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Executive Summary

This paper addresses the topic of childhood disability in the context of poverty. Its purpose is to:
(a) summarize the needs of children and youth with disabilities and their families, and, (b)
review strong evaluative research and promising practices for ameliorating the adverse affects of
poverty in children and youth with disabilities, including specific factors contributing to program
and policy successes. To this end, the paper consists of four major sections, including a
description of the population, a summary of identified needs, a review of effective policy and
programmatic strategies, and a set of recommendations based on these findings.

Childhood Disability in the Context of Poverty

In this paper childhood disability is defined as the gap between a child’s functional abilities and
the demands of their social and physical environments. In this view, disability is seen as a social
construction resulting from a sub-optimal fit between a child’s functional abilities and
environmental factors such as the accessibility of services, programs, and built environments, the
availability of appropriate resources, and societal attitudes.

Children living in poverty are at greater risk for a disability or developmental delay, and caring
for a child with disability increases the odds of a family living in poverty. Though reliable
prevalence data for childhood disability in low-income families is currently unavailable, an
estimated 30% of Canadian children and youth with disabilities live in poverty. The strain of
living poor, including material deprivation and social exclusion, coupled with the high costs of
caring for a child with a disability creates chronic and unnecessary hardship in families.

Childhood disability in the context of poverty means children and families must cope not only
with the disability itself, but with the added burdens of poverty-related health disparities, social
disadvantage, inadequate health-related services, and the extra direct costs (time, money, and
resources) associated with a child’s disability. A child with a disability living in poverty is also
more likely to live in problem housing and to experience routine hunger than other children.
They also are far less likely to receive appropriate services including routine health care and
specialty care. This in turn can contribute to medical complications and secondary disabilities,
thereby increasing financial burdens and family distress.

Unmet Needs of Children and Youth with Disabilities and Their Families

Despite the well documented needs of children with disabilities and their families, gaps in
essential services and supports remain. These needs will be even more extreme in low-income
families. Parents consistently report an urgent, unmet need for respite care, caregiving support,
household assistance, and accessible child care. Approximately 50% of children with a disability
require some form of assistive technology (i.e., lifts, hand or arm brace, hearing aids or
wheelchairs) and just over half of these children do not have all the specialized aids they need.
One in four school-aged children with a disability has an unmet need for special education
services or educational aids, and at least 16% have unmet needs for health care services. In 2001,
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nearly two in five school-aged children with disabilities were unable to participate in social or
recreational activities in their community.

Key Messages

The goal of ameliorating the adverse affects of poverty for children and youth with disabilities
must be part of a larger government effort to reduce child poverty in general and to provide
families and communities with the support they need to raise healthy, well-adjusted children.

e Focus on creating positive outcomes for all children, which, from a determinant of health
perspective means health gains are only possible if a child and family’s basic needs for
well-living are met first. For families caring for a child or youth with a disability this
includes:

1. Adequate income — including policies and supplements to offset the costs
associated with raising a child with disabilities and parental leaves.

2. Family support — includes in-home disability supports, in-home and out-of-home
respite care, child care, and mental health supports and services.

3. Supportive community environments — settings which emphasize full access and
participation for all children by providing inclusive services and fully accessible
built environments.

e Policy-level approaches such as addressing barriers to care, providing income and
disability supports, providing coordinated, integrated services, and providing families and
communities with the support they need to raise healthy, well-adjusted children, make a
difference.

e Government transfers such as Employment Insurance (EI), the National Child Benefit,
and the GST credit - make a positive difference. In 2003, the child poverty rate in Canada
was 18%; without government transfers, it would have been 27%.

e Programmatically, there is no strong evidence of effectiveness for poverty specific
interventions for children and youth with disabilities. The exception is the early
intervention literature, which provides strong evidence of effectiveness for a range of
programs. These findings, however, are limited for children with disabilities because the
early intervention literature rarely includes an explicit focus on them.

e In the absence of poverty specific intervention research for children and youth with
disabilities, the prevention, resilience, and health/wellness promotion literature, in
combination with the disability literature, provides an evidence base from which future
programming may be designed and evaluated.
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The childhood poverty-disability concern is more than an income issue. It is a family
support issue. A family support approach for promoting positive outcomes for children
and youth with disabilities, versus a narrowly focused “child only” approach, is essential.

Ensuring the views of children and youth with disabilities and their families are
represented in conversations about needed services and supports is essential for making
certain policies and programs meet the needs of the people they are intended to serve.

Recommendations:

Provincially and nationally there remains “no coherent vision for achieving the best possible
policy mix for children [and youth] with disabilities and their parents” (Valentine, 2001). Too
often these citizens live in poverty and must struggle to obtain the services and supports they
desperately need. It is time to build on what we know and to move into action.

