
incor po rated qual i ta tive and quan ti ta tive mea sures of
how well the CPSP meets its pur pose and objec tives.

Cri te ria for Anal y sis

The data obtained from the sur vey were ana lyzed
accord ing to CDC cri te ria (Table 1) for eval u at ing
pub lic health sur veil lance sys tems. Alter na tive
sources of data were used to val i date case ascer tain -
ment and to assess the sen si tiv ity of the CPSP.
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Describe the sur veil lance sys tem to be eval u ated

Describe the pub lic health impor tance of the health-related event under sur veil lance

Describe the pur pose and oper a tion of the sys tem

Describe the resources used to oper ate the sys tem

Gather cred i ble evi dence regard ing the per for mance of the sur veil lance sys tem

Indi cate the level of use ful ness

Describe sys tem attrib utes

Sim plic ity

Flex i bil ity

Data qual ity

Accept abil ity

Sen si tiv ity

Positive pre dic tive value

Rep re sen ta tive ness

Time li ness

Stability

Table 1: CDC cri te ria for eval u at ing pub lic health sur veil lance sys tems



Results

Ques tion naires

The response rates to the ques tion naires were as fol lows: 
1105 par tic i pants (47%), 24 inves ti ga tors (45%), 24
Steer ing Com mit tee mem bers (71%) and 26 pub lic
health pro fes sion als (46%). A detailed sum mary of the
sur vey results can be found in Appen dix 6.

Anal y sis by CDC Frame work

Pub lic health impor tance: Steer ing Com mit tee
mem bers assess new research pro pos als accord ing to
six cri te ria, as fol lows:

§ rar ity – fewer than 1000 cases per year

§ pae di at ric and pub lic health impor tance

§ sci en tific impor tance

§ unique ness

§ qual ity of pro posal

§ work load for paediatricians

Two cri te ria relate to the rar ity of the dis or ders and
their pub lic health impor tance. Dis or ders con sid ered
for study are of such low inci dence or prev a lence that 
national case ascer tain ment is needed (less then 1000 
cases per year). The cri te rion that assesses pub lic
health impor tance is also tied into the sci en tific
impor tance cri te rion in that, together, they ensure
that study out comes clearly address a pub lic or pae di -
at ric health issue and are of dem on strated sci en tific
interest and importance. 

The sys tem: The pur pose and objec tives of the sur -
veil lance sys tem were stated in the Over view of the
CPSP .The pop u la tion under study is Cana dian chil -
dren up to and includ ing 18 years of age. Stud ies
range in dura tion from one to nine years, with an
aver age of two to three years. The report ing source is
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Fig ure 5: CPSP report ing pro cess



paediatricians/subspecialists on the CPSP mail ing list. 
Case ascer tain ment is mon i tored and ver i fied by
inves ti gat ing dupli cate reports and com par ing data
with the pro grams or cen tres listed on page 3. 

Fig ure 5 is a sim pli fied flow chart of the sur veil lance
sys tem. The data col lected for each con di tion under
study are sum ma rized annu ally for the CPSP Annual
Report. Other edu ca tional resources include monthly 
“CPSP High lights” in the CPS jour nal Pae di at rics and
Child Health; reg u lar CPSP arti cles in the CPS News;
bi-annual edu ca tional resource arti cles for the CPSP
binder; CPSP-spon sored con cur rent ses sions at the
CPS annual meet ings; oral and poster pre sen ta tions
for meet ings, sci en tific con fer ences, and con gresses;
reg u lar updates to the CPSP website; and a syn op sis
of the CPSP annual results in the Can ada Com mu ni -
ca ble Dis ease Report.

Resources used to oper ate the sys tem: The CPSP is
funded by a con tract awarded by Pub lic Works and
Gov ern ment Ser vices Can ada on behalf of Health
Can ada to the CPS. The con tract includes the sal a ries
of the CPSP Senior Coor di na tor (full-time), Med i cal
Affairs Offi cer (part-time), CPSP Admin is tra tive
Assis tant/Clerk (full-time), the cost of the sci en tific
Steer ing Com mit tee, post age, print ing and other
admin is tra tive costs. The fund ing cov ers the cost of
main tain ing the CPSP data base, used to main tain the
names of par tic i pants and their response infor ma tion. 
The funds received from Health Can ada are also used 
to pro mote the pro gram both nation ally – to increase
par tic i pa tion and aware ness of its con tri bu tion to
pub lic health – and inter na tion ally – to encour age
col lab o ra tion with other pae di at ric sur veil lance pro -
grams. Lastly, the funds are used to pro vide prac ti cal
infor ma tion and edu ca tion con cern ing the con di tions 
under study, to give feed back to the par tic i pants, but
also to alert them to sig nif i cant find ings in a timely
man ner.

Use ful ness:

§ Does the sys tem detect trends sig nal ling changes in
the occur rence of dis ease?

The sur veil lance sys tem is not designed to
detect out breaks or epi dem ics as they occur.
There is an inher ent delay in report ing, as

monthly report ing forms are sent to par tic i -
pants at the end of each month. The research
stud ies do mon i tor trends in dis ease inci -
dence, man age ment and out come over time, as 
many stud ies run for mul ti ple years. 

§ Does the sys tem pro vide esti mates of the mag ni tude
of mor bid ity and mor tal ity related to the health
prob lem under sur veil lance?

Detailed assess ment of acute and chronic mor -
bid ity asso ci ated with the con di tions under
study is avail able from the clin i cal infor ma tion 
col lected. This type of infor ma tion is often not 
avail able from other sources. Study results
have pro vided Cana dian base line inci dence for 
haemolytic uremic syn drome com pa ra ble to
the Aus tra lian data. The true inci dence in
Can ada is often not known for some con di -
tions under study, such as CHARGE asso ci a -
tion/syn drome and necrotizing fasciitis. The
sur veil lance pro gram pro vides a unique
oppor tu nity to inves ti gate the epi de mi ol ogy of 
these con di tions.

Fol low-up cohort stud ies have been under -
taken for three CPSP stud ies.

§ Does the sys tem stim u late epi de mi o log i cal research
likely to lead to con trol or pre ven tion?

Data col lected for the study on neo na tal her -
pes sim plex virus infec tion can be used as
pre-vac cine base line data to define the bur den
of ill ness in Can ada, pro mote pre ven tion,
develop pro gram strat e gies and enhance future 
research. The one-time sur vey ques tion on
lap-belt inju ries con firmed that lap-belt syn -
drome occurs and that study data are needed
to deter mine, first, whether these inju ries are
fre quent enough to neces si tate a review of
child restraints in motor vehi cles and, sec ond,
whether pre ven tion strat e gies need to be
re-eval u ated.

§ Does the sys tem iden tify risk asso ci ated with dis -
ease and/or lead to iden ti fi ca tion of pre ven tion
strat e gies?

Pre lim i nary results from the study on vita min
D-defi ciency rick ets have iden ti fied a sub set of 
Cana di ans who are at par tic u lar risk of nutri -
tional rick ets. Fur ther study is needed to assist 
with the devel op ment of pub lic health pol i cies 
to pre vent nutri tional rick ets in chil dren liv ing 
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in Can ada. The study on con gen i tal rubella
syn drome iden ti fied the need for stand ing
orders for vac ci na tion of all rubella-sus cep ti -
ble women in the imme di ate postpartum
period. 

§ Does the sys tem lead to improved clin i cal prac tice
by health care pro vid ers who are the con stit u ents of 
the sur veil lance sys tem?

Sev en teen per cent of respond ing cli ni cians
reported using the edu ca tional mate ri als to
change clin i cal prac tice. Cli ni cians who had
pre vi ously reported a case to the CPSP were
twice as likely to report that study-related
mate ri als changed their clin i cal prac tice.
Sixty-eight per cent found that study pro to cols
were help ful, and 62% found the bian nual
edu ca tional resource arti cles help ful. Eighty
per cent of cli ni cians were aware of the CPSP
Annual Report. To date, pub li ca tions con tain -
ing CPSP data or describ ing the sys tem
include 28 peer reviewed arti cles, two anno ta -
tions, 37 post ers, and 27 CPSP High lights.

§ Has the sys tem led to changes in pub lic health pol -
icy?

Twenty-three (88%) of the pub lic health pro -
fes sion als who responded to the sur vey had
heard of the CPSP prior to this eval u a tion. Of
those who had heard of the pro gram, 86%
(n = 18) were aware of results. Approx i mately
32% (n = 6) used the results to eval u ate pub lic 
pol icy, 47% (n = 9) used them to pro vide a
basis for future research, 71% (n = 14) for
guid ance in the plan ning, imple men ta tion and 
eval u a tion of pro grams, 70% (n = 14) for other 
uses, such as guid ing imme di ate action of
pub lic health impor tance, and 60% (n = 12)
used them for con tin u ing pro fes sional devel -
op ment and main te nance of com pe tence.

§ Has the CPSP pro vided a mech a nism for national
col lab o ra tive research?

Of the 11 stud ies on the monthly report ing
form in 2002, six had co-inves ti ga tors from a
dif fer ent cen tre. 

Ninety-five per cent of inves ti ga tors felt that
their research ques tion could not have been
answered with out national case ascer tain ment, 
and 68% felt that their research could not have 

been under taken nation ally (i.e. through
another mech a nism) with out the CPSP. 

Inter na tional col lab o ra tive research oppor tu -
ni ties are avail able through INoPSU. Sixty-five 
per cent of inves ti ga tors felt that the CPSP pro -
vided infor ma tion to enable pos si ble col lab o -
ra tion with inves ti ga tors from other INoPSU
coun tries. 

Sys tem attrib utes: 

§ Sim plic ity 

The report ing pro cess for the CPSP is sim ple
(Fig ure 5). The monthly report ing form is
easy to com plete and only requires that cli ni -
cians indi cate the num ber of cases, if any, seen 
in the pre vi ous month. Report ing forms are
post age-paid. Paid post age seems to be an
incen tive to return ing the forms: only 41%
said that they would return the form if it was
not post age-paid. 

Ninety-six per cent of respon dents returned
most or all monthly report ing forms and
almost half reported at least one case; of these, 
47% reported more than one. The fol low-up
study ques tion naire was con sid ered easy to
com plete by 80% of those who had reported a
case. Eighty-three per cent felt that the
case-spe cific infor ma tion was gen er ally avail -
able. There were com ments about the amount
of detailed infor ma tion required and the
length of study ques tion naires. Dif fi cult access 
to hos pi tal records hin dered timely com ple -
tion. 

§ Flex i bil ity and time li ness

Changes to the monthly report ing form can
occur in a one-month period for urgent pub lic 
health issues. Research ers have an alter na tive
to the monthly report ing for mat. Peri odic sur -
veys can be sent to cli ni cians with just one
ques tion. The most recent sur vey ques tion had 
a response rate of 53%. The amount of time
between first sub mis sion of a new study pro -
posal and imple men ta tion is, on aver age, 10
months. 

