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A) Narrative Report (Maximum of 25 pages)

One Canadian family in five is raising a child with a significant emotional, behavioural or developmental disability — impairments that
present special challenges for children and families in virtually every community in this country. CanChild Centre for Childhood
Disability Research is a research and educational centre founded in 1989 with funding from the Ontario Ministry of Health and Long-
Term Care. Located at McMaster University in Hamilton, ON, CanChild is recognized as an international leader in the field of
childhood disability research. CanChild brings together a multi-disciplinary team of researchers from the fields of pediatrics,

occupational therapy, physiotherapy, physiatry, speech and language
pathology, social psychology, epidemiology and biostatistics. Over the
past year, we have been fortunate to have two new investigators join
our team: Dr. Jan Willem Gorter (from the Netherlands) and Dr. Eyal
Cohen (Hospital for Sick Children, Toronto, ON). Investigators affiliated
with this research centre have received over $27 million in external

“| can think of no other collaborative group that
has had more impact on changing assessment
and clinical practice than CanChild.”

-Stephen Haley, PhD

Boston University, USA

grant funding from provincial, federal, and international sources.

CanChild’s mandate is to “take a leadership role in identifying emerging issues for research, practice, policy and education;
conduct high-quality research; effectively transfer knowledge into practice at clinical and health system levels; and provide
education for consumers, service providers, policy makers and students.” The team has developed strong linkages with other
leading researchers in childhood disability, research units, parent networks, rehabilitation and health networks, professional
societies, and child health organizations across Ontario, throughout Canada and around the world.

Section I: Staffing Information

a) Please list the number of researchers in each of the categories that you would consider directly affiliated
with your institute/ centre/ unit. This could include graduate students completing practicums or
placements, but would not include those only using the centre for data purposes.

How many researchers are affiliated* with your Institute/ Unit/ Centre?

Researchers/ Scientists 19

Post-doctoral Fellows

Doctoral Students 20 (PhD Supervisor) + 22 (PhD Committee Member)
Masters Students __ 2 (MSc Supervisor) + 20 (MSc Committee/Advisor)
Community-based researchers 1

Other (specify) _ 0

b) Please provide a listing of all ministry supported/funded staff and their roles (i.e. researcher,
administration, etc.). Please indicate if they are full-time or part-time.
Donna Johnston, Financial Officer, PT
Dayle McCauley, Research Assistant/Coordinator, FT
Nancy Plews, Manager, PT
Susan Roberts, Research Staff, PT
Dianne Russell, Researcher, FT
Betty Yundt, Knowledge Transfer Staff, PT
Bluewire Computer Services Inc., Maintenance of CanChild server and computers, PT
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Section II: Products (includes grey literature)

a) How many research articles or reviews did researchers affiliated with your Institute/ Unit/ Centre publish, during
this reporting period, in scholarly periodicals 104 and how many have been accepted for publication in
scholarly periodicals but have not yet been published or which are in submission during this reporting period
_ 3l (inpress)

b) How many systematic reviews have been completed 4 and how many are underway 2 ?

¢) How many of the above articles include findings or results based on, or related to, research activities at your
Institute/ Unit/ Centre that was funded (in full or partially) by the Ministry? 0

d) How many Ministry-commissioned reports/ evaluations/ etc did researchers affiliated with your Institute/ Unit/
Centre produce and complete for the Ministry or for LHIN(S)? 4

Publications by CanChild Investigators (since last reporting period)
2008

Awasthi S, Agarwal G, Kabra SK, Singhi S, Kulkarni M, More V, Niswade A, Pillai RM, Luke R, Srivastava NM, Suresh S, Verghese
VP, Raghupathy P, Lodha R, Walter SD (2008). Does 3-day course of oral amoxycillin benefit children of non-severe
pneumonia with wheeze: a multicentric randomised controlled trial. PLoS ONE 3, (4):1991.

Bamm E and Rosenbaum PL (2008). Family-Centered Theory: Origins, development, barriers and supports to implementation in
rehabilitation medicine. Archives of Physical Medicine and Rehabilitation, 89(8):1618-24.

Bartlett D (2008). Introducing the Evidence to Practice Commentary. Physical and Occupational Therapy in Pediatrics, 28:105-108

Bartlett DJ, Fanning JK, Miller L, Conti-Becker A, Doralp S (2008). Development of the Daily Activities of Infants Scale: A
measure of supporting early motor development. Developmental Medicine and Child Neurology, 50(8):613-617.

Brehaut JC, Kohen DE, Garner RE, Miller AR, Lach LM, Klassen A, Rosenbaum PL. Health among caregivers of children with
health problems: findings from a Canadian population-based study. American Journal of Public Health, 2008 Dec 4 [Epub
ahead of print]. IF=3.612

Bryant D, Stratford P, Marx R, Walter SD, Guyatt G (2008). Patients can provide a valid assessment of quality of life, functional
status, and general health on the day they undergo knee surgery. J Bone and Joint Surgery, 90:264-70.

Cairney J, Corna L, Veldhuizen S, Hermann N, Streiner DL (2008). Co-morhid depression and anxiety in later life: patterns of
association, subjective well-being and impairment. American Journal of Geriatric Psychiatry, 16:201-208.

Cairney J, Corna L, Veldhuizen S, Streiner DL (2008). The social epidemiology of affective and anxiety disorders in later life.
Canadian Journal of Psychiatry, 53(2):104-111.

Cairney J, Hay JA, Faught BE, Léger L, Mathers B (2008). Generalized self-efficacy and performance on the 20-metre shuttle run.
American Journal of Human Biology, 20(2):132-138.

Cairney J, Krause N (2008). Negative life Events and the age decline in mastery: are older adults more vulnerable to the control
eroding effect of stress? Journal of Gerontology: Social Sciences, 63: S162-S170.
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Cairney J, Missiuna C, Veldhuizen S, Wilson B (2008). Evaluation of the psychometric properties of the developmental
coordination disorder questionnaire for parents (DCD-Q): Results from a community based study of school-aged children.
Human Movement Science, 27(6):932-940.

Cairney J, Schmidt L, Veldhuizen S, Kurdyak P, Hay JA, Faught BE. (2008). Left-handedness and developmental coordination
disorder. Canadian Journal of Psychiatry 53(10):696-699.

Cohen E, Friedman J, Nicholas DB, Adams S, Rosenbaum P (2008). A Home for Medically Complex Children: The Role of
Hospital Programs. Journal for Healthcare Quality, 30(3):7-15.

DelLaat D, Missiuna C, Egan M, Gaines R, McLean J, Chiasson V (2008). Educational outreach and collaboration: An innovative
role for occupational therapy. OT Now, 10(5):22-24.

DeMatteo C, Cousins M, Lin CA, Law M, Colantonio A, Macarthur C (2008). Exploring post injury living environments for children
and youth with acquired brain injury. Archives of Physical Medicine and Rehabilitation, 89(9):1803-1810.

deRuiter W, Faulkner G, Cairney J, Veldhuizen S (2008). Characteristics of physically active smokers and implications for harm
reduction. American Journal of Public Health, 98(5):925-931.

Di Rezze B, Wright FV, Curran CJ, Campbell K, Macarthur C (2008). Individualized outcome measures for evaluating life skill
groups for children with disabilities. Canadian Journal of Occupational Therapy, 75(5):282-287.

Enkelaar L, Ketelaar M, Gorter JW (2008). Association between motor and mental functioning in toddlers with Cerebral Palsy.
Developmental Neurorehabilitation, 11(4):276-282.

Faught BE, Cairney J, Hay J, Veldhuizen S, Missiuna C, Spironello C (2008). Screening for motor coordination challenges in
children using teacher ratings of physical ability and activity. Human Movement Science, 27:177-189.

Gafni A, Walter SD, Birch S, Sendi P (2008). An opportunity cost approach to sample size calculation in cost-effectiveness analysis.
Health Economics, 17:99-107.

Gaines R, Collins D, Boycott K, Missiuna C, DeLaat D, Soucie H (2008). Clinical expression of developmental coordination
disorder in a large Canadian family. Paediatrics & Child Health, 13(9):763-768.

Gaines R, Missiuna C, Egan M, McLean J (2008). Educational outreach and collaborative care enhances physician's perceived
knowledge about Developmental Coordination Disorder. BMC Health Services Research, 8(1):21. doi:10.1186/1472-6963-8-21.

Gaines R, Missiuna C, Egan M, McLean J (2008). Interprofessional care in the management of a chronic childhood condition:
Developmental coordination disorder. Journal of Interprofessional Care, 22(5):552-555.