Action Priorities

1. Formation of an Advisory Group comprised of families, researchers, service providers,

community stakeholders and policy makers to inform the development of a strategic
framework and a concrete action plan with a strong evaluation framework.

Formation of a Working Group to develop testable, integrated models of service delivery
and supports, followed by pilot testing in selected urban and rural low-income
communities.

Formation of a Working Group to develop a community-based Ontario Family Support
Framework, followed by pilot testing in selected urban and rural low-income
communities.

Research Priorities

1. Provide incentives to encourage solutions focused research collaborations testing

high-risk, high-reward projects with potential for successes in high-need areas. Build
evaluation milestones into these initiatives, including monitoring mechanisms, allowing
promising solutions to be identified quickly, implemented, and monitored.

MCY'S should seek out opportunities to add research components to ongoing efforts and
demonstration projects funded by other agencies and departments (e.g., CIHR, Ministry
of Education, Ministry of Health Promotion, and other Provincial and Federal agencies).
Such large-scale efforts can identify the organizational, financial, and intervention drivers
of success and can shed light on which components work for whom and under what
circumstances.

Develop and implement health surveillance and monitoring activities for Ontario children
with complex needs and their families, which is essential for tracking outcomes over
time.
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Introduction

The Government of Ontario’s poverty reduction activities include a strategy focused on children
and youth. As part of this initiative, the Ministry of Children and Youth Services has asked
CanChild Centre for Childhood Disability Research to prepare a thorough review and synthesis
of current research addressing a range of potential interventions and policy approaches for
ameliorating the adverse affects of poverty for children and youth with disabilities.

In particular, this paper focuses on the identification of:
e unmet needs of children and youth with disabilities and their families

e strong evaluative research and promising practices involving non-medical approaches to
ameliorating the adverse affects of poverty for children and youth with disabilities,
including specific factors contributing to program and policy successes

The approach used was to survey the relevant peer-reviewed and grey literature, identify
scientifically sound evidence of effectiveness®, and to summarize relevant findings that can
inform policy planning and decision making. Using a “child in a family within a community”
perspective, this analysis considers a broad range of interventions and polices implemented
throughout Canada, Europe, and the United States.

In this document, issues of child poverty and disability are viewed through a social model of
health lens which recognizes the health-related influences of the social and environmental
conditions in which children and family live. This model is based on the understanding that in
order for sustainable health gains to occur, a child and family’s basic needs for well-living (i.e.
housing, safety, food, and adequate income) must be met first.

Definitions of Childhood Disability and Poverty

Childhood disability encompasses a broad range of conditions which vary in scope and severity
(Appendix A). In this paper, childhood disability is defined as the gap between a child’s
functional abilities and the demands of their social and physical environments (Brandt & Pope,
1997). It is a functional, rather than a diagnostic or categorical definition, emphasizing the fit
between personal abilities and external opportunities to engage in everyday activities at home, in
one’s neighborhood, at school, and in the larger community. In this view, disability is seen as a
social construction resulting from a sub-optimal fit between a child’s functional abilities and
environmental factors (i.e., accessibility of services, programs and built environments, societal
attitudes, and availability of appropriate resources).

In the absence of an official poverty line, Canada relies on three common indicators of poverty
(Campaign 2000, 2007). These include the before and after tax Low Income Cut Off (LICO), the
before and after tax Low Income Measure (LIM), and the Market Basket Measure (MBM).

! Literature search strategy and evaluation criteria available from the author.
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Campaign 2000, in a recent Senate Brief, defined poverty as “a particular standard of living
located toward the bottom of a multi-dimensional socioeconomic status hierarchy” (p.2., 2007).
This definition recognizes poverty, which is typically measured only in terms of income, as a
complex construct comprised of social position, financial demands, and available assets, which
together are powerful determinates of life experiences and health outcomes.

Prevalence of Childhood Disability in the Context of Poverty

Reliable prevalence data on child and youth disability in Canada is currently unavailable

making it impossible to accurately estimate the prevalence of childhood disability in the context
of poverty. However, it is widely recognized that children and youth with disabilities are more
likely to be living in poverty than other children. Canadian children with disabilities are one and
a half times more likely than children without disabilities to live in households where the income
falls within the lower two income quintiles (Canadian Institute of Child Health [CICH], 2000).
An estimated 30% of these children and youth live in income poor or impoverished families
versus 18% of children without disabilities (CICH, 2000; Roeher, 2000a).

A five year forecast (2007-2011) of the prevalence of children with complex special needs in
Ontario and Canada (Hanna & Law, 2006) estimates between 3.8% and 8% of Ontario children
and youth, as many as 2.94 million, have or will have a functional limitation associated with a
chronic condition. If estimates of poverty rates among families of children and youth with
disabilities are reasonably accurate, at least one in four and perhaps as many as one in three
children and youth with chronic conditions will live in poverty.

