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CHILDREN WITH DISABILITIES IN ONTARIO: A PROFILE OF CHILDREN’S SERVICES

PART 2: PERCEPTIONS ABOUT FAMILY-CENTRED SERVICE DELIVERY
FOR CHILDREN WITH DISABILITIES

OVERVIEW TO THE SURVEY REPORT

How Will the Survey Thisdocument is Part 2 of athree-part report on an Ontario-wide survey

Data Be Reported? about family-centred serviceddlivery, whichwasconductedin 1999. The
Introduction and Methodol ogy sections of this Part 2 contain some of the
same information that was presented in Part 1. It isrepeated here (with
slight modifications and additions) to place the survey datain context. In
the Introduction we expand upon the definition of family-centred service
(FCS) and what isinvolved in providing servicesin thismanner. Within
the Methodology section, we have added information on the
representativeness of the sample of service providers, and on the
involvement of the participating organizations. Readerswho arefamiliar
with Part 1 may wish to skim through these two sections.

The contents of the three parts of the survey’s report are as follows:

Part 1: C a description of the methods used for the survey
(distributed in January, 2000) C characteristics of children with disabilities and their families
C a description of services currently provided to children with
disabilities and their families
Part 2: C descriptions of service providers and the centres/organizations
(the current document) providing services to children with disabilities
C information about families' and service providers' beliefs about
participation in family-centred service
C information about barriers to implementing family-centred
service, as perceived by service providers and CEOs
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C perceptionsof servicesprovided, from the perspective of families
and service providers, including changes since the early 1990s

C parents judgments about satisfaction with care
Part 3: C information about what type of factors are associated with
(planned for October, 2000) parents perceptions of family-centred service and their

satisfaction with services

INTRODUCTION TO THE SURVEY

What is Family-Centred The nature of service delivery for children with disabilities and of the
Service Delivery? parent-service provider relationship have changed dramatically over the
past 20 years. In contrast to the traditional professional-directed style of
child-centred care, thereisanew approach, referred to as Family-Centred
Service (FCS). FCSisaphilosophy and method of service delivery for
children and parentswhich emphasizesapartnership between parentsand
service providers, focuses on the family’ srole in decision-making about
their child, and recognizes parents as the experts on their child’s status
and needs(Hostler, 1994; Rosenbaum, King, Law, King, & Evans, 1998).
The guiding principles of family-centred service include:
Each family should have the opportunity to decide the level of
involvement they wish in decision-making for their child.

C Parents should have ultimate responsibility for the care of their
children.

C Each family member should be treated with respect (as
individuals).

C The needs of al family members should be considered.

C The involvement of all family members should be encouraged

(Rosenbaum et al., 1998).

What Role Do Service  Todeliver servicesconsistent with the guiding principlesof FCS, service

Providers Have in providers exhibit particular behaviours that respect and support families
Family-Centred and enhance their partnership with families. These behaviours generally
Service? include, but are not limited to: collaboration with families about

assessment and treatment of children; listening tofamiliesandidentifying
their needs, provision of individualized services, encouraging
participation by all family members; clear, ongoing communication with
families; and resolution of differences through negotiation (Rosenbaum
et a., 1998). (See Appendix 1 for more information about principles of
FCS and service provider behaviours.)

How Is Family-Centred The goals and needs of families change over time and service providers
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Service a Dynamic need to beresponsiveto these changes (Viscardis, 1998). FCS, therefore,

Process? isnot astatic, one-time serviceinitiative, but adynamic process between
families and service providers as equal partners (King, Law, King, &
Rosenbaum, 1998; Rosenbaum et al., 1998). Likewise, service providers
need educational, financial and timesupportsfrom administratorsto carry
out family-centred service deivery (Winton & Crais, 1996).
Administrators and managers provide the context in which FCS is
conducted.

Why Examine Service  In the early 1990s, CanChild Centre for Childhood Disability Research

Delivery for Children  conducted surveys of families and service providers to gain increased

with Disabilities in understanding about FCS and to monitor its implementation in Ontario.

Ontario? We found that FCS was widely supported but that certain aspects of this
approach were more difficult to implement. These chalenging areas
included providing information to parents, being flexible, coordinating
services, responding appropriately to needs, and individualizing service
(King et al., 1998).

Because of the changes that have occurred in children’s rehabilitation
services over the past several years, we thought it would be useful to
conduct another survey of servicesfor children with disabilitiesand their
families across Ontario. The purpose of this survey was to gain
knowledge about services provided and perceptions of these services
from several perspectives. Were-examined how servicesare provided to
children with disabilities and their families, using data collected
concurrently from those involved in family-centred service delivery:
parents, service providers, and CEOs/managers of organizations in
Ontario which provide rehabilitation services.

Who Conducted this ~ Thissurvey was conducted by CanChild Centrefor Childhood Disability

Survey? Research at McMaster University. CanChild is a health system-linked
research unit funded since 1989 by the Ontario Ministry of Health, with
a formal partnership with the Ontario Association of Children's
Rehabilitation Services (OACRS) and its 19 children’s rehabilitation
centres across the province. CanChild has been actively involved in
family-centred service research in collaboration with OACRS. OACRS
Iscommitted to the philosophy and implementation of FCS and many of
the centres have made changes in their approaches to services with
children over the past several years. In the past two years, CanChild has
also begun more interactions with Community Care Access Centres
(CCACs), which organize and manage services such asthe School Health
Support Services Program for children with disabilities.
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METHODOLOGY (WHAT WAS DONE)

How Were Thiscross-sectional survey involved parentsof childrenwith disabilities,
Organizations and service providers, and executive directors or managers of children’s
Survey Participants rehabilitation services. Twenty-two centres/organizations were invited
Identified? to participate in this survey, and 16 were able to do so at the time.

Organizations participating in the survey included ten OACRS centres
and six CCACs. These agencies are the two major providers of
rehabilitation services for children with disabilities and their familiesin
Ontario, and were selected to represent both urban and rural centres and
all regions acrossthe province of Ontario to ensure representativeness of
the sample. (See Acknowledgements at end of report for alisting of the
participating organizations.)

Parents were randomly selected from those currently receiving services
from each participating organization. Parentsof children of all agesand
diagnoses served by these agencies were eligible. The only exclusion
criterion was the inability of parents to respond to English-language
questionnaires. Parentswerefirst contacted through amailing fromtheir
organization. This mailing included a letter from the researchers
describing the study, accompanied by a letter from their centre
introducing the research group to the parents. A questionnaire package
was then mailed from CanChild directly to those parents who consented
to participate.

All service providersinvolved in the provision of rehabilitation services
to children with disabilities were €eligible to participate. Since the
centre/agency had agreed to participate on behalf of its staff, a package
prepared by CanChild was sent to randomly selected service providers
via each centre’s mail system. This package included a covering letter
explaining the study and the questionnaires, and was returned directly to

CanChild.
What Information Was  The study was reviewed and approved by the Research Ethics Board at
Collected? McMaster University. Data were collected from February through
September, 1999.

Parents were sent a package of materials requesting information about
their child with adisability, the nature of servicesreceived, their beliefs
about participating in family-centred service, their perceptions of service
delivery, and their judgments about satisfaction with care.

Service providers completed a package that included the same
guestionnaire on beliefs about family-centred service that parents
completed, a measure of their perceptions of their own family-centred
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behaviours, and a demographic form.

CEOs/managers compl eted aquestionnaire requesting information about
key structural features of their organizations, clients and service
providers. This form was developed by the research team and asked
guestions such as the number of clients served, the nature of services
provided, amount of information and/or services provided, global
budgets, and changes in any of these features in the past five years.
CEOs/managersal so compl eted the questionnaire on beliefsabout family-
centred service.