Goelman H, The CHILD Project (2008). Three complementary community-based approaches to the early identification of young
children at risk for developmental delays/disorders. Infants& Young Children, 21(4):306-323.

Griffith LE, Wells RP, Shannon HS, Walter SD, Cole DC, Hogg-Johnson S, on behalf of the Meta-Analysis of Pain in the Lower
Back and Work Exposures (MAPLE) Collaborative Group (2008). Developing common metrics of mechanical exposures across
aetiological studies of low back pain in working populations for use in meta-analysis. Occupational and Environmental
Medicine, 65:467-481.
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Guyatt G, Prasad K, Jaeschke R, Cook D, Walter S (2008). Hypothesis testing. In Users' guides to the medical literature. A
manual for evidence-based clinical practice, 2nd edition, 209 - 219. Guyatt G, Rennie D, Meade M, Cook D (eds.). JAMA &
Archives / McGraw-Hill.

Guyatt G, Walter S, Cook D, Jaeschke R (2008). Correlation and regression. In Users' guides to the medical literature. A manual
for evidence-based clinical practice, 2nd edition, 383 - 395. Guyatt G, Rennie D, Meade M, Cook D (eds.). JAMA & Archives /
McGraw-Hill.

Guyatt G, Walter S, Cook D, Wyer P, Jaeschke R (2008). Confidence intervals. In Users' guides to the medical literature. A manual
for evidence-based clinical practice, 2nd edition, 99 - 108. Also in Essentials of evidence-based clinical practice , 2nd edition,
127 - 140. Guyatt G, Rennie D, Meade M, Cook D (eds.). JAMA & Archives / McGraw-Hill.

Haastert IC van, Vries LS de, Eijsermans R, Jongmans MJ, Helders PJM, Gorter JW (2008). Gross motor functional abilities in
preterm born children with cerebral palsy due to periventricular leukomalacia. Developmental Medical & Child Neurology,
50(9):684-689

Hanna SE, Bartlett DJ, Rivard L, Russell DJ (2008). Reference curves for the Gross Motor Function Measure (GMFM-66):
Percentiles for clinical description and tracking over time among children with Cerebral Palsy. Physical Therapy, 88(5):596-607.

Harvey A, Robin, J, Morris ME, Graham HK, Baker R (2008). A systematic review of activity limitation measures of children with
cerebral palsy. Developmental Medicine and Child Neurology, 50(3):190-198.

Hoving MA, van Raak EP, Spincemaille GH, van Kranen-Mastenbroek VH, van Kleef M, Gorter JW, Vles JS; On behalf of the
Dutch Study Group on Child Spasticity. Safety and one-year efficacy of intrathecal baclofen therapy in children with intractable
spastic cerebral palsy. European Journal of Paediatric Neurology. 2008 Jun 28. [Epub ahead of print]

Jaeschke R, Guyatt G, Barratt A, Walter S, Cook D (2008). Does treatment lower risk? Understanding the results. In Users' guides
to the medical literature. A manual for evidence-based clinical practice, 2nd edition, 87 - 97. Also in Essentials of evidence-
based clinical practice, 2nd edition, 113 — 126. Guyatt G, Rennie D, Meade M, Cook D (eds.). JAMA & Archives / McGraw-Hill.

Jaeschke R, Walter S, El Barbary M, Guyatt G (2008). Understanding the results: more about odds ratios. In Users' guides to the
medical literature. A manual for evidence-based clinical practice, 2nd edition, 221 - 229. Guyatt G, Rennie D, Meade M, Cook
D (eds.). JAMA & Archives / McGraw-Hill.

Janssens L, Gorter JW, Ketelaar M, Kramer WLM, Holtslag H (2008). Health-related quality-of-life measures for long-term follow-up
in children after major trauma. Quality of Life Research, 17(5):701-13.

Jung B, Salvatori P, Missiuna C, Wilkins S, Stewart D, Law M (2008). The McMaster Lens for Occupational Therapists: Bridging
theory and practice. OT Now, 10(2):16-19.

Karanicolas PJ, Bhandari B, Taromi B, Akl EA, Bassler D, Alonso-Coello P, Rigau D, Bryant D, Smith SE, Walter SD, Guyatt GH
(2008). Blinding of outcomes in trials of orthopaedic trauma: an opportunity to enhance the validity of clinical trials. Journal of
Bone and Joint Surgery, 90:1026-1033.

Kennedy D, Stratford P, Riddle D, Hanna S, Golish J (2008). Assessing recovery and establishing prognosis following total knee
arthroscopy. Physical Therapy, 28(1):22-32.

Ketelaar M, Russell DJ, Gorter JW (2008). The challenge of moving evidence-based measures into clinical practice: lessons in
knowledge translation. Physical & Occupational Therapy in Pediatrics, 28(2):191-206.
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Ketelaar M, Volman MJM, Gorter JW, Vermeer A (2008). Stress in parents of children with cerebral palsy: what sources of stress
are we talking about? Child: Care, Health and Development; 34(6)825-829.

King G, Bartlett DJ, Currie M, Gilpin M, Baxter D, Willoughby C, Tucker MA, Strachan D (2008). Measuring the expertise of
pediatric rehabilitation therapists. International Journal of Disability, Development, and Education, 55(1):5-26.

King G, Currie M, Bartlett DJ, Strachan D, Tucker MA, Willoughby C (2008). The development of expertise in pediatric rehabilitation
therapists: The roles of motivation, openness to experience, and types of caseload experience. Australian Occupational
Therapy Journal, 55:108-122.

Klassen A, Dix D, Cano SJ, Papsdorf M, Sung L, Klaassen RJ (2008). Evaluating Family-Centered Service in Pediatric Oncology
with the Measure of Processes of Care (MPOC-20). Child: Care, Health and Development, 35(1):16-22.

Klassen A, Klaassen R, Dix D, Pritchard S, O’Donnell M, Scott A, Sung L (2008). Impact of caring for a child with cancer on
parents’ quality of life. Journal of Clinical Oncology, 26(36):5884-5889.

Kurdyak P, Cairney J, Sarnocinska-Hart A, Callaghan R, Strike C (2008). The impact of a smoking cessation policy on visits to a
psychiatric emergency department. Canadian Journal of Psychiatry, 53(11): 779-782

Lam Mindy CW, Klassen A, Montogmery CJ, LeBlanc JG, Skarsgard ED (2008). Quality of Life Outcomes Following Surgical
Correction of Pectus Excavatum: A Comparison of the Ravitch and Nuss Procedures. Journal of Pediatric Surgery, 43(5):819-
25. IF=1.227

Law M, Missiuna C, Pollock N (2008). Knowledge exchange and translation: An essential competency in the twenty-first century.
OT Now, 10(5), 3-5.

Levac D, DeMatteo C, Hanna S, Wishart L (2008). Intra-individual variability in recovery from paediatric acquired brain injury:
relationship to outcomes at one year. Developmental Neurorehabilitation, 11(3):195-203.
http://www.informaworld.com/smpp/title~content=t713695358

Livingston MH, Rosenbaum PL (2008). Adolescents with cerebral palsy: stability in quality of life and health-related quality of life
over one year. Developmental Medicine and Child Neurology, 50(9):696-701.

Loeb M, Hanna S, Nicolle L, Eyles J, Elliott S, Rathbone M, Drebot M, Neupane B, Fearon M, Mahony J (2008). Prognosis after
West Nile virus infection: A longitudinal study. Annals of Internal Medicine 149(4):232-41. Summary for patients in: Ann Intern
Med. 2008 Aug 19;149(4):134.

Loeb M, Hunt D, O'Halloran K, Carusone SC, Dafoe N, Walter SD (2008). Stop orders to reduce inappropriate urinary
catheterization in hospitalized patients: a randomized controlled trial. Journal of General Internal Medicine, 6:816-20.

Majnemer A, Shevell M, Law M, Birnbaum R, Chilingaryan G, Rosenbaum P, Poulin C (2008). Participation and Enjoyment of
Leisure Activities in School Aged Children with Cerebral Palsy. Developmental Medicine and Child Neurology, 50(10):751-758

Majnemer A, Shevell M, Law M, Poulin C, Rosenbaum P (2008). Reliability in the ratings of quality of life between parents and their
children of school age with cerebral palsy. Quality of Life Research, 17(9):1163-71.