Ninety-two per cent of cli ni cians were will ing
to report cases by tele phone or fax if an
impor tant pub lic health rea son were to be pro -
vided. Inter est has been expressed in using an
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elec tronic for mat for report ing. A large pro -
por tion of respon dents (67%) stated that they
would be will ing to respond monthly by
e-mail or a web-based tool. 

§ Accept abil ity 

The over all ini tial response rate has increased
since the pro gram began in 1996 and was at
83% in 2002. The vol un tary com ple tion rate
for detailed ques tion naires is much higher, at
95% for 2002. 

Ninety per cent of those who reported a case
did not hes i tate to pro vide clin i cal infor ma tion 
for research con ducted through the CPSP. At
the time of the sur vey, nine con di tions were
on the monthly report ing form. Sev enty per -
cent of respon dents thought that the num ber
of con di tions on the form should stay the
same. Ten per cent of cli ni cians had con sid ered 
con duct ing a study through the CPSP. The
major ity of inves ti ga tors (94%) stated that
their CPSP study met their stated study objec -
tives. 

§ Sen si tiv ity 

Sen si tiv ity refers to the pro por tion of cases of
a dis ease (or other health-related event)
detected by a sur veil lance sys tem. Only 3% of
respon dents who had known of a case
returned the form with out report ing it, and an 
even smaller num ber (2%) knew of a case but
did not return the form. To esti mate the sen si -
tiv ity of the CPSP, cases were ascer tained from 
alter na tive sources. With the excep tion of
cases of hep a ti tis C virus infec tion, the sen si -
tiv ity ranged from 89% to 100% (con gen i tal
rubella syn drome, cere bral edema in dia betic
ketoacidosis, Creutzfeldt-Jakob dis ease, acute
flac cid paral y sis). 

� Con gen i tal rubella syn drome (CRS)

From Jan u ary 1996 to Decem ber 2002, there
were nine new cases of CRS in Can ada: eight
(89%) were reported to the CPSP and to the
Noti fi able Dis eases Report ing Sys tem (NRDS), 
while one was reported to NDRS only in 1996. 
Addi tion ally, another case was reported to the
CPSP only. Since 1997, the CPSP has noti fied

pro vin cial author i ties of all CRS case reports
because it is a stat u to rily noti fi able dis ease in
Can ada.

Sen si tiv ity: 89%

� Cere bral edema in dia betic ketoacidosis
(CE-DKA)

From July 1999 to June 2001, 23 cases of
CE-DKA were reported to CPSP. The inves ti -
ga tors excluded eight addi tional cases that
were reported to CPSP because they did not
meet the case def i ni tion. CPSP case ascer tain -
ment was com pared with cases reported to the 
Hos pi tal Dis charge Abstract Data base of the
Cana dian Insti tute of Health Infor ma tion
(CIHI): only 13 cases iden ti fied by the CPSP
were also iden ti fied by the CIHI data base. The
inves ti ga tors under took a chart review of all
cases of CE-DKA at three pae di at ric hos pi tals.
A health record tech nol o gist re-abstracted
infor ma tion from orig i nal records. The accu -
racy of admin is tra tive and demo graphic data
was 95% or higher. Fur ther more, the agree -
ment for most respon si ble diag no sis ranged
from 75% to 96%. The inves ti ga tors had pre vi -
ously reported an 83% accu racy in dis charge
codes for CE-DKA that were used for the CIHI 
data base. 

Sen si tiv ity: 100%

� Creutzfeldt-Jakob dis ease (CJD)

One case of iat ro genic Creutzfeldt-Jakob dis -
ease was reported to the CPSP dur ing the
dura tion of the study, from July 1999 to June
2001. This case was reported to the CPSP by
five sep a rate paediatricians and was also
reported to the Cana dian CJD-Sur veil lance
Sys tem of Health Can ada.

Sen si tiv ity: 100%

� Acute flac cid paral y sis (AFP)

The AFP report ing rate has improved since the 
intro duc tion of pae dia tri cian-based report ing
through the CPSP from 0.5 cases per 100 000
chil dren less than 15 years in 1996 (30 cases)
to 1.04 cases per 100 000 in 2000 (61 cases).
Forty three (43) cases were reported to the
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CPSP in 2002. All cases were hos pi tal ized;
accord ingly, case-ascer tain ment was com pared 
with cases ascer tained by IMPACT and by the
Hos pi tal Dis charge Abstract Data base using
the ICD-10 diag nos tic codes for
Guillain-Barré syn drome, polio my eli tis, late
effects of polio my eli tis and “other”
demyelinating dis eases of the cen tral ner vous
sys tem, which includes trans verse myeli tis.
The results proved to be incon clu sive because
many of the cases were coded improp erly. AFP 
was declared a “dis ease under national sur veil -
lance”, all cases to be reported through the
CPSP, in 2000. No cases of AFP have been
reported to the NDRS inde pend ent of the
cases ascer tained by the CPSP since AFP
became a con di tion under national sur veil -
lance.

Sen si tiv ity: 100%

� Hep a ti tis C virus infec tion (HCV)

Dur ing the sur veil lance period from Feb ru ary
2001 to Jan u ary 2003, 58 cases of HCV infec -
tion were reported to the CPSP. Dur ing the
same period, approx i mately 358 cases were
reported to the NDRS. It is impor tant to note
that the NDRS results include cases up to 19
years of age, whereas CPSP cases are only up
to 18 years of age. The CPSP Work ing Group
and the Steer ing Com mit tee iden ti fied

prob lems with “buy-in” of this study by CPSP
par tic i pants at the study pro posal stage. Prob -
lems with buy-in affect case ascer tain ment
because par tic i pants are reluc tant to report
cases. Solu tions to the prob lem were sug gested 
to the prin ci pal inves ti ga tor and were imple -
mented before the study was ini ti ated. How -
ever, case ascer tain ment remained prob lem atic 
through out the dura tion of the study.

Sen si tiv ity: 16%

� Pos i tive pre dic tive value

Pos i tive pre dic tive value (PPV) is the pro por -
tion of cases reported to CPSP that actu ally
have the health-related event under sur veil -
lance. The PPV was cal cu lated in three ways to 
exam ine the impact that dupli cates and errors
had on the rate. Dupli cate reports are encour -
aged because they mea sure the high degree of
accep tance and par tic i pa tion in the pro gram
by the par tic i pants, an impor tant aspect of
active sur veil lance. How ever, the inclu sion
and exclu sion of dupli cates gen er ate dif fer ent
esti mates of PPV. Table 2 shows all cases
reported to the CPSP from 1999 to 2002, their 
sta tus as of August 2003, and the three PPV
cal cu la tions. With the most lib eral method
(PPV3), all con di tions except two had a PPV
above 70%.
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Table 2: Pos i tive pre dic tive value (PPV) of cases reported to the CPSP
(Jan u ary 1999 to Decem ber 2002)

Valid
reports (n) Invalid reports (n)

Con di tions under sur veil lance
Total

reports Con firmed Dupli cates Dis cards
Pend ing

(n)
PPV1

(%)
PPV2

(%)
PPV3

(%)

Acute flac cid paral y sis (AFP) 402 218 149 28 7 54 86 91

Anaphylaxis 747 645 7 69 26 86 87 87

CHARGE asso ci a tion/syn drome 137 78 38 20 1 57 79 85

Cere bral edema in dia betic
ketoacidosis 44 23 12 9 0 52 72 80

Con gen i tal rubella syn drome
(CRS) 17 5 7 5 0 29 50 71

Creutzfeldt-Jakob dis ease (CJD) 5 1 4 0 0 20 100 100

Hep a ti tis C virus infec tion 115 58 15 25 17 50 58 63

Hemolytic uremic syn drome
(HUS) 228 140 64 24 0 61 85 89

Hem or rhagic dis ease of the
new born 8 1 1 5 1 13 14 25

Necrotizing fasciitis 43 24 13 4 2 56 80 86

Neo na tal her pes sim plex virus
infec tion 103 45 37 16 5 44 68 80

Neo na tal hyperbilirubinemia 79 47 10 17 3 59 68 72

Neo na tal liver fail ure/ perinatal
hemochromatosis 22 10 6 6 0 45 63 73

Pro gres sive intel lec tual and neu -
ro log i cal dete ri o ra tion (PIND) 99 61 14 24 0 62 72 76

Smith-Lemli-Opitz syn drome 86 35 32 19 0 41 65 78

Sub acute sclerosing
panencephalitis 3 2 1 0 0 67 100 100

Vita min D-defi ciency rick ets 33 24 5 3 1 73 86 88

PPV1, all valid reports/total reports.
PPV2, all valid reports/(total reports – dupli cates).
PPV3, all valid reports + dupli cates/total reports.

18



SUMMARY REPORT OF
 THE EXPERT ADVISORY GROUP   

Dr. R.Y. McMurtry
Chair, Expert Advi sory Group for the Eval u a tion of the

Cana dian Pae di at ric Sur veil lance Program

Pre am ble

The EAG was cre ated in the spring of 2003 and con -
vened on Sep tem ber 18, 2003. In prep a ra tion for the
one-day meet ing, exten sive back ground mate rial was
pre-cir cu lated to the mem bers of the EAG. In addi -
tion, a pre pa ra tory meet ing was held on May 30,
2003, attended by the Chair of the EAG. Finally, the
Chair sub mit ted the CPSP Pro gram Eval u a tion Sum -
mary Report to the CPSP Steer ing Com mit tee on
Novem ber 21, 2003, pre sent ing the find ings of the
EAG ema nat ing from the Sep tem ber 18 meet ing. This 
doc u ment is the final step in the review process of the 
EAG.

Over all Com ments

The EAG was unan i mous in its opin ion that the
CPSP pro gram rep re sents excel lent value for money.
The achieve ment in this respect was seen as excel lent
and unsur passed by any com pa ra ble pro gram known
to the EAG. The CPSP was seen as rep re sent ing an
impor tant col lab o ra tive tool for sur veil lance, research 
and pol icy devel op ment. In this role, it was per ceived 
as unique in Can ada. In other words, with out the
CPSP an impor tant activ ity could not con tinue,
unless a much larger invest ment were made to
replace it.

The core activ ity of pro vid ing sur veil lance of low fre -
quency, high impact con di tions affect ing chil dren has 
cre ated a net work that reaches into all parts of Can -
ada. This not only gen er ates cru cial infor ma tion
about these con di tions (CPSP pro grams are “on tar -
get”) but it is also a mech a nism to pro vide impor tant
pub lic health infor ma tion quickly and inex pen sively
on a national basis. Exam ples include the work on
hem or rhagic dis ease of the new born, con firm ing the

Cana dian rec om men da tion of vita min K as the gold
stan dard for pre ven tion, and on baby walker inju ries,
con firm ing the need for a commercial product safety
ban on these devices.

The EAG was impressed by the sur vey of cli ni cians
(paediatricians), which affirmed a change in prac tice
pat tern by some and a high degree of rec og ni tion by
all. The pub li ca tions gen er ated by the pro gram also
received acco lades. The CPSP is encour aged to
increase its reach to include nurse prac ti tio ners and
north ern com mu ni ties and territories.