Details about the measures used in this survey are provided in Appendix

2 of thisreport.
What Procedures Were The sample size was based on previous studies and was large enough to
Used to Obtain a provide meaningful dataacrossthe province and individualized feedback
Representative to each participating organization. Our goal was to have 30-40 parents
Sample? and aminimum of 20 service providersfor each centre/agency. For those

centreswith a staff of 60 or less, 20 randomly selected service providers
were sent a questionnaire package. Larger centres (i.e.,, > 60 staff)
randomly selected 33% of their staff to receive the package.

Since we used arandom sample of parents, these participants are likely
representativeof familiesreceiving children’ srehabilitation servicesfrom
the participating organizations. We cannot conclude that the sample is
representativeof all familiesof childrenwith disabilitiesas somemay not
be receiving services. We do, however, have reason to believe that the
majority of children with aprimary health or devel opment problem such
ascerebral palsy, retardation, asyndrome, spinabifida, or acquired brain
injury arereceiving services, so thissampleislikely to be representative
for those groups. This may not be the case for children with
developmental delay, communication disorder, autism/pervasive
developmental disorder, developmental coordination disorder, or muscle
disease. Thiscould be because these children do not alwaysor primarily
receive services from OACRS centres or CCACs, the nature of services
they receive may vary across the province, and there is a small sample
size for some of these conditions.

As will be seen in Section B of this report, the service providers who
responded to this survey represent arange of disciplineswith avariety of
experiences in service delivery. These respondents characterize the
constellation of service providerstypically found in these organizations
in Ontario.

Who Was Involved? From the 641 consenting parents, 494 questionnaires were returned and
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anaysed. Standard follow-up procedures were used to ensure an
adequate return rate of 77%. Part 1 of this report (dated January, 2000)
provided information about the children, parents and families who
participated, and the services they receive.

From the 411 service providers who were sent survey packages, 324
guestionnaires were returned and analyzed for a return rate of 79%.
Standard follow-up procedures were also used. Of the 16 participating
organizations, 15 completed questionnaires from CEOs/managers were
received for aresponse rate of 94%. Details about the service providers
and organizations are contained in this Part 2 of the survey’s report.

WHAT HAVE WE LEARNED?

Background Note We report on the data gathered from multiple perspectives; i.e, from

About the Data: CEQOs, service providers and parents. Because of the volume of
information, ‘what have we learned’ is presented in several sections as
outlined below:

Section A:  Background Information about the Organizations
Section B: Background Information about the Service Providers
Section C: Beliefs about Participating in Family-Centred Service
Delivery (Datafrom service providers and parents)
SectionD:  Perceptions of Systemic and Personal Barriersto
Implementing Family-Centred Service (Datafromservice
providers and CEQs)
Section E: Perceptions about the Process of Family-Centred Service
Delivery (Datafrom service providers and parents)
Section F: Judgments of Satisfaction with Services
(Data from parents)

The information for sections C-F was measured by various instruments
which are described briefly at the beginning of each section and also
detailed in Appendix 2. The material presented in these sectionsfollows
what wethink isalogical progression. Wefirst report information about
the respondents’ beliefs and attitudes about FCS. Next we present what
we have learned about the experience of either receiving (parents) or
providing (service providers) FCS. In the last section we report the
findings concerning parental satisfaction with the services they are
currently receiving from the organizations involved in this survey.

The findings from this survey are presented in both text and table form.
Wegeneradly report on thetotal sample of service providers (N=324) and
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parents (N=494), but for some sections we report on subgroups and
provide the number of participants (“n”) for these categories. Note that
the background information on parents was reported in the Part 1
document.

A. About the Organizations

What Information Did  Datawere received from 15 of the 16 organizations participating in this

the Organizations survey. These data allow us to describe the organizations general

Provide? characteristicsandtoidentify features of how they operatethat arerel ated
to family-centredness of service delivery.

What ‘Size’ Are these  The organizations can be classified into three categories (small, medium,

Organizations? or large). Several factorsweretakeninto considerationwhen determining
‘size”, but because of the variations within these factors, the
categorization was based primarily on the population of the catchment
areawith the annual budget asasecondary consideration. Populations of
catchment areas ranged from 104,000 to over 2.5 million people. CEOs
were provided on the survey form with four choices on budget amount;
these ranged from < $1 million to > $5 million.

There are four organizations that are considered large. These are
organizations with catchment popul ations over one million and budgets
greater than $5 million.

Four organizations are classified as medium in size. They have
catchment populations ranging from 350,000 to 550,000. Similar to the
larger organizations, most of these organizations (3 out of 4) have
budgets greater than $5 million.

There are seven organizations classified as small. The population
catchment arearanges from 104,000 to 200,000 people. The budgetsare
more variable than the medium or large organizations - three
organizations have budgets > $5 million; one is between $2.1 to 5
million; and three are between $1-2 million.,

What Is the Nature of ~ Therewereseveral questionsonthe CEOS' survey formthat relatedtothe

Family-centredness in  family-centredness of these service delivery organizations and changes

these Organizations?  in FCS that may have been implemented in the past five years. These
data are summarized below. The number of organizations and the
percentages (%) are based on data from 15 organizations:
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Does Organizational
Size Affect Family-
Centred Culture?

© 2000, CanChild Centre for Childhood Disability Research

McMaster University, Hamilton, ON

< 12 (80.0%) have formally adopted a family-centred approach to
service delivery

< 8 (53.3%) havesomeone at their organization who provides
guidance and leadership in implementing FCS

< 10 (66.7%) have implemented FCS strategies

< 9 (60.0%) have shared their FCSimplementation strategies with
other organizations

< 10 (66.7%)  have requested information from other organizations on
their FCS implementation strategies

< 10 (66.7%) have provided or taken part in workshops or other
activities to educate staff and/or families about FCS

< 10 (66.7%)  provideinformation about FCS serviceto families

< 10 (66.7%) have aresource centre or library for parents and clients

We examined these features and identified to what extent they are
Ccommon across organizations. It is clear that there are ten organizations
(66.7%) who have formally adopted FCS and have created a cohesive
family-centred culturewithin their organization. Theseten organizations
have provided training workshops for staff, and have made severa
changes in how they operate in a more family-centred way. These
changes include: intake procedures, handling of waiting lists, parent
involvement in goal setting, parents involvement in meetings,
information provided to parents about the organization of services,
communication with parents, and user-friendly reports written for and
accessibleto parents. Nine of the ten organizations also have aresource
centre, have changed the amount of information they provideto families,
and have requested information from other organizations about family-
centred strategies. Eight of the ten organizations have someone to lead
or champion FCSimplementation, have shared strategieswith othersand
have provided information to families about FCS.

Analysisof thesize of the organizations (small, medium, or large) and its
relationship with the family-centredness of the organizations was not
statistically significant. This meansthat the family-centred culture of an
organization is not affected by its size.

Later in this report, we present observations and comment about the
relationship between a family-centred culture within the organizations
(based on the information provided by CEOs), and parents' and service
providers perceptions of their experiences with FCS.

Children with Disabilitiesin Ontario
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In summary, these data tell us that:

g the organizations participating in this survey were varied
in size (i.e., catchment population and budget)

g thereisa high level of managerial endorsement of FCS
principles

g most organizations (67%) foster a family-centred climate

through various strategies and practices (including
training of staff, enabling families to be more involved
and informed about their child’'s care and the services
available)

g size does not affect an organization’s ability to be family-
centred

B. About the Service Providers

What Are the Features As can be seen in Table 1, the service providers represented one of 19

of the Service Provider primary areas of work (disciplines). The most frequently represented

Respondents? disciplines were occupational therapy (24.4%), speech language
pathology (19.1%) and physiotherapy (18.5%). Thisis consistent with
data provided by parents (as reported in Part 1) that their children
received occupational therapy, speech therapy and physical therapy most
frequently of all services provided. It also concurswith the report, Role
Review of Children’s Treatment Centres (ARA, 1999) which identified
these as the three core services.

