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National Child and Youth Health Coalition

ESTABLISHING CANADIAN INFANT, CHILD AND YOUTH HEALTH INDICATORS

Directions Document – Part Two

December 31, 2004

REPORT OF THE PROCEEDINGS OF THE 

WORKSHOP HELD NOVEMBER 10, 2004


1.
Background 
The National Child and Youth Health Coalition has begun the process of developing infant, child and youth health indicators and standards to be used across Canada. The current lack of indicators and standards makes it difficult, if not impossible, to determine the current status of health and health care of Canadian infants, children and youth, conduct comparative analyses to assess performance, and establish benchmarks for the optimal level of health service delivery.

On May 27-28, 2004, the National Child and Youth Health Coalition sponsored the first of two workshops, to begin the process of developing national child and youth health indicators. 

The goal of this national initiative is: 

“To identify existing indicators and develop new indicators that will be used to monitor and evaluate the health of, and the health services provided to, infants, children, youth and their families.  The aim is to improve services and, thereby, the health and wellbeing of infants, children, youth and their families”. 

The following objectives are guiding this national initiative: 

i. The initiative will complement and contribute to initiatives at provincial, regional and local levels;

ii. The selection of indicators will be based on agreed-upon criteria; 

iii. Health service providers will measure a common set of indicators in a consistent manner, and will agree to share information to monitor and evaluate health services for infants, children, youth and their families;

iv. The evaluation activities will complement and build on appropriate existing databases and organizational activities, where possible, to make the best use of the human and financial resources of organizations;

v. Research collaborations will develop information on indicators that do not currently exist, and will validate and assess the ongoing utility of indicators; and

vi. Indicators will be assessed on a regular basis to ensure their appropriateness, effectiveness and utility in providing intended results.

Within the Initial Phase, the national initiative will address the following four dimensions: 

· Safety: The potential risks of an intervention or the environment are avoided or minimized; 

· Effectiveness: The care, service, intervention or action that achieves the desired results;  

· Efficiency: Achieving the desired results with the most cost-effective use of resources; and 

· Accessibility: The ability of clients and patients to obtain care and service at the right place and the right time, based on their respective needs.   

Six key theme areas were also identified to help focus the initial development phase and maximise the use of human and financial resources: mental health; primary care/first point of access; chronic conditions/diseases; injury prevention/trauma; system-wide efficiency and safety.  

Since the May 2004 workshop, over eighty clinicians, researchers, health and policy administrators and utilization experts, have been actively participating in the following six expert panels: 

· Chronic Conditions

· Efficiency

· Injury Prevention

· Mental Health

· Patient Safety

· Primary Care

Between May – November 2004, the expert panels were charged with: 

· Developing key goals and questions within their respective area of focus; 

· Identifying existing and available indicators to address these goals and questions;

· Determining processes to validate the indicators at a national level;  

· Identifying new indicators that need to be developed; and 

· Developing recommendations for further research.

2.   Establishing Child and Youth Health Indicators Workshop – “Part  Deux”, November 10, 2004: - Workshop Proceedings

On November 10, 2004, members of the expert panels and other health professionals came together to report on progress to date. The workshop focused on expert panel presentations, and highlighted commonalities and linkages across the six areas of focus (as listed on page 3). Recommendations for next steps were established to build on the work of the expert panels.

2.i
Setting the Stage: Expert Speakers:
To set the stage for this second workshop, expert speakers were called on to share highly relevant information with the participants:

Key-Note Address – “Establishing Health Indicators – Considering the Impact of Gender and Multicultural Diversity”

Dr. Miriam Stewart, Scientific Director, CIHR – Institute of Gender and Health 

“Environmental Assessment of Child and Youth Health Priorities”:

Ms. Gwen Burrows, Director, National Grants Program, SickKids Foundation, Toronto, Ontario

Please Note: Dr. Stewart’s presentation can be downloaded from the CAPHC web site. The Environmental Assessment as presented by Ms. Burrows, can be downloaded from the SickKids Foundation National Grants Program web site.   