Finally the EAG under lined the impor tance of pro -
vid ing more evi dence of impact on pub lic health pol -
icy and clin i cal prac tice. Annual eval u a tion of the
effec tive ness of the Steer ing Com mit tee was also
recommended.

Pro gram Objec tives

The CPSP has done well with regard to its cur rent
objec tives. It has ini ti ated pro grams of national sci en -
tific sig nif i cance and devel oped an effec tive sur veil -
lance sys tem to mon i tor the health of Cana dian
chil dren in rela tion to low fre quency, high impact
conditions.

None the less, there may be an advan tage to reword ing 
the pro gram objec tives to reflect emerg ing pri or i ties
and new real i ties (e.g. changes in fed eral lead er ship,
pos i tive changes in fed eral/pro vin cial/ter ri to rial
relations). 

Some spe cific word ing for the pro gram objec tives was 
sug gested as fol lows:

§ to iden tify impor tant dis ease con di tions for sur -
veil lance in order to sup port paediatricians and
pub lic health offi cials in their role of
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con trib ut ing to the health and well-being of
Cana dian chil dren;

§ to ensure a strong infra struc ture, and to main tain 
and improve a national and col lab o ra tive pop u la -
tion-based sur veil lance sys tem to mon i tor health
in Cana dian chil dren;

§ to facil i tate research into low fre quency, high
impact child hood dis or ders for the advance ment
of knowl edge, the enhance ment of under stand -
ing, and the improve ment of treat ment, pre ven -
tion and health care plan ning.

The EAG com mended the CPSP on per form ing its
core func tion so well and empha sized that impor tant
addi tional roles, such as respond ing to pub lic health
emer gen cies and inter na tional col lab o ra tion, may
require addi tional resources.

Eval u a tion Objec tives

The eval u a tion pro cess was seen as exem plary, and
the EAG was impressed with the sur veys of the four
stake holder groups and the CDC frame work. The
responses to the lat ter were well done and con tained
both quan ti ta tive and qual i ta tive infor ma tion of
value. The logic frame works pro vided an inter est ing
con text. How ever, the pro gram goals were not seen as 
serv ing CPSP well and could be deleted with out ill
con se quence.

The case in sup port of the excel lent value for money
rep re sented by the CPSP might be strength ened,
espe cially in view of the new fed eral fis cal real ity that

will likely be sim i lar to the Pro gram Review of
1994-95. The EAG is con vinced that the case for
CPSP’s impor tance can be made and, fur ther more,
that an effort to dupli cate the essen tial work of the
pro gram by another means would be con sid er ably
more expensive.

Stra te gic Issues and Con clu sions

The events of 2003 have been char ac ter ized by
large-scale change and high impacts. All prov inces
east of Alberta held elec tions in that year, and new
gov ern ments were elected in Ontario, Que bec, and
New found land and Lab ra dor. Most observ ers feel
that, together with the change in fed eral lead er ship, a
more col lab o ra tive approach at fed eral/pro vin cial/ter -
ri to rial forums can be antic i pated. In addi tion, a sig -
nif i cantly neg a tive eco nomic impact was felt from
SARS (severe acute respi ra tory syn drome) and the
case of one ani mal with BSE (bovine spongiform
encephalopathy). Both were low fre quency, high
impact events, and accord ingly both under score the
impor tance of pub lic health and the crucial need for
surveillance.

In the review ers’ opin ion, the asset that the CPSP rep -
re sents is rel e vant to these real i ties. It is a national
pro gram and an impor tant mech a nism for sur veil -
lance of human health as observed in the health and
well-being of one of the most vul ner a ble pop u la tions
in Can ada, our children.
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 CON CLU SIONS AND NEXT STEPS   
The objec tives of the eval u a tion pro cess are revis ited with ref er ence to the

evi dence col lected and the rec om men da tions made by the EAG.

How well has the CPSP achieved its
objec tives and goals?

§ Infra struc ture

In seven years, the CPSP has grown sub stan -
tially in scope and expe ri ence. From an ini tial
pilot pro ject involv ing three con di tions since
its incep tion in 1996, the pro gram has
expanded to involve almost 2350
paediatricians or pae di at ric subspecialists
mon i tor ing 22 child hood con di tions of
national impor tance. An impor tant com po -
nent of the CPSP infra struc ture is the Steer ing
Com mit tee, respon si ble for eval u at ing pro pos -
als from inves ti ga tors. Responses from the sur -
vey have shown that 90% of inves ti ga tors had
received writ ten feed back on their pro posal
from the Steer ing Com mit tee, and 100% of
these found the feed back use ful. The EAG has
sug gested that there be annual eval u a tion of
the Steer ing Com mit tee’s effec tive ness, pos si -
bly through assess ment of out comes achieved
vis-B-vis out comes desired, as set out in an
action plan. The Steer ing Com mit tee’s mem -
ber ship should also be reviewed on an ongo -
ing basis.

§ Sur veil lance and research

The CPSP has been rec og nized for its suc cess
in iden ti fy ing and inves ti gat ing all cases of
acute flac cid paral y sis, has been able to con -
firm the impor tance of giv ing intra mus cu lar
vita min K to new born babies for the pre ven -
tion of hem or rhagic dis ease of the new born,
and has estab lished inci dence rates for impor -
tant emerg ing pae di at ric con di tions. One-time
sur veys have been used to inves ti gate the
extent of inju ries asso ci ated with baby walk ers 
and lap belts. CPSP sur veil lance results have
impli ca tions for treat ment, pre ven tion and
pub lic health mea sures – for exam ple, the
need for vac ci na tion of all rubella-sus cep ti ble
women in the imme di ate postpartum period,
as dem on strated by the results of the CRS
study. Sev enty-one per cent (71%) of those
sur veyed had used CPSP infor ma tion to guide

the plan ning, imple men ta tion and eval u a tion
of pro grams.

§ Aware ness and edu ca tion

To increase phy si cians’ aware ness and pro -
mote their active par tic i pa tion, the CPSP pub -
lishes reg u lar “CPSP High lights” in the jour nal
Pae di at rics and Child Health of the CPS, arti -
cles in the CPS News, bi-annual edu ca tional
resource arti cles, an Annual Report and a syn -
op sis of the annual results in the Can ada Com -
mu ni ca ble Dis ease Report. Of note is the fact
that the Pae di at rics and Child Health jour nal is
sent to 15 500 paediatricians and fam ily phy si -
cians in Can ada. The CPSP pre pares poster
and oral pre sen ta tions for meet ings and sci en -
tific con fer ences, and orga nizes a CPSP con -
cur rent ses sion dur ing the CPS annual
meet ing. More than 60% of sur veyed respon -
dents found the CPSP study pro to cols and the
bi-annual edu ca tional resource arti cles to be
help ful; 70% were aware of, or made use of,
the “CPSP High lights”. Cli ni cians who had
pre vi ously reported a case to the CPSP were
twice as likely to report that study-related
mate ri als had changed their clin i cal prac tice.

§ Timely respond ing

The abil ity to respond quickly to pub lic health 
emer gen cies involv ing chil dren and youth is
lim ited by the inher ent delay in report ing by
means of monthly forms. Nev er the less, there
are pos si ble options avail able for speed ing up
the report ing pro cess. Sur vey results showed
that 92% of cli ni cians were will ing to report
cases by tele phone or fax if there was an
impor tant pub lic health rea son, and 67%
would be will ing to respond monthly by
e-mail or using a web-based appli ca tion. CPSP 
one-time sur vey ques tions proved to be an
inno va tive and effec tive mode of infor ma tion
col lec tion with great pub lic health poten tial.

§ Inter na tional col lab o ra tion

The work of the CPSP has been rec og nized
inter na tion ally by the PanAmerican Health
Orga ni za tion and the National Insti tutes of
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Health in the United States, which funded a
researcher’s par tic i pa tion in a multi-cen tre
inter na tional study. CPSP rep re sen ta tives
actively par tic i pate in INoPSU meet ings, and
col lab o ra tive pro jects with INoPSU coun tries
are both encour aged and ongo ing. Sur vey
responses indi cated that 65% of inves ti ga tors
believed that the CPSP pro vided infor ma tion
to allow part ner ship with inves ti ga tors from
other INoPSU coun tries.

Over all, the exten sive EAG review con cluded
that the CPSP has met its cur rent objec tives. It 
has ini ti ated pro grams of national sci en tific
sig nif i cance and devel oped an effec tive sur -
veil lance sys tem to mon i tor the health of
Cana dian chil dren with respect to low fre -
quency, high impact con di tions. Health Can -
ada has an obli ga tion to report on con di tions
such as polio my eli tis and mea sles; the EAG
deter mined that the CPSP is not only car ry ing
out core sur veil lance but it is also doing so
very suc cess fully.

What are the costs and effec tive ness of
the CPSP in com par i son with other,
sim i lar, sur veil lance pro grams?

The CPSP is a timely epi de mi o log i cal tool that offers
excel lent value for money: it car ries out a core func -
tion in national sur veil lance, dem on strates high sen -
si tiv ity and response rates, pro vides an invalu able
tool in col lab o ra tive research, is rec og nized inter na -
tion ally as a high-qual ity pro gram – and accom -
plishes all this on a small bud get. It is a nec es sary
pro gram with no appar ent alter na tive. If it were
cancelled and had to be re-started from scratch, the
CPSP would be more expen sive and cum ber some,
espe cially if each prov ince and ter ri tory were asked to 
under take the sur veil lance. In addi tion, report ing by
paediatricians is vol un tary, a fac tor that influ ences
the cost-effec tive ness of CPSP. Almost all inves ti ga -
tors (95%) reported that their research pro ject could
not have been under taken with out national case
ascer tain ment, and 68% felt that it would not have
been possible without the CPSP. 

The EAG felt that, although an inter na tional com par -
i son of CPSP oper at ing costs with those of the other
national pae di at ric sur veil lance units proved impos si -
ble given the dif fer ent func tion ing of each unit, it

could be argued that finan cial sav ings can occur
through increased aware ness and edu ca tion result ing
in ear lier detec tion and treat ment of patients with
these conditions.

How well does the CPSP func tion
rel a tive to CDC cri te ria for sur veil lance
pro grams?

Use of the CDC frame work has dem on strated that
the CPSP employs its resources wisely to main tain a
sur veil lance/research tool that is use ful, is sim ple
(monthly report forms, pre-paid return post age),
accept able (83% aver age response rate) and sen si tive.
It pro vides a mech a nism for col lab o ra tive research
and has the poten tial to influ ence public policy.

Feed back from CPSP par tic i pants and
research ers

The sur vey results have been used to eval u ate the
suc cess of the CPSP in rela tion to the attrib utes of the 
CDC frame work, and they have also shown that there 
is a high level of aware ness of the pro gram not only
among inves ti ga tors and par tic i pat ing paediatricians
but also among pub lic health pro fes sion als (88.5%). 