Miller AR, Armstrong RW, Masse LC, Klassen A, Shen J, O'Donnell ME (2008). Waiting for child developmental and rehabilitation
services: an overview of issues and needs. Developmental Medicine and Child Neurology, 50(11):815-821.
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Missiuna C, Gaines R, McLean J, DeLaat D, Egan M, Soucie H. (2008). Description of children identified by physicians as having
developmental coordination disorder. Developmental Medicine and Child Neurology, 50(11):839-44.

Missiuna, C., King G., and Stewart D. (2008). Life Experiences of Young Adults who have coordination difficulties. Canadian
Journal of Occupational Therapy, 75:157-167.

Missiuna, C., Moll, S., King, G., Stewart, D., & Macdonald, K. (2008). Life experiences of young adults who have coordination
difficulties. Canadian Journal of Occupational Therapy, 75, 157-166.

Missiuna, C., Pollock, N., Egan, M., DelLaat, D., Gaines, R., & Soucie, H. (2008). Enabling occupation through facilitating the
diagnosis of Developmental Coordination Disorder. Canadian Journal of Occupational Therapy, 75, 26-34. Also available at
http://www.canchild.ca/Portals/O/references/pdf/DCD_CAQTarticle_Nov2007.pdf

Palisano RJ (2008). Submitting a Systematic Review. Physical and Occupational Therapy in Pediatrics, 28(3):209-213.

Palisano RJ, Rosenbaum P, Bartlett D, Livingston MH (2008). Content Validity of the Expanded and Revised Gross Motor
Function Classification System. Developmental Medicine and Child Neurology, 50(10):744-750.

Redekop S, Andrysek J, Wright V (2008). Single-session reliability of discrete gait parameters in ambulatory children with cerebral
palsy according to GMFCS Level. Gait Posture, 28:627-633.

Rentinck |, Ketelaar M, Jongmans M, Lindeman E, Gorter JW (2008). Parental Reactions Following the Diagnosis of Cerebral Palsy
in Their Young Child. Journal of Pediatric Psychology, Advance Access, 1-6

Rosenbaum P (2008). Effects of powered mobility on self-initiated behaviours of very young children with locomotor disability.
Developmental Medicine and Child Neurology, 50:644.

Rosenbaum P (2008). Families of children with chronic conditions: opportunities to widen the scope of pediatric practice. Journal of
Pediatrics, 153(3):304-305.

Rosenbaum PL, Palisano RJ, Bartlett DJ, Galuppi BE, Russell DJ (2008). Development of the Gross Motor Function
Classification System for Cerebral Palsy. Developmental Medicine & Child Neurology, 50(4), 249-253.

Saloojee GM, Rosenbaum PR, Westaway MS, Stewart AV (2008). Development of a measure of family-centred care for resource-
poor South African settings: the experience of using a modified version of the MPOC-20. Child: Care, Health and Development.
2008 Dec 3. PMID: 19055651

Sandoval C, Walter SD, Krueger P, Loeb M (2008). Comparing estimates of influenza-associated hospitalization and death among
adults with congestive heart failure based on how influenza season is defined. BMC Public Health, 8:59.

Schiariti V, Klassen A, Hoube J, Synnes A, Lisonkova S, Lee SK (2008). Perinatal characteristics and parents’ perspective of
health status of NICU graduates born at term. Journal of Perinatology, 28:368-376.

Schoenmakers MAGC, Hillaert JLM, Gorter JW, Helders PIM, Takken T (2008). Muscle strength, aerobic capacity, physical activity
and energy expenditure in independent ambulating children with lumbosacral spina bifida. Disability & Rehabilitation, 21:1-8.

Shevell MI, Majnemer A, Poulin C, Law, M (2008). Stability of Motor Impairment in Children with Cerebral Palsy. Developmental
Medicine and Child Neurology, 50(3), 214-215.
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Shikako-Thomas K, Majnemer A, Law M, Lach L (2008). Determinants of participation in leisure activities in children and youth with
cerebral palsy: A systematic review. Physical and Occupational Therapy in Pediatrics, 28(2):155-170.

SPRINT Investigators (2008). Study to Prospectively evaluate Reamed Intramedullary Nails in Patients with Tibial fractures
(SPRINT): Study Rationale and Design. BMC Musculoskeletal Disorders, 9:91.

Steenbeek D, Ketelaar M, Galama C, Gorter JW (2008). Goal Attainment Scaling in paediatric rehabilitation: a report on the clinical
training of an interdisciplinary team. Child: Care, Health and Development, 34: 521-529.

Sung L, Klassen RJ, Dix D, Pritchard S, Yanofsky R, Dzolganovski B, Aimeida R, Klassen AF. Identification of pediatric cancer
patients with poor quality of life. British Journal of Cancer, 2008 Dec 5 [Epub ahead of print]. IF=4.635

Sung L, Klaassen R, Dix D, Pritchard S, Yanofsky R, Ethier MC, Klassen AF. Parental optimism in poor prognosis pediatric
cancers. Psycho-Oncology, 2008 Dec 5 [Epub ahead of print]. IF=2.589

Tam C, Teachman G, Wright V (2008). Paediatric application of individualized client-centred outcome measures: a literature review.
British Journal of Occupational Therapy,71(7):286-296.

Thompson P, Beath T, Bell J, Jacobson G, Phair T, Salbach NM, Wright FV (2008). Test-retest reliability of the 10-metre fast walk
test and 6-minute walk test in ambulatory school-aged children with cerebral palsy. Developmental Medicine and Child
Neurology, 50:370-376.

Urbanoski KA, Cairney J, Bassani D, E, Rush B. (2008). Perceived unmet need for mental health care among Canadians with co-
occurring addiction and mental illness. Psychiatric Services 59(3):283-289.

Verhoog J, Fuijkschot J, Willemsen M, Ketelaar M, Rotteveel J, Gorter JW (2008). Sjogren-Larsson syndrome: motor performance
and everyday functioning in 17 patients. Developmental Medicine and Child Neurology, 50: 38-43.

Verschuren O, Ketelaar M, Takken T, Helders PJ, Gorter JW (2008). Exercise Programs for Children with Cerebral Palsy: A
Systematic Review of the Literature. American Journal of Physical Medicine & Rehabilitation, 87(5):404-17.

Verschuren O, Ketelaar M, Takken T, Helders PJM, Gorter JW. Reliability of hand-held dynamometry and functional strength tests
for the lower extremity in children with Cerebral Palsy. Disability & Rehabilitation. Disabil Rehabil. 2008;30(18):1358-1366.

Verschuren O, Takken T, Ketelaar M, Gorter JW, Helders PJM (2008). Rubriek ‘Meten in de praktijk’. De 10 meter shuttle run test.
Nederlands Tijdschrift voor Fysiotherapie, 118(1):29. (In Dutch)

Verschuren O, Takken T, Ketelaar M, Gorter JW, Helders PIM. (2008). Rubriek ‘Meten in de praktijk’. Muscle power sprint test en
10x5 meter sprint test. Nederlands Tijdschrift voor Fysiotherapie, 118(2): 52. (In Dutch)

Walter SD, Franco EL (2008). Use of latent class models to accommodate inter-laboratory variation in assessing genetic
polymorphisms associated with disease risk. BMC Genetics, 9:51

Walter SD, Gafni A, Birch S (2008). A geometric confidence ellipse approach to the estimation of the ratio of two variables.
Statistics in Medicine, 27:5956-5974.

Walter SD, Ismaila AS, Devereaux PJ, for the SPRINT study investigators (2008). Statistical issues in the design and analysis of
expertise-hased randomized clinical trials. Statistics in Medicine, 27:6583-6596.
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Wright V, Rosenbaum PL, Goldsmith CH, Law M, Fehlings DL (2008). How do changes in body functions and structures, activity
and participation relate in children with cerebral palsy? Developmental Medicine and Child Neurology, 50:283-289.

Yam WKL, Ronen GM, Cherk SWW, Rosenbaum P, Chan KY, Streiner DL, Cheng SWW, Fung CW, Ho JCS, Kwong KL, Ma
LCK, Ma DKH, Tsui KW, Wong V, Wong TYL (2008). Health-related quality of life of children with epilepsy in Hong Kong: How
does it compare with that of youth with epilepsy in Canada? Epilepsy & Behavior, 12:419-426.

Yao X, Wilczynski N, Walter SD, Haynes B (2008). Sample size determination for bibliographic retrieval studies. BMC Medical
Informatics and Decision Making, 8:43.

2009

Bain JR, DeMatteo C, Gjertsen D, Hollenberg RD (2009). Navigating the gray zone: A guideline for surgical decision making in
obstetrical brachial plexus injuries. Journal of Neurosurgery: Pediatrics, 3(3): 173-180.

