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This longitudinal study inventoried the types of services accessed by a
sample of Alberta families of children with or at-risk for disabilities. We
explored the role of severity of disability, parental stress, and family
income on services accessed. With few exceptions, services were accessed
more frequently as the children’s lives progressed but higher income
families accessed more services than lower income families, even though
the latter families had children with more severe disabilities. Difficulties
accessing services and lack of services were reported by lower income
families. The authors conclude that integrated services are necessary to
improve access for those families most in need.

Background

Approximately 564,575 or 7.7% of Canadian children and youth from
birth to 19 years of age have an activity limitation or a disability,
including physical, psychological and mental disabilities (Canadian
Institute of Child Health [CICH], 2000; National Population Health
Survey, 1996-1997). When the definition of disability is broadened to
include activity limitation and “special needs,” 9.3% of Canadian
children have one or more disabilities (National Longitudinal Survey of
Children and Youth [NLSCY], 1996). The Roeher Institute of Research
(2000) confirms that between 5% and 20% of Canadian families have
children with disabilities and, among children with disabilities, 15%
(more than 80,000 children) have a moderate or severe level of disability.
In comparison, between 15% and 20% of American children and
adolescents live with a chronic physical, developmental, behavioral or
emotional disability (Newacheck et al., 1998).
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In Canada, most children with disabilities are living at home with their
families and families are expected to accept an increasing amount of
responsibility for the care and well-being of their children (Brown, 1999;
Renwick, Brown, & Raphael, 1997). Only partial data are available for
these children and their families. They are potentially more vulnerable
than other children and often “fall through the cracks” of health, social
services, education and recreation systems that support healthy child
development (CICH, 2000). Fragmented health and social services
require parents of children with special needs to take on advocacy and
coordinating roles to access necessary services (Ray, 2002; Sloper, 1999;
Valentine, 2001). The resulting parental distress associated with this role
influences family functioning and impacts on children in many ways,
including cognitive, behavioural and social development (Richman,
Stevenson, & Graham, 1982; Wallander & Varni, 1998).

There is considerable variation in the way a family appraises the stress
associated with having a child with a disability and it is not explained by
the severity of the disability (Sloper, 1999). Material, personal and social
resources relate strongly to parental well-being (Frey, Greenberg, &
Fewell, 1989; Sloper & Turner, 1993; Sloper, Knussen, Turner, &
Cunningham, 1991; Wallander, Varni, Babani, DeHaan, Wilcox, &
Bannis, 1989), while inadequate income, housing, and transportation are
associated with increased levels of distress (Sloper & Turner, 1993;
Sloper, et al., 1991). Families of children with disabilities have lower
incomes and less external maternal employment than families without
children with disabilities (Beresford, 1995; Gordon, Parker, & Loughran,
1996; Sloper et al., 1991).

Numerous services are now available to support families of young
children with disabilities. Early intervention may involve an array of
services and supports including service coordination; parent education;
physical and occupational therapy; medical specialists; visiting nurse;
nutrition, speech and language therapy; behaviour management; family
counseling; specialized preschool; financial aide; child-care and respite
care (Bruder, 1997; Dinnebeil, 1999; Harbin, McWilliam, & Gallagher,
2000).

Several studies have used Bronfenbrenner’s (1979) ecological model to

investigate child, parent, family, and service characteristics and other
factors associated with service utilization in families of young children
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with disabilities. Child characteristics related to increased early
intervention service utilization include severity of disability and age, for
example, preschoolers tend to receive more intervention than infants
(Kochanek & Buka, 1998). Parent characteristics related to increased
family service utilization include coping skills (Gavidia-Payne &
Stoneman, 1997), education level (Kochanek & Buka, 1998) and self-
efficacy (Bailey et al., 1998). Family variables associated with service use
include socio-economic status (poor families access fewer services),
knowledge of the service system, and ongoing advocacy for services
(Bailey et al., 1998; Dunst & Trivette, 1997). Services that are culturally
sensitive, flexible, use best practices, and promote parental
empowerment and involvement tend to have higher utilization rates
(Harbin et al., 2000).