2.ii   Recommendations and Progress to Date - Expert Panel Presentations: 

Recommendations and Progress to Date were presented by the leaders of each of the six expert panels. 

Each Presentation focussed on the following:

i. Key goals/questions to be addressed

· Rational for the need to address these issues as key goals/questions 

ii. Recommendations on existing/available indicators to address the key goals/ questions

· Sources of the current indicators

· Validity and reliability of the sources and  indicators 

· Extent to which indicators are supported by evidence

iii. Recommended process to validate indicators at a national level

· Opportunities for partnerships

· Potential funding agencies

· Timelines

iv. Recommendations for new indicators

· Research questions

· Validation process at a national level

· Challenges/barriers to moving ahead.  

Key element of this initial process included:  

· Defining the panel’s key goals and questions; 

· Conducting literature reviews and scans (provincial, national and international); 

· Consulting with experts in the field; 

· Developing inventories of data sources; 

· Reviewing and assessing information sources; and  

· Mapping current indicators to the CIHI, Statistics Canada Framework or other frameworks, as appropriate. 

2.iii  Plenary Discussion:

The plenary discussion that followed the expert panel presentations focused on the following key questions:  

i. What major deliverables within each of these six themes should we work towards and within what timelines?  

ii. What barriers potentially stand in the way of meeting these targets? 

iii. Based on the presentations of the six expert panels, what are potential over-arching strategies that cross all themes (Chronic Conditions, Efficiency, Injury Prevention, Mental Health, Patient Safety, Primary Care)?

iv. What are potential strategies that will best serve to address these over-arching strategies?

v. Specifically, what organizations and individuals should be approached to become key partners and advocates for continued work in your area? 

vi. Specifically, what funding sources/agencies should be targeted to validate existing indicators nationally and advance research in developing new indicators? 

vii. What structures and processes should we put in place to build on the work that has already been accomplished (e.g., maintain current working group(s); strike new working group(s); additional workshop(s); strike an overarching national structure; other).
2.iv  Commonalities and Linkages Across The Six Expert Panels:

a.
Potential Areas of Initial Focus:
· Childhood Asthma: was identified as an important area of focus by three of the expert panels - chronic conditions, efficiency and primary care:

· Chronic Conditions Expert Panel focussed on effectiveness of care and impact on long-term outcome; 

· Efficiency Expert Panel focussed on utilization rates across the full continuum of care and 

· Primary Care Expert Panel focussed on accessibility and early diagnosis and the impact on long-term outcome.

· Mental Health: The following recommendations of the Mental Health Expert Panel were linked with those of the Primary Care, Patient Safety, Chronic Conditions and Efficiency Expert Panels: 

· Functioning between caregiver and child

· Caregiver functioning

· Mental health  Conditions

· School readiness 

· Suicidal behaviour

· Wait lists (time)

· Training in evidence-based practice and

· Use of best/   most promising practices (uptake)

· Patient Safety Natural linkages were identified between the recommendations of the Patient Safety and Injury Prevention Expert Panels:

· Enabling parents/ caregivers to become partners in patient safety for their children

· Creating a culture of safety within all healthcare organizations 

· Decreasing in medication errors

· Reducing hospital acquired infections

· Ensuring the accurate identification of patients

Additional Patient Safety recommendations were also linked with the work of the primary care, chronic conditions and mental health panels. 

b.
Potential Data Sources 

All six expert panels identified the following national data sources as potential resources for partnership development.  These included:

· Canadian Institute for Health Information (Discharge Abstract Database);

· National Ambulatory Care Registration System;

· Health Canada;

· Statistics Canada; and 

· National Longitudinal Survey of Children and Youth.

In addition, some of the expert panels identified area-specific data sources, examples of which included: 

· Ontario Asthma Surveillance Information System 

· Asthma Education Program Databases

· National Physician Database (Paediatric Chairs of Canada {PCC})

· Alternate Funding Database/Quebec RAMQ 

· National Prescription Drug Utilization Reporting System

· Child and Adolescent Health Measurement Initiative (U.S.)