Does the CPSP meet the needs of its
var i ous tar get groups?

In its review, the EAG noted that the pro gram is
meet ing the needs of research ers and paediatricians.
Other groups that would ben e fit from the infor ma -
tion avail able through the CPSP include pri mary care
phy si cians and nurse prac ti tio ners in North ern Can -
ada and, to some extent, the gen eral pub lic and dif -
fer ent lev els of government. 

Does the infor ma tion col lected by the
CPSP have the poten tial to change
pub lic pol i cies?

Most of the stud ies con ducted by the CPSP have had
impli ca tions for pub lic health pol i cies. For instance,
iden ti fy ing tar geted, at-risk pop u la tions for vita min
D-defi ciency rick ets and neo na tal hyperbilirubinemia 
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is a pre req ui site for the for mu la tion of new pub lic
health pol i cies in this area, and one-time sur veys to
deter mine the extent of inju ries asso ci ated with the
use of prod ucts for chil dren can be the impe tus for
change in health pol icy. Nearly a third of pub lic
health pro fes sion als who responded to the sur vey
used CPSP results to eval u ate pub lic pol icy, 47% to
pro vide a basis for future research, and 71% for guid -
ance in the plan ning, imple men ta tion and eval u a tion
of pro grams. The EAG empha sized the impor tance of 
doc u ment ing tan gi ble changes in public policy
resulting from CPSP studies.

How effec tive is the Steer ing
Com mit tee?

Through the years, the CPSP Steer ing Com mit tee
revised and improved the study inclu sion cri te ria and 
pro cess. Research ers are now required to clearly out -
line from the onset the med i cal and pub lic health
expected out comes of their pro posed study and to
defend their pro posal in oral pre sen ta tions to the
Steer ing Com mit tee. The ensu ing fol low-up dis cus -
sions are always very fruit ful in improving end
results. 

Next Steps

The eval u a tion iden ti fied sev eral chal lenges for future 
action that the CPSP Steer ing Com mit tee needs to
con sider and pri or i tize. Impor tant issues to explore
include the following: 

§ Poten tial for emer gency response 

To explore its poten tial as an emer gency
response mech a nism to pub lic health threats,
the CPSP should develop an urgent response
pro to col for fast-track ing a prob lem that
would enable paediatricians to respond within 

24 hours. Con com i tantly, an urgent response
pro to col should be devel oped to explore elec -
tronic data report ing within this con text.

§ Abil ity to cap ture the unique entity of north -
ern Can ada 

Because of the pau city of paediatricians who
prac tise in the North west Ter ri to ries, Nunavut 
and the Yukon, the CPSP par tic i pant list
should be expanded to include nurse prac ti tio -
ners and fam ily phy si cians who pro vide
front-line health care to chil dren in these
regions. In addi tion, the EAG sug gested that
CPSP should under take the sur veil lance of
dis eases/con di tions unique to the North and
to the health of First Nation’s, such as juve nile 
dia be tes, sui cide and sub stance abuse, and
hear ing dis abil ity. 

§ Increased capa bil ity of knowl edge trans fer to
spe cific tar get audi ences 

CPSP has the poten tial to edu cate and change
clin i cal prac tice and ini ti ate pub lic health
action. It should con tinue its efforts and build
on that poten tial. Sur veil lance is “knowl edge
in action”. How ever, to reach this goal, a dis -
sem i na tion action plan must be tai lored to
ensure that edu ca tional mate ri als suit the
needs of spe cific tar get groups. Dif fer ent ven -
ues and inno va tive approaches to ensure that
this infor ma tion is trans ferred will improve
the health of chil dren and youth affected by
these low fre quency, high impact con di -
tions/dis eases. 

§ Inter na tional coop er a tion and col lab o ra tion 

CPSP should encour age Cana dian research ers
to under take col lab o ra tive stud ies with mem -
ber coun tries of INoPSU and assume a lead er -
ship role in sup port ing other coun tries in
estab lish ing pae di at ric sur veil lance units, as
the Brit ish unit did for Can ada.
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§ Ongo ing com mit ment to, and par tic i pa tion in, 
the pro gram 

To main tain high inter est in the pae di at ric
milieu, the CPSP should reg u larly issue a call
for new stud ies to all, includ ing CPS Com mit -
tees and Sec tions and all Pae di at ric Chairs of
Can ada. Another ave nue to explore would be
the encour age ment of dif fer ent gov ern ment
depart ments to work together in ini ti at ing
new study pro pos als. The launch of a bur sary
for a study led by a young researcher is an
endeavour that would go a long way towards
pro mot ing the CPSP.
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 APPEN DIX 1   

Mem ber ship of the CPSP Steer ing Com mit tee

Cur rent:

Garth Bruce, MD . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Rick Coo per, MD . . . . . . . . . . . . . . . . Pae di at ric Chairs of Can ada

Marie AdPle Davis, MBA . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Gilles Delage, MD. . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Jo-Anne Doherty, MSc . . . . . . . . . . . . . Health Can ada
Danielle Grenier, MD . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Rich ard Haber, MD . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Susan King, MD. . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Simon Levin, MD . . . . . . . . . . . . . . . . Cana dian Asso ci a tion of Child Neu rol ogy
Catherine McCourt, MD . . . . . . . . . . . . Health Can ada
Andrea Medaglia . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Paul Muirhead, LL.M.. . . . . . . . . . . . . . Con sul tant
Jeffrey Scott, MD . . . . . . . . . . . . . . . . Coun cil of Chief Med i cal Offi cers of Health
Anne M. Sum mers, MD . . . . . . . . . . . . . Cana dian Col lege of Med i cal Genet i cists
Paul Varughese, MD . . . . . . . . . . . . . . Health Can ada
Wendy Vaudry, MD. . . . . . . . . . . . . . . IMPACT (Immu ni za tion Mon i tor ing Pro gram ACTive)
Lynne J. Warda, MD . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Lonnie Zwaigenbaum, MD . . . . . . . . . . . Cana dian Pae di at ric Soci ety

Past:

Ron ald Barr, MD . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Rodney Bergh, MD . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Monique Douville-Fradet, MD . . . . . . . . . Advi sory Com mit tee on Epi de mi ol ogy
Frank R. Friesen, MD . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Jack Hol land, MD . . . . . . . . . . . . . . . . Pae di at ric Chairs of Can ada
Mir iam Kaufman, MD. . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Dan iel Keene, MD. . . . . . . . . . . . . . . . Cana dian Asso ci a tion of Child Neu rol ogy
Arlene King, MD . . . . . . . . . . . . . . . . Health Can ada
Rob ert Brian Lowry, MD . . . . . . . . . . . . Cana dian Col lege of Med i cal Genet i cists
Vic tor Marchessault, MD* . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Nicole Men zies . . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Angus Nicoll, MD. . . . . . . . . . . . . . . . Brit ish Pae di at ric Sur veil lance Unit
Paul Sockett, PhD. . . . . . . . . . . . . . . . Health Can ada
Rich ard Stanwick, MD . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
Lamont Sweet, MD . . . . . . . . . . . . . . . Advi sory Com mit tee on Epi de mi ol ogy
John Waters, MD* . . . . . . . . . . . . . . . Coun cil of Chief Med i cal Offi cers of Health
John Watts, MD. . . . . . . . . . . . . . . . . Cana dian Pae di at ric Soci ety
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 APPEN DIX 2   

Mis sion and Aims of INoPSU

Mis sion

The mis sion of INoPSU is the advance ment of knowl -
edge of uncom mon child hood infec tions and dis or -
ders and the par tic i pa tion of paediatricians in
sur veil lance on a national and inter na tional basis so
as to achieve a series of benefits. 

Aims

§ to facil i tate com mu ni ca tion and coop er a tion
between exist ing national pae di at ric sur veil lance
units;

§ to assist in the devel op ment of new units;

§ to facil i tate shar ing of infor ma tion and col lab o ra -
tion among research ers from dif fer ent nations
and sci en tific dis ci plines;

§ to share infor ma tion on cur rent, past and antic i -
pated stud ies and their pro to cols, and on con di -
tions that have been nom i nated for sur veil lance
but are not selected;

§ to encour age the use of iden ti cal pro to cols to
poten tially enable simul ta neous or sequen tial

col lec tion of data on rare pae di at ric dis or ders in
two or more coun tries; 

§ to share and dis trib ute infor ma tion of edu ca -
tional ben e fit to con stit u ent units, nota bly on
study and sur veil lance meth od ol o gies;

§ to share school tech niques and mod els of eval u a -
tion for units;

§ to peer review and eval u ate exist ing and pro -
posed units;

§ to iden tify rare dis or ders of mutual inter est and
pub lic health impor tance for coop er a tive sur veys 
through each national unit;

§ to col lab o rate with and pro vide infor ma tion to
other groups, such as par ent sup port groups,
inter ested in rare child hood dis eases;

§ to respond promptly to inter na tional emer gen -
cies con cern ing rare child hood con di tions to
which national and inter na tional stud ies can
make a con tri bu tion in terms of sci ence or pub lic 
health.
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 APPEN DIX 3   

Mem ber ship of the Expert Advi sory Group

Dr. Rob ert McMurtry (Chair per son)
Uni ver sity of West ern Ontario

Dr. Mar ga ret Berry
Mon treal Chil dren’s Hos pi tal

Dr. Jeff Davis
Wis con sin Divi sion of Pub lic Health

Dr. Philippe Duclos
World Health Orga ni za tion

Dr. Monika Naus
BC Cen tre for Dis ease Con trol
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 APPEN DIX 4   

Logic Model Out comes

Ini ti a tion of a research study

Call for research stud ies Approval pro cess

ä ä

Short-term
outcomes

r Raise aware ness of sur veil lance pos si bil i ties

n Call for new stud ies flyer
n Let ters to pae di at ric depart ment heads
n Fly ers announc ing new and con cluded stud ies
n PCH – July/Aug. 2001 (Call for stud ies)
n News – Jan. 2003 (New study sug ges tions)
n CPSP Results 2002 – Call for new stud ies

r Pro vide prac ti cal edu ca tional mate rial

n PCH – Jan. 2002 (HSV)
n PCH – Mar. 2001 (HCV)
n Edu ca tional resources (CE-DKA)
n PCH – July 2002 (baby walker sur vey)
n PCH – Oct. 2002 (vita min K)
n PCH – Feb. 2003 (CRS)

r Raise aware ness of out comes of rare con di tions

n Post ers (pub lic health impli ca tions – CPS
annual meet ing, Cal gary 2003)

n PCH – Jan. 2003 and Sept 2001 (genet ics)
n PCH – Dec. 2001 (NLF-PH)

r Increase fea si bil ity and sci en tific rig our of study
pro pos als

n SC study inclu sion cri te ria check list
n PCH – Nov. 2001 (sur veil lance case def i ni tions

and clin i cal diag no ses)
r Focus atten tion on poten tial pub lic health

impacts of study results

n SC study inclu sion cri te ria check list
n PCH – Nov. 2001 (sur veil lance case def i ni tions

and clin i cal diag no ses)