Bartlett DJ, Lucy SD, Bisbee L, Conti-Becker A (2009). Understanding professional socialization of physical therapy students: A
qualitative investigation. Physiotherapy Canada, 61:15-25.

Briel M, Ferreira-Gonzalea I, You J, Karanicolas P, Akl E, Wu P, Blechacz B, Bassler D, Wei X, Sharman A, Whitt |, Alves da Silva
S, Khalid Z, Nordmann A, Zhou Q, Walter SD, Vale N, Bhatnagar N, O’Regan C, Mills E, Bucher H, Montori V, Guyatt G
(2009). Impact of change in high-density lipoprotein cholesterol on cardiovascular disease morbidity and mortality; a
systematic review and meta-regression anaysis. British Medical Journal, 338:a3065.

Gorter JW, Ketelaar M, Rosenbaum P, Helders PJM, Palisano R (2009). Use of the Gross Motor Function Classification System in
infants with cerebral palsy: the need for reclassification at age 2 or older. Developmental Medicine & Child Neurology, 51(1):46-
52.

Hanna S, Rosenbaum P, Bartlett DJ, Palisano RJ, Walter SD, Avery L, Russell DJ. Stability and decline in gross motor function
among children and youth with cerebral palsy aged 2 to 21 years. Developmental Medicine and Child Neurology, 3 Feb 2009
[E-pub ahead of print]. DOI:10.1111/j. 1469-8749.2008.03196x:1-8.

Karinicolas PJ, Bhandari M, Walter SD, Heels-Ansdell D, Guyatt GH; the Collaboration for Outcomes Assessment in Surgical Trials
(COAST) Musculoskeletal Group (2009). Radiographs of hip fractures were digitally altered to mask surgeons to the type of
implant without compromising the reliability of quality ratings or making the rating process more difficult. Journal of Clinical
Epidemiology, 62:214-23.

King G, Baxter D, Rosenbaum P, Zwaigenbaum L, Bates A. Belief systems of families of children with Autism Spectrum Disorders
or Down syndrome. Focus on Autism and Other Developmental Disabilities, Available Online January 7, 2009; DOI:
10.1177/1088357608329173.

King, G., Petrenchik, T., Law, M. & Hurley, P. (2009). The Enjoyment of Formal and Informal Recreation and Leisure Activities: A
Comparison of School-aged Children With and Without Physical Disabilities. International Journal of Disability, Development
and Education.

MacDermid JC, Walton D, Law M (2009). Critical appraisal of research evidence for its validity and usefulness. Hand Clinics, 25:29-
42.

Plasschaert VFP, Ketelaar M, Nijnuis MG, Enkelaar L, Gorter JW. Classification of manual abilities in children with cerebral palsy
under 5 years of age: how reliable is the Manual Ability Classification System. Clinical Rehabilitation, 2009; 23:164-170.
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Rosenbaum P (2009). Commentary: A randomized controlled trial of the impact of therapeutic horse riding on the quality of life,
health, and function of children with cerebral palsy. Developmental Medicine & Child Neurology, 51:88-91.

Rosenbaum PL, Missiuna C, Echeverria D, Knox SS (2009). Proposed motor development assessment protocol for
epidemiological studies in children. Journal of Epidemiology and Community Health, 63;i27-i36.

Srivastava R, Downey EC, O'Gorman M, Feola P, Samore M, Holubkov R, Mundorff M, James BC, Rosenbaum P, Young PC,
Dean JM (2009). Impact of Fundoplication Versus Gastrojejunal Feeding Tubes on Mortality and in Preventing Aspiration
Pneumonia in Young Children With Neurologic Impairment Who Have Gastroesophageal Reflux Disease. Pediatrics,
123(1):338-345.

Thomas-Stonell N, Oddson B, Robertson B, Rosenbaum P (2009). Predicted and Observed Outcomes in Preschool Children
following Speech and Language Treatment: Parent and Clinician Perspectives. Journal of Communication Disorders, 42:29-42

Verhey LH, Kulik DM, Ronen GM, Rosenbaum P, Lach L, Streiner DL, and the Canadian Pediatric Epilepsy Network (2009).
Quality of life in childhood epilepsy: What is the level of agreement between youth and their parents? Epilepsy & Behaviour,
14(2):407-410.

In Press

Bhandari M, Guyatt G, Tornetta P, Schemitsch E, Swiontkowski M, Sanders D, Walter SD. Randomized trial of reamed versus non-
reamed intramedullary nailing of tibial shaft fractures. Journal of Bone & Joint Surgery (in press, accepted June 2008)

Branski RC, Cukier-Blaj S, Pusic A, Cano S, Klassen A, Mener D, Patel S, Kraus DH. Measuring quality of life in dysphonic
patients: a systematic review of content development in patient-reported outcome measures. Journal of Voice, In press.
IF=0.953

Cairney J, Faulkner G, Veldhuizen S, Wade TJ. (in press). Physical activity and psychological distress in older adults: a longitudinal
analysis. Canadian Journal of Psychiatry.

Cairney J, Hay JA, Veldhuizen S, Missiuna C, Faught BE. (in press). On the validity of using the short form of the Bruininks-
Oseretsky Test of Motor Proficiency to identify Developmental Coordination Disorder. Child: Health, Care and Development.

Cano SJ, Klassen A, Pusic A. The science behind quality of life measurement: a primer for plastic surgeons. Plastic and
Reconstructive Surgery. In press. IF=2.074

Colquhoun, H., Letts, L., Law, M., MacDermid, J. & Edwards, M. (In press). Routine administration of the Canadian Occupational
Performance Measure: Effect on functional outcome. Australian Occupational Therapy Journal.

Corna L, Wade TJ, Streiner DL, Cairney J. (in press). Corrected and uncorrected hearing impairment in older Canadians.
Gerontology.

Corna L, Wade TJ, Streiner DL, Cairney J. (in press). Transitions in hearing impairment and psychological well-being in older adults
Canadian Journal of Psychiatry

Faught, B.E., Baker, J., Cairney, J, Corey, P.N. Montelpare, W.J. and Nystrom, M. (in press). Measuring athlete exposure and body
contact using time-on-task technology in ice hockey. Journal of the American Society for Testing and Materials International
Research.
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Hutzal C, Wright V, Stephens S, Schneiderman-Walker J, Feldman B. A qualitative study of fitness instructors’ experiences leading
an exercise program for children with juvenile idiopathic arthritis. Accepted September 2008. In Press Phys Occup Ther
Pediatr. SRA

King, G., Servais, M., Kertoy, M., Specht, J., Currie, M., Rosenbaum, P., Law, M., Forchuk, C., Chalmers, H., & Willoughby, T. (in
press). A measure of community members’ perceptions of the impacts of research partnerships in health and social services.
Evaluation and Program Planning.

Klassen AF, Dix D, Pritchard S, Klaassen R, Yanofsky R, Sung L. Caregiver demands in parents of children with cancer:
psychometric validation of the care of my child with cancer questionnaire. J Pediatr Nurs. In press. [F=uncertain.

Kosowski TR, McCarthy C, Reavey PL, Scott AM, Wilkins EG, Cano SJ, Klassen AF, Carr N, Cordeiro PG, Pusic AL. A systematic
review of patient reported outcome measures after facial cosmetic surgery and/or non-surgical facial rejuvenation. Plast
Reconstr Surg. In press. IF=2.074 .

Krause N, Cairney J. (in press). Close companion friends in church and health in late life. Review of Religious Research,

Lach LM, Kohen DE, Garner RE, Miller AR, Brehaut JC, Klassen A, Rosenbaum PL. The health and psychosocial functioning of
caregivers of children with neurodevelopmental disorders. Disabil Rehabil. In press. IF=1.414

Levac D, DeMatteo C. (2009 in press) Bridging the gap between theory and practice: Dynamic Systems Theory as a framework for
understanding and promoting recovery of function in children and youth with acquired brain injuries. Physiotherapy Theory and
Practice.

McDougall J, Wright V. The ICF-CY and Goal Attainment Scaling: Benefits of their combined use for pediatric rehabilitation
practice. Accepted Oct 2008. In press Disabil Rehabil,

Murad MH, Montori VM, Walter SD, Guyatt GG. Estimating risk difference from relative association measures in meta-analysis can
infrequently pose interpretational challenges. J Clinical Epidemiology (in press, accepted November 2008).