In the general population, children in single parent families, children of color, and those in First
Nations and recent immigrant communities are disproportionately affected by poverty. Although
we know children with disabilities are over-represented in lone parent families (Hanvey, 2002),
we currently lack a comprehensive understanding of the characteristics of low-income families
caring for children with disabilities, including the specific nature and extent of their disability
related needs. It is challenging, if not impossible, to develop population-based strategies and
measure their effectiveness in the absence of meaningful descriptions of the target population
(Rosenbaum, Jaffer, & Russell, 2006) and in the absence of valid and reliable surveillance and
monitoring activities (Hanna & Law, 2006).

The Intersection of Childhood Disability and Poverty

The interconnection between childhood poverty and disability is complex and multi-directional.
Children living in poverty are at greater risk for a disability or developmental delay (Farran,
2000; Emerson & Hutton, 2005; Msall, Bobis, & Field, 2006), and disability increases the odds
of a family living in poverty (Brehaut et al., 2004; Canadian Council on Learning, 2006;
Emerson & Hutton, 2005; Hanvey, 2002). Poverty, with its associated risks, increases the odds
that a child’s needs will go unmet and it increases the likelihood that opportunities to engage in a
range of developmentally enriching experiences will remain out of reach (Masten, 2000).

CanChild Centre for Childhood Disability Research Page 7 of 26



Poverty also stresses family interactions, and in some cases makes it impossible for caregivers to
engage in parenting behaviors that encourage a child’s optimal development (Zipper &
Simeonsson, 2004).

Children and youth with disabilities often feel socially isolated, stigmatized, and marginalized
from society (Baker & Donelly, 2001; Davis & Watson, 2001; Gibson, Young, Upshur, &
McKeever, 2007). Bullying, social segregation, and feeling unsafe, which are more common
among children with disabilities than their peers (Hanvey, 2001), can lead to feelings of
friendlessness and social separation (Ladd & Troop-Gordon, 2003). When peer relation problems
are chronic, children are at greater risk for depression, conduct problems, negative self and peer
perceptions, and long-term adjustment problems (Ladd & Troop-Gordon). Living in poverty
compounds these risks, amplifies their affects, and creates unique challenges for families.

Childhood disability in the context of poverty means children and families must cope not only
with the disability itself, but with the added burdens of poverty-related health disparities, social
disadvantage, inadequate health-related services, and the extra direct costs (time, money, and
resources) associated with a child’s disability (Hanvey, 2002; Canadian Council on Learning,
2006). These children are far less likely to receive appropriate services, including routine health
care and specialty care than other children (Mayer, Skinner, & Slifkin, 2004; Beisner & Stewart,
2005) which can contribute to medical complications and secondary disabilities, and increase
financial burdens and family distress (Gerhardt, Walders, Rosenthal, & Drotar, 2004; Zipper &
Simeonsson, 2004).

Needs of Children and Youth with Disabilities and their Families

Despite the well documented needs of children with disabilities and their families, gaps in
essential services and supports remain. These needs will be even more acute in low-income
families.

Caregiver Assistance and Family Support

Providing for the physical, social, emotional, and developmental needs of a child with a
disability can be overwhelming for families, particularly in the absence of adequate resources
and social supports. The caregiving demands for these parents have been shown to directly and
negatively impact both their psychological well-being and physical health (Brehaut et al., 2004;
Raina, et al., 2005). Caregivers (principally mothers) have reported spending between 50-60
hours per week, above and beyond household responsibilities and paid work, on personal care,
advocacy, coordination of services, and transportation for their child with a disability (Hanvey,
2002). In addition, parents often work to create peer relationships for their child, lobby for
needed services and supports, and work to ensure their child’s acceptance and participation in the
community (Community Association for Community Living [CACL], 2001). Such demands
often result in exhaustion and create undue hardships for caregivers, particularly mothers.

Though they are the largest caregiver group in Ontario, families often provide on-going care with
little outside assistance and support. Families of children and youth with disabilities consistently
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report an urgent, unmet need for respite care, which is essential for family well-being. A majority
of these families also report an unmet need for help with housework and family responsibilities.
Families of children with severe and very severe disabilities report the greatest unmet needs in
this area. Seventy percent of these families cite costs as a barrier to receiving needed help, and
42% cite a lack of available services and programs (Fawcett, Ciceri, Tsoukalas, & Gibson-
Kierstead, 2004; Statistics Canada, 2003).