ä ä

Long-term
outcomes

r Ver ify the effec tive ness of cer tain pae di at ric prac -
tices and pub lic health mea sures

n Vita min K guide lines
r Assess the need for cer tain pae di at ric pro grams

for pre ven tion and treat ment of rare dis eases

n Vita min D rec om men da tions
r Improve treat ment and man age ment for patients

with rare pae di at ric con di tions

n CAS, CE-DKA, SLO, kernicterus resources
r Facil i tate imple men ta tion of an inter na tional col -

lab o ra tive study

n EOED and PIND
n News – May/June 2003 (EOED)

r Increase the num ber and scope of research
pro pos als

n 3-6-10 stud ies (1996-2002)
n News – Sept. 2001 (research oppor tu ni ties)

r Encour age link with par ent asso ci a tions for rare
dis eases

n CAS, CE-DKA, PWS, SLO

r Opti mize CPSP sur veil lance and research activ i ties

n ADR mon i tor ing
r Secure per ma nent fund ing for the CPSP

n Let ters of sup port
n Con tacts – CPS meet ings with HC and other

orga ni za tions
r Pub lish and dis sem i nate out comes of study

results

n Annual reports, post ers, CPSP High lights in
PCH

n Con cur rent ses sions – Apr. 2002, Apr. 2003
(News and PCH)

r Stan dard ize for mat of new study pro pos als (tem -
plate for sub mis sions)

n For mat for sub mis sions
r Facil i tate poten tial for cohort fol low-up

n CAS, HSV, SLO

ADR: Adverse drug reac tions; AR: Annual report (CPSP Results); CAS: CHARGE asso ci a tion/syn drome; CE-DKA: Cere bral edema in dia betic ketoacidosis;
CPS: Cana dian Pae di at ric Soci ety; CPSP: Cana dian Pae di at ric Sur veil lance Pro gram; CRS: Con gen i tal rubella syn drome; EOED: Early-onset eat ing dis -
or der; HC: Health Can ada; HCV: Hep a ti tis C virus infec tion; HSV: Her pes sim plex virus infec tion; News: CPS News; NF: Necrotizing fasciitis;
NLF-PH: Neo na tal liver fail ure/perinatal hemochromatosis; PCH: Pae di at rics and Child Health; PIND: Pro gres sive intel lec tual and neu ro log i cal dete ri -
o ra tion; PWS: Prader-Willi Syn drome; SC: Steer ing Com mit tee; SLO: Smith-Lemli-Opitz syn drome.
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Logic model out comes – sur veil lance pro cess

Can vass ing par tic i pants Coor di nat ing respon dents and research ers

ä ä

Short-term
outcomes

r Increase monthly response rate nation ally

n News – Jan. 2001 (monthly report ing)
n News – Nov. 2001 (nil report ing)
n News – Jan. 2002 (monthly form win ner)
n News – May 2002 (detailed form win ner)
n PCH – Feb. 2001 (com plete or toss-in bin?)
n Fly ers (Aug. 2002 +++)

r Increase monthly response rate pro vin cially

n Maps
n Chairs of Pae di at ric Depart ments (let ters) and

SK depart ment chairs re. response
n SC mem bers – NL, QC and SK

r Increase knowl edge about the pro gram

n PCH – May/June 2001
n PCH – Nov. 2002 (polio erad i ca tion)

r Increase pae di at ric res i dents’ aware ness of the
pro gram

n All res i dents are CPS mem bers and so receive
News, PCH and annual meet ing mate rial

r Increase level of sci en tific rig our in annual study
sum ma ries

n Changes in AR for mat
n SC edi to ri als (ANAP, HCV, NTD)

r Obtain more timely feed back of study results for
par tic i pants

n PCH – Dec. 2000 (AFP stool cul tures)
n Baby walker sur vey results

r Increase the num ber of pre sen ta tions on study
find ings at grand rounds, sem i nars, work shops
and con fer ences

n List avail able on Web
n Con cur rent ses sion 2002 (ANAP, CE?DKA)
n Con cur rent ses sion 2003 (CAS, PWS, SLO)
n Subspecialty meet ings (ANAP, CAS, CE?DKA,

PIND, SLO)
r Ensure exter nal val i da tion of case ascer tain ment

n News – Jan. 2001
n CPSP Results (Acknowl edge ments)

ä ä

Long-term
outcomes

r 100% ini tial response rate

n Improved response (AR table)
r 100% detailed report com ple tion rate

n Improved rate (AR table)

r Eval u ate effec tive ness of web-based report ing by
par tic i pants

n E-mail response sur vey
n News – Mar. 2002 (new Web site)
n Web site (pro to cols, case def i ni tions, edu ca -

tional arti cles)
r Improve col lab o ra tion between health care pro -

fes sion als and research ers for the bet ter ment of
health in Cana dian chil dren

n increased aware ness through study pro to cols,
case def i ni tions, and resource arti cles

AFP: Acute flac cid paral y sis; ANAP: Anaphylaxis; AR: Annual report (CPSP Results); CAS: CHARGE asso ci a tion/ syn drome; CE-DKA: Cere bral edema in
dia betic ketoacidosis; CPS: Cana dian Pae di at ric Soci ety; CPSP: Cana dian Pae di at ric Sur veil lance Pro gram; NL: New found land and Lab ra dor; NTD:
Neu ral tube defects; PCH: Pae di at rics and Child Health; PIND: Pro gres sive intel lec tual and neu ro log i cal dete ri o ra tion; PWS: Prader-Willi Syn drome;
QC: Que bec; SC: Steer ing Com mit tee; SK: Sas katch e wan; SLO: Smith-Lemli-Opitz syn drome.
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Impacts of infor ma tion dis sem i na tion

Edu ca tion Pol icy

ä ä

Short-term
outcomes

r Encour age devel op ment and imple men ta tion of
pre ven tion and inter ven tion strat e gies

n Vita min K, vita min D, hyperbilirubinemia
r Pro mote ear lier diag no sis and treat ment

n Edu ca tional resources (CAS, CE-DKA, SLO)
n Encour age devel op ment and imple men ta tion

of pre ven tion and inter ven tion strat e gies
n CRS, vita min K, baby walker sur vey, lap-belt

syn drome sur vey
n News – Sept. 2000 (vac cines safety)
n PCH – Mar. 2003 (hyperbilirubinemia)
n PCH – Dec. 2002 (rick ets)
n PCH – July 2003 (lap-belt syn drome)

r Increase aware ness and under stand ing of rare dis -
eases in chil dren

n PCH – Sept. 2002 (AFP)
n PCH – Feb. 2002 (new web site)
n PCH – Jan. 2003 (genet ics)
n News – Jan. 2003 (binder and MOC cred its)
n News – March 2002 (new Web site)

r Facil i tate more effi cient and rapid uptake of
rec om men da tions

n PCH – Oct. 2002 (vita min K)
n Poster at CPS annual meet ing – June 2002

(vita min K)
n PCH – Jan. 2001 (post-par tum rubella

vac ci na tion)
n Poster at Cana dian National Immu ni za tion

Con fer ence – Dec. 2002 (CRS)
n CPS annual meet ing 2003 – pub lic health

impli ca tions of the CPS
r Facil i tate inter na tional col lab o ra tion to pro mote

“global vil lage sur veil lance”

n News – Nov. 2000 (INoPSU meet ing)
n Poster – Inter na tional Pae di at ric Asso ci a tion

meet ing, Sept. 2001, Beijing, China (CPSP – An
epi de mi o log i cal tool in action)

n Poster – INoPSU meet ing, Apr. 2002, York, Eng -
land (CRS)

n Pre sen ta tions – Royal Col lege of Pae di at rics
and Child Health meet ing, Apr. 2002, York, Eng -
land (CE-DKA and PIND)

n PCH – Feb. 2003 (CRS)
n Poster – Irish Amer i can Meet ing, Sept. 2003,

Ottawa – global vil lage

ä ä

Long-term
outcomes

r Opti mize aware ness of selected issues in the
Cana dian Health Net work (CHN)

n CPSP hyperlinked in CHN Web site, as well as in 
INoPSU Web site

r Improve pre ven tion and man age ment of rare
dis eases

n NF, SLO, CAS, ANAP
r Ensure study find ings are pub lished in

peer-reviewed sci en tific jour nals and pre sented at 
meet ings (also see main pub li ca tion/ pre sen ta -
tions list)

n CPSP annual reports
n PCH – Apr. 2003 (con cur rent ses sion)
n PCH – Apr. 2002 (con cur rent ses sion)
n News – May 2001 (annual report)
n News – Mar. 2001 (PCH May/June, sur veil lance

issue)

r Ensure more secure fund ing for stud ies

n Let ters of sup port
n CPS meet ings with HC

r Address new issues, such as increased con cerns
and restric tions on data aris ing from new pri vacy
leg is la tion

n News – Nov 2002 (con fi den ti al ity and
sur veil lance)

n PCH – Oct. 2001 (com mit ment to patient
con fi den ti al ity)

n Eth ics work shop – Nov. 2000
n Legal issues (delay in ADR study)

r Improve pre ven tion and qual ity of life

n Baby walker sur vey
n Lap-belt syn drome

ADR: Adverse drug reac tions; AFP: Acute flac cid paral y sis; ANAP: Anaphylaxis; CAS: CHARGE asso ci a tion/ syn drome; CE-DKA: Cere bral edema in dia -
betic ketoacidosis; CPS: Cana dian Pae di at ric Soci ety; CPSP: Cana dian Pae di at ric Sur veil lance Pro gram; CRS: Con gen i tal rubella syn drome;
HC: Health Can ada; INoPSU: Inter na tional Net work of Pae di at ric Sur veil lance Units; MOC: Main te nance of cer tif i ca tion; News: CPS News;
NF: Necrotizing fasciitis; PCH: Pae di at rics and Child Health; PIND: Pro gres sive intel lec tual and neu ro log i cal dete ri o ra tion; SLO: Smith-Lemli-Opitz
syn drome.
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 APPEN DIX 5  

Sur vey Ques tion naires

Cana dian Pae di at ric Sur veil lance Pro gram
Eval u a tion Sur vey – Pub lic Health

The Cana dian Pae di at ric Soci ety and Health Can ada are eval u at ing
the Cana dian Pae di at ric Sur veil lance Pro gram (CPSP).

The pur pose of this sur vey is to deter mine how well the CPSP
inter faces with pub lic health pro fes sion als to achieve its objec tives.

Q1. The broad cat e gory that best describes your area of work is (cir cle one num ber):

1   PUBLIC HEALTH (POLICY DEVELOPMENT) 2   INFECTIOUS DISEASE MONITORING

3   NON-GOVERNMENTAL AGENCY 4   OTHER – please spec ify:  ______________________________________

Q2. How much of your total involve ment in health has to do with chil dren and youth?

1   < 25% 2   24-49% 3   50-74% 4   75-100%

Q3. Had you heard of the Cana dian Pae di at ric Sur veil lance Pro gram prior to receiv ing this ques tion naire?