Palisano RJ, Shimmell LJ, Stewart D, Lawless JJ, Rosenbaum PL, Russell DJ. Mobility Experiences of Youth with Cerebral
Palsy. Physical and Occupational Therapy in Pediatrics, in press.

Préville M, Grenier S, Dubé M, Voyer P, Punti R, Baril MC, Streiner DL, Cairney J, Brassard J. (in press). The epidemiology of
psychiatric disorders in the Quebec older adult population. Canadian Journal of Psychiatry.

Pusic A, Klassen AF, Scott AM, Klok JA, Cordeiro PG, Cano SJ. Development of a new patient reported outcome measure for
breast surgery: The BREAST-Q. Plast Reconstr Surg. In press. IF=2.074

Rubin L, Klassen A, Cano SJ, Hurley K, Pusic AL. Motivations for breast surgery: a qualitative comparison study of breast
reconstruction, augmentation, and reduction patients. The Breast Journal. In press.

Schaffer A, Cairney J, Cheung A, Veldhuizen S, Kurdyak P, Levitt A. (in press). Differences in prevalence and treatment for bipolar
disorder among immigrants: results from an epidemiological survey. Canadian Journal of Psychiatry.

Schwellnus, H., Boschen, K., Law, M. & Young, N. (in press). The clinical utility of a tool for optimizing written productivity. British
Journal of Occupational Therapy.

Sirur R, Richardson J, Wishart L, Hanna S. A cognitive therapy to increase adherence to prescribed exercise: An example of an
application. Physiotherapy Canada
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Stephens S, Feldman BM, Bradley N, Schneiderman-Walker J, Wright V, Singh-Grewal D, Lefebvre A, Benseller SM, Cameron B,
Laxer R, O'Brien C, Schneider R, Silverman E, Spiegel L, Stinson J, Tyrell PN, Whitney K, Tse SML. Feasibility and
effectiveness of an aerobic exercise program in children with fioromyalgia: results of a randomized controlled pilot trial.
Accepted June 2008. In press Arthr Care Res.

Streiner DL, Patten S, Cairney J, Anthony J. (in press). Has “lifetime prevalence” reached the end of its life? An examination of the
concept. International Journal of Research Methods in Psychiatry.

Thabane L, Walter SD, Hanna S, Goldsmith CH, Pullenayegum E. Developing a biostatistical collaboration course in a health
science research methodology program. Journal of Statistics Education.

Veldhuizen S, Wade TJ, Cairney J. (in press). Patterns of alcohol consumption among Canadians taking benzodiazepines and
related drugs. Pharmacoepidemiology and Drug Safety.

Walter SD, Sinclair JC. Uncertainty in the minimum event risk to justify treatment was evaluated. J Clinical Epidemiology, (in press,
accepted October 2008).

Young, N. L., Barden, W.S., Mills, W.A. Burke, T.A., Law, M. & Boydell, K. (in press). Transition to adult-oriented health care:
perspectives of youth and adults with complex physical disabilities. Physical and Occupational Therapy in Pediatrics.

L

**Note: We have all 104 publications from 2008/2009 and 153 publications from 2006/2007 available in pdf format. However,
due to copyright restrictions at McMaster University, we are unable to send copies of these publications via email.**
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Section lll: Research Exchange Activities

1. Knowledge Exchange activities at CanChild
Website Postings

CanChild continuously posts resources for parents, service providers, and policy-makers on our website (www.canchild.ca).
Researchers are encouraged to prepare materials for the CanChild website based on their research results and expertise. The
posting process involves preparing the evidence for a variety of audiences, having the materials reviewed by stakeholders and
appropriately amending the documents prior to posting. The CanChild website receives over 4,000 views a week by users in over
150 countries.

The following major documents were posted on the CanChild website in 2008-2009:

Best Practice Guidelines:
The Best Journey to Adult Life for Youth with Disabilities: An Evidence-Based Model and Best Practice Guidelines for the
Transition to Adulthood for Youth with Disabilities by D. Stewart, M. Freeman, M. Law, H. Healy, J. Burke-Gaffney, M.
Forhan, N. Young, & S. Guenther

Discussion Paper:
Childhood Disability in the Context of Poverty by T. Petrenchik (Report commissioned by the Ministry of Children and
Youth Services)

Educational Materials:
1. Annotated Bibliography of Literature on Transition to Adulthood for Youth with Disabilities by D. Stewart, M. Law, M.
Freeman, M. Forhan, S. Guenther, J. Burke-Gaffney, H. Healy & N. Young
2. Al DCD Resources for Physicians transferred to the new CanChild website
3. About DCD for parents and service providers

Keeping Current:
Knowledge Brokering in Health Care by L. Roxborough, L. Rivard, & D. Russell

Measures and Products:
1. The McMaster Handwriting Assessment Protocol by N. Pollock & J. Lockhart
2. GMFCS Descriptors and lllustrations modified by K. Graham, B. Reid, & A. Harvey
3. GMFCS has been posted in the following languages over the year: Danish, Portuguese, Spanish, and Arabic.

Study Summaries:
1. Partnering for Change
2. Participation & Environment Project
3. Quality of Life Training Program
4. Youth KIT

CancChild Intranet
The CanChild Intranet (now called Service Provider Communications) is a virtual ‘community of practice’ for service providers
across Canada. Over the past year, membership has increased by over 750, and is currently 2000 service providers. Members

share resources and discuss topics of interest on the forum. Postings for the Intranet are prepared and forum discussions are
moderated by the CanChild Knowledge Transfer Coordinator. As well, a regular electronic newsletter informs members of new
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postings. A group of paediatric physiotherapists and another group of occupational therapists have contacted CanChild to request
forums to discuss issues of interest to their profession.

Change in Look and Feel for CanChild Website

The CanChild website (www.canchild.ca) was revitalized over the 2008-09 year and was launched in early April 2009. The goals of
this project were to:

e improve navigation within the site for health care providers, families, policy makers and researchers

e make it easier to search for resources

e organize our resources in a user-friendly way

One of the significant changes is the addition of three microsites for topics which represent the most frequently accessed resources
by users around the world. These microsites now link to our Motor Growth Measures, DCD, and Lifecourse and Transition
resources. User groups such as families, service providers, and researchers were surveyed prior to the design phase and also prior
to the launch to provide feedback. The new website continues to host a members-only resource area, the Service Provider
Communications, formerly known as the Intranet, which networks and supports health care providers in accessing evidence.

2. Relationship with stakeholders

CanChild has strengthened its relationship with a number of organizations who have become active members of the CanChild
Advisory Board over the last year including:
e Hamilton Niagara Haldimand Brant LHIN
Ontario Association of Community Care Access Centres
Special Education Policy and Programs Branch, Ministry of Education
Mississauga Halton CCAC
Ontario Association of Children’s Rehabilitation Services (OACRS)
ErinoakKids (a local children’s treatment centre)

3. Research Uptake

One example of research uptake from our work in 2008-09 is
the CanChild input into policy decisions regarding the Ministry
of Health and Long-Tem Care’s Paediatric Wait Time
Strategy. CanChild chaired the Expert Panel which submitted
its report and recommendations to MOHLTC in May 2008.
Once this report had been accepted by MOHLTC, CanChild
conducted a pan-Ontario stakeholder consultation and was
then asked to develop an Evaluation Framework. All 3 of
these documents are directly informing the implementation of
a paediatric complex care coordination model of service
delivery in Ontario to meet the needs of children and youth
with complex and chronic health care needs.

4. Commercialized Inventions/products

Not applicable
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Section IV: Research Capacity Building

Career Awards/Program
Investigator Award
Anne Klassen March 2008

eCanadian Cancer Society (Ontario Branch) Researcher of the Month
July 2008
oEarly Researcher Award (2-yr award), Ministry of Research and Innovation,
Ontario $190,000

Bob Palisano

Anniversary Award, 2008
e Section on Pediatrics, American Physical Therapy Association. Presented in
acknowledgement of vision, service and support on behalf of the Section on
Pediatrics.

Cheryl Missiuna

July 2006 - June 2011
eOntario Ministry of Health Mid-career Rehabilitative Scientist Award
($60,000/year for 5 years)

Dianne Russell

2008 - 2010
eOntario Federation for Cerebral Palsy. Cerebral Palsy Research Scholar
Award.
2009 - 2010
eMcMaster Child Health Research Institute. Research Scientist Award
($50,000).

Doreen Bartlett

2007 — 2009
oThe University of Western Ontario, Faculty Scholar Award.