Many early intervention services now endorse a “family-centered”
approach that emphasizes family support and parent education in
addition to specific services related to the child’s disability (Trivette,
Dunst, Boyd, & Hamby, 1995). One assumption of these programs is that
beneficial effects will accrue not just to the child, but also to the parents,
siblings, and the family as a whole (Feldman, 2004). Results to date are
equivocal: Some studies have reported improvements in parent and
family distress related to involvement in early intervention (Erickson
Warfield, Hauser-Cram, Wyngaarden Krauss, Shonkoff, & Upshur,
2000) while others have not (Mahoney & Bella, 1998).

Virtually all our knowledge of early intervention service utilization
originates in the United States. Little is known about the Canadian
experience. The goal of this study is to begin to document early
intervention service utilization in Canadian provinces, in this case,
Alberta. We will examine the types of services accessed by a sample of
Albertan families of children with or at-risk for disabilities over the first
four years of the child’s life. We will explore the relationship between the
severity of the child’s disability, parental stress, and family income on
services accessed.

Research Questions
1. What are the child and family services accessed by families of

children with disabilities or at-risk for disability from birth to 4 years
of age and how does service use change over time?
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2. What is the nature of, and the relationship between, severity of
disability, parental stress and family income in families of 2-year-
olds with disabilities or at-risk for disabilities?

3. What is the effect of severity of disability, parental stress, and family
income on type of services accessed by families of 3-year-olds with
or at-risk for disabilities?

Methods
Participants

Participants were recruited from a regional hospital providing
rehabilitation services and assessment for young children and their
families, an early intervention program for children with developmental
disabilities, and an early intervention program for young children at-risk
for developmental disabilities. Sixty-six 2-year-old children from 63
families participated in the first year of the longitudinal study. All
children had or were at-risk for a developmental delay, and some had
accompanying medical (e.g., epilepsy, compromised immune systems),
motor (cerebral palsy, spina bifida), and sensory (e.g., hearing, vision)
problems.

Parents reported that 30% of the children had no formal diagnosis at 2
years of age. The remaining children had a variety of diagnoses
including developmental disability cause unknown, learning disability,
Down syndrome, cerebral palsy, spina bifida, epilepsy, brain damage,
autism, fetal alcohol effect, other genetic conditions, and multiple
diagnoses. By 4 years of age 22% of the children were still without a
formal diagnosis. Parents reported that 88% of the children were in good
to excellent health most or all of the time. Thirty-eight percent of the
children were born after less than 37 weeks.

Ninety-five percent of the children were living with their natural parents
and 88% were in two-parent families. Fifty-nine percent of the children
were male. Most children (96%, n = 63) resided in urban settings. The
mean number of adults living in the home was two (range = 1-4) and the
mean number of children in the home was two (range = 1-6).

Eighty-two percent of the parents answered the family income question:
22% reported an income less than $30,000, 46% reported an income
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between $30,000 and $60,000, and 33% reported an income greater than
$60,000. The mean age of the mothers was 33 (range = 22-48) and the
mean years of education was 14 (range = 9-19). Forty-seven percent (n =
31) of mothers were working full time in the home while the remainder
worked outside of the home either full- or part-time. The fathers were
slightly older (M = 36, range = 25-51) with similar levels of education as
the mothers (M = 13; range = 8-21). Most fathers (86 %, n = 57) worked
outside of the home.

Sixty-one children from 58 families continued to participate in the
second year of the study and 59 children from 56 families participated in
the third year of the study. Attrition rate over the three years of the study
was 9%. Fifty-five children from 52 families had complete data on a
majority of measures across all three years of the study. Because we were
interested in the use of services over time, most analyses in the present
study were conducted only on the 55 cases with complete data over the
three years of the study.