1   YES 2   NO

If NO, you do not need to answer any fur ther ques tions. THANK YOU FOR YOUR TIME.
Please return this sur vey to the CPSP in the enve lope pro vided. For infor ma tion on the CPSP, go to:

www.cps.ca/eng lish/cpsp

Q4. Listed below are some of the infor ma tion sources that pub lish CPSP study find ings and pro gram updates.
Please indi cate, for each infor ma tion source, whether you have received or accessed the source (cir cle one 
num ber for each infor ma tion source).

NEVER SOME OFTEN
DON’T RECEIVE

OR ACCESS

a. CPS JOURNAL PAEDIATRICS AND CHILD HEALTH
b. CPS NEWS
c. CPSP ANNUAL REPORT (RESULTS)
d. CONCURRENT SESSION AT THE CPS ANNUAL MEETING
e. SCIENTIFIC MEETINGS, CONFERENCES AND CONGRESSES
f. CPSP WEBSITE (http://www.cps.ca/eng lish/cpsp)
g. CANADA COMMUNICABLE DISEASE REPORT

1
1
1
1
1
1
1

2
2
2
2
2
2
2

3
3
3
3
3
3
3

4
4
4
4
4
4
4

Q5. Are you aware of the results of CPSP stud ies?

1   YES – please spec ify:  ___________________________________________________________________________________

2   NO
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Q6. Have you used infor ma tion from research con ducted through the CPSP:

(Cir cle one num ber for each answer.) YES NO

a. to eval u ate pub lic pol icy?
b. to pro vide a basis for future research?
c.  to guide the plan ning, imple men ta tion and eval u a tion of pro grams?
d. for other uses, such as guid ing imme di ate action of pub lic health impor tance?
e. for con tin u ing pro fes sional devel op ment and main te nance of com pe tence?

1
1
1
1
1

2
2
2
2
2

Q7. Do you have sug ges tions for future CPSP stud ies?

1   YES – please spec ify:  ___________________________________________________________________________________

2   NO

Q8. Please pro vide any com ments or sug ges tions for ways the CPSP could be improved to meet pub lic health
objec tives.

Thank you for tak ing the time to com plete this sur vey.
Please return to the CPSP in the enclosed enve lope.
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Cana dian Pae di at ric Sur veil lance Pro gram
Inves ti ga tors’ Eval u a tion Sur vey

The Cana dian Pae di at ric Soci ety and Health Can ada are eval u at ing
the Cana dian Pae di at ric Sur veil lance Pro gram (CPSP).

The pur pose of this sur vey is to deter mine how well the CPSP
inter faces with pub lic health pro fes sion als to achieve its objec tives.

Q1. You are/were the:

1   CPSP PRINCIPAL INVESTIGATOR 2   CPSP CO-INVESTIGATOR

Q2. Inves ti ga tors for your study were from:

1   ONLY ONE CENTRE 2   DIFFERENT CENTRES

Q3. When you were devel op ing your pro posal, did you:

a.  have infor mal con ver sa tions and/or meet ings with CPSP staff?
      If yes, was this use ful?
b.  receive writ ten feed back from the CPSP Steer ing Com mit tee?
      If yes, was this use ful?
c.  receive inde pend ent review ers’ com ments?
      If yes, was this use ful?

YES

1
1
1
1
1
1

NO

2
2
2
2
2
2

Q4. Could your research have been com pleted with mean ing ful results with out national case ascer tain ment?

1  YES – please describe: _______________________________________________________________________________

2  NO 3  DON’T KNOW

Q5. Could your research study have been under taken nation ally with out the CPSP (i.e., through another
mech a nism)?

1  YES 2  NO

Q6. Has sur veil lance through the CPSP resulted in a mod i fi ca tion of your orig i nal case def i ni tion?

1  YES 2  NO

Q7. As you are aware, to ensure high-response rates from paediatricians, the CPSP rec om mends short
ques tion naires.

a.  Did the ques tion naire for your study pro vide ade quate infor ma tion to ful fill your study aims?

1  YES 2  NO

b.  Could you have obtained ade quate infor ma tion with a shorter ques tion naire?

1  YES 2  NO

c.  The CPSP staff iden ti fies dupli cate cases and does not for ward ques tion naires to sub se quent report ing phy si cians.
     Would you like to receive dupli cate detailed report ing forms?

1  YES 2  NO

Q8. Did your CPSP study meet your stated study objec tives?

1  YES 2  NO – please spec ify: ______________________________________________________________
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Q9. Is or was your CPSP study worth while in terms of:

(Cir cle one num ber for each state ment.)
STRONGLY
DISAGREE

MILDLY
DISAGREE

NEITHER AGREE 
NOR DISAGREE

MILDLY
AGREE

STRONGLY 
AGREE

a.  your pro fes sional devel op ment?
b.  con trib ut ing to med i cal lit er a ture?
c.  eval u at ing cur rent med i cal man age ment/pol icy?
d.  inform ing future med i cal man age ment/pol icy?
e.  con trib ut ing to pre ven tion pol icy?

1
1
1
1
1

2
2
2
2
2

3
3
3
3
3

4
4
4
4
4

5
5
5
5
5

Q10. As a researcher, how often do you review your CPSP study data?

1   AS QUESTIONNAIRES ARRIVE               2   QUARTERLY               3   ANNUALLY               4   STUDY COMPLETION

Q11. Have you pub lished your com pleted study results?

1   YES               2   NO – please spec ify:  _________________________________________________________________

Q12. Do you think the CPSP fee for doing a study was rea son able?

1   YES               2   NO 

Q13. Did the CPSP pro vide infor ma tion to enable pos si ble col lab o ra tion with inves ti ga tors from other Inter -
na tional Net work of Pae di at ric Sur veil lance Units (INoPSU)?

1   YES               2   NO 

Q14. List ways in which the CPSP could improve the study approval pro cess:

Q15. List ways in which the CPSP could increase aware ness of the research oppor tu nity that the sur veil lance
pro gram pro vides:

Q16. Please list the advan tages/dis ad van tages of case ascer tain ment through the CPSP as com pared to other
alter na tives.

Advan tages:

Dis ad van tages:

Q17. Any fur ther com ments?

Thank you for tak ing the time to com plete this sur vey.
Please return to the CPSP in the enclosed enve lope.
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Cana dian Pae di at ric Sur veil lance Pro gram
Par tic i pants’ Eval u a tion Sur vey

The Cana dian Pae di at ric Soci ety and Health Can ada are eval u at ing
the Cana dian Pae di at ric Sur veil lance Pro gram (CPSP).

The pur pose of this sur vey is to deter mine how well the CPSP
inter faces with pub lic health pro fes sion als to achieve its objec tives.

Sec tion 1

Q1. CPSP pro vides pro gram par tic i pants with study pro to cols, case def i ni tions and bian nual edu ca tional
resource arti cles. How use ful is this mate rial (cir cle one num ber for each type of mate rial)?

Study pro to cols
(case def i ni tions)

1   NO HELP AT ALL

2   SLIGHTLY HELPFUL

3   FAIRLY HELPFUL

4   VERY HELPFUL

Bian nual edu ca tional
resource arti cles

1   NO HELP AT ALL

2   SLIGHTLY HELPFUL

3   FAIRLY HELPFUL

4   VERY HELPFUL

Q2. Have the study-related mate ri als changed your clin i cal prac tice (cir cle a num ber)?

1   YES – please spec ify:  _________________________________________________________________________________

2   NO

Q3. Listed below are some of the infor ma tion sources that pub lish CPSP study find ings and pro gram updates.
Please indi cate, for each infor ma tion source, whether you have received or accessed the source (cir cle one
num ber for each infor ma tion source).

NEVER SOME OFTEN
DON’T RECEIVE

OR ACCESS

a. CPS JOURNAL PAEDIATRICS AND CHILD HEALTH
b.  CPS NEWS
c.  CPSP ANNUAL REPORT (RESULTS)
d. CONCURRENT SESSION AT THE CPS ANNUAL MEETING
e.  SCIENTIFIC MEETINGS, CONFERENCES AND CONGRESSES
f. CPSP WEBSITE (http://www.cps.ca/eng lish/cpsp)
g. CANADA COMMUNICABLE DISEASE REPORT

1
1
1
1
1
1
1

2
2
2
2
2
2
2

3
3
3
3
3
3
3

4
4
4
4
4
4
4

Q4. What pro por tion of the CPSP monthly forms that you have received have you returned (cir cle one
num ber)?

1   ALL               2   MOST               3   SOME               4   NONE

Q5. Would you return the form if it was not post age-paid?

1   YES               2   NO

Q6. Do you think the num ber of con di tions on the form should:

1   INCREASE               2   STAY THE SAME               3   DECREASE

Q7. Are you aware that the CPSP col lects only non-nom i nal, non-iden ti fi able data?

1   YES               2   NO

Q8. Have you ever known of a case but returned the form with out report ing it?

1   YES               2   NO

Q9. Have you ever known of a case and not returned the form?

1   YES               2   NO
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Q10. Have you con sid ered con duct ing a study through the CPSP?

1   YES – please spec ify con di tion:  ________________________________________________________________________

2   NO

Q11. The broad cat e gory that best describes your clin i cal prac tice is:

1  GENERAL PAEDIATRICS               2   SUBSPECIALTY PAEDIATRICS – please spec ify:  _________________________________

Q12. Do you report as:

1   AN INDIVIDUAL PARTICIPANT               2   A MEMBER OF A GROUP

Q13. Would you be will ing to report cases by phone/fax if an impor tant pub lic health rea son was pro vided?

1   YES               2   NO

Q14. Do you have access to e-mail?

1   YES               2   NO

Q15. Would you be will ing to respond monthly by e-mail or web-based tool?

1   YES               2   NO

Q16. Do you have any other com ments or sug ges tions for improv ing the CPSP?

Q17. How many cases have you reported to the CPSP?

1   0 CASES                   2   1 CASE                   3   2 CASES                   4   ≥ 3 CASES – How many? ______________________

IF YOU NEVER REPORTED A CASE to the CPSP, you do not need to answer any fur ther ques tions.
Please return this sur vey to the CPSP in the enve lope pro vided

THANK YOU FOR YOUR TIME.

Sec tion 2        Please com plete only if you have ever reported cases to the CPSP

Q1. Was the ques tion naire easy to com plete?

1   YES                   2   NO – please spec ify study:  _______________________________________________________________

Q2. Was the case-spe cific data gen er ally avail able?

1   YES                   2   NO – please spec ify study:  _______________________________________________________________

Q3. Do you have any hes i ta tion pro vid ing clin i cal infor ma tion to research con ducted through the CPSP?

1   YES  – please spec ify study:  ____________________________________________                  2   NO 

Q4. Do you have any com ments or sug ges tions for improv ing response time for ques tion naires?