Child Care

High-quality child care arrangements and after-school programs provide children and youth with
important opportunities to cultivate their skills, competencies, talents, strengths and social
relationships with peers and adults. These arrangements also provide supervised child care which
allows parents to work, attend to personal and family matters, and to rest. Despite research
showing quality child care coupled with recreation programs allows single mothers to leave
welfare at twice the rate of other welfare recipients (Browne et al., 1998), such child care
arrangements remain under-utilized in Ontario and Canada.

Securing high-quality child care arrangements, in and out of the home, and accessing after-
school programs is particularly challenging for families of children with disabilities. A large
majority of parents report an unmet need for high-quality child care and after-school programs
(Irwin & Lero, 1997; Knoche, Peterson, Edwards, & Jeon, 2006). Barriers to inclusive child care
include a lack of availability, high costs, inaccessibility, inadequate facilities, and a lack of
disability related training for staff workers (Roeher, 2003).

Securing less formal child care arrangements is also challenging. Approximately 20% of parents
of preschool children with a disability report having been refused child care or babysitting
services due to the child’s disability (Government of Canada, 2006). Irwin and Lero (1997)
found 70% of parents had difficulty finding high-quality caregivers and 68% had difficulty
securing alternative care arrangements when they or their child was ill.

Employment, Income Support, Housing and Food Security

The cost of raising a child with a disability can be up to 3 times that of raising a typically
developing child (Council for Disabled Children, 2007). Additional financial burdens include the
costs of special diets and clothing, child care, medications, supplies and equipment, and home
adaptations (Roeher, 2000a). Yet, parents are often forced to choose between caregiving and
employment. A majority of parents in two-parent households are likely to either lose or quit a job
to care for a child with a disability. Parents who remain in the workforce are often forced to work
reduced hours, turning down overtime or promotions and working an altered schedule to care for
their child with a disability (Government of Canada, 2006; Irwin & Lero, 1997). Major barriers
to parent employment include a lack of assistance with caregiving needs, a lack of high-quality,
affordable inclusive child care, and the need for parents to negotiate multiple systems of care
(health, education and social services) on behalf of their child (Hanvey, 2002). These burdens
will be even greater for single parents living in poverty.
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Working low-wage jobs with few benefits is not a viable option for many low-income families
who are entitled to receive more child disability-related supports when on welfare. The
additional costs of caring for a child with a disability can be overwhelming and for some,
particularly single mothers, government support may be the only way to care for their child while
keeping their family housed and fed (Hanvey, 2002). In fact, children with disabilities in general
are more likely to live in problem housing (Emerson & Hutton, 2005; Hanvey, 2002), and to
experience routine hunger (Hanvey, 2002) than other children. Still, a Roeher Institute (2000b)
study concluded social assistance for families who are caring for a child with a disability is
inadequate. Although parents in this study expressed concerns about the psychological impact of
poverty and welfare status on their children, social assistance was an uncomfortable and
unpleasant necessity for them.

Disability related supports

Approximately 50% of children with a disability require some form of assistive technology such
as lifts, hand or arm brace, hearing aids or wheelchairs. Just over half of these children do not
have all the specialized aids they need and costs are cited as a significant barrier to acquiring the
aids needed (Statistics Canada, 2008a).

Many youth with disabilities require the assistance of a qualified support worker in order to live
lives of independence and to enjoy the benefits of full citizenship (Family Alliance Ontario,
2007). Families are advocating for individualized funding, which would allow them to purchase
disability related supports that are responsive to individual needs of their child, and would
provide youth and families with disabilities with maximum control over the provision of
disability supports. This, according to Human Resources Development Canada (2000), is the
hallmark of accessible and appropriate disability supports.

Nevertheless, government funding continues to favor traditional service provider administered
care over self-directed supports. Families are advocating for alternatives to traditional disability
support services, which they feel separate and isolate children and youth with disabilities. Many
prefer funding for self-selected living supports which would allow them to make their own
community living choices, like other citizens in their communities.

Support workers hired directly by youth and their families typically have lower salaries and
fewer benefits than support workers employed by service agencies. Families see this as a
significant barrier to self-directed care and continue to petition the Ontario government to extend
the recent salary increases for support workers hired by service agencies (wage gap funding), to
the same workers hired privately by families (Family Alliance Ontario, 2007).

Transition to adulthood

There is also a need for an increased commitment to improving transition planning and supports
for youth with disabilities. The transition from youth to adulthood is particularly challenging for
youth with disabilities and their families and these youth are faced with many barriers to
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achieving autonomy and independence. To make a successful transition into the adult world they
often need support from their family and community (King, Brown & Smith, 2003; Stewart,
Law, Rosenbaum & Willms, 2001), support which is often lacking. In a recent report Stewart
and colleagues (2007) summarize these challenges and provide best practice recommendations
and guidelines for supporting youth with disabilities during the transition to a meaningful adult
life.

