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ABSTRACT

If the goal of “value-based healthcare” (VBHC) is to promote health, the shift towards 
health promotion as fostering resilience of individuals through supportive systems and 
environments is grounded in the importance of providing value or outcomes that 
matter to all patients. VBHC puts patients at the centre of healthcare, but critical 
questions include which patients and what services? Here we explore the importance 
of life-course considerations of a resilience-based definition of health and consider the 
role of a broader horizontal and vertical system and individual level integration to 
attain VBHC for children and families. 

Value for Who?
Youth health in Canada lags behind that of 
other industrialized nations. The UNICEF 
Innocenti Report Card ranks Canada at 
25th out of 41 countries for children’s health 
and well-being (UNICEF 2018). Canada is 
falling short in tackling current threats (e.g., 
youth mental health, childhood obesity, youth 
suicide and substance use epidemics [Hollis 

2018]) as well as future threats; improving 
child health improves adult outcomes. Given 
that well-being outcomes for children are 
best measured over the long term, current 
system level emphasis on short-term financial 
returns on investments in health is partly to 
blame (Wong et al. 2018). Attracting the 
attention of payers and policy makers to 
invest in innovative approaches for funding 
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for children’s healthcare has been difficult 
– the 2019 Federal Election saw Children’s 
Healthcare Canada focused on “getting kids 
back on the radar” (Children’s Healthcare 
Canada 2019). Canada’s 25th place ranking 
by UNICEF is in relation to sustainable 
development goals and rooted in inequity of 
income for Canadian children (measured via 
the impact of tax credits, transfers, benefits 
and service provided) (Phipps, 1999). This 
is despite strong evidence indicating the 
value of investing in programs and supports 
for early childhood services, particularly 
for disadvantaged children (Heckman and 
Masterov 2007). 

Critical to this ranking is the reality 
that child health outcomes are influenced 
by programs outside the traditional health 
services delivery system in Canada. While 
universality is a major value underpinning 
healthcare, Canadian social policy remains 
a “patchwork” of social housing and family, 
disability, unemployment, welfare and early 
childhood benefits and services (Boychuk 
1998). Though spending on social services 
does not equate directly to action upon 
the social determinants of health, it does 
represent non-health spending that should 
have an impact on health outcomes. Social 
policy in Canada can impact health in two 
complementry ways: by reducing poverty  
(e.g. welfare payments for families and 
disability supports) and reducing social 
inequalities (e.g. public education, subsidized 
university tuition, subsidized quality daycare, 
free and accessible medical care). 

Work by Bradley and colleagues 
highlights that health outcomes are influenced 
by the total amount spent on both health and 
social programs (Bradley and Taylor 2013; 
Bradley et al. 2016; Bradley et al. 2011). 
Building on this work and a relatively long 
tradition of comparative public policy in 
Canada (Bennett 1996; Imbeau et al., 2000; 
Montpetit 2008), we examined whether 

social to health spending ratios in Canadian 
provinces are correlated with population 
health measures (potentially avoidable 
mortality, infant mortality and life expectancy 
(Dutton et al. 2018). Our analysis posits that 
better health outcomes in Canada might not 
just be a result of spending on health services 
(the focus for most health spending analysis) 
or direct social assistance programs (the focus 
for Bradley and colleagues), but rather a result 
of an encompassing approach to the common 
welfare. Ultimately, findings from our analysis 
indicate that social to health spending 
ratios have a negative correlation with 
potentially avoidable mortality and a positive 
correlation with life expectancy, suggesting 
that population-level health outcomes could 
benefit from a reallocation of government 
dollars from health to social spending, even 
if total government spending were left 
unchanged (Dutton et al. 2018). 

However, more costly adult health needs 
often eclipse child-specific needs. For youth 
aged one to 14, per-capita average spending 
on health was $1,539 in 2016 in Canada; the 
equivalent for those aged 65 and older was 
$11,301 (CIHI 2018). Social spending on 
younger generations under the age of 45 in 
Canada hasn’t kept up with economic growth. 
Canadian governments spend $33,321 to 
$40,152 per senior compared to $10,406 to 
$11,614 per person under age 45 (Kershaw 
and Anderson 2016). Isolating this estimate 
for children is impaired by the way Canadian 
provinces collect expenditure data. 