John Cairney 2008
elnaugural recipient of the McMaster Family Medicine Professorship in Child
Health Research
Mary Law o John and Margaret Lillie Chair in Childhood Disability Research
Peter Rosenbaum 2009

oEmil Becker Award from the “Gesellschaft Neuropédiatrie” (German
Neuropaediatric Society), Graz Austria
2008-2014
eCanada Research Chair in Childhood Disability - CIHR

Stephen Walter 2008
elnaugural presentation: Statistical Society of Canada Award for Impact of
Applied and Collaborative Work
Post-Doctoral Award
Adrienne Harvey 2008

eMcMaster Child Health Research Institute, Post-Doctoral Research Fellow

Mentoring Program/ Supervision Initiatives

Investigators at CanChild mentor/supervise more than 70 students each year including: undergraduate students, graduate students
in both course-based and thesis based masters programs, students in professional masters programs, doctoral students, post-
doctoral students, medical students, junior faculty, and faculty in developing countries. Each investigator spends anywhere
between 4-15 hours/week in these activities.
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PhD Students Award
Beata Batorowicz 2008

¢CIHR Vanier Graduate Scholarship

2008-2009
eOntario Neurotrauma Foundation Award ($8,000)
¢CIHR Quality of Life Training Program Award ($10,400)

2009-2010
eMcMaster Child Health Research Institute PhD Scholar ($30,000)
Briano DiRezze 2008-2009
¢CIHR Quality of Life Training Program Award ($17,850)
Nora Fayed 2008-2009

¢CIHR Quality of Life Training Program Award ($11,750)
eMarie Curie Fellowship Award
2009-2010
eOntario Graduate Scholarship ($15,000)
Susan Guenther 2008-2009
¢CIHR Quality of Life Training Program Award ($10,400)
Danielle Levac 2008-2009
¢CIHR Quality of Life Training Program Award ($10,000)
2009-2013
eCanadian Child Health Clinician Scientist Award ($50,000/year for 4 years)
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Section V: Value and Impact

1. Paediatric Complex Care Coordination (PCCC)

While medical diagnostic and therapeutic advances have led to reductions in deaths related to birth complications and serious infant
illnesses as well as fewer acute illnesses and hospitalizations, there has been a concomitant increase in the prevalence of children
and youth who have chronic illnesses requiring complex continuing care.

Currently the health system is not meeting the needs of this paediatric population. Parents and providers alike struggle to navigate a
complex cross-ministerial system in their attempts to secure services and resources for these children and youth. The health care
system, as currently structured, suffers from inefficient use of scarce health resources and inadequate health system planning

In recognition of the need to address these issues, the Ministry of Health and Long Term Care (MOHLTC) convened a panel of
experts chaired by Dr. Peter Rosenbaum, CanChild Centre for Childhood Disability Research, as part of the Ministry’s Paediatric
Wait Time Strategy. The panel's mandate was to develop consensus recommendations around innovative health care delivery
models, implementation guidelines and an evaluation framework. The Model targeted three groups of children and youth: those who
are medically fragile or technology dependent, those with severe complex obesity and those with significant mental illness and
psychosocial risk.

The recommendations were presented to the MOHLTC in the Panel's May 2008 Report of the Paediatric Complex Care
Coordination Expert Panel. The Ministry of Education has since used an adapted version of the PCCC Medically Fragile/Technology
Dependent criteria to inform the 2009-10 Special Incidence Portion (SIP) Guidelines for children with special needs.

The MOHLTC subsequently asked CanChild to conduct a pan-Ontario
Stakeholder Consultation on the proposed PCCC model. The purpose of
the consultation was to solicit input from key stakeholders and engage
them in refining the Model prior to the MOHLTC taking action on the
recommendations put forward in the Expert Panel's Report.

Two groups of stakeholders were consulted. One group represented a
broad range of patient/client/family and health care provider
perspectives, including those of Francophone and Aboriginal populations.
The other group comprised selected members of the Inter-Ministerial
Reference Group representing the Ministries of Health and Long Term
Care, Children and Youth Services, Community and Social Services,
Education and Health Promotion. Individual telephone interviews were

: conducted with representatives of parent/patient support organizations,
service providers, managers and administrators; ministry representatives participated in a focus group held at the MOHLTC.

Overall, impressions were positive and supportive. The Model was seen by most as comprehensive, well-conceptualized and
overdue, and the objectives well-grounded. For most, the fundamental challenge was how the Model would be implemented and
operationalized.

“Through this we would eventually have a better indicator of what is really happening with families with children and youth with
complex needs™
- Community Provider

“It is a courageous step to invest now and see payments pay out in the longer term...[if you don’t], you pay in the long term and
compromise the well-being of the children.”
- Head of Parent Support Organization
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Stakeholders from the Ministry Focus Group:

Participants in the Ministry Affiliation

Focus Group

Trudy Blugerman
(by e-mail)

Ministry of Education, Strategic Planning and Elementary/Secondary
Programs Division-Special Education Strategic Planning Branch

Holly Big Canoe

Ministry of Children and Youth Services, Director - Strategic Planning
Branch

Jane Cleve Ministry of Children and Youth Services, Director (Acting) - Specialized
Services and Supports Branch

Barry Finlay Ministry of Education, Director (Acting) - Special Education Policy and
Planning Branch

Karl Frost Ministry of Community and Social Services, Senior Policy Analyst —

Policy Operations and Program Design

Nancy Garvey

Ministry of Health and Long-Term Care, Asthma Program Coordinator —
Acute Services and Chronic Disease Unit

Tamara Mohammed

Ministry of Health and Long-Term Care, Implementation Consultant —
Access to Care and Wait Times

Charlotte Moore, MD

Ministry of Health and Long-Term Care, Provincial Lead, Maternal, Child
and Youth Health Strategy, Office of the Assistant Deputy Minister,
Health System Strategy Division

Sandy Palinski

Ministry of Education, Manager — Strategic Planning Unit

Lyndsey Saunders Ministry of Health and Long-Term Care, Senior Policy Analyst —
Population Health and Integration Strategy Unit
Pegeen Walsh Ministry of Health Promotion, Director - Chronic Disease Prevention and

Health Promotion Branch

Tanya Weber-Kinch

Ministry of Community and Social Services, Manager — Policy and
Business Practices

Early in 2009, the Ministry also asked CanChild to develop a framework to provide guiding direction for evaluation of the PCCC
service delivery model. The purpose of this framework was to:

« Provide a road map to guide those proposing to do an actual evaluation, in order to ensure a positive evaluation process.

« Develop a program logic model, specifying the conceptual basis to the CCC model, activities of the model, and indicators of
outputs and outcomes.
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« Establish key process and performance measures to be used to evaluate success of pilot care coordination programs and to
allow policy makers to monitor the effectiveness of the care coordination approach.

« The Expert Panel identified four categories of outcomes, relevant to any patient population with complex health care needs,
which should be measured: (1) improved health outcomes for children and youth with complex conditions, (2) improved quality of
life for children and youth and their families, (3) appropriate utilization of the health system, and (4) stakeholder satisfaction.

« The Ministry requested that approximately 80% of the evaluation indicators be identical across the three populations of interest
and was especially interested in indicators of financial impact, as well as medical indicators and indicators of satisfaction and
utilization. A key desired component of the framework is the ability to address return on investment with respect to service
utilization.

Advisory Group Members Affiliation
Strategic Directions Coordinator, CanChild Centre for Childhood

Mary Beaudoin

Disability Research

Ministry of Education, Director (Acting) - Special Education Policy and

Barry Finlay Planning Branch

Jan Burke-Gaffney Co-Chair, Hamilton Family Network

Jill Hamilton, MD Staff Endocrinologist, The Hospital For Sick Children

Danielle Levac Project Staff, CanChild Centre for Childhood Disability Research
Pat Mandy CEO, Hamilton Niagara Haldimand Brant Local Health Integration

Network

lan Manion, PhD

Executive Director, The Provincial Centre of Excellence for Child and
Youth Mental Health, The Children’s Hospital of Eastern Ontario

Dayle McCauley

Project Coordinator, CanChild Centre for Childhood Disability Research

Cheryl Missiuna, PhD

Director, CanChild Centre for Childhood Disability Research
Associate Professor, McMaster University

Sandy Palinski

Ministry of Education, Manager — Strategic Planning Unit

Susan Pisterman, MBA, PhD

Consultant

Peter Rosenbaum, MD

Director, McMaster Child Health Research Institute
Co-Founder, CanChild Centre for Childhood Disability Research
Professor, Department of Pediatrics, McMaster University

Impact: The work completed by CanChild over the past year has enabled the MOHLTC to make evidence-based decisions
regarding program funding. The Ministry has now requested CanChild to develop a research proposal to evaluate the PCCC

service delivery model as it is implemented in the first Paediatric Academic Health Science Centre in Ontario.