Integrated Services and Appropriate Health Care

Families and youth are frustrated by long wait lists for services and interactions with fragmented,
silos of care and service delivery (Hanvey, 2002). Such interactions, particularly when services
are separately located and poorly coordinated, can negatively impact families of children with
disabilities. The burden is even greater for low-income families who struggle with transportation
needs and in lone parent families juggling household responsibilities, caregiving duties, and
employment without adequate supports. The need for an integrated and coordinated service
delivery system is especially acute for families of children with disabilities who interact with a
range of service providers and systems of care over the course of their child’s development.

In a study of 427 school age children with disabilities in Ontario (King et al., 2006) parents
reported using an average of 5 separate child health services and one third reported using
between 6 and 13 services. Health care service use alone, without the added affects of frequency
of use and interactions with other systems of care, was found to be a significant barrier to their
child’s participation in academic, recreational, community activities. It was also strongly
correlated with poorer psychological and emotional well-being among caregivers, regardless of
family income (Petrenchik, Law, King, & Xu, manuscript in preparation).

Parents also report unmet needs for health care services. At a minimum, 16% of children with
disabilities have unmet needs for health care services (primarily rehabilitation services). Parents
cited reasons such as a lack of insurance coverage (33%), high costs (40%), unavailability of
local services (34%) and long waiting periods (55%) (Canadian Council on Social Development
[CCSD], 2005). There is also a pressing need for greater integration of services for co-occurring
mental health problems and emotional difficulties which can often accompany a child’s
disability. These needs are especially acute for children and youth who feel socially isolated and
stigmatized as a result of their disability.

Educational Services and Supports

In a discussion paper prepared for the National Children’s Alliance, Hanvey (2002) discusses at
length the unmet needs of children with disabilities in the education system. In a survey of key
informants, only 19% felt children with special needs were having their needs met in the
education system (Gibson-Kierstead & Hanvey, 2001).

According to recent Participation and Activity Limitation Survey (PALS) data, nearly 25% of
children with disabilities have an unmet need for special education. Nearly 50% of the children
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needing but not receiving special education have severe to very severe disabilities. In addition,
17% of children with disabilities have an unmet need for educational aids, including tutors,
teacher’s aides, special software and attendant care services. Parents cite a lack of funding within
the school system as the most frequent reason for this unmet need. Parents of children with
emotional, psychological, or behavioral conditions report they find it especially difficult to
obtain special education services for their child (Statistics Canada, 2008b).

Community-based Participation in Recreation, Arts and Cultural Activities

Participation in organized recreation, the arts, and cultural activities has important benefits for
children and youth. These experiences are powerful opportunities to enhance a child and youth’s
skills, talents, self-confidence, and sense of self-efficacy. Children and youth who participate
regularly in such activities, do better in school, have closer relationships with positive peers and
caring adults, make better life choices, view themselves more positively, and feel better about
their life chances than other children (Mahoney, Larson, & Eccles, 2005).

For a variety of reasons, children and youth with disabilities are often excluded from
participating in such activities. In 2001, nearly two in five school-aged children with disabilities
were unable to participate in social or recreational activities (CCSD, 2006). The likelihood of
being socially excluded increased dramatically with the severity of a child’s disability. One in
five children with a mild disability was excluded, while nearly one in three with a moderate
disability, and one half with a very severe disability were unable to participate in community-
based social, leisure and recreational activities (CCSD). Of those with a very severe disability,
nearly 75% were unable to participate. While a child’s physical limitations and cognitive abilities
can contribute to participation restrictions, structural barriers (Table 1) also play a significant
role in limiting the community-based participation of children with disabilities in low and middle
income families.

Table 1. Commonly Reported Barriers to Child and Youth Participation in Recreation, Arts and
Cultural Activities.

+ No local facilities available + Lack of transportation or inaccessible

+ Existing facilities are inaccessible public transit system

+ High cost of activities & equipment + Lack of required assistive aid or device

+ No attendant available to assist the
child

+ Lack of service provider training

+ Language barriers
+ Neighborhood safety

+ Lack of adult role models + Unwelcoming attitudes

(Law & Petrenchik, 2005; Law, Petrenchik, King, & Hurley, 2007; CCSD, 2006; Canadian Parks and Recreation
Association, 2001)
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Clearly, the childhood disability-poverty concern is more than an income issue. It is a family
support issue. Precisely because a child with a disability is more reliant on their family to assist
them with their activity needs, anything that disrupts or stresses family processes, such as
poverty, is likely to have a significant adverse affect on a child’s health, development and
participation at home, in school, and in community life. This implies a family support approach
for promoting positive outcomes for children and youth with disabilities, versus a narrowly
focused “child only” approach, will be essential.