Data Collection

Two research assistants collected all of the questionnaire data. The
research assistants were both graduate students in special education and
received specific training in family-centered assessment. They also
received training on administration of each of the questionnaires.

Data were collected in the home when children were approximately 2, 3,
and 4 years of age. At age 2 and 4 years, parents completed 15
questionnaires that assessed a variety of child and family variables,
including child development and behaviour, stress, social support,
coping strategies, behaviour management strategies, and service
utilization. Child development was assessed by a trained psychological
assistant under the supervision of a chartered psychologist, at 2 and 4
years of age.

Home visits were conducted at the convenience of the parents. Each
year, data were collected over two to three home visits. Informed
consent was obtained at the beginning of each year. Parents were
reminded that they could refuse to answer individual questions on
questionnaires, complete particular questionnaires, have their
interactions videotaped, or have their child’s development assessed.
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Each visit lasted between two and four hours. During the visit, a
research assistant asked the parents to complete the questionnaires.
Assistance was provided as necessary. In some instances, when needed,
the questionnaires were read to the parents. Following completion of the
questionnaires at age 2 and 4, videotaping and child development
assessments were completed. At age 3 and 4, questionnaires were
mailed to the family homes in advance of the home visit. Parents had
the option of completing some of the questionnaires prior to the visit.
The research assistant would then help the parents with questionnaires
that required interviews, and videotape parent-child interactions if
required.

Retention

Several things were done to encourage families to continue to participate
over the three years of the study. Project staff maintained personal
contact with the families throughout the study. Research assistants made
phone calls to parents between visits and sent birthday cards to the
children. Two research assistants collected all of the data. At the
beginning of the study, each research assistant was assigned to one-half
of the families. When one research assistant was unable to continue part-
way through year 3, the second research assistant collected the
remainder of the data for the families. The same individual collected all
of the child development data throughout the 3-year study. We believe
that this personal contact helped maintain parent interest in the research
study. In addition, parents were paid a yearly $50 honorarium at the
completion of data collection regardless of how much data were
collected. At the end of the study, parents received a videotape of the
child and parent interactions at 2 and 4 years of age. Perhaps most
important, parents often expressed satisfaction with the opportunity to
share information and possibly help other families.

Instruments

Family Information Questionnaire. Parents were asked to provide basic
demographic information on their child such as age, sex, birth order,
diagnosis, medication, illnesses, and hospitalizations. The questionnaire
also included parent information such as age, education, marital status,
illnesses, number of children, living arrangements, family income, and
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occupation. Family income was reported at 2 years and was categorized
into: low-income of less than $30,000; medium-income of $30,000 to
$60,000; and high-income of greater than $60,000 per year.

The Bayley Scales of Infant Developmen t- Second Edition (BSID-1I) - Mental
Scale and Motor Scale (Bayley, 1993). The BSID was used in this study as a
measure of child development. The BSID is appropriate for children up
to 42 months of age (although it can be used for slightly older children
with known delays). It consists of Mental Development and Motor
Development Indices (as well as the Infant Behavior Development
Record which was not used in this study). It correlates well with the
Stanford Binet Intelligence Scale, and is considered the best measure of
early intellectual development (Sattler, 2002). The BSID scores gathered
from children at 2 years of age were used in the analysis of data. For the
purposes of this study children with scores less than 70 were categorized
as low functioning. Those with scores between 70 and 84 were regarded
as medium functioning and children with scores greater than 84 were
categorized as high functioning.

Parenting Stress Index (Short Form). The Parenting Stress Index Short
Form (PSI/SF: Abidin, 1995) is a simplified version of the 1978
questionnaire that captures the impact of dysfunctional parent-child
interaction on subsequent parenting behaviour more directly. The
PSI/SF consists of 36 statements and possible responses on a Likert-type
scale between 5 (strongly agree with statement) and 1 (strongly disagree
with statement). The three subscales of the PSI/SF are labeled Parental
Distress, Parent-Child Dysfunctional Interaction, and Difficult Child. The
questions are divided into a Parent Domain and a Child Domain. The
PSI/SF yields a stress score for each subscale and an overall stress score.
Numerous studies have confirmed the reliability and validity of the PSI
long form. While the empirical validity of the PSI/SF model has not been
fully established, clinical experience and other research on the same
conceptual variables suggests that the model is viable (Abidin, 1995).
Scores less than 55 were categorized as low stress. Scores between 56 and
85 were classified as medium stress and scores above 86 were
categorized as high stress.