Child-Specific Value Considerations
The move toward value-based payment for 
services presents a critical opportunity to 
consider the value of all services that impact 
health, particularly those in social services 
designed to improve children’s short- and 
long-term health and well-being outcomes 
(Wong et al. 2018). A value-based healthcare 
(VBHC) system requires a special focus on 
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quality and outcome measurement for child 
health programs; issues for children are not 
identical to those for adults. Specifically, the 
unique characteristics of child health are often 
referred to as the “four D’s”: development, 
dependency, different epidemiology and 
demographics (Beal et al. 2004). Guided 
by frameworks for evaluating quality care 
(Donabedian 2005), these characteristics must 
be reflected in child health delivery systems 
(AHRQ 2012). To achieve these, we need 
to recognize these systems span multiple 
ministries and start “measuring what matters”: 
cross-ministry service use.

At the systems level, linkage of provincial 
administrative data provides a more practical 
representation of the range of programs and 
public systems that assist children and families 
in achieving and maintaining better health. 
Understanding the interaction of service 
delivery across ministries (impacting the social 
determinants of health with domains such as 
economic security, housing, family stability, 
child development and education) is a critical 
step toward better understanding services and 
supports spanning health and social service 
sectors (Fischer et al. 2019). This data linkage 
ranges from being non-existent to under 
development across provinces and alignment 
of this data and linkage with federal tax 
measures is an important immediate direction. 
Harmonization of reporting of expenditure 
and service use data would strengthen the 
policy application (Kneebone and Wilkins 
2016). 

Integrating Child Health Delivery 
Systems

“The true measure of a nation’s standing 
is how well it attends to its children 
and youth, including their health, 
safety, material security, education and 
socialization and their sense of being 

loved, valued and included in their 
families and societies ...”  (UNICEF 2007)

For many children, adolescents and 
young adults (youth hereafter) in Canada, 
the UNICEF aspiration is not yet a reality. 
Access to services for youth and their families/
caregivers, particularly during transition 
periods, is a critical gap across all Canadian 
provinces (Clark et al. 2009). Fragmentation 
of service delivery across the life course is a 
modifiable barrier to the achievement of the 
UNICEF goals. Limited service utilization 
negatively impacts family health and quality 
of life (Abbott et al. 2005; Canada 1998; 
Dutton et al., 2018).

The Life Course Health Development 
model conceptualizes an individual’s health 
capacity based on experiences with supports 
and services (Giele and Elder Jr 1998; 
Halfon and Hochstein 2002). Transitions 
are associated with changes in environment 
and service provision (e.g., changing schools 
or moving from pediatric to adult services), 
and often associated with changing social 
roles. Transitions across the life course 
may represent risks to health capacity, and 
multidisciplinary services and systems across 
education, social services and health services 
impact these transitions for children and 
families. For example, supportive interactions 
with healthcare, social and education services 
can help youth with developmental disability 
navigate transitions (Frisch and Msall 
2013; Gorter et al. 2014; Halfon et al. 2014; 
Siddiqi et al. 2007). Not receiving an early 
developmental disability diagnosis impacts 
access to developmental support services 
across ministries, as services often require a 
diagnosis (Campbell et al. 2014; Heckman 
2012; Russell et al. 2019). Resources allocated 
to early childhood are believed to have 
a greater impact across the lifespan than 
later support (Heckman 2012). Similarly, 



49

Value for Who? Value-Based Healthcare for Children and Families

youth that perceive less support from their 
school during school transitions report more 
depressive symptoms (Gillan and Coughlan 
2010).

In Canada, youth are supported through 
multiple publicly funded ministerial areas, 
including: healthcare, social and education 
services, which results in tensions regarding 
funding accountability between ministries 
and between community- and hospital-based 
services (Simon 2011). Despite repeated 
emphasis on issues of fragmented access and 
long waits for many critical support services 
for youth and their families (such as youth 
mental health services as highlighted by 
both Romanow and Kirby reports) (CIHI 
2015; Simon 2011), ministries still have 
different priorities, mandates and approaches, 
fragmented by inconsistent policies, distinct 
eligibility criteria and a lack of data on service 
use provided across the continuum of care 
(Kuo et al. 2011; Quigley et al. 2014; Wiart et 
al. 2010). For example, a parent of a child with 
a disability classified as medically complex or 
“severe” in the education system would need 
to be referred to multiple specialist clinics in 
the health system, apply for special education 
supports, apply for disability supports 
provincially and apply for the disability tax 
credit federally. Each program has different 
eligibility criteria and processes, often long 
wait lists and some require reapplication 
yearly (Cohen et al. 2011). Access to services 
is an issue. An estimated 20-30% of families 
who are eligible for programs are utilizing 
them often due to confusion, complexity, lack 
of awareness and out-of-pocket costs required 
(Dunn and Zwicker 2018; Russell et al. 2020). 