Review of Policy Strategies and Programmatic Approaches

This section is devoted, primarily, to a review of strong evaluative research and promising
practices for ameliorating the adverse affects of poverty on children and youth with disabilities,
including specific factors contributing to program and policy successes. A comprehensive review
of policy strategies is beyond the scope of this paper, therefore the policy discussion is limited to
selected topics of greatest relevance to issues of child disability and poverty.

Policy Strategies

Although policy strategies are notoriously difficult to evaluate, it should be stressed that
government transfers such as Employment Insurance (El), the National Child Benefit, and the
GST credit - do make a difference. The child poverty rate in 2003 was 18%; without government
transfers, it would have been 27% (CCSD, 2006).

In general, policy-level approaches such as addressing barriers to care, providing income and
disability supports, providing coordinated, integrated services, and providing families and
communities with the support they need to raise healthy, well-adjusted children, make a positive
difference (National Council of Welfare [NCW], 2007).

Lessons from the UK

The United Kingdom (UK) has taken a unique approach to addressing child poverty which has
produced better results than Canadian and American strategies to date (NCW, 2007). The two
cautions in interpreting these results are additional disability specific outcome information is
needed from the UK and policy approaches in other countries may not generalize to child
poverty and disability issues in Ontario.

The UK has developed an ambitious plan to cut the number of children living in poverty in half
by the year 2010 and to completely eradicate child poverty by 2020. The strategy includes
creating affordable childcare spaces for all children aged 3-14 years (and up to 18 years for
children with a disability), targeting supports to populations of highest need, getting those who
are able to work into the workforce, and the delivery of high quality, well coordinated public
services such as The Early Support Program and Sure Start (NCW, 2007).
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While a complete evaluation is forthcoming, factors contributing to the apparent successes of the
UK initiative include (a) service delivery models specifically designed to achieve better
coordinated, multi-agency assessment and service delivery for children with disabilities and their
families, and (b) multiagency, universal support system for families with young children in
disadvantaged communities which offer early education integrated with child care, family
support, and child and family health services, and (c) implementation of 8 observational
(surveillance and monitoring) sites throughout the UK (Carpenter & Campbell, 2008).

Programmatic strategies

An extensive search and review of the peer-reviewed and grey literature in areas of health,
disability, rehabilitation, behavioral and social sciences, education, recreation and leisure
produced no strong evidence of effectiveness for poverty specific interventions for children and
youth with disabilities. Consequently, a full systematic review of intervention approaches is not
possible.

The exception is the early intervention literature, which provides strong evidence of
effectiveness for a range of programs in the U.S. with both immediate and long-term benefits for
children living in poverty. Although children with disabilities are included in this population
these findings are limited because the early intervention literature rarely includes an explicit
focus on them.

Undoubtedly, a variety of successful programs serve children and youth with disabilities in
low-income families around the world. However, only programs with documented evidence of
effectiveness are included in this review.

Early Childhood Programs

Early childhood interventions are designed to reduce risk in early childhood and to promote
healthy development. Two types of early childhood intervention strategies - preschool and home
visitation, are perhaps the most commonly known and most studied to date. Preschool programs
focus almost exclusively on the child, while home visitation is viewed as a two-generational
approach in which professionals work with parents to help them support their infants, toddlers,
and young children (Sweet & Appelbaum, 2004).

In a systematic review of early intervention programs Karoly, Kilburn and Cannon (2005) found
evidence of effectiveness for 20 early childhood intervention programs in the U.S. As indicated
in Appendix 1, sixteen of the programs are identified as having strong evidence of effectiveness
based on long term follow-up results, while four are regarded as having a promising evidence
base due to shorter-term follow-up results. Although these programs are not disability specific,
many of them are designed to serve low-income children, a portion of which will have
developmental delays and disabilities.

The authors identify several features of early intervention program that seem to be associated
with better outcomes for children including: better-trained caregivers, smaller child-to-staff
ratios, and greater intensity of services. Specific factors contributing to the achievements of the
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UK’s Early Support Program and Sure Start programs mentioned earlier include (a) service
delivery models specifically designed to achieve better coordinated, multi-agency assessment
and service delivery for children with disabilities younger than 3 years and their families, and (b)
multiagency, universal support system for families with young children in disadvantaged
communities which offer early education integrated with child care, family support, and child
and family health services (Carpenter & Campbell, 2008). Together, these findings indicate the
existence of a body of sound research that can guide resource allocation decisions for early
intervention programming and policy.

It is important to note these programs are likely to be underutilized by children with moderate to
severe disabilities, as appears to be the case in Head Start programs in the U.S. (Beauchesne,
Barnes, & Patsdaughter, 2004). It seems many Head Start programs lack the resources needed to
adequately serve these children including transportation, flexibility and adaptability of program
structure, and flexible hours of operation (Parish & Cloud, 2006).