· Transport Canada

· National Trauma Registry

c.
Potential Partners, Advocates and Funding Sources 

Although each expert panels focused on unique key questions and/or goals, the panels did identify several consistent national/provincial organisations/federal agencies as potential partners and advocates. Some of these organisations included but were not limited to the following:

· Canadian Institute for Health Information; 

· Canadian Institutes for Health Research;

· Canadian Council for Health Services Accreditation;

· Canadian Health Services Research Foundation;

· National Grants Program SickKids Foundation 

· Health Canada;

· Statistics Canada; and 

· Provincial Health Service Institutes (e.g., Institute for Clinical Evaluative Sciences in Ontario).

d.
Theme Specific Partners:

In addition to these more broad-based organisations/agencies, some of the expert panels also identified the following area-specific potential partners.  

Examples included:

· Asthma: Asthma Alberta Strategy, Canadian Network of Asthma Care, Canadian Lung Association, Canadian Thoracic Society, Australian Centre for Asthma Monitoring

· Diabetes: Ontario, Nova Scotia Diabetes Programs 
· Technology Dependent Children: SickKids Foundation, National Grants Program, Bloorview MacMillan Foundation, CanChild Centre for Childhood Disability Research, McMaster University, Canadian Network for Child and Youth Rehabilitation Centres Services (CN-CYRC), and Health Canada Secretariat of Palliative and End-of-Life Care

· Injury Prevention Expert Panel: Transport Canada, Traffic Injury Research Foundation (TIRF), Auto21, Insurance, Motor Vehicle Manufacturers), The Royal College, Provincial Regulatory Colleges, other professional bodies (e.g., Canadian Medical Association), Provincial Coroners

· Mental Health: Canadian Psychiatric Research Foundation

· Patient Safety: Canadian Patient Safety Institute 

· Primary Care: Primary Health Care Transition Fund - Health Canada First Nations and Inuit Health Branch, and Health Canada Primary Health Care and Public Health Directorate.

e.
Challenges to moving ahead included:

· Incompatible data collection systems;

· Inconsistent data quality; and

· Need to formally pursue additional partners, resources and assistance (both financial and content expertise) to support the ongoing work of this initiative.

3. Consolidated Framework: 

Comprehensive summaries and recommendations from each expert panel are individually attached with the proceedings document. These summaries include - key questions/goals, related health indicators, and recommendations for next steps within each of the six priority themes. To eliminate duplication and overlap across the six expert panels, a “consolidated framework” of key child and youth health indicators has been created and included on the subsequent pages 10-14.

The consolidated map was developed by Ms. Indra Pulicins, Manager Health Indicators, Canadian Institute for Health Information (CIHI). The Child and Youth Health Coalition would like to extend its sincere appreciation to Ms Pulcins for her tremendous support and leadership role!

Consolidated Framework Commentary: 

Many other excellent suggestions for potential indicators, or further investigation were raised by the expert panels, and have been included in the individual summaries if each expert panel. 

Some of these suggestions have not been included in the consolidated framework, because they are more suitable for monitoring processes at the facility level (e.g. is a disclosure policy in place?).  Others represent broader research questions that require further work.  All of these should be considered for future work, in the next phases of this initiative.

Some indicators may fit well in more than one dimension, depending on the underlying rationale, as well as the methodology employed.  For example, an indicator measuring utilization of a specific drug would be considered a contextual measure, and would be best placed in the Community and Health System dimension.  If, however, utilization was measured in the context of recognized guidelines for use of a drug, it would better fit as an indicator measuring appropriateness of care.   In some cases further definition is required before a dimension can be accurately assigned.