Internal Researcher

External Beneficiary/Reference

Dr. Peter Rosenbaum
Professor, Department of Pediatrics

Dr. Charlotte Moore
Provincial Lead, Maternal, Child and Youth Health Strategy

Institute of Applied Health Sciences, McMaster University | Office of the Assistant Deputy Minister

1400 Main Street West, Room 409
Hamilton, ON L8S 1C7
rosenbau@mcmaster.ca
905-525-9140 ext. 27834

Health System Strategy Division

Ontario Ministry of Health and Long-Term Care
80 Grosvenor Street, 5th Floor Hepburn Block
Toronto ON, M7A 1R3

(416) 314-7657

Charlotte.Moore@ontario.ca
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2. Developing a Childhood Disability Knowledge Exchange Network

CanChild has been highly successful in traditional academic methods of dissemination, with thousands of peer-reviewed papers,
books, manuals, and invited keynote talks around the world. In the early 1990s, CanChild researchers recognized that the

traditional approaches to Knowledge Exchange were largely

“In the past decade it has been impossible to work ineffective for making research accessible to busy service providers,

in the field of childhood disability and be unaware parents, and policy makers. Well ahead of many research

of the outstanding work of the CanChild group of organizations, CanChild initiated a Knowledge Transfer Committee

researchers.” and began its tradition of developing KT documents written in plain
~Chris Morris, DPhil language and tailored to the needs of various user groups.
Universitv of Oxford. UK

CanChild has used modern technology to facilitate knowledge translation. This began in the mid-1990s with CanChild’s award-
winning website (www.canchild.ca). This month we have just launched a brand new website that moves our knowledge exchange
efforts forward. The new site improves the user’s ability to navigate within the site and find resources quickly. One of the most
significant changes is the addition of three
microsites for some of our content that is

% j,c kil Quick Links Seect v frequently accessed. Our home page contains
S sy sy Seoreh 5t ) three ‘hot buttons’ which link directly to

Developmental Coordination Disorder (DCD),
Motor Growth Measures, and Lifecourse and
Transitions resources. In addition, we now have
a section specifically designed to facilitate
knowledge translation to policy and decision
makers. All information posted on the CanChild
website is evidence-based and undergoes peer-
review prior to posting. The CanChild website
now boasts over 4000 ‘hits’ a week from 150
countries around the world.

A-Z Index About Canchild Children & Families Our Research Measures

CanChild

Who We Are Centre for Childhood
Contact Us Disability Research

What's New

Sitemap
FAQ

CLICK TO LEARN MORE

eNews

Join Qur Mailing List

Service Provider
Communications

Login Join Now

CanChild is a research and educational centre that provides evidence-based information to improve the lives of "NO Other SIngle research unlt we knOW Of
has produced research with such a broad

Lifecourse s perspective with direct clinical implication to
& Transitions -

children and youth with disabilities and their families.

Developmental Motor Growth
Coordination - Measures
Disorder (DCD) I \

pediatric rehabilitation as well as innovative
concepts and products, all easily found
through their informative web-site.”

-Lena Krumline-Sundholm, PhD OT
In 2005, CanChild created a network (now called Service Provider Stockholm, Sweden

Communications) which was funded by the Canadian Foundation for Innovation.
The CanChild Intranet is a members-only, interactive web-based resource for service providers, researchers, and students
interested in childhood disability. Supported by an enthusiastic partnership with the Canadian Network for Child and Youth
Rehabilitation (CN-CYR), the Intranet provides a forum for communication and networking among child and youth rehabilitation
centres and services from across Canada and internationally — what we think of as a virtual “Community of Practice” or knowledge
exchange network. The Intranet currently has nearly 2000 subscribers, and provides a forum for knowledge exchange, discussions,
presentations and sharing of other work not yet publicly available to the field.

CanChild documents the impact and comments received from individuals and organizations, and systematically evaluates its
approach to KT through Impact Surveys, and Buxton and Hanney’s Payback Model. CanChild’s KT lessons were published in the
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2006 CIHR casebook of health services and policy research knowledge translation stories. Moreover, in 2005 and again in 2006,

CanChild was externally nominated and was considered by CIHR as one of the premier knowledge translation websites in health
care in the country.

Google Analytics: April 9, 2008 — April 8, 2009 - 178,076 visitors to CanChild website from 193 countries/territories

Visits

1 [ 53934

Internal Researcher External Beneficiary/Reference
Betty Yundt, Linda Kenny, CEO

KT Coordinator Ontario Association of Children’s Rehabilitation Services
CanChild, McMaster University 150 Kilgour Road

|.A.H.S. Room #408 Toronto, Ontario

1400 Main Street West M4G 1R8

Hamilton, ON L8S 1C7 Telephone: 416-424-3864

Ph: 905 525 9140 ext. 27849 Fax: (416) 467-7083

Fax: 905 522 6095

(Note — ALL investigators contribute to CanChild”s

knowledge translation activities)
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3. Moving Research into Clinical Practice using Knowledge Brokers

It is well documented that there are significant gaps between the generation of new knowledge and its application in clinical
practice. Knowledge transfer is an iterative process which evolves over time based on collaboration between the knowledge
producers and the knowledge users. Helping busy service providers keep up to date with the most current research evidence is an
ongoing challenge in health care. A three year, CIHR funded study, explored the value of engaging and training ‘Knowledge
Brokers’ (KBs), or local champions within Children’s Treatment Centres (CTCs) in Ontario, British Columbia and Alberta, in an effort
to bridge the gap between new, validated ideas and their clinical application. We used a group of “motor measures” for children
with cerebral palsy (CP) as our evidence-based knowledge example. Findings from our study have shown that supporting a multi-
faceted intervention and support of a KB for 2hrs/week for 6 months increased therapist's knowledge and use of evidence-based
measures in clinical practice. These changes were maintained 12 months following withdrawal of financial support for the KB role.
The lessons learned should have wide generalizability across settings, content areas and KB roles.

Here’s what administrators from participating sites were saying:

“We're all very, very busy in our work, our therapists are up to their ears in children that they are trying to serve. | think the
opportunity to participate in something that keeps them up to date, provides them with knowledge based on the latest research is
really beneficial because that's difficult for us to access unless we're you know attending conferences or those kinds of things. But
to have someone directly to turn to who is trained and something that's being used internationally from what | understand I think
was a real benefit to us and developing a consistent approach across agencies and across the country.”

“| really feel strongly that it's the way to go in terms of that Knowledge Broker...having somebody designated as having the
time to be able to mentor and assist others...really facilitated their learning in terms of the usefulness of the measures. It's
not that they haven't known about the measures but in terms of feeling that confident with the measures to be able to truly
integrate them into their practice.”

Internal Researcher External Beneficiary/Reference
Dianne Russell, PhD Stephen Swatridge, CEO
Associate Professor, School of Rehabilitation Science KidsAbility

Institute of Applied Health Sciences, McMaster University 500 Hallmark Drive

1400 Main Street West, Room 409 Waterloo, ON N2K 3P5
Hamilton, ON L8S 1C7 519-886-8886
rosenbau@mcmaster.ca Fax: 519-886-7292

Tel: 905-525-9140 ext. 27834

Fax: 905-522-6095
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4. Parenting Matters: Understanding the Impact of Raising a Child with a Disability

Parenting is among the most challenging of human endeavours. When parents are raising children with lives that are ‘complicated’
by long-term problems of physical or mental health, developmental or illness, parenting challenges are multiplied significantly. In
clinical practice, there is an implicit assumption that the type and quality of parenting provided by mothers, along and/or in
conjunction with fathers, or by fathers alone, plays a significant role in the emotional, behavioural, social and quality of life outcomes
of this vulnerable population. Studies increasingly demonstrate the difference that parenting behaviours (what parents do when
they parent), parenting cognitions (attributions, beliefs, representations of self as a parent) and parenting styles (patterns that best
describe the nature of their child) make to children with and without neurodevelopmental disorders (NDD). However, less is known
about how the social and family context of parenting makes a difference to how parents parent their child. Similarly, the extent to
which parenting is informed by child characteristics is not well understood in this population. How mothers alone and/or in
conjunction with fathers experience and negotiate parenting children with various types of NDD may be completely different from
parent of children who do not have NDD.