Service Questionnaire. We devised a service questionnaire based on a

review of early intervention literature. This scale lists the scope of
services and supports that could be provided to families with children
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at-risk for disabilities and provided space to describe additional services.
Listed services included medical (e.g., family physician, pediatrician,
neurologist), special therapeutic services (e.g., speech therapy,
physiotherapy, behavioral), developmental/preschool related services
(e.g., infant development program, day care), and family services (e.g.,
parent education, respite care, family support worker). Information
about duration, intensity, location, parental involvement, need for,
satisfaction with, and perceived effectiveness of each service received
was solicited. The last four items are rated on a 7-point Likert scale.

Twenty-one of the listed services on the Service Questionnaire were
utilized in this analysis. Four service items reported to be used by less
than 10% of the participants each year were eliminated from the analysis
(e.g., psychiatrist, massage therapist, visiting nurse, parental
counselling). The remaining 17 items were divided into child-focused
and family-focused service categories. The child service category
included medical services, special therapeutic services, and
development/school-related services. To answer the first research
question, the percentage of children and families using each categorized
service item was visually displayed for each year using bar charts.
Findings

Service Utilizations

Services accessed from birth to 4 years are presented in Figure 1. Use of
family physicians increased to 50% by the fourth year while use of
pediatricians remained high (range = 70-90%). Use of other medical
personnel went up over the first three years and down to about 50% by
year 4. Access to assessment clinics and neurologists remained constant
at about 30% and 20%, respectively, across the four years of the study.
Use of special therapeutic services (speech therapy, occupational
therapy, physiotherapy and other special needs practitioners) went up
consistently across the years, with speech therapy being used most often.
Development and school-related services went up over time in all cases,
with infant development programs falling dramatically during the
fourth year. Family service use was varied. Home care was used very
little and early (15% of families in years 1 and 2). The remaining family
services (respite, family support worker, financial support for child-
related needs, and participation in parent organizations) went up for the
first 3 years and dropped during the fourth year of data collection.
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Figure 1: Percentage of Families Accessing Services by Year
(n = 46)

Family physician w

Pediatrician | e e e el

Other medical [
Assessment clinic [
Neurologist e
Infant Dev't M Year 1
Day care
School M Year 2
Parent organization

Child-related $

Year 3
O Year 4

Family support [
Out-of-home respite [
Home care

Other SN worker &
Physiotherapy

Occupational therapy ¥

Speech therapy y

0 20 40 60 80 100

Note: Medical services include family doctor, pediatrician, neurologist, assessment
clinic, other medical; special needs services include speech pathology, occupational
therapy, physiotherapy, other special needs worker; development & school-related
services include infant development, day care, school; family services include home
care, out-of-home respite, family support worker, funding for child-related needs,
parent organizations.

Relationship between severity of disability, parental stress, and family income
Based on the BSID, 54% (n = 30) of the children were categorized as low

functioning, 22% (n = 12) as medium functioning, and 24% (n = 24) as
high functioning. The PSI results showed that the majority of parents
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experienced medium to high parental stress: 28% (n = 20) had medium
stress, 44% (n = 23) had high stress, and 17% (n = 9) had low stress.
Family income was low for 22% (n = 12) of families, medium for 47% (n
= 26) and high for 31% (n = 17). The number of families reporting on
each variable was influenced by the source of data. Loss of data was
higher for family income and parental stress because these were
determined through self-report and self-reporting was less complete.
Data for severity of disability were more complete because independent
certified psychologists collected these data separate from the interview
process. Mean severity of disability was related to family income (p <
.05). However, no relationship was significant between paired categories
of severity of disability by parenting stress and/or by family income.