Thank you for tak ing the time to com plete this sur vey.
Please return to the CPSP in the enclosed enve lope.
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Cana dian Pae di at ric Sur veil lance Pro gram
Steer ing Com mit tee Eval u a tion Sur vey

The Cana dian Pae di at ric Soci ety and Health Can ada are eval u at ing
the Cana dian Pae di at ric Sur veil lance Pro gram (CPSP).

The pur pose of this sur vey is to deter mine how well
the Steer ing Com mit tee func tions to achieve its ojectives.

Q1. Are you a cur rent or past Steer ing Com mit tee mem ber?

1   PAST                               2   CURRENT

Q2. Which group do you rep re sent? (cir cle one num ber)

1   CPS MEMBER                                    2   HEALTH CANADA                                 3   PROVINCIAL PUBLIC HEALTH

4   ACADEMIC                                    5   OTHER

Q3. Are meet ings twice a year ade quate to decide on pro jects and review the pre vi ous year’s pro gram?

1   YES                         2   NO

Q4. How would you rate the for mat of the meet ings?

VERY USEFUL USEFUL NOT USEFUL

a. PRESENTATIONS OF PROPOSALS
b. REVIEW OF LETTERS OF INTENT
c. PRESENTATION OF STUDY FINAL RESULTS

1
1
1

2
2
2

3
3
3

Q5. Are the meet ing arrange ments ade quate?

1  YES 2  NO  – please spec ify:  ________________________________________________________________

Q6. How would you rank the mix of com mit tee mem bers in rela tion to pro vid ing feed back to inves ti ga tors?

1  POOR      2  FAIR                            3   GOOD                           4   EXCELLENT

Q7. Is there an agency or group that is not cur rently rep re sented on the com mit tee that should have a seat? 

1  YES  – please spec ify:  ________________________________________________________________ 

2   NO

Q8. Do you find the meet ing mate ri als ade quate and appro pri ate?

1  YES 2  NO

Q9. Do you review the study pro posal and com plete the study inclu sion cri te ria eval u a tion form prior to the
meet ing?

1   YES 2  NO

Q10. Are the cri te ria for study inclu sion appro pri ate?

1   YES 2  NO – please spec ify: _________________________________________________________________

Q11. How would you rank the pro cess for study inclu sion?

1  POOR      2  FAIR                            3   GOOD                           4   EXCELLENT
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Q12. How would you rank the qual ity of the pro pos als that are sub mit ted?

1  POOR      2  FAIR                            3   GOOD                           4   EXCELLENT

Q13. In your opin ion, do the major ity of study pro pos als fit the aims/objec tives of the CPSP?

1   YES                         2   NO  – please spec ify:  _______________________________________________________ 

Q14. Does the com mit tee chair allo cate enough time for group dis cus sion on each research pro posal?

1  YES 2  NO

Q15. Does a live pre sen ta tion by the prin ci pal inves ti ga tor improve your under stand ing of the pro posed study
and impact on your deci sion to approve/dis ap prove? 

1  YES  2  NO 

Q16.  Does the group dis cus sion fol low ing pro posed study pre sen ta tions pro vide you with addi tional insight? 

1  YES  2  NO

Q17. What sug ges tions do you have for improv ing par tic i pa tion rates?

Q18. Do you have any sug ges tions for improv ing the work ing of the Steer ing Com mit tee?

Q19. Do you have any other com ments or sug ges tions for improv ing the CPSP?

Thank you for tak ing the time to com plete this sur vey.
Please return to the CPSP in the enclosed enve lope.
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 APPEN DIX 6  

Sur vey results

Par tic i pants

Response rate: 47.5% (1105/2326)

Sec tion 1

Q1. CPSP pro vides pro gram par tic i pants with study pro to cols, case def i ni tions and bian nual
edu ca tional resource arti cles. How use ful is this mate rial (cir cle one num ber for each type
of mate rial)?

No Help at all
Slightly
Help ful

Fairly
Help ful

Very
Help ful

Study pro to col n = 1043 69 (6.6%) 267 (25.6%) 444 (42.6%) 263 (25.3%)

Bian nual edu ca tional resource arti cles n = 934 64 (6.9%) 292 (31.2%) 385 (41.1%) 193 (20.8%)

Q2. Have the study-related mate ri als changed your clin i cal prac tice?

n = 1019

Yes 170 (16.7%)

No 858 (83.3%)

Com ment n (%)

Increase alert ness/aware ness 62 (47%)

Diag nos tic cri te ria 17 (13%)

Spec i mens/test ing 8 (6%)

Man age ment/ther apy 7 (5%)

Edu ca tion 2 (1%)

Mis cel la neous responses 36 (27%)
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Q3. Level of aware ness/use of CPSP infor ma tion sources

Never Some Often
Don’t Receive

or Access

CPSP High lights in the CPS jour nal Pae di at rics
and Child Health* (n = 1075) 59 (5.5%) 227 (21.1%) 742 (69.0%) 47 (4.4%)

CPS News (CPSP arti cle)* (n = 1044) 141 (13.5%) 354 (33.9%) 441 (42.2%) 108 (10.3%)

CPSP Annual Report (Results) (n = 1056) 160 (15.2%) 460 (43.6%) 385 (36.5%) 51 (4.8%)

Con cur rent ses sion at the CPS annual
meet ing* (n = 1028) 446 (43.4%) 339 (33.0%) 86 (8.4%) 157 (15.3%)

Sci en tific meet ings, con fer ences and con -
gresses (n = 1043) 295 (28.3%) 481 (46.1%) 174 (16.7%) 93 (8.9%)

CPSP Website (n = 1042) 441 (42.3%) 353 (33.9%) 103 (9.9%) 145 (13.9%)

Can ada Com mu ni ca ble Dis ease Report
(n = 1044) 304 (29.1%) 444 (42.5%) 149 (14.3%) 147 (14.1%)

* sent to CPS non-mem bers

Q4. What pro por tion of the CPSP monthly forms that you have received have you returned? 

n = 1099

All 749 (68.1%)

Most 304 (27.7%)

Some 36 (3.3%)

None 11 (1.0%)

Q5. Would you return the form if it was not post age-paid?

n = 1079

Yes 438 (40.6%)

No 641 (59.4%)

Q6. Do you think the num ber of con di tions on the form should?

n = 1045

Increase 204 (19.5%)

Stay the same 732 (70.0%)

Decrease 109 (10.4%)
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Q7. Are you aware that CPSP col lects only non-nom i nal, non-iden ti fi able data?

n = 1086

Yes 776 (71.3%)

No 312 (28.7%)

Q8. Have you ever known of a case but returned the form with out report ing it?

n = 1101

Yes 37 (3.4%)

No 1064 (96.6%)

Q9. Have you ever known of a case and not returned the form?

n = 1100

Yes 20 (1.8%)

No 1080 (98.2%)

Q10. Have you con sid ered con duct ing a study through the CPSP?

n = 1068

Yes 101 (9.5%)

No 967 (90.5%)

Study sug ges tions (n = 56)

r abdom i nal wall defects

r acetaminophen tox ic ity

r agenesis of the cor pus cal lo sum

r ani mal bites

r apnea of prematurity

r autism/autism spec trum disorders

r Barth syn drome

r Bat ten disease

r bil i ru bin encephalopathy

r brachial paral y sis injury

r child abuse

r chronic idio pathic urthicaria in chil dren

r con gen i tal dia phrag matic her nia

r con gen i tal varicella

r cor o nary events on stimulants

r cytomegalovirus (CMV) 

r death attrib ut able to anorexia nervosa

r fetal alco hol syndrom

r fire arms related inju ries

r frag ile X in girls

r Friedreich ataxia/spi nal amyotrophy

r Gilles de la Tourette syndrome

r glycogenesis type IV

r haemolytic dis ease of the new born

r her pes zoster/varicella immunization

r histiocytic dis or ders
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r HIV in-vitro expo sure

r HIV/hep a ti tis

r hyponatremia

r interstitial lung dis ease/emphy sema

r iron defi ciency anae mia in pre school ers/toddlers

r Kawasaki dis ease

r lis te ria neo na tal infec tion

r long QT inter val/arrhythmia

r mater nal lupus & car diac arrhythmias

r migraine

r myocarditis

r Munchausen by proxy

r neo na tal dia be tes

r neurological out come of hypernatremic dehy dra tion

r obe sity in chil dren

r omphalitis

r pal lia tive care treatment

r per for mance enhanc ing drugs in teens 

r por tal  and renal vein thrombosis 

r pyridoxine defi ciency

r rubella panencephalitis

r Rubenstein-Taybi syn drome

r shaken baby syn drome

r SIDS

r sleep apnea

r sud den deaths in Prader Willi Syndrome

r type 1 dia be tes/hyperlipidemia

r unex plained pain

r white mat ter dis ease in aborig i nal chil dren

r with drawal of life sus tain ing treat ment in newborns

Q11. Iden tify the broad cat e gory that describes your clin i cal prac tice.

n = 1091

Gen eral pae di at rics 606 (55.5%)

Subspecialty pae di at rics 485 (44.5%)

Sub spe ci al ity** (n = 465) n (%)

Devel op men tal/behav ioural 61 (13%)

Neo na tol ogy 59 (12%)

Emer gency med i cine 41 (9%)

Allergy/asthma 32 (7%)

Endo cri nol ogy 25 (5%)

Neu rol ogy 23 (5%)

Haema tol ogy/oncol ogy 23 (5%)

Infec tious dis eases 22 (4%)

Car di ol ogy 22 (4%)

Genet ics 21 (4%)

Ado les cent med i cine 16 (3%)

Respi ra tory 13 (2%)

Mis cel la neous (reported less than 10 times) 107 (23%)

** self selected

Q12. Do you report as:

n = 1089

Indi vid ual 1019 (93.6%)

Mem ber of a group 70 (6.4%)
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Q13. Would you be will ing to report cases by phone/fax if an impor tant pub lic health rea son
was pro vided?

n = 1085

Yes 996 (91.8%)

No 89 (8.2%)

Q14. Do you have access to email?

n = 1089

Yes 980 (90.0%)

No 109 (10.0%)

Q15. Would you be will ing to respond monthly by email or web-based tool?

n = 1081

Yes 727 (67.3%)

No 354 (32.7%)

Q16. Com ments 

Not pre sented in this doc u ment

Q17. How many cases have you reported to the CPSP?

n = 1086 n (%)

No cases 574 (53%)

One case 269 (25%)

Two cases 151 (14%)

Three or more cases 92 (8%)
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Sec tion 2:  Par tic i pants who have pre vi ously reported

Q1. Was the ques tion naire easy to com plete?

n = 466

Yes 372 (79.8%)

No 94 (20.2%)

Com ments 

n = 105 n (%)

Ques tion naire too detailed/time con sum ing 40 (38%)

Had to com plete chart review 21 (20%)

Case already report/ques tion naire com pleted 8 (7%)

Mis cel la neous responses 36 (4%)

Q2. Was the case-spe cific data gen er ally avail able?

n = 451

Yes 373 (82.7%)

No 78 (17.3%)

Com ments – sim i lar to those pro vided for Q1.