Promoting Resilience, Positive Development and Social Inclusion

Children and youth with disabilities are, first and foremost, young people. Therefore, general
principles for preventing negative outcomes and promoting resilience and positive development
in the face of life adversity have relevance. In the absence of poverty specific intervention
research for children and youth with disabilities, the prevention, resilience, and health/wellness
promotion literature, in combination with the disability literature, provides an evidence base
from which future programming may be designed and evaluated.

The caveat is the participation related needs of children with disabilities will be more complex;
however the basic social-emotional, psychological, and developmental needs of these children
and youth are not fundamentally different from other children and youth. All children and youth
need opportunities to cultivate their skills, competencies, talents, strengths, and social
relationships. Yet, too often, poverty reduces a child’s opportunities for participation in
developmentally enriching experiences.

One of the greatest differences in the lives of children growing
up in middle class versus poverty is the richness of opportunities
for achievement to feed the mastery motivation system. Feelings
of self-confidence and self-efficacy grow from mastery
experiences. Children who feel effective persist in the face of
failure and achieve greater success because of their efforts
(Masten, p.5., 2000).

Children and youth with disabilities growing up in poverty would benefit from such
opportunities provided their needs for activity adaptations and environmental accommodations
are met in a way that affords them full inclusion, dignity, and respect. The nature and extent of
the accommodations will vary depending upon the unigque needs of the child or youth. For
example, the accommodation needs of a young child with an acquired brain injury participating
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in an after-school arts and recreation programs will differ from the needs of a teenager with
significant visual and hearing impairments. In Ontario, Easter Seals’ Recreational Choices
program is an exemplary, accessible program with integrated supports that enable children with
physical disabilities to participate in a range of enriching out-of-school time activities.

Conclusions and Recommendations

The goal of ameliorating the adverse affects of poverty for children and youth with disabilities
must be part of a larger government effort to reduce child poverty in general and to provide
families and communities with the support they need to raise healthy, well-adjusted children.
Numerous resources address broad poverty reduction strategies (see Campaign 2000, 2002;
CCSD, 2008; NCW, 2007) and general policy approaches to addressing the impact of poverty on
population health (Ross, 2003), topics which are beyond the scope of this paper. An essential and
often missing aspect of such strategies is recognition and consideration of the unique, long term
impact of disability (both physical and mental) on the health, wellbeing, quality of life, and
economic prosperity of low and middle income children and families.

The effects of childhood poverty and disability accrue over time and are a product of complex
child-family-environmental relations. It is unreasonable, therefore, to expect relatively brief,
narrowly focused interventions to stem the tide of poverty related difficulties and to provide
children and youth with large, enduring developmental gains. There are practical limits to what
can be expected from even the most exemplary interventions delivered by skilled professionals
working in relative isolation.

Ameliorating risk, promoting health, and fostering resilience in children, both with and without
disabilities, will mean sustained, coordinated efforts to support children’s physical,
psychological, social-emotional, and academic development throughout early childhood and
adolescence. An early years focus is important, but it remains a single factor in a larger equation
of child health and development. The reality is we need investments in a range of services and
supports accessible throughout childhood and young adulthood, coordinated in a way that
effectively meets the vital needs of children, youth, and families.

The science on these points is clear; better services for children improve their outcomes,
programs directed at parents fosters positive parenting, and ensuring families have adequate
incomes provides them with access to better housing and nutrition, better education and
recreational facilities, all of which has a positive measureable impact on children (Beauvais &
Jenson, 2003; Shonkoff & Phillips, 2000). The challenge now is to identify the best policy mix
for all children and to fit together services, interventions, and community supports in ways that
make it possible for children, youth, and parents to access the resources and services they need
throughout childhood and adolescence, including times of major life transitions.

Previous work by the Canadian Policy Research Networks (Valentine, 2001) suggests this will
require a mix of policy instruments, involve decision makers at all levels, and coordination
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among them. The focus must be on creating positive outcomes for all children, using the
enabling conditions of positive child outcomes as guiding principles. These are:

1. Adequate income — including policies and supplements to offset the costs associated with
raising a child with disabilities and parental leaves.

2. Family support — includes in-home disability supports, in-home and out-of-home
respite care, child care, and mental health supports and services.

3. Supportive community environments — settings which emphasize full access and
participation for all children which means inclusive services and fully accessible built
environments.

Ensuring the views of children and youth with disabilities and their families are represented in
conversations about needed services and supports is essential for making certain policies and
programs meet the needs of the people they are intended to serve. The inclusion of First Nations
and recent immigrant families is especially important because their views are typically under-
represented in such discussions.