Most service providers (82.1%) described their primary role as one of
service provision (i.e., direct care of children and/or their families).
Service providers performed a variety of service activities with direct
therapeutic services (88.9%), and consultation (82.4%) being the most
prominent. Most service providers engaged in more than one type of
service activity. The majority (66.7%) were employed full time.

Table 1

About the Service Providers
(N = 324)

(Values are %)
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Primary Area of Work

Work Status

Audiology ........... . 0.3
Augmentative communication ................ 34
Developmental pediatrics/Pediatrician .......... 1.2
Early childhood education ................... 0.6
NUMSING . .o e e e 5.6
Nutrition . ....... .o 31
Occupational therapy . ..................... 24.4
Orthoticg/Prosthetics . ...................... 0.6
Parent support services . .. ... 0.3
Physiotherapy ........... ... .. ... oL 185
Psychology/Psychometry .................... 15
Recreational therapy .. ...................... 12
Rehabilitation engineering . .................. 0.9
Service coordination/Case management . ........ 6.5
Sociadwork . ...... .. 49
Speech-language pathology . ................ 19.1
Technology acCess .. .....coviiiiinenenn... 0.3
Transitionservices ... 0.3
Other . ... 4.6
MiSSING . ..o 25
Position Description
Clinical specialist* ............ ... .. n.. 4.3
Clinical/Programmanager ................... 6.8
Serviceprovider ........... i 82.1
Other ... 6.2
MISSING . oot 0.6
Types of Services Provided
(Respondent could choose more than one)
Consultation .............coiiiiiii.,. 824
Directservice ..., 88.9
Education (of parents/families) .............. 76.9
Education (of service providers) ............. 58.3
Management . ........... ... .. . .. 210
Programdevelopment . ..................... 49.1
Servicecoordination .. .......... ... ... ..., 28.1
Other ... 8.0

Full-time........ ... 66.7
Part-time . ....... .. 33.0
MISSING . oot 0.3
Number of Clients Seen in a Month
(For Full-Time Service Providers)
1-25clients. ... 255
26-50clients . ........ o 31.0
Bl-75clients . ... 14.8
76-100clients .........c i 14.8
S100clients ... 7.9
MISSING . .ot 6.0
Experience in Pediatric Rehabilitation
SAYEA 9.2
101-5years ... 253
501-10years ......ooviii 26.1
10.01-15years . ...oviii e 17.3
1501-20y€ars ..o 11.3
>2001Y€aS ..ot 7.2
MISSING ..o e 31
Number of Years at Organization
SAyEa e 145
101-5years ... 28.5
501-10years .....oviii e 28.6
10.01-15years ..ot 185
15.01-20y€arsS ..o i 7.2
> 20 YEaAIS . 21
MISSING . .ot 0.6

Y S ot 61.4
NO. ... 36.4
MISSING ..o 2.2

* Defined in questionnaire by examples provided: “clinical researcher, education liaison, coordinator, etc.”.
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What Experience and  Most service providers (61.9%) have had more than five years of

Training Do Service professional practicein pediatric rehabilitation, but their experiencelevel

Providers Have? ranged from lessthan one year to more than thirty years of practice. Over
56% of service providers had been employed in their current jobs for
longer than five years. Most service providers see a substantial number
of clients per month: approximately /3 of them see 26-50 clients while
over /3 see more than 50 clients per month. A further breakdown of the
number of clients seen by discipline (see table in Appendix 3) indicates
much variability both within and between disciplines. Over 60% of
serviceprovidershad received training or educationin methodsof family-
centred service provision.

Commentary Specific expertise in pediatric rehabilitation has been shown to be
important on many levelsof servicedelivery for children with disabilities
and their families. This expertise helps to ensure that service providers
areworking effectively with children and families; areableto draw onthe
skillsand expertise of colleagues; and are reducing variation, waste, and
duplication of resources (Lane & Ross, 1998; Berger Rainville, Cermak,
& Murray, 1996; Tanenbaum, 1999). Furthermore, such expertise
ensures that the services provided are cost effective (Borbasi, 1999).
Specific competenciesare al so important in interacting with children and
families. Such skillsinclude effective communication; understanding the
importance of parent-child interaction and the caregiving environment;
and helping parents provide an environment that supports the
development of the child (Case-Smith, 1994).

In summary, the data in Table 1 tell us that:

g service providers from 19 different disciplines completed
the survey, with the highest percentage of them being
occupational therapists, speech language pathol ogists or

physiotherapists
g most service providers are employed full time
g most respondents have considerable experiencein service

delivery both in terms of number of clientsseen on a
regular basis and yearsin the pediatric rehabilitation field

g while many service providers (61%) were educated in
family-centred service provision, thereisroom for more
trainingin FCS
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C. About Beliefs about Participating in Family-Centred Service Delivery

How Were Beliefs about Parentsand service providers completed aquestionnaire on beliefs about

Participating in Participatingin a Family-Centred Approach to Service. (Full details
Family-Centred Service and reference information on this measure are provided in Appendix 2.)
Assessed? This measure contains 28 statements about beliefs or attitudes towards

family-centred service. These statements are conceptually and
statistically grouped into five areas, yielding the scales outlined below.

Participating in a Family-Centred Approach to Service

Scale Name Example of an Item
Beliefs about Positive A FCS approach will be more beneficial to
Outcomes from FCS children than atraditional approach to service
delivery.

Beliefs about the Practical Compared to traditional practice, family-centred
Feasibility of Implementing service will increase the work of service

FCS providers.*

Beliefs about Negative In a FCS approach, service providers will
Outcomes for Service be unsure how to share roles with families.*
Providers

Beliefs about Self-efficacyto | am confident that | am able to work

Implement FCS with othersin afamily-centred way.

Beliefs about FCS It isimportant for family members to feel

Principles that they are treated with respect by service
providers.

* Note that some items were “reverse scored”.

Respondentsrated the extent to which they agreed or disagreed with each
statement using a 7-point equal interval scale. A rating of 1 indicates
“strongly disagree” and a 7 indicates “strongly agree”. For each of the
five scales, a score is calculated as the average of all the items in that
scale. A higher score indicates stronger (“more positive’) beliefs
regarding FCS conceptsand issuesinimplementation. Beliefsdatafrom
parents and service providers are presented in Table 2.

Note: In some of thetablesthat follow, we present the mean, median, and/or
standard deviation. The mean (M) is the average score, the median is the
mid-point, and the standard deviation (SD) is a measure of variability.
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What Were Parents’ Parents’ scores indicated that they held the strongest beliefs about FCS

Beliefs about Family- ~ Principles (M = 6.05) and Self-efficacy to Implement FCS (M = 5.94).

Centred Service? The average score (M = 4.36) for the Feasibility of Implementing FCS
scale indicates that parents acknowledge the existence of barriers.

What Were Service Service providers exhibited the strongest beliefs about Self-efficacy to

Providers’ Beliefs about Implement FCS(M = 5.99) and FCSPrinciples (M =5.94). Their scores

Family-Centred Service? on the Feasibility of Implementing FCS(M = 4.37), indicates that they
believe that barriers to implementation of FCS do exist.

Table 2
Beliefs about Participating in a Family-Centred Approach to Service

Data from Parents (N = 494) and Service Providers (N = 324)

Scale n* Mean Median SD**
Beliefs about Positive Parent 482 571 571 0.80
OULCOMES FIOM F S Lo
Service Provider 322 5.76 5.86 0.78
Beliefs about the Parent 481 4.36 4.29 0.62
FaSi ity OF 1Dl Mg
FCS Service Provider 322 4.37 4.43 0.65
Beliefs about Negative Parent 481 5.07 5.20 1.24
OULCOMES FOr SEIVICE e e
Providers Service Provider 322 5.77 5.80 0.88
Beliefs about Self-efficacy Parent 480 5.94 6.00 1.00
- S e e e S
Service Provider 321 5.99 6.00 0.81
Beliefs about FCS Parent 482 6.05 6.20 0.71
PHNGIPIES
Service Provider 321 5.94 6.00 0.71

* The“n” varies due to missing data.
** I = Standard deviation.