Establishing Child and Youth Health Indicators Workshop – “Part Deux” - 

Proposed Indicators for children and youth 

“Consolidated Framework”




Health Status

Well-Being
Health Conditions
Human Function
Deaths

· Average quality of life for children and youth with diabetes (Diabetes Quality of Life Scale for Youth)
· Asthma prevalence rate

· Selected co-morbidities/ complications for children with asthma/diabetes (prevalence per capita)*

· Incidence rate for cerebral edema in DKA

· Prevalence of obesity and Type II Diabetes in aboriginal and non-aboriginal children per population
· Obesity rate/BMI (e.g. proportion of population exceeding BMI of x)

· Growth Curve (requires definition: e.g. proportion of population at or over x percentile)
· Prevalence rate for selected mental health conditions
· Rate of suicidal behaviour 
· Activity limitations (e.g. % population who report being limited in selected activities because of a health problem which has lasted or is expected to last six months or longer)
· Functioning between caregiver and child or caregiver functioning (requires definition:  e.g. proportion of population who report good or excellent functioning (using defined scale))
· Proportion of population who report problems with daily functioning as a result of mental health problems
· MV occupant mortality rates per population 
· Asthma mortality rates per population
· DKA or severe hypoglycemia mortality rates



Non-Medical Determinants of Health

Health Behaviours
Living and Working Conditions
Personal Resources
Environmental Factors

· Teen smoking rate
· Breastfeeding rates
· Proportion of pregnant women reporting they were daily smokers.
· Proportion of pregnant women reporting alcohol use
· School dropout rate

· School retention rate
· School readiness (requires methodological development)

· School functioning (requires methodological development)


Health System Performance

Acceptability
Accessibility 
Appropriateness
Competence

· Patient Satisfaction rates (e.g. proportion of population who rate their level of satisfaction with those services as either "very satisfied” or “somewhat satisfied”)

· Measure of Processes of Care (MPOC) – measures parents’ experience of family centered care (developed and published by CanChild)
· Number of changes based on parental suggestions as a proportion of all parental suggestions


· Access to diabetes camp (e.g. number of funded spots in diabetes camp per population)

· Proportion of population with diabetes with coverage for diabetes supplies

· Proportion of population with access to 24 hour hotline for urgent medical advice

· Proportion of population with access to team support for school issues

· Access to a standard education curriculum

· Wait times 

· Time to referral 

· Immunization rates per population

· Proportion of population receiving vision screening

· Proportion of population receiving hearing screening
· Percent of ER cases where appropriate follow up is scheduled before patient leaves ER

· Proportion of the population using inhaled corticosteroids (average dose, number of ICS canisters, number of prescriptions dispensed) according to the recommended standard

· Proportion of population with asthma who have a recent, written asthma action plan, developed in consultation with their GP

· Proportion of population with asthma who see a health professional least every x months for review of their asthma action plan

· Proportion of patients receiving appropriate antibiotics for upper respiratory tract infections (requires definition)

· Proportion of population with asthma who have had spirometry measurements in the last 6 months

· Proportion of patients receiving HgbA1c testing in compliance with the Canadian Diabetes Association guidelines

· Proportion of patients who are tested for complications in compliance with the Canadian Diabetes Association guidelines

· Proportion of population at risk for conditions such as iron deficiency receiving screening test

· Proportion of patients/cases treated according to guidelines/best practices (requires definition)


· Proportion of health care providers receiving training in evidence-based practice

· Proportion of health care providers using best/ most promising practices (requires definition)

· Proportion of practicing mental health providers (requires definition) trained in CMH EBT and outcome management

Continuity
Effectiveness
Efficiency
Safety

· Proportion of eligible teenager participating in program for transition to adult diabetes care


· 7 or 30-day asthma readmission rate

· ER visits for asthma per population

· Number of ER visits within 72 hours of hospital discharge or previous ER presentation per population

· Proportion of inpatient asthma admissions which are via the ER

· Unscheduled and/or urgent visits to family physician for asthma (per population)

· Physician reported rate of controlled asthma

· Number of asthma symptom-days per week per person

· Days of school missed for asthma related illnesses/visits per population

· Days of school missed for diabetes related illnesses/visits per population

· Proportion of patients whose HgbA1c levels are within targets for their age group 

· Number of admissions to an acute care facility for DKA (a) at diagnosis and/or (b) post diagnosis per population

· Number of emergency visits for hypoglycemia and/or intercurrent illness per population

· Ambulatory Care Sensitive Condition rate (Asthma, ADHD, Autism spectrum disorder)
· ER visit within 72 hours of hospital discharge or previous ER presentation per 1, 000 population.