Recommendations

Provincially and nationally there remains “no coherent vision for achieving the best possible
policy mix for children [and youth] with disabilities and their parents” (Valentine, 2001). For
youth with disabilities and for parents caring for a child with a disability, the situation is often
one of deep frustration, isolation and marginalization, and on-going dissatisfaction with existing
health and social services systems. Too often these citizens live in poverty and must struggle to
obtain the services and supports they desperately need. It is time to build on what we know and
to move into action.

Action Priorities

1. Formation of an Advisory Group comprised of families, researchers, service providers,
community stakeholders and policy makers to inform the development of a strategic
framework and a concrete action plan with a strong evaluation framework.

a. Public policy, its development and outputs, must be more closely linked to the
lived experiences of children and families (Freiler & Zarnke, 2002) which means
the inclusion of a cross-section of decision makers, service providers, and families
is vitally important.

b. One of the first orders of business will be to establish and prioritize a set of
realistic, achievable targeted outcomes (i.e. improved access to care, social
inclusion, increased health equity, strong families, school success, etc.) with
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timetables for actions designed to address them. Disability issues will be a part of
this larger initiative.

2. Formation of a Working Group to develop testable, integrated models of service delivery
and supports, followed by pilot testing in selected urban and rural low-income
communities. The group should include policy makers, direct service providers, and
families, as well as other agencies involved in science-to-service activities.

3. Formation of a Working Group comprised of a cross-section of professionals, families,
and researchers to develop a community-based Ontario Family Support Framework,
followed by pilot testing in selected urban and rural low-income communities.

Research Priorities

1. Provide incentives to encourage solutions focused research collaborations testing
high-risk, high-reward projects with potential for successes in high-need areas. Build
evaluation milestones into these initiatives, including monitoring mechanisms, allowing
promising solutions to be identified quickly, implemented, and monitored.

a. Such investments are needed to tell us which combinations of programs and
supports, at what cost, are most effective for improving targeted outcomes for
specific groups of children and youth living in particular circumstances.

b. Foci for implementation studies should be determined in conjunction with policy
makers, direct service providers, and families, as well as other agencies involved
in science-to-service activities.

2. MCYS should seek out opportunities to add research components to ongoing efforts and
demonstration projects funded by other agencies and departments (e.g., CIHR, Ministry
of Education, Ministry of Health Promotion, and other Provincial and Federal agencies).
Such large-scale efforts can identify the organizational, financial, and intervention drivers
of success and can shed light on which components work for whom and under what
circumstances.

3. Develop and implement health surveillance and monitoring activities for Ontario children
with complex needs and their families which are essential for tracking outcomes over
time.

With sustained and meaningful policy attention - and a commitment to act decisively on what we
know - we have an opportunity to improve the health, well-being, and social inclusion of
children and youth with disabilities and their families. The problems are obvious, solutions are
possible, and the costs of inattention are too high. The time for informed action is upon us.
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Appendix A

Conditions Typically Classified as a Disability

Disability includes:

autism

deaf-blindness

emotional disturbance

hearing impairment

mental retardation

motor impairment

multiple disabilities

orthopedic impairment

other health/neurological impairment
specific learning disability
speech or language impairment
traumatic brain injury

visual impairment

O0O0O0OO0OO0O0O0O0OO0OO0OO0OO0

OR, any diagnosed physical, mental, or behavioral
condition that results in activity limitations or
participation restrictions

CanChild Centre for Childhood Disability Research Page 25 of 26



Appendix B

What Works in Early Childhood Intervention Programs

Home Visiting or Parent Education

e Nurse-Family Partnership (NFP)

e Developmentally Supportive Care: Newborn Individualized Developmental Care and
Assessment Program (DSC/NIDCAP)*

e Parents as Teachers*

e Project CARE (Carolina Approach to Responsive Education) - no early childhood
education HIPPY (Home Instruction Program for Preschool Youngsters) USA

e Reach Out and Read*

e DARE to be You

e Incredible Years

Home Visiting or Parent Education Combined with Early Childhood Education

Early Head Start*

Syracuse Family Development Research Program (FDRP)
Comprehensive Child Development Program (CCDP)
Infant Health and Development Program (IHDP)

Project CARE (Carolina Approach to Responsive Education)—with early childhood
education Carolina Abecedarian Project

Houston Parent-Child Development Center (PCDC)

Early Training Project (ETP)

High/Scope Perry Preschool Project

Chicago Child-Parent Centers (CPC)

Head Start

Early Childhood Education Only

e Oklahoma Pre-K

NOTES: Programs marked with an asterisk are designated as having a promising evidence base because a
substantial number of children were as young as age 2 or 3 at the time of the last follow-up. All other programs are
designated as having a strong evidence base.
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