How Do the Beliefs of  Parents and service providers expressed generally positive beliefs about

Parents and Service family-centred service as a method of service delivery. Both groups

Providers Compare?  highly endorsed beliefs about Self-efficacy to Implement FCSand FCS
Principles. Both groups responded similarly on each of the five scales
about beliefsin FCS. There was one exception to this pattern. Service
providersbelieved more strongly about there being negative outcomes of
FCSfor service providers (M = 5.77) than did parents (M = 5.07). This
difference was statistically significant (p <.000).

Commentary: Service providers may have agreed more strongly with statements about
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Do Beliefs about
Family-Centred
Service Differ
by Discipline?

the potential negative outcomes of FCS for service providers because
they are more aware of these outcomes than are parents.

Service providers are not a homogenous group; they differ in their
training, skills, focus and areas of responsibility, and may hold different
beliefs about FCS. Thus, the five belief scale scores were examined
further for those primary areas of work (discipline) with the highest
number of respondents. These included occupational therapists (n=78),
speech-language pathologists (n=61), physiotherapists (n=60), service
coordinators (n=21), nurses (n=18), and social workers (n=16).

Table 3

Beliefs about Participating in Family-Centred Service Delivery

Service Providers’ Data from Most Frequently Represented Disciplines (N = 324)

Mean for Each Scale
Beliefs about . . .

. % of . .

Service* : :
n Total Positive Practical Negative i Self-efficacy FCS

N Outcomes | Feasibility of | Outcomes i tolmplement i Principles
from FCS { Implementin { for Service FCS :
: g FCS i Providers
oT 78 24.1 5.82 4.25 5.67 5.86 5.86
SLP 61 18.8 5.59 4.33 5.79 5.92 5.79
PT 60 185 5.50 4.29 5.75 5.87 6.00
ServCoord/ 21 6.5 6.19 4.48 5.76 5.79 5.90
CaseMgmt

Nursing 18 5.6 5.80 4.10 5.44 6.01 6.14
Social work 16 49 6.33 4.75 6.01 6.55 6.45

* OT = Occupational therapy; SLP = Speech-language pathology; PT = Physiotherapy; ServCoord/CaseMgmt = Service
coordination/Case management.
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Table 3 shows that the responses of service providers from all six
disciplines were very positive. However, these professionals differed
significantly on thefollowing three scales: Positive OutcomesfromFCS,
Practical Feasibility of Implementing FCS, and FCSPrinciples (p <.05).
The mean scale scores ranged from 5.50 to 6.33 for Positive Outcomes,
from 4.10 to 4.75 for Practical Feasibility of Implementing FCS, and
from 5.79 to 6.45 for FCSPrinciples.

Social workers, followed by service coordinators, believed more
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strongly in positive Commentary
outcomes of FCS as
well as with existence
of fewer barriers to
FCS. Social workers
and nurses indicated
the strongest agreement
among the six
disciplines with
principles of family-
centred service.

The strong
identification by socid
workers, service
coordinatorsand nurses
with these aspects of
family-centred service
delivery is likely
reflective of the service
roles these
professionals play with
families. These
professionals work
closely with the entire
family and are
frequently called upon
to help identify and
access services for
families and advocate
for their needs.

In summary, the data in Tables 2 and 3 tell us that:

g both parents and service providers believed strongly in the
utility of family-centred service
g both parents and service providers held similarly stronger

beliefs about principles of FCS and about their self-
efficacy to implement FCS than about other aspects of
FCS

g not surprisingly, parents and service providersdifferedin
their beliefs about the negative outcomes of FCS, with
service providers holding stronger beliefs
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D. About Perceptions of Systemic and Personal Barriers
to Implementing Family-Centred Service

What Factors Are Although the Participating in a Family-Centred Approach to Service
Perceived as questionnaire contained a scale (with 7 items) about the practical
Challenges to feasibility of implementing FCS, service providers and CEOs were also
Implementing Family-  asked to respond to 12 separate statements about barrierstoimplementing
Centred Service? FCS. These 12 statements described types of significant challenges to

FCS and were used to capture specific information about the types of
systemic and personal barriers that service providers and CEOs may
encounter.

In this context, a barrier isareal or perceived attitude, skill or resource
that may help or hinder the effectiveness of family-centred service
provision. The statementsabout barrierswerefoundintheliterature (e.g.,
Law, Brown, Barnes, King, Rosenbaum, & King, 1997; Rosin, 1996), and
modified with permission from a survey developed at Thames Valley
Children’s Centre in London (King, Gilpin, Siess, Laurindo, Wighton,
Harris, Duncan, & Enright, 1997).

Respondents rated each statement about a barrier on a 1 to 7 equal
interval scale with 1 being defined as “strongly disagree” and 7 as
“strongly agree”. We examined each statement separately so the ratings
are not combined into atotal score. The datawereportin Table4 arethe
percentages of respondentswho used thetop two categories of agreement
(i.e rated astatement asa 6 or 7).

As can be seen in Table 4, the highest percentage of respondents
indicated three primary barriers to providing family-centred service:
limited time resources, limited human resources, and limited financial
resources. For both the service provider and CEO groups, these three
barriers were perceived by more respondents as challenges. Lack of
support and direction from management and lack of guidance and advice
around family-centred issues had the next highest percentage of
agreement by respondents who were service providers. For CEOs, the
barrier with the next highest percentage of agreement was lack of
guidance and advice around family-centred issues. Respondentsdid not
find most of the 12 statementsto be challengesto implementing FCS (as
indicated by therelatively low percentages). However, barriersabout the
system in which family-centred service is delivered (e.g., limited
resources, lack of support) were more prominent than barriers related to
individuals (e.g., skills, confidence).
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Table 4

Perceived Challenges to Implementing Family-Centred Service

Number (%) of
Respondents Indicating
Strong Agreement*
Statement
Service CEOs

Providers (N = 15)

(N = 324)
Limited time resources 197 (60.8) 5 (334
Limited human resources 163 (503) i 4 (267)
Limited financial resources 161 (497) ¢ 4 (267)
Lack of support and direction from 87 (26.9) 1 (6.7)
management :
Lack of guidance and advice around family- 74 (22.8) 2 (133
centred issues :
Lack of knowledge 52 (160)i 1 (67
Lack of skills 50 (154 i 1 (67)
Low priority interms of my role at the 36 (111 1 (6.7)
organization :
Not having the confidence to provide family- 35 (10.8) 1 (6.7)
centred service :
Co-workers' negative attitudes about the 28 (8.6) 1 (6.7)
importance of family-centred service :
Lack of interest in family-centred service on 25 (7.7) 0 (0.0)
the part of co-workers i
Lack of personal interest 23 (7.0 1 (6.7)

* “Strong Agreement” means responding with either 6 or 7 on a 7-point response scale where
7 ="Strongly Agree”.

Table 4 also shows that respondents thought that personal interest,
knowledge, skills or confidence in carrying out family-centred service
were much less likely to be barriers (only 7.1-16.0% of respondents
indicated agreement with these barriers). What isinteresting here are the
perceptions of respondents about the self-efficacy of service providersto
providefamily-centred services. Service providersbelieveintheir ability
to conduct family-centred service and do not view alack of knowledge,
skills or confidence asmgjor barriers. CEOs also believein the abilities
of service providersto implement FCS.
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Finally, Table4 indicatesdifferencesintherelative strength of thebeliefs
held by service providers and CEOs. For example, 60.8% of service
providers compared with 33.4% of CEOs expressed strong agreement
with the statement about limited time as a barrier to family-centred
service. A similar pattern of amuch higher percentage of agreement by
service providersisnoted for limited human resources, limited financial
resources, lack of support and direction from management, and lack of
guidance and advice around family-centred issues. Thus, service
providers were more likely to perceive systemic barriers to the
implementation of FCS than were CEOs.