Severity of disability, parental stress, family income and types of services
accessed

Visual examination of the bar graphs for services accessed at year 3 by
severity of disability shows two interesting trends: families with low
functioning children use fewer services than families with high
functioning children in eight of the 17 or 47 % of the services analyzed,
and families with children with moderate functioning access services less
often than families with low and high functioning children in 11 of the 17
services or 65% of the time. Only four of the 17 services were used
incrementally more as the category of parental stress moved from low to
high (family physician, speech therapy, other special needs worker, and
family support worker). Two services were used incrementally less as
parental stress moved from low to high (neurologist and financial
support related to child need). Ten of seventeen services or 60% were
used more often by moderately stressed parents than by either low or
highly stressed parents of children with disabilities. Finally, low-income
families accessed less service than medium- and high-income families in
12 of the 17 services analyzed or 71% of the time. Most dramatic is the
complete lack of access by low-income families to respite and assessment
services.
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Figure 2: Percentage of Families Accessing Services at Year 3 by Severity of
Disability (n = 46)
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Figure 3: Percentage of Families Accessing Services in Year 3 by Parental Stress
(n=46)
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Figure 4: Percentage of Families Accessing Services in Year 3 by Family Income
(n = 46)
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Discussion

We sought to answer three questions with this research: (1) What types
of services are accessed by families of children with disabilities/special
needs or at-risk for disability from birth to 4 years of age? (2) What is the
nature of, and the relationship between, severity of disability, parental
stress and family income in families of 2-year-olds with
disabilities/special needs or at-risk for disability? and (3) What is the
effect of severity of disability, parental stress, and family income on the
type of service accessed by these families?
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The results of this study are consistent with ecological models of
disability (e.g., Crnic, Friedrich, & Greenberg, 1983) that suggest the
impact of disabilities on parents and families depends not only on the
nature of the disability but also on family characteristics. With few
exceptions, services polled in this study were accessed more frequently
as the first four years of the children’s life progressed. The majority of
the children in the sample were reported to have low functioning or
severe disabilities. Severity of disability did not systematically relate to
services accessed by families. Parents who experienced moderate
parental stress accessed services more frequently than those with either
high or low parental stress. Family income, on the other hand, was
related to services accessed by families. High-income families accessed
more services, despite the fact that low-income families had children
with more severe disabilities.

The needs of families and children with disabilities are constantly
changing and the services they require change in corresponding ways.
(Brown, Anand, Fung, Isaacs, & Baum, 2003). Most services accessed in
this study changed over time as expected. Similar service utilization has
been reported in previous studies (Floyd & Gallagher, 1997; Haveman,
vanBerkum, Reijndewrs, & Heller, 1997). For instance, in a study of
families of children with mental illness, Haveman and colleagues
reported that, in the first nine years, three-quarters of parents needed
direct support for their child and themselves, advice about
developmental issues, assessments for the child with a disability, and
information and advice from a physician. Referrals to a dietitian, speech
therapy, emotional support, and respite services were also reported as
needs by over one-half of parents in that study.

Although referrals for services are often related to the severity of the
problem (Campbell, Gardner, & Ramakrishnan, 1995), the severity of
disability did not systematically predict service utilization in this study.
Fifty percent of the children had severe disabilities or were categorized
as low functioning as measured on the Bayley Scales of Infant
Development. These families used fewer services than families whose
children had lower levels of disability or were high functioning, while
families of children with a moderate disability utilized even fewer
services than either low or high functioning children.
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Parental stress in families who have a child with a disability is a result of
juggling work and family, with child care responsibilities. High levels of
stress put the health and well-being of parents, and the parent-child
relationship, at risk and even moderate levels can compromise quality of
life. Appropriate services and supports, if widely available, could reduce
these levels of stress (Irwin & Lero, 1997). The majority of parents (72%)
in this study reported high to medium parental stress. These stress levels
are somewhat lower than the 93% reported by the Canadian Institute for
Child Health (2000). As in other studies (Haveman et al., 1997), our data
show less service use associated with high parental stress.