Q3. Do you have any hes i ta tion pro vid ing clin i cal infor ma tion to research con ducted through
the CPSP?

n = 471

Yes 39 (8.3%)

No 432 (91.7%)

Com ments

n = 22 n (%)

Need for con sent 5 (23%)

Query about eth ics approval 3 (13%)

Mis cel la neous 14 (64%)
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Pub lic health pro fes sion als

Response rate: 46% (26/56)

Q1. The broad cat e gory that best describes your area of work is:

n = 26

Pub lic health 13 (50.0%)

Infec tious dis eases 10 (38.5%)

Non-gov ern men tal Agency 0 

Other* 3 (11.5%)

* did not spec ify

Q2. How much involve ment in health of chil dren and youth?

n = 26

< 25% 10 (38.5%)

25-49% 8 (30.8%)

50-74% 5 (19.2%)

75-100% 3 (11.5%)

Q3. Had you heard of the CPSP prior to receiv ing this ques tion naire?

n = 26

Yes 23 (88.5%)

No 3 (13.0%)

Q4. Infor ma tion Sources

Never Some Often
Don’t Receive

or Access

CPS jour nal Pae di at rics and Child Health (n = 23) 2 (8.7%) 7 (30.4%) 14 (60.9%)

CPS News (n = 23) 9 (39.1%) 4 (17.4%) 10 (43.5%)

CPSP Annual Report (Results) (n = 23) 6 (26.1%) 3 (13.0%) 14 (60.9%)

Con cur rent ses sion at the CPS Annual Meet ing
(n = 23) 16 (69.6%) 3 (13.0%) 1 (4.3%) 2(13.0%)

Sci en tific meet ings, con fer ences and con -
gresses (n = 23) 9 (39.1%) 11 (47.8%) 2 (8.7%) 1(4.3%)

CPSP Website (n = 23) 8 (34.8%) 9 (39.1%) 6 (26.1%)

Can ada Com mu ni ca ble Dis ease Report  (n = 23) 1 (4.3%) 5 (21.7%) 17 (73.9%)
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Q5. Are you aware of the results of CPSP stud ies?

n = 21

Yes 18 (85.7%)

No 3 (14.3%)

Cur rent selec tion: q3 = 1

Q5 Aware ness of CPSP Stud ies 

q all of the last 3 years 

q anaphylaxis, AFP 

q annual reports/sought out study 

q by feed back and sur vey 

q for AFP 

q CPS jour nal 

q HSV neo na tal 

q IMPACT

q through dis cus sions with col leagues 

q vac ci na tion guide 

q via rapports 

Q6. Have you used infor ma tion from research con ducted through the CPSP?

Yes No

To eval u ate pub lic pol icy (n = 19) 6 (31.6%) 13 (68.4%)

To pro vide a basis for future research (n = 19) 9 (47.4%) 10 (52.6%)

To guide the plan ning, imple men ta tion and eval u a tion
of pro grams (n = 21) 15 (71.4%) 6 (28.6%)

For other uses, such as guid ing imme di ate action of
pub lic health impor tance (n = 20) 14 (70.0%) 6 (30.0%)

For con tin u ing pro fes sional devel op ment and main te -
nance of com pe tence (n = 20) 12 (60.0%) 8 (40.0%)

Q7. Sug ges tions for future stud ies:

n = 20

Yes 2 (10.0%)

No 18 (90.0%)

Q8. Com ments

PUBLISH IN CJPH
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Inves ti ga tors

Response rate: 45% (24/53)

Q1.

n = 24

CPSP PI 9 (37.5%)

CPSP Co-Invest 15 (62.5%)

Q2. Inves ti ga tors for your study were from:

n = 24

Only one cen tre 4 (16.7%)

Dif fer ent cen tres 20 (83.3%)

Q3. CPSP involve ment dur ing pro posal devel op ment

Yes No

Have infor mal con ver sa tions and/or meet ings with
CPSP staff (n = 21) 18 (85.7%) 3 (14.3%)

Use ful 16 (100.0%)

Receive writ ten feed back from the CPSP Steer ing Com -
mit tee (n = 19) 17 (89.5%) 2 (10.5%)

Use ful 15 (100.0%)

Receive inde pend ent review ers’ com ments (n = 18) 12 (66.7%) 6 (33.3%)

Use ful 11 (100.0%)

Q4. Could research have been com pleted with mean ing ful results with out national case
ascer tain ment?

n = 23

Yes

No 22 (95.7%)

Don’t know 1 (4.3%)

Q5. Could research have been under taken nation ally with out the CPSP (i.e., through another
mech a nism)?

n = 22

Yes 7 (31.8%)

No 15 (68.2%)
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Q6. Has sur veil lance through the CPSP resulted in a mod i fi ca tion of your orig i nal case
def i ni tion?

n = 22

Yes 4 (18.2%)

No 18 (81.8%)

Q7a. Did the ques tion naire for your study pro vide ade quate infor ma tion to ful fill your study
aims?

n = 23

Yes 20 (87.0%)

No 3 (13.0%)

Q7b. Could you have obtained ade quate infor ma tion with a shorter ques tion naire?

n = 23

Yes 2 (8.7%)

No 21 (91.3%)

Q7c. The CPSP staff iden ti fies dupli cate cases and does not for ward ques tion naires to sub se -
quent report ing phy si cians. Would you like to receive dupli cate detailed report ing forms?

n = 23

Yes 9 (39.1%)

No 14 (60.9%)

Q8. Did your CPSP Study meet your stated study objec tives?

n = 119

Yes 18 (94.7%)

No 1 (5.3%)

Spec ify: DATA COLLECTION NOT STARTED
PROGRAM IN STUDY DESIGN 
PROBLEM IN STUDY DESIGN
STILL ONGOING
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Q9. CPSP study wor thi ness

Strongly
dis agree

Mildly
dis agree

Nei ther agree 
nor dis agree

Mildly
agree

Strongly
agree

Your pro fes sional devel op ment 
(n = 21) 2 (9.5%) 6 (28.6%) 13 (61.9%)

Con trib ut ing to med i cal lit er a -
ture (n = 21) 7 (33.3%) 14 (66.7%)

Eval u at ing cur rent med i cal
man age ment/pol icy (n = 21) 1 (4.8%) 10 (47.6%) 10 (47.6%)

Inform ing future med i cal man -
age ment/pol icy (n = 21) 4 (19.0%) 5 (23.8%) 12 (57.1%)

Con trib ut ing to pre ven tion
pol icy (n = 21) 8 (38.1%) 4 (19.0%) 9 (42.9%)

Q10. As a researcher, how often do you review your CPSP study data?

n = 22

As ques tion naires arrive 11 (50.0%)

Quar terly 8 (36.4%)

Annu ally 3 (13.6%)

Study com ple tion

Q11. Have you pub lished your com pleted study results?

n = 22*

Yes 6 (27.3%)

No 16 (72.7%)

* not reflec tive of indi vid ual stud ies as inves ti ga tors and co-inves ti ga tors responded from the same study 

Com ments: ABSTRACT, MANUSCRIPT ABSTRACTS/MANUSCRIPT 
DATA UNDER ANALYSIS
DRAFT SENT IN
IN PROGRESS
INCOMPLETE
NOT COMPLETED
NOT YET COMPLETE
ONLY CPSP ANNUAL RPT
WILL BE SUBMITTING
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Q12. Do you think the CPSP fee for doing a study was rea son able?

n = 17

Yes 13 (76.5%)

No 4 (23.5%)

Fee Com ments: TOO HIGH 

Q13. Did the CPSP pro vide infor ma tion to enable pos si ble col lab o ra tion with inves ti ga tors
from other INoPSU?

n = 20

Yes 13 (65.0%)

No 7 (35.0%)
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Steer ing Com mit tee mem bers

Response rate: 71% (24/34)

Q1. Are you cur rent or past mem ber?

n = 24

Past 9 (37.5%)

Cur rent 15 (62.5%)

Q2. Which group do you rep re sent? 

n = 24

CPS mem ber 12 (50.0%)

Health Can ada 3 (12.5%)

Pro vin cial PH 2 (8.3%)

Aca demic 1 (4.2%)

Other* 6 (25.0%)

* did not spec ify

Q3. Are meet ings twice a year ade quate to decide on pro jects and review the pre vi ous year’s
pro gram?

n = 23

Yes 21 (91.3%)

No 2 (8.7%)

Q4. Rate the for mat of the meet ings

Very Use ful Use ful Not Use ful

Pre sen ta tions of pro pos als (n = 23) 19 (82.6%) 3 (13.0%) 1 (4.3%)

Review of let ters of intent (n = 23) 14 (60.9%) 9 (39.1%)

Pre sen ta tion of study final results (n = 22) 16 (72.7%) 5 (22.7%) 1 (4.5%)

Q5. Are the meet ing arrange ments ade quate?

n = 23

Yes 23 (100.0%)

No 
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Q6. How would you rank the mix of com mit tee mem bers in rela tion to pro vid ing feed back to
inves ti ga tors?

n = 22

Poor

Fair 2 (9.1%)

Good 9 (40.9%)

Excel lent 11 (50.0%)

Q7. Is there an agency that is not cur rently rep re sented on the com mit tee that should have a
seat?

n = 23

Yes 4 (17.4%)

No 19 (82.6%)

Q8. Do you find the meet ing mate ri als ade quate and appro pri ate?

n = 23

Yes 23 (100.0%)

No 

Q9. Do you review the study pro posal and com plete the study inclu sion cri te ria form prior to
the meet ing?

n = 21

Yes 18 (85.7%)

No 3 (14.3%)

Q10. Are the cri te ria for study inclu sion appro pri ate?

n = 22

Yes 20 (90.9%)

No 2 (9.1%)
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Q11. How would you rank the pro cess for study inclu sion?

n = 23

Poor

Fair 2 (8.7%)

Good 17 (73.9%)

Excel lent 4 (17.4%)

Q12. How would you rank the qual ity of the pro pos als that are sub mit ted?

n = 23

Poor

Fair 3 (13.0%)

Good 17 (73.9%)

Excel lent 3 (13.0%)

Q13. In your opin ion, do the major ity of study pro pos als fit the aims/objec tives of the CPSP?

n = 22

Yes 22 (100.0%)

No 

Q14. Does the com mit tee chair allo cate enough time for group dis cus sion on each research
pro pos als?

n = 22

Yes 22 (100.0%)

No 

Q15. Does a live pre sen ta tion by the prin ci pal inves ti ga tor improve your under stand ing of the
pro posed study and impact on your deci sion to approve/dis ap prove?

n = 22

Yes 20 (90.9%)

No 2 (9.1%)
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Q16. Does the group dis cus sion fol low ing pre sen ta tions pro vide you with addi tional insight?

n = 23

Yes 23 (100.0%)

No 

Q18.

NOTHING TO DECLARE MOVE TO TOP

DRAWS INCENTIVES, EMAIL FORM

Q19.

SEEMS TO WORK WELL

WORKING FINE
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