In summary, the data in Table 4 tell us that:

g the major barriersto implementing family-centred service
wer e seen as time resources, human resources, and
financial resources

g both groups of respondents perceived systemic barriers
(e.g., timeresources) to be more of a hindranceto FCS
than were personal barriers (e.g., confidence)

g service providers were more likely to endorse the presence
of system-level barriersthan were CEOs

E. About Perceptions of the Process of Family-Centred Service Delivery

How Were Parents’ Parental perceptions about FCS were assessed using the M easur e of
Perceptions about Processes of Care (MPOC). (Full details and reference information on
Service Delivery this measure are provided in Appendix 2.) The MPOC questionnaire
Assessed? was created severa years ago by members of CanChild to measure ‘the

extent to which’ parents experienced a variety of behaviours of service
providers that reflect the essential features of FCS. The 20 itemsin the
measure are aspects of care that parents had identified in earlier studies
to be behaviours of providers that they felt were important to decrease
(parental) stress and reduce worries (King, Rosenbaum, & King, 1995).

The items group together statistically and conceptually into five scales,
each reflecting aparticular concept or theme. Thefollowing providesthe
names of the scales and an example of an item from each scale:
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MPOC-20

Scale Name Example of an Item

To what extent do the people who work with

your child...
Enabling and Partnership ... provide opportunities for you to make
decisions about treatment?
Providing General ... have information available about your child’'s
Information disability (e.g., its causes, how it progresses,
future outlook)?
Providing Specific ... provide you with written information about
I nfor mation about the what your child is doing in therapy?
Child
Coordinated and ...look at the needs of your “whole” child (e.g.,
Comprehensive Care for at mental, emotional, and social needs)
the Child and Family instead of just at physical needs?
Respectful and Supportive ...treat you as an individual rather than asa
Care ‘typica’ parent of a child with a disability?

The response options for each item range from 1-7. Each option is
labeled; e.g., 1 = not at al; 4 = to amoderate extent; 7 = to avery great
extent. A scale score is the average of the item scores for that scale.
Thus each scale score can vary from 1.00 to 7.00, and has the same
meaning as the response option of the same value. Higher scale scores
reflect *better’ (more family-centred) services.

The MPOC used in earlier studies had 56 items and M POC-20, the
version used in the current survey, contains 20 of those same items.
Since changes were made in the labels for the response options on
MPOC-20, minor statistical adjustments were done to enable a fair
comparison between the information from the present study and what we
learned from studies in Ontario over the past few years. (Those
organizationsthat have used or currently are using M POC-56 may wish
to compare their data to the “adjusted”’ means in Table 5. Data in
Appendix 4 provide “unadjusted’” mean scores which can be used for
future comparisons to MPOC-20).

How Did Parents Asseenin Table 5, the mean scale scores ranged from 4.28t0 5.72. The

Perceive Services? overall pattern of scoresinthe current survey isquite high; however there
is a relatively lower score on the scale assessing Providing General
Information in contrast to the scores on the scales that measure
interpersonal behaviours of providers.
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How do Parents’

Perceptions Compare

with Data from an
Earlier Study?

How Were Service

Providers’ Perceptions

about Family-Centred
Service Assessed?

© 2000, CanChild Centre for Childhood Disability Research
McMaster University, Hamilton, ON

Parents in the current 1999 survey reported higher scores on the scales
assessing Enabling and Partnership and Providing Specific Information
about the Child, compared with a1992 CanChild study with 653 families
(shown as Previous - A dataset). In both the current and 1992 surveys,
Providing General Information had a lower mean score than the other
aspects of service delivery.

Table 5
Parents’ Perceptions about Service Delivery

MPOC-20 Scales Scores Compared with a Previous Data Set

Scale Data Set * n ** Mean Median | SD***
Enabling and Current 453 5.46 5.81 154
Partnership (B e e i
Previous- A 629 5.19 5.33 1.37
Providing General Current 422 4,28 4.40 177
IMFOMMALION o e
Previous- A 581 4.22 4.20 1.73
Providing Specific Current 458 5.54 5.74 1.46
IFOMMAHION BOUE e e e e
the Child Previous- A 638 5.10 5.33 1.59
Coordinated and Current 464 5.49 5.58 1.38
COMPIENENSIVE CAr e e e
for Child and Family | Previous- A 602 5.44 5.75 1.42
Respectful and Current 465 5.72 6.00 1.28
SUppOrtive Care | e i i
Previous- A 636 5.62 6.00 1.26

* Thedataset “Previous- A” was collected in 1992 as part of astudy to develop MPOC-56 and
included 653 parents, most of whom received services through 1 of 13 OACRS centres.

** The“n” varies due to missing data.

*** 3P = Standard deviation.

Recently members of CanChild have developed a measure of the self-
perceptions of service providers (known asthe M easur e of Processes of
Carefor ServiceProviders, or MPOC-SP) about the care and services
they provide. MPOC-SP isbased very closely upon theitemsand scales
of MPOC. Thiswasdone on the assumption that since M POC is meant
to assess what parents feel are the most important behaviours of service
providers, it is appropriate to assess ‘the extent to which’ service
providers feel able to do these behaviours. (See Appendix 2 for details
and reference.)

MPOC-SP ismade up of 27 items, each (like M POC) being abehaviour
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How Did Service
Providers Perceive

of aservice provider that reflects some aspect of service delivery that is
family-centred. These items group into four scales as follows (and an
example of each isincluded):

MPOC-SP

Scale Name Example of an Item

To what extent did you...

Showing Inter personal ... takethe time to establish rapport with
Sensitivity parents and children?

Providing General ... provide advice on how to get information
Information or to contact other parents (e.g., informing

parents of assistance programmes, or
counselling how to work with other
service providers)?

Communicating Specific ... provide parents with written information

Information about the Child about their child’s condition, progress or
treatment?

Treating People Respectfully ... trust parents asthe “experts’ on their
child?

Aswith MPOC, each item is scored from 1 to 7, and the scale score is
the average of the item scores for that scale. Thus each scale score can
vary from 1.00 (where none of the behaviours described by those items
is being performed by the respondent) to 7.00 (where everything
described hasbeen provided ‘ to avery great extent’). Higher scale scores
reflect ‘better’ (more family-centred) behaviours. No overall score is
computed.

The mean scale scoresranged from 4.68 t0 5.83, and overall arehigh. As
noted from the parents data, Providing General Information is done

Services? relatively less well than the other more interpersonal aspects of service
delivery.
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Table 6

Service Providers’ Perceptions about Service Delivery

MPOC-SP Scale Scores (N = 324)

Scale n* Mean Median SD**
Showing Interpersona Sensitivity 319 5.07 5.10 0.86
Providing Genera Information 306 4.68 4.80 1.30
Communicating Specific 298 5.50 5.67 1.10
Information about the Child

Treating People Respectfully 323 5.83 5.89 0.70

* The“n” varies due to missing data.
**3D = Standard deviation.

How Do Service We have someinformation about changesover timein serviceproviders
Providers’ Perceptions perceptions of how they have delivered services. In 1994, CanChild
Compare with Data conducted a mailed survey, involving all 20 rehabilitation centres in

from an Earlier Study? Ontario, asking service providers about the family-centredness of their
service delivery. Three hundred and nine service providers (areturn rate
of 54%) took part in this survey, representing a variety of disciplines
(including speech-language pathology, physiotherapy, occupational
therapy, early childhood education, and social work). The measure used
in this 1994 survey was the Family-Centered Program Rating Scale
(FamPRS; Murphy & Lee, 1991).

Although we used the M POC-SP inthe current survey, thetwo measures
can be compared on four aspects of family-centred service. Both
measures provide conceptually similar information about the following
behaviours of service providers: providing general information to
families, encouraging partnership and collaboration, respecting families,
and providing specific information about the child.