In this study the severity of the child’s disability was inversely related to
family income. This association of low-income with high disability or
low functioning is compounded by reduced access to services by low-
income families. These data are consistent with the findings that families
who receive the least services are often those with the greatest social
needs: single parents, large families, and low-income families (Brown et
al., 2003; Sloper, 1999). Families of children with a disability often face
higher health-related costs, lack of employment, and poverty, than do
similar households with children with no disability. Women are
especially impacted upon as they are responsible for the majority of care-
giving (Canadian Association for Community Living, 2003).

Socioeconomic factors are serious barriers for families caring for a child
with disabilities, especially those living on social assistance (Valentine,
2001). Barriers for low-income families include lack of time to find
needed services due to other responsibilities, limited finances,
unavailability of transportation, low social support and lack of respite
(Brown et al.,, 2003). These families have been described as families
“whose voices are seldom heard, and whose circumstances and struggles
are systematically made invisible” (Roeher Institute, 2000, p. 45). Low-
income parents’ ability to communicate their needs and to maneuver
within the system may also influence the level of service utilization (Fox,
Wicks, & Newachek, 1993). On the other hand, service providers also
provide barriers to low-income families of children with disabilities.
These include absent or inadequate marketing, fragmentation,
narrowness of mandate, complex and inconsistent eligibility criteria,
power differentials created by provider expertise, geographic
inaccessibility, language barriers, hours of availability, reduction of
service at schooling transition points, and service culture (Ray, 2005).
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Unmet Needs

An analysis of an open-ended question in the Services Questionnaire
asking about unmet service needs reveals that many family participants
in this study reported unmet needs for services. Lack of knowledge
about services, services not available in their community, or long waiting
lists, are reported as reasons for not accessing needed services. A review
of the literature finds that parents” views of their unmet needs and those
needs that are most frequently unmet have changed little in the past 25
years (Beresford, 1995; Betz, Baer, Poulsen, Vahanvaty, & Bare, 2004;
Brown et al., 2003; Ray, 2002; Sloper, 1999; Sloper & Turner, 1992). More
than one-third of parents report similar unmet needs, including
guidance about available services, information concerning their child’s
disability, direct advice on how to help their child (Betz et al.,, 2004;
Brown et al., 2003; Farmer, Clark, & Marien, 2003; Farmer, Wendi, Clark,
Sherman, & Selva, 2004; Perrin, Lewkowicz, & Young, 2000; Ray, 2003),
financial and practical support with housing and transportation, and
respite care (Brown et al., 2003; Sloper, 1999; Sloper & Turner, 1992).

Children with disabilities face many obstacles to complete care,
including absence of appropriate referrals for associated problems such
as nutrition, dental health, mental health, and other services frequently
required by this population (Betz et al., 2004; Fox et al., 1993; Newacheck
et al., 1998). Betz and her colleagues report that the primary service
barrier for all services is a lack of information, a result found in other
studies (Brown et al.,, 2003; Diehl, Moffitt, & Wade, 1991; Garwick,
Kohrman, Wolman, & Blum, 1998; Walker, Epstein, Taylor, Crocker, &
Tuttle, 1989). Availability of needed services is the second most
frequently identified barrier (Betz et al., 2004). There is an uneven
distribution of services for children with special needs and their families
across Canada (Tan, Hollander, & Hayes, 2000). Provision and coverage
of health care and disability-related services are inconsistent and
sometimes inadequate in communities across the country (Canadian
Association for Community Living, nd).