VBHC must evolve to include a broad 
systems level approach that takes into account 
the vast literature pointing to critical periods, 
sensitive periods, social determinants and 
accumulations of risks and protective factors 
that health, education and social policy 
can impact (Pratt and Frost 2016). Policy 

makers must “reach across traditional divides, 
define shared goals, align their strategies 
and – in essence – share control over their 
programs” (Adalsteinn et al. 2010). Inter-
governmental (federal, provincial/territorial) 
and inter-ministry/sector collaboration on 
measurement, data sharing, funding and 
accountability is a required step to achieve 
the level of integration required across 
chronological interfaces of care (maternal, 
infant, child, adolescent) and acuity levels 
(health promotion, primary, tertiary care). 

Operationalizing a life-course strategy at 
a provincial and federal level must move from 
theory to measurement of operationalizing, 
implementing and evaluating such a 
strategy. Core considerations must include 
equity, resource alignment, impact on 
intergenerational wellness and current 
scientific understanding of life-course health 
(Callahan et al. 2015). Practical steps for 
implementing a life-course approach could 
include: aligning with existing monitoring 
frameworks, leveraging commonly used 
measures and data collection methods 
(including linked administrative data) 
and promotion (and public funding) of 
longitudinal datasets to support health 
information producers and researchers in 
developing interdisciplinary longitudinal 
studies across the lifespan ( Jacob et al. 2019). 
For example, UNICEF recently developed 
indices for use in Canada (UNICEF 2019). 
Alternatively, the LifeCourse Metrics Project 
in the US identified indicators for assessing 
the core features related to a life-course 
approach. These indicators were selected in 
part for the practicality of use in pre-existing 
data across states and are currently being 
adopted in multiple states to track health 
across the life course and inform policy 
decisions (Callahan et al. 2015). Canada is 
desperately lacking quality longitudinal data 
in children, with no longitudinal surveys 
focused on children active at Statistics Canada 
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(UNICEF 2019), emphasizing the need for 
indicators such as these for use in linked 
administrative data. 

Patient and Family-Centred 
Multidisciplinary Care

“I understand that the system needs to 
focus on fiscal needs. But I wish they 
could look at the bigger picture. Their 
fiscal needs will be met ... by addressing 
parental mental health, by providing 
adequate child care, by understanding 
that the time and focus I need to care for 
my child takes away from my ability to 
achieve my potential.” (Parent of child 
with NDD and medical complexity)

For many families of children and youth, 
accessing community services is confusing 
and complex. Despite Canada’s commitment 
to supporting children and individuals with 
disabilities, through ratification of the UN 
Convention on the Rights of Persons with 
Disabilities (CRPD) (Miller et al. 2013) 
and the UN Convention on the Rights of 
the Child (CRC) (Canadian Coalition for 
the Rights of Children 2019), the primary 
responsibility for coordination of the 
patchwork of children’s services lies with 
families (Zwicker et al. 2017). As a result, 
caregivers of youth disability or medical 
complexity face disparities such as higher 
financial costs and reduced work hours 
(Stabile and Allin 2012) (ranging from $3,000 
to $25,000 additional costs per year) (CIHI 
2015; Dudley and Emery 2014: Petrou et al. 
2013), lower quality of life (Boyle et al. 1994; 
Lamsal et al. 2018; Lamsal and Zwicker 
2017; Reichman et al. 2008) and higher 
rates of poverty compared to other caregivers 
(Zwicker et al. 2017). These families report 
challenges to accessing appropriate services, 
often resorting to higher cost acute care 

services like emergency rooms to react 
to crises resulting in higher costs for the 
healthcare system (CAPHC Complex Care 
Community of Practice 2018; Havercamp 
and Scott 2015; Trollor 2014). An estimated 
two thirds of these visits are attributed to an 
inability to access services in the community, 
due to fragmentation of services and system 
deficiencies (CAPHC Complex Care 
Community of Practice 2018; Sacchetti et 
al. 2000; Slonim et al. 2003). Caregivers also 
contend with significantly higher levels of 
stress, feelings of isolation and frustration and 
physical and mental health issues (Brehaut et 
al. 2009; Hodgetts et al. 2013; Hodgetts et al. 
2015; Miodrag and Hodapp 2010; Woodman 
et al. 2014) due to their lack of access to 
services (Green 2007). 

Children depend on caregivers for much 
of their well-being and providers need to 
consider approaches that support the family 
unit. To achieve this, physicians and health 
system providers need to play a bigger 
role in our present system or coordinators 
can be brought on to fill this role. In our 
interviews with families across Canada, the 
role of supportive primary care providers 
or anyone else who could play a connecting 
or coordinating role (ranging from a social 
worker to an accountant) was one of the 
biggest factors in ability to access services 
across education, social and health sectors. 