CanChild has conducted many studies that have led to this grant which was recently funded by the Canadian Institutes for Health
Research for $800,000. A number of projects will be conducted over a three year period to answer these questions: a synthesis of
existing literature, quantitative analysis of Canadian population-based data, qualitative analysis of interviews conducted with
mothers and fathers of children with NDD, and a review of federal/provincial/territorial policies. Better understanding of the
economic, health and social costs of raising a child with a disability will lay the foundation for developing policy and practice
guidelines as well as future studies that will evaluate uptake of this knowledge.

Internal Researcher External Beneficiary/Reference
Dr. Peter Rosenbaum Jan Burke-Gaffney

Professor, Department of Pediatrics Family Alliance Ontario

Institute of Applied Health Sciences, McMaster University | c/o Hamilton Family Network

1400 Main Street West, Room 409 22 Leeming Street

Hamilton, ON L8S 1C7 Hamilton, Ontario, Canada L8L 5T3
rosenbau@mcmaster.ca hamiltonfamilynetwork@bellnet.ca
Tel: 905-525-9140 ext. 27834 Tel: 905-526-7190

Fax: 905-522-6095
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5. Partnering for Change: An Innovative Model for School Health Support Services in Ontario

Nearly 400,000 children across Canada struggle to perform everyday activities due to an underlying motor-based disorder called
developmental coordination disorder (DCD). The difficulties of these children often worsen when they enter school and they are
referred to School Health Support Services. In each region of Ontario, hundreds of children are now on school health waitlists, many
for over 24 months. The problem is complex: 1) by the time children are finally seen, they have usually developed secondary
problems; 2) therapists are still using traditional intervention models that are individualized and lengthy; 3) interventions are not
meeting the needs of children and families. This innovative initiative will close the demand gap in health care services by shifting
service provision away from individual interventions that are designed to change children's impairments to an approach that
changes the environment.

In this project, researchers from CanChild are partnering with representatives from 3 Ministries (Ministry of Health, Ministry of
Education, Ministry of Children and Youth Services ), decision-makers from the Mississauga-Halton Local Health Integration
Network, and representatives from Ontario Association of CCACs, Ontario Home Care Association, multiple school boards,
educators, services providers, community agencies and families (examples of stakeholders below). CanChild has a strong history of
translating knowledge into practice through the development and evaluation of educational materials and is the first centre in the
world to develop evidence-based materials about children with DCD. Together, we are working with all stakeholders to plan and
evaluate an intervention in which OTs translate knowledge to help families and teachers better support children with DCD. This
study will provide the evidence needed to recommend potential change to existing services and funding structures and will support
policy decisions regarding school health support services.

Ontario Government Representatives

Debra Bell Ministry of Health and Long Term Care

Jane Cleve Ministry of Child and Youth Services, Specialized Services and Supports Branch
Maureen Cox Ministry of Education, Special Education Policy and Programs Branch

Julie Erbland Ministry of Child and Youth Services, Specialized Services and Supports Branch
Barry Finlay Ministry of Education, Special Education Policy and Programs Branch

Mary lannuzziello Ministry of Health and Long Term Care, Health Program Policy and Standards
Sandra Montgomery (Dell) Ministry of Education, Special Education Policy and Programs Branch

Charlotte Moore Ministry of Health and Long Term Care

Lisa Schultz Ministry of Child and Youth Services, Specialized Services and Supports Branch
Provincial Representatives

Gillian Hogan Ontario Association of Children’s Rehabilitation Services

Georgina White Ontario Association of Community Care Access Centres

Sue Vanderbent Ontario Home Care Association

LHIN Partner (Mississauga-Halton)

(Co-principal decision-maker is now at Central West LHIN)

Agency Partners

New Ventures (formerly Community Rehab)

Representatives from Boards of Education, including:

Halton District School Board, Hamilton Catholic District School Board, Hamilton Wentworth District School Board
York District School Board

“This is a wonderful project. Itis contributing so much — and our teachers are learning so much.”
-Vice Principal
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Internal Researcher

External Beneficiary/Reference

Dr. Cheryl Missiuna, PhD, OTReg(Ont)

Associate Professor, School of Rehabilitation Science
Director, CanChild McMaster University

1400 Main Street West, IAHS 414

Hamilton, ON L8S 1C7

missiuna@mcmaster.ca

Tel: 905-525-9140 ext 27842

Fax:905-524-0069

Georgina White

Director, Policy and Research

OACCAC (Ontario Association of Community Care
Access Centres)

800 Bay Street, 7 Floor

Toronto ON M5S 3A9
georgina.white@ccac-ont.ca

Tel: 416-640-7735
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B) Summary Chart
In the chart below, please track progress made in the past year in achieving the program or centre’s

objectives as stated in the Project Description section of your funding agreement (usually Schedule A).
Please list the activities that contributed to the goals achieved. Add as many entries as needed.

Workplan Milestone(s) and

Outcome(s) / Deliverable(s)

Objective(s)
Develop and finalize agreement with
MCYS on the 3 year proposal to
implement an Outcome
Measurement System in Children’s
Treatment Centres across Ontario

Commence implementation of
Outcome Measurement System in 5
centres and pilot specific sub-
components of the system

Presentation to MCYS Deputy Minister and ADMs regarding the
proposed Outcome Measurement project — April, 2008

Report outlining strengths, weaknesses and costs of 6 possible
options for the three year Outcome Measurement System — submitted
April 25, 2008

MCYS multi-year proposal with budget — submitted May 23, 2008
Written response to reviewers comments on the Outcome
Measurement System — August 2008

Project launch was contingent on approval from MCYS — CanChild
was notified on October 15, 2008 that the Ministry was very pleased
with the work but was currently unable to finance the project

Determine Stakeholder response to
Pediatric Complex Care
Coordination Expert Panel report
(requested by the Maternal, Child
and Youth Health Strategy)

Develop an evaluative framework for
the Pediatric Complex Care
Coordination model

Chaired Expert Panel comprised of 35 experts across the province
Expert Panel report — submitted May 2008, approved for release to
the public October 6, 2008

Provincial PCCC Stakeholder Consultation Advisory Group formed —
October, 2008

Stakeholder consultation findings and recommendations to MOHLTC
report prepared — submitted March, 2009

Evaluative framework — submitted March, 2009

Produce and disseminate research
evidence to families, service
providers and policy makers via the
CanChild website

Provide opportunities for service
providers to ask questions, to be
active members of a ‘community of
practice’, and expand knowledge via
the CanChild Intranet

Work to establish a sustainable
knowledge translation strategy
Develop proposals and seek funding
for research projects that inform
health service delivery for children in
Ontario

Maintenance of CanChild knowledge translation services including
website, intranet and email response

Health Services Research Impact Analysis — submitted May 28, 2008
Redesigned the CanChild website to make it easier to navigate and
maintain — new website launched April 9, 2009

Have engaged in several efforts to obtain funding to sustain
CanChild's knowledge translation activities including: engagement of
McMaster University's Advancement Office, submission of a funding
proposal to a private foundation, approached the Ontario Association
of Children’s Rehabilitation Services (OACRS), The Change
Foundation and the Ontario Home Care Research Network’'s
Knowledge Exchange Network for Children with Chronic Iliness and
Complex Needs.

Developed grant applications for funding for various research projects
(submitted to Canadian Institutes of Health Research, Physicians’
Services Incorporated Foundation, etc.)
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C) Funds Leveraged Chart (Please provide the following amounts only for the fiscal year being reported
on)

Institute/ Unit/ Centre’s research budget: _ $2,955,011
Total amount of funds received from MOHLTC: _ $556,500

(@) Inthe past fiscal year, has your Institute/ Unit/ Centre been successful in obtaining additional sources of
in-kind support — either on its own or in formal collaboration! with partnering research institutions — which
supports ongoing research initiatives which currently receive or have received Ministry funds?

Yes [X] No [ ]
Funding Source Funding (April 1 — March 31) Type of In-kind
contribution
Federal Government $1,417,295 + $200,000 (Career Award)
=$1,617,295
Provincial Government (external to the $94,835 + $135,000 (Career Awards)
MOHLTC) =$229,835
Community Partner $50,000
Private Sector $75,000 (Career Award)
Canadian Charitable Foundation/ Agency $131,018
Hospital/ University $0
U.S. Charitable Foundation/ Agency $295,363
Other national or international donor $0

*Note: These totals do not include funding/scholarships brought in by graduate students*

1 Formalized collaboration can be established via contract, joint Project Charter or joint funding submission.
GRANT #02693/2008 — CanChild Centre for Childhood Disability Research Page 27