Many parents experience difficulty finding out what services are
available, to understand the roles of each agency and their workers, to
know who to go to, and how to communicate their needs (Beresford,
1995; Sloper, 1999). Other families state that the knowledge of, or
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guidance from, health care providers regarding available services greatly
affected the services that they actually received (Brown et al., 2003). The
short-term nature of services is also a consistent complaint. Parents’
sense of control: to feel in control that they are of events and able to
obtain needed help for family and child is an important personal
resource (Frey et al., 1989). Parental burden and stress in interaction with
service providers may erode this sense of control (Beresford, 1995;
Farmer et al., 2004).
Implications for Practice

In order to reduce barriers both in the provider environment and in
families, a two-pronged approach is proposed. First, providers of service
need to develop a service environment conducive to collaboration
between providers and partnering with families. Second, all aspects of
family health literacy must be systematically enhanced within the
services delivered.

Inter-sectoral collaboration.

Historically, service providers and service agencies have assigned clients
according to their service domains and professional expertise (Short &
Talley, 1999). Client needs existing outside the sphere and expertise of
individual agencies or professionals often result in referrals or simply
did not get addressed. This traditional single-profession, single-setting
service delivery model perpetuates fragmented service conceptualization
and delivery (Short & Talley, 1999). Children with disabilities and their
families require interventions from many different services, such as
health, education, and social services, and frequently they experience a
lack of coordination between these various agencies that results in
confusion for, and increased demands upon, parents (Gordon et al., 1996;
Ray, 2002; Sloper & Turner, 1992).

Families report having greater difficulty with the system structure than
with the individual health professionals (Ray, 2002). Ray reported that
parents wished for a system “that treated their child as a whole person
rather than each discipline or service claiming a piece” (p. 428). Families
complain about gaps and overlaps in services and a lack of funding for
in-home care. Families identify a need for co-ordination and integration
of services. A key assumption underlying integrated health services for
children is that children’s needs transcend professional and agency
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boundaries (Short & Talley, 1999). Service integration has been defined
as “a process by which two or more entities establish linkages for the
purpose of improving outcomes for people” (Konrad, 1996, p.6), through
solving the problems of service fragmentation as well as the frequent
mismatch between the needs of children with disabilities and their
families, and available services (Kahn & Kamerman, 1992). The provision
of integrated services can only be achieved through partnerships among
families, professionals, and agencies (Bailey et al., 1998).

Because the issues facing both low-income families and families of
children with disabilities are rooted in an array of social, economic, and
political conditions that extend beyond the control of any one service
sector, government and community systems must collaborate to
coordinate programs. Collaborations are necessary when organizations
share a common purpose, and when that common purpose addresses a
meta-level problem (Chisholm, 1996) such as the health of children with
disabilities. Collaboration occurs when a group of autonomous
stakeholders, sharing a problem domain, interact using shared rules,
norms, and structures to address issues related to that domain (Harris,
Wise, Hawe, Finlay, & Nutbeam, 1995). In contrast to cooperation, where
organizations work together to achieve common day-to-day goals of
their organizations, collaboration leads to joint planning and intensive
changes in ways of working (Swann & Morgan, 1992). Inherent in
collaboration is the notion that the outcomes achieved are more effective,
efficient, and/or sustainable than what would have been achieved if
organizations were working alone (Browne et al, 1999; Browne &
Roberts, 2002; Huxham & Vangen, 2000; Lasker, Weiss, & Miller, 2001;
Organization for Economic Cooperation and Development, 2000).
Collaborations in the public sector have become more commonplace
(Gray & Wood, 1991; Healey, 1997; Jennings, 1998; Provan & Sebastian,
1998). They alleviate some of the tension between budgetary and policy
goals, and reduce the tendency of “policy-making by budget”
(Organization for Economic Cooperation and Development, 2000).
Decision-makers work with colleagues, not only to address their joint
policy goals, but also to save costs within their departments and across
the system as a whole. Researchers (Browne, Byrne, Roberts, Gafni, &
Whittaker, 2001, Browne, Roberts, Byrne, Gafni, Weir, & Majumdar,
2001; Organization for Economic Cooperation and Development, 2000)
have found that collaboration and integration of services for vulnerable
populations are more effective, efficient, and less costly than narrowly
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focused initiatives. Concerted efforts are required to create collaboration
across sectors with the goal of integrating services for families of
children with disabilities.