In 1994, the FamPRS findings indicated that service providers were
doing well in encouraging partnership and collaboration, respecting
families, and providing specific information about their child. The
provision of general information was a relatively weak area. In the
current survey, using M POC-SP, we see the same pattern of findings as
in 1994. Looking at Table 6, one can see that Treating People
Respectfully has the highest scale mean, followed by Communicating
Soecific Information about the Child. The lowest mean is for the scale
titled Providing General I nformation, although the mean of 4.68 indicates
that this is happening from a moderate to a fairly great extent. Service
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providerstherefore report that they feel they are doing well with respect
to the interpersonal aspects of service delivery and the provision of
relevant information to families on a one-on-one basis. The provision of
general information about the nature of disabilitiesand avail able services
inacommunity therefore continuesto betheareareported to beleast well
done but, again, thisis being done quite well.

Does Providers’ Earlier data(in Table 1 and on p. 11) indicated that service providers had

Experience Relate to  considerable experiencein service delivery for children with disabilities.

their Perceptions about We examined whether there was any relationship between years of

Service Delivery? experience in pediatric rehabilitation and their self-reported MPOC-SP
scalescores. Wefound that years of pediatric experience correlated with
the three MPOC-SP scales that are most closely associated with
interpersonal aspects of service delivery (Showing Interpersonal Sens-
itivity, Communicating Specific Information about the Child, and
Treating People Respectfully). The significant correlation coefficients
ranged from .14 to .32.

Commentary Werecognizethat years of experiencein the pediatric rehabilitation field
isclosely related to overall experience and age of respondents. However,
it seems likely that clinical maturity is an important aspect of people’s
comfort in providing services in a family-centred manner, as this
approach requiresflexibility and “ people” skillsthat may take moretime
to develop than the “technical” aspects of service providers' professions.

Does Organizational We examined whether perceptions of services varied by size of the

Size Affect Perceptions organizations which was described as small, medium or large (see p. 7).

of Services? For parents, there were no statistically significant differences among the
three sizes of organizationsfor any of the M POC-20 scales. For service
providers however, there was a significant difference for one of the
MPOC-SP scales, Providing General Information. The means for
serviceprovidersat small, mediumandlargeorganizationsare 4.43, 4.56,
and 5.10, respectively. This indicates that service providers at larger
facilities perceive that they/their organization are significantly better at
providing information to parents (e.g., about different concerns, how to
connect with others for information).

Does Organizational ~ Asyou will recall (from p. 8), there wereten organizationsin this survey

Culture Affect that fostered amorefamily-centred culturethrough various strategiesand
Percgptions of practices. We examined whether perceptions about services differed
Services? between these ten organizations and those that were judged to be less

family-centred. Findings indicate that these 10 more family-centred
organizations are perceived by both parents and service providersto be
significantly better in providing general and specific information.

Commentary Both parents and service providersreport that general information isthe
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aspect of service delivery that isbeing least well done. There appearsto
belittleoverall changewith respect to meeting families’ needsfor general
information over the past five years. Managers and administrative
decision makers could consider devoting more resourcesto the provision
of general information - an important area of need for parents of children
with disabilities. Managers and decision makers should also consider
what effective strategies for providing information could be developed
and implemented.

g

g

In summary, the data in Tables 5 and 6 tell us:

that family-centred service is highly valued by both

parents and service providers

how parents and service providers experience services.

* both parents and service providers indicate that the
following aspects of family-centred service are being
done well - Respectful and Supportive Care, Providing
Specific Information about the Child, and Enabling
and Partnership (Showing I nterpersonal Sensitivity)

e parentsand service providers also indicate that
aspects of providing family-centred service that are
influenced by system level issues, such as Providing
General Information, are not done as well

how perceptions have changed over time:

» data from parents demonstrate improvementsin the
following aspects of family-centred service - Enabling
and Partnership, and Providing Specific Information
about the Child

* serviceprovidersin 1994 and in 1999 report a similar
pattern with respect to the delivery of family-centred
services. they are doing well with respect to the
interpersonal aspects of service delivery, and in
providing specific, child-related information but less
well in providing general information to families

that organizations with a more family-centred culture are

better at providing general and specific information

that size of organization has no effect on parents

perceptions of services but service providers' at larger

organizations report they are significantly better at
providing general information
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F. About Judgments of Satisfaction with Services

How Was Parental This survey included a widely-used standardized measure of parents

Satisfaction with satisfaction with services, the Client Satisfaction Questionnaire (CSQ);

Services Assessed?  see Appendix 2 for detailsand reference). The CSQ containseight items
designed to assessarespondent’ soverall satisfaction with the program or
service being evaluated. Respondents indicated their degree of
satisfaction with the services using a4-point response scalewhich varied
from one question to another. A summed total score can range from 8 to
32. Higher scoresindicate greater satisfaction.

How Did Parents Judge Theoverall pattern of scoresshowed that parentsused virtually thewhole

their Satisfaction with  range of optionswhen answering the CSQ. Scoresranged from 11to 32.

Services? Asseenin Table 7 (first row of data), the mean CSQ score was 25.89.
The median score was 26, meaning half the scores were above thisvalue
and half below it. Thesedataindicatethat, on average, parentswere quite
satisfied with the servicesthey have received, but that some parentswere
very dissatisfied and some were highly satisfied. The data to be
examined and reported on in Part 3 of thissurvey’ sreport will help usto
understand better the determinants of satisfaction.

Table 7
Parents’ Satisfaction with Services

Compared with Previous Data Sets

Data Set (N)  Year n* Mean Median SD**
Current (494) ‘99 476 25.89 26 5.01
Previous- B (330) ‘03 330 27.20 28 4.47
Previous- C (164) @ '93/94 164 26.23 27 4.94
Previous-D (151) ‘94 149 28.70 31 417

* The“n” varies due to missing data.

**3D = Standard deviation.

The data sets used for comparison with the current survey are as follows:
Previous - B: This study was part of the work to develop and validate an earlier version of
MPOC. Parentswere recruited primarily through 13 OACRS centres.
Previous - C: Thiswas a cross-sectional study examining the relationship between parents
perceptions of caregiving (using MPOC-56) and their emotional well-being, stress and
satisfaction with services. Parents were recruited primarily through six OACRS centres.
Previous- D: Thiswasaquality assurance survey conducted in collaboration with aregional
program for children with cleft lip and palate.

How Do Judgments of = The pattern of scoresinthe current survey issimilar to, but slightly lower
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Satisfaction Compare  than, CSQ scores measured in earlier studiesin other programs provided

with Earlier Studies?  at OACRS centres and related developmental programsfor children with
specia needs. Asseenin Table 7, the mean scoresranged from 25.89 to
28.70. The highest mean score (M = 28.70) was noted in a 1993 study
assessing parental perceptions and experiences with aregional program
for children with cleft lip and palate. We had reason to believe that this
program was amodel of early intervention, provided services that could
be obtained (or at least well coordinated) from a single access point, and
was able to maintain long-term continuity of providers and programs.

Does Organizational There were ten organizationsin this survey who fostered amore family-

Culture Affect centred culture, reflected through use of various strategies and practices
Judgments of (seep. 8). We examined whether judgements about satisfaction differed
Satisfaction? between these ten organizations and those five which used fewer FCS

strategies and practices. Analysis showed a statisticaly significant
differencein parents’ judgmentsof sati sfaction between thesetwo groups
of organizations, although the actual differencein the satisfaction scores
isnot large (M = 26.38 for more family-centred culture group versus M
= 25.08 for less family-centred group).

In summary, the data in Table 7 tell us that:

g parentsin this survey are generally quite satisfied with
services, although some parents are very dissatisfied

g parents were slightly less satisfied compared with
previous data from similar and different programs of
services

g parents satisfaction was slightly higher in those
organizations with a more family-centred culture
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SUMMARY

This survey provides detailed information about the perceptions of
family-centred service delivery from the perspectives of parents of
children with disabilities, service providers, and CEOs of organizations
that provide children’s rehabilitation services. The data show that a
family-centred approach is endorsed and supported, and in genera is
being provided well.