· Proportion of inpatient asthma admissions admitted via the ER 

· Proportion of ER visits that were scheduled appointments 

· Proportion of admissions at diagnosis for those not in DKA 

· Cost per weighted case
· Proportion of parents/caregivers receiving written information (need to define content of written information – assume safety related)

· Proportion of nursing and pharmacy staff attending medication use process education program 

· Percentage of staff that receive influenza immunization

· Proportion of patients wearing armbands (audit required)

Community and Health System Characteristics

Community
Health System
Resources


· Total number of medical office visits and consultations with presenting problem of asthma related condition per population.
·     Clinic utilization rate per population (total visits, specialty clinics (respirology, allergy, etc.)
·     Number of walk-in clinic visits per population
·     Number of ER visits, presenting with a most responsible diagnosis of asthma, per population.
· Acute care inpatient separations for children and youth discharged with a most responsible diagnosis of asthma per 1,000 population.
· Average LOS by most responsible diagnosis
· Average length of stay for admissions at diagnosis for those not in DKA
· Number of hours/days of respite services used per population (Technology dependent children)
· Total number of hours of respite services use per population (by type)
· Number of children using technology devices (by device) per population
· Proportion of families with technology dependent children using mental health services
· Utilization of broncho-dilator and anti-inflammatory drugs (DDD, prescriptions, amount) per population

· Proportion of the population using inhaled corticosteroids (average dose, number of ICS canisters, number of prescriptions dispensed)

· Use of Beta1 agonist per week per person
·  Number of asthma educators per capita
· Number of asthma specialists per capita
· Number of certified diabetes educators (CDA) per capita
·  Number of paediatric diabetes specialists/capita



4.
Looking Ahead: Future Direction

The following recommendations were highlighted by the workshop participants as key points for future consideration: 

· Capitalise on the momentum of current health service initiatives such as eHealth and primary care reform;

· Address health service delivery as an integrated continuum of services for infants, children and youth;   

· Focus on a number of additional areas (within the six key areas of focus) - foetal alcohol syndrome, childhood obesity and type II diabetes; suicide and motor vehicle accidents;

· Replicate the work of Baker, Norton et al (Incidence of Adverse Events) within the paediatric population; and

· Validate existing and determine new health indicators based on the following criteria
:

· Evidence-based, underpinned by research;

· Significant burden to society;

· Significant burden to the family;

· Significant burden to the individual;

· Representative of significant population groups;

· Regularity and repeatability to enable trend analysis; 

· Data availability;

· Topic amenable to effective action; and

· Understandable to broad audiences 

5.      Next Steps: January 2005 -  

All workshop participants supported the following next steps:

· Disseminate draft proceedings to all workshop participants, national partners and federal agencies for feedback;

· Continue to work and build on the expertise and recommendations of the expert panels;

· Consolidate recommendations and expertise of expert panels members with feedback;
· Select a manageable number of indicators (as a starting point) to be validated and/or researched/developed, based on recommendations of the expert panels as outlined in the consolidated framework (pages 10 – 14);

· Identify short and longer term goals and objectives –

· Short term goals (within 6-18 months) -  Develop RFAs for selected questions/goals that can be addressed within a shorter time period (ie; validation of existing indicators) 

· Long Term Goals for research development to address current gaps the need to develop new health indicators (beyond 18 months); and

· Create an additional expert panel to address the complex challenges of the aboriginal population
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� This workshop was held as a post conference event following  the 2004 Canadian Association of Paediatric Health Centres (CAPHC) Annual Meeting held in Montreal, Quebec, at the Fairmont Queen Elizabeth Hotel from November 7-10, 2004. 


� Rigby et al., European Journal of Public Health Vol 13, No. 3, 2003.
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