Health Literacy

Health literacy problems have increased as health professionals and
health care system providers expect individual patients to assume more
responsibility for their care at a time when the health system is
increasingly fragmented, complex, and specialized (Parker, 2000).
Typical approaches to delivery of service to families of children with
disabilities focus on teaching information about needs and services. This
is basic or functional health literacy (Boswell, Cannon, Aung, & Eldridge,
2004; Kickbusch, 2001; Parker, 2000; Ratzan, 2001; Tappe & Galer-Unti,
2001). Indeed, parents who receive information about their child’s
disability are better adjusted emotionally and manage to access more
services for their child (Pain, 1999). However, a complete skill-set in
health literacy must include more than basic knowledge skills (reading
and writing) (Nutbeam, 2000).

Communicative or interactive literacy (Nutbeam, 2000) includes
knowledge of cooperative communication approaches and problem
solving (Drummond, Fleming, McDonald, & Kysela, 2005). This level of
health literacy can be used to actively participate in everyday activities,
to extract information and derive meaning from different forms of
communication, and to apply new information to changing
circumstances. Critical literacy (Nutbeam, 2000) includes even more
advanced cognitive skills like cooperative advocacy and mediation. The
ability to critically analyze and use information to exert greater control
over life events and situations is developed. These three levels of health
literacy (functional, interactive, and critical) progressively allow for
increased autonomy and individual empowerment. Individuals with
only skills in reading and writing will have less developed skills to act
upon information received. Using interactive and critical literacy skills to
work effectively with service providers can be very empowering for
parents (Fine & Gardner, 1994). Empowered families experience less
stress (McCubbin & McCubbin, 1988) and are able to maneuver within
the system to shorten waiting times for services for their children
(Feldman, Champagne, Korner-Bitensky, & Meshefedijians , 2002).
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Over the years, the writers have developed and tested approaches that
address both interactive and critical literacy. These include family-
centered assessment and planning approach (McDonald et al., 1997), and
cooperative family learning (Drummond et al,, 2005). What has been
missing for the client who has access to these approaches is service
collaboration directed at service integration for families of children with
disabilities. To combine the inter-sectoral collaboration that focuses on
service integration with health literacy approaches, we propose the use
of supportive brokerage and active outreach. These approaches include
the following practices: family-centered assessment and planning that
focus on strengths as well as needs; relevant information including
community resource referral with names of responsive contact persons;
skill training including cooperative communication, problem solving,
mediating, and advocacy; consistent follow-up with families to ensure that
child and family goals are met; and collaborative relationships between the
community-based services linked-to by families.

Parents believe that, with coordination, improved consistency, a family-
centered approach and access to information, they could focus their time
and energy on looking after their child with a disability and minimize
the effect of having a child with a disability on the rest of the family
(Ray, 2002). While the principles of family-centered care have been well
documented in the literature (Garwick et al., 1998), families reported that
these were exactly the principles they found lacking in the systems (Ray,
2002). Family-centered service (FCS) emphasizes a partnership between
parents and service providers, focuses on the family’s role in decision-
making about their child, and recognizes parents as experts on their
child’s needs (Rosenbaum, King, Law, King, & Evans, 1998). To deliver
FCS, service providers must collaborate with families about assessment
and treatment of children, listen to families and identify family needs,
provide individualized services, encourage participation of all family
members, and provide clear, ongoing communication with families
(Rosenbaum et al., 1998). The goals and needs of families change over
time and service providers need to be responsive to these changes. Thus,
family-centered services associated with supportive brokerage and active
outreach are not static one-time service initiatives, but are ongoing
processes between service providers and families as equal partners.
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