In thislast section, we bring together what the datain all of thetablestell
us. Werefer to and build upon the conclusions previously stated. Then
we offer suggestions about how the findings will be useful to various
users of this information. These users would include receivers of the
services(childrenwith disabilities, their parentsand families), providers
of services (front-line service providers, and administrative decision
makers including managers and CEOs at centres/organizations), and
planner s of services (policy-makersin governmental agencies of health,
education, and community and social services).

What Do These Findings Tell Us?

The Findings about the g thereisa highlevel of managerial endorsement of FCSprinciples
Organizations TellUs g most organizations (67%) foster a family-centred climate through
that: various strategies and practices (such as training staff in FCS,
enabling families to be more involved and informed about their
child' s care and the services available)
g Szedoes not affect an organization’s ability to be family-centred

The Findings about g most service providers are employed full time

Service Providers’ g most respondents have considerable experience in service delivery
Characteristics Tell Us both in terms of number of clients seen on aregular basis and years
that: inthe pediatric rehabilitation field (with an average of 12.8 yearsin

practice and a range of 4 months to 40 years)
g whilemany serviceproviders(61%) wereeducated in family-centred
service provision, thereisroom for more training in FCS

The Findings about g both parents and service providers believed strongly in the utility of
Beliefs about family-centred service

Participating in Family- g both parents and service providers held similarly stronger beliefs
Centred Service Tell Us about principles of FCS and about their self-efficacy to implement
that: FCSthan about other aspects of FCS
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g nhot surprisingly, parents and service providers differed in their
beliefs about the negative outcomes of FCS, with service providers
holding stronger beliefs

The Findings about g themajor barrierstoimplementing family-centred service were seen
Barriers to as time resources, human resources, and financial resources
Implementing Family- g both service providers and CEOs perceived systemic barriers (e.g.,
Centred Service Tell Us time resour ces) to be more of a hindranceto FCSthan wer e personal
that: barriers (e.g., confidence)
g serviceprovidersweremorelikelyto endorsethe presence of system-
level barriers than were CEOs

The Findings about g family-centred serviceis highly valued by both parents and service

Perceptions about the providers
Process of Service g bothparentsand serviceprovidersindicatethat thefollowing aspects
Delivery Tell Us that: of family-centred service are being done well - Respectful and

Supportive Care, Providing Specific Infor mation about the Child, and
Enabling and Partnership (Showing Interpersonal Sensitivity) -
but that aspects of providing family-centred service that are
influenced by system level issues, such as Providing General
Information, are not done as well

g over the past eight years, parents report improvements in the
following aspects of family-centred service - Enabling and
Partnership, and Providing Specific Information about the Child

g over the past six years, service providers report a similar pattern
with respect to the delivery of family-centred services. they are
doing well with respect to the interpersonal aspects of service
delivery, andin providing specific, child-related infor mation but less
well in providing general information to families

g organizations with a more family-centred culture are better at
providing general and specific information

g sSizeof organization has no effect on parents’ perceptions of services
but service providers at larger organizations report they are
significantly better at providing general information

The Findings about g parents in this survey are generally quite satisfied with services

Judgments about although some parents are very dissatisfied
Satisfaction with g parentswereslightlylesssatisfied compared with previousdatafrom
Services Tell Us that: similar and different programs of services

g parents satisfaction was slightly higher in those organizationswith
a more family-centred culture

© 2000, CanChild Centre for Childhood Disability Research Children with Disabilities in Ontario
McMaster University, Hamilton, ON 28 Part 2 - June, 2000



How Will the Findings Be Useful?

For parents, the T Thefindings indicate that parents see Ontario Children’s Rehabilitation

findings will be Centres and the Community Care Access Centres in this sample as
useful in these providing servicesthat are highly family-centred. These perceptionsare
ways... fairly stable. The information from the present survey is comparable to

information collected in a similar Ontario-wide survey conducted by
CanChild seven years ago (in 1992). Parents should feel encouraged that
their children are receiving good quality care. We know from research
that afamily-centred approachto servicedelivery leadsto better outcomes
(refer to details on next page).

T The findings show that parents and service providers agree about the
importance of family-centred service. Both groups strongly believein
the principlesof family-centred serviceand believethat servicesdelivered
in this way lead to positive outcomes for families. Parents should feel
encouraged that both service providers and parents have the same beliefs
about how services should be delivered.

T Thefindingsconfirm parents’ often-mentioned concern about the lack of
appropriate and needed general information (about the causes and
implications of disabilities, and about existing services and eligibility
criteria). Asinprevious CanChild studies, parentsreport that the provision
of general information isthe aspect of family-centred service that isleast
well done.

T The findings indicate that services are provided by highly experienced
staff who have training in a variety of disciplines pertinent to children
with disabilitiesand their families. Thisexperience hasbeenshowntolead
toimproved services. Parents should be encouraged by this expertise and
by the fact that service providers feel confident in their ability to
implement family-centred services.

For service T The findings provide a “snapshot” of information about Ontario
providers and organizations that offer services to children with disabilities and their
administrative families. The survey provides information (e.g., the number of centres
decision makers, that have formally adopted a family-centred service model, numbers of
the findings will be clients served, and characteristics of staff) that can be used, in reports and
useful in these proposals, to describe services in Ontario.

ways...

T The findings indicate that parents are satisfied with services and see
services as family-centred. Service organizations in Ontario are doing
well in anumber of specific areas - informing parents about their child’'s
therapy progress, involving parentsin making decisionsabout servicesfor
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their child, and treating parentsrespectfully and supportively. Infact, there
have been improvements over thelast seven yearsin thefirst two of these
areas. Ontario organizationsthereforeare making adifferencein areasthat
matter to parents. When parents are satisfied with services and perceive
services as family-centred, they are more likely to adhere to home
treatment programs for their child and other jointly agreed-upon courses
of action, and thisin turn is associated with better physical, behavioural,
and social outcomesfor their children (King, King, & Rosenbaum, 1996;
Rosenbaum, King, Law, King, & Evans, 1998). We a so know that when
parents receive family-centred services, they arelesslikely to experience
feelings of distress and depression (King, King, Rosenbaum, & Goffin,
1999). Being satisfied with servicesand seeing servicesasfamily-centred
therefore are not only important outcomesin their own right, but they are
associated with a host of other outcomes for both children and parents.

T The findings point to a number of areas that should be considered by
organizations seeking to improvetheir services. These possible areasfor
improvement include: increasing the provision of general information,
working to reduce systemic barriers to the implementation of family-
centred service, and providing moretraining to staff about family-centred
service. Particular attention might be paid to developing effective
strategies for providing general information to parents.

T Thefindingsindicate that providing professional development activities
about family-centred serviceiswell worth theinvestment. Organizations
that provided traininginfamily-centred servicesto staff members(and had
a more family-centred culture overall) were found to provide better
family-centred service (in the eyesof both parentsand staff members) and
these organizations received higher satisfaction ratings from parents.

T Thefindings, along with what we know from the literature, indicate that
the“ideal organization” delivering servicesto childrenand familieswould
havethefollowing characteristics: (1) formal adoption of afamily-centred
approach to service delivery; (2) experienced staff who are well-trained
in family-centred service delivery, believe in the principles of family-
centred service, and feel confidentintheir ability to deliver servicesinthis
manner; and (3) implementation of strategies consistent with a family-
centred approach, such as family-friendly intake procedures, parent
involvement in goal setting, and the presence of a parent resource centre.