Care coordination has been demonstrated 
by synthesis level evidence to improve 
health and social outcomes, patient and staff 
satisfaction and improve health system savings 
for vulnerable “high system user” populations 
(Hong, Siegel, & Ferris, 2014; Hudon et 
al. 2016; Kumar and Klein 2013; Moe et al. 
2017; Soril et al. 2015; Stokes et al. 2015) or 
populations with chronic conditions (Kastner 
et al. 2018; Reynolds et al. 2018; Sheinfeld 
Gorin et al. 2013). For youth, coordination 
must go beyond medical case management, 
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by including social and educational support 
services to optimize outcomes outlined in a 
patient-centred care plan, and emphasizing 
collaborative working relationships across 
service sectors (Burke and Alverson 2010; 
Kuo et al. 2018).

Development of appropriate processes 
to support this type of coordination and 
multidisciplinary value-based care is critical. 
Facilitators include team-based care principles 
such as the use of patient panels for each 
clinician, family partnerships and continuous 
quality improvement processes (McAllister 
et al. 2013; Wagner et al. 2014). A flexible 
adaptable care coordination system that can 
address the lived experience of children and 
families throughout developmental trajectories 
and across social determinants of health is 
another facilitator (Kuo and Houtrow 2016). 
Alternative payment models or bundled 
payment approaches independent of in-person 
patient encounters linked to patient panel size, 
quality metrics, shared savings or proactive 
health planning are promising directions. 

Reforming payment approaches to be 
linked to quality metrics requires accurate 
predictions of cost and projected resource 
use (Farmer et al. 2016). Critical is the use 
of patient-reported outcome measures that 
are important to children and their families. 
Health-related quality of life instruments are 
often used to estimate the quality component 
of interventions, particularly for cost-utility 
approaches to evaluation (Drummond et al. 
2015). Measures used in adult health often 
have not been validated among populations 
of children with chronic health conditions. 
For example, a scoping review of the use of 
preference-based health-related quality of life 
instruments in children with a developmental 
disability found a dearth of studies using these 
instruments (Lamsal et al. 2019). Generally, 
the quality of outcome data in this and other 
chronic health conditions in children is 

lacking, and this should be considered before 
guiding policy and care decisions. Similarly, 
measurement of outcomes for caregivers (such 
as caregiver quality of life) and family impacts 
is critical in assessing quality. 

Conclusion 
Donabedian’s “law of diminishing returns” of 
healthcare suggests that, after a tipping point, 
greater resource allocation leads to limited 
improvement in outcomes (Donabedian 
1990). Finding this tipping point when 
using a resilience-based definition of health 
is the challenge for VBHC for children and 
families; presently, the Canadian average 
per capita spending on health services is 
three times more than on social spending 
(Dutton et al. 2018). This article argues that 
improving child and family health requires 
tackling the social determinants of health with 
the aim of providing “freedom to lead lives 
they have reason to value” (Marmot 2006a). 
Fundamentally, this shift requires a systems 
approach to policy – not just individual 
approaches to behaviours – highlighting the 
role of supportive systems, environments 
and policies in enabling health (Shilton et al. 
2011). While this is true for all demographics, 
child-specific considerations lead to three core 
policy recommendations:

1) Measure what matters: Data are needed 
to understand the full scope of service delivery 
and utilization for children and families across 
ministries. Linkage of administrative data is 
an immediate and feasible step that allows 
governments to see how children and families 
access services across ministries, beyond the 
ministry of health. Political will remains one 
of the greatest barriers to immediate action in 
some provinces. 

2) VBHC approaches must incorpo-
rate a life-course perspective, consider-
ing equity, resource alignment, impact on 
intergenerational wellness and current 
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scientific understanding of life-course health. 
Development and implementation of indica-
tors of health using this life-course approach 
is an important practical step that can be done 
using existing data.

3) To increase VBHC for children and 
families, the systems level changes recom-
mended must be integrated with patient-level 
coordination of services. This requires meas-
uring quality of life outcomes that matter to 
children and families (including validated 
child measure and caregiver quality of life). 

Marmot cautions us that failing to meet 
the fundamental human needs of autonomy, 
empowerment and human freedom is a 
potent cause of ill health (Marmot 2006b). 
If a nation is “measured” in the context of its 
support for children and youth (UNICEF 
2007), Canada can do more to measure up. 
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