T Parentsand serviceprovidersstrongly believeintheimportanceand utility
of family-centered service. Thisindicatesthat serviceorgani zationsshould
work to not only ensure the family-centredness of services within their
organization, but also to provide a system of services that are family-
centred. This viewpoint is reflected in the following quote: “To
strengthen families and improve the health and well-being of children, a
community-based “system” which is comprehensive, coordinated and
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family-focused is required” (p. 111, Human Resources Development
Canada, 1998).

T The findings strongly suggest that family-centred service should be
considered a “best approach” to meeting the needs of children with
disabilities and their families. The 1999 Role Review of Children’s
Treatment Centres did not consider family-centred service to be a “best
practice”. This perception might occur because FCS is about “ process’
and does not specify what set of services to provide. Family-centred
service, however, can be seen as a “best approach” in that it outlines
principles and the specific behaviours of service providers that are
important to parents, and it is supported by research evidence (see
Rosenbaum et al., 1998). Family-centred service specifies how services
should be delivered to meet the needs of children and familiesrather than
what types of services should be provided. Both are important aspects of
care - the content and the process. The following quote describes the
utility of afamily-centred service model:

“...there are encouraging examples of service modelswhich can meet
parental needs...they have anumber of featuresin common. They take
a holistic approach to assessing and meeting family needs; the
importance of rel ationship building between parentsand professionals
isrecognized; they provide aconsistent, single point of contact for the
family; they have aflexible, individualized needs-led approach; they
focus on parents own concerns and recognize the importance of
understanding parents’ own perceptionsof the hierarchy of their needs;
support provided empowers parents rather than taking control away
from them; parents' own expertise with regard to the child and family
is recognized and acknowledged” (p. 95, Sloper, 1999).

For legislative T The findings indicate the importance of family-centred service in the
policy makers, the eyes of both parents and service providers. This can be useful in
findings will be suggesting directions for policies concerning services for children with
useful in these disabilities and their families.

ways...

T The findings show that the major barriers to implementing family-
centred service concern resources- time, human, and financial resources.
Both CEOs and service providers agree that limited resources are the
major barrier. If family-centred service is seen as a “best approach” to
meet the needs of children with disabilities and their families, then this
information may beuseful in creating policiesto encouragefamily-centred
care, and the resources to carry it out.

T Thefindingsindicate that organizations with stronger cultures of family-
centred service actually had better outcomes: Parents experienced the
services as more family-centred and were more satisfied with these
services. Since family-centredness is also linked to better outcomes for
children and better parent well-being, policiesendorsing afamily-centred
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approach will have important payoffs for children and families.

A LOOK FORWARD

The data presented in this Part 2 report focused on the beliefs about
participating in FCS, perceptions about family-centred service delivery,
and judgments about satisfaction with services. As noted at the
beginning, there will be one more document, Part 3, that will report on
our survey about servicedelivery for childrenwith disabilitiesin Ontario.

In Part 3: We will provide information on the interrelationships among different
aspects of family-centred service.

Here are some highlights from Part 3:

C Parents report that services are less family-centred when their
children receive services from a greater number of locations.

C Higher parents satisfaction with serviceisrelated to fewer health or
development problemsfor their child, fewer locations of serviceand
better family-centred service.

C Service providers are more likely to report behaving in a family-
centred manner when the feel they can implement family-centred
service effectively.

C Whenserviceprovidersreport that they providebetter family-centred
service, parents from the same centre/organization report receiving
better family-centred service.
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Appendix 1

Premises, Principles, and Elements of Family-Centred Service

Premises (basic assumptions)

® Parents know their children best and want the best for their children. ® Families are different and unique. ® Optimal child functioning occurs within a supportive
family and community context: The child is affected
by the stress and coping of other family members.
Guiding Principles ("should" statements)
® Each family should lead the decision-making process concerning the type ® Each family and family member should be ® The needs of al family members should be
and amount of support and services they receive. treated with respect (as individuals). considered.
® Parents should have ultimate responsibility for the care of their children. ® Theinvolvement of all family members should be
supported and encouraged.
Elements (key service provider behaviours)
Service Provider Behaviours Service Provider Behaviours Service Provider Behaviours
® to encourage parent decision-making ® torespect families ® toconsider psychosocial needs of all members
* o encourage parent decision-making in partnership with other team * to respect the values, wishes, and * to consider and be sensitive to the psychosocial
members (to utilize family empowerment strategies) priorities of families needs of all family members
® toassistinidentifying strengths ® tosupport families ® toencourage participation of all members
* to assist familiesin identifying their strengths and building their own * to accept and support decisions made by * to provide an environment that encourages the
resources families participation of all family members
® toprovideinformation ® tolisten ® torespect coping styles
* toinform, answer and advise parents (to encourage informed choices) o _ ) * to respect the family's own style of coping
L ® toprovideindividualized service without judging what is right and what is wrong
® toassist in identifying needs _ S * to provide flexible and individualized
* towork in partnership with parents and children and help them identify services (and to respond to the changing || ® to encourage use of community supports
and prioritize their needs from their own perspective needs of the family) * to encourage family-to-family support and the
) use of natural community supports and resources
® tocollaboratewith parents ® to accept diversity
* to collaborate with parents at all levels (care of the individual child; * to be knowledgeable about and accept ® tobuild on strengths
program development, implementation and evaluation; policy diversity among families (racial, ethnic, * to recognize and build on family and child
formation) cultural and socioeconomic) strengths
® toprovide accessible services ® tobelieve and trust parents
* to provide systems that will not overwhelm families with paperwork and
bureaucratic red tape ® tocommunicate clearly

® toshareinformation about thechild )
* to share complete information about their child's care on an ongoing

basis

* to communicate in alanguage
understandable by parents
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Appendix 2

General Information about Measures Used in this Survey

There were four specific measures used to collect data from parents, service providers, and CEOs. An overview of the measuresis provided on the following table.
The information here gives some background about the soundness and use of these measures.

Measure of Processes of Care (20 items) - MPOC-20

MPOC was developed in the early ‘90s and the MPOC-56 version has been used extensively in Ontario, and also worldwide. Itis known to be reliable
(that is, people give consistent answers when surveyed from one time to another) and valid (there are, as predicted, strong relationships between
people’s scores on MPOC and their overall satisfaction with services and their degree of stress in dealing with their child’s service providers). The shorter
version (MPOC-20) works as well as the 56-item form, and is easier for parents to complete.

King, S., Rosenbaum, P., & King, G. (1995). The Measure of Processes of Care (MPOC): A means to assess family-centred behaviours of health care
providers. Hamilton, Ontario, Canada: McMaster University and Chedoke-McMaster Hospitals, Neurodevelopmental Clinical Research Unit (now
CancChild Centre for Childhood Disability Research).

King, S., Rosenbaum, P., & King, G. (1996). Parents’ perceptions of care-giving: Development and validation of a measure of processes. Developmental
Medicine and Child Neurology, 38, 757-772.

Client Satisfaction Questionnaire - CSQ

This standardized measure of global satisfaction with care and services has good reliability and validity. The CSQ has been used in various program
evaluations and human services research, and is easily understood and answered.

Larsen, D.L., Attkisson, C.C., Hargreaves, W.A., & Nguyen, T.D. (1979). Assessment of client/ patient satisfaction: Development of a general scale.
Evaluation and Program Planning, 2, 197-207.

Participating in a Family-Centred Approach to Service
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This measure has been developed by our group at CanChild for use in our studies about FCS. Its content was derived from the literature and assesses
attitudes, beliefs, and behavioura intentions about FCS.

King, G., Law, M., Kertoy, M., King, S., Rosenbaum, P., & Pollock, N. (2000). Devel opment of a measure about participating in family-centred service.
Manuscript in preparation.

Measure of Processes of Care for Service Providers - MPOC-SP

This measure, based on the parent version, has been used during its development over the past 3 years with service providers in Ontario
and British Columbia. MPOC-SP is known to be reliable (people give consistent answers from time to time). There is some evidence of
validity insofar as people respond differently about what they actually do and what they would do in an ‘ideal’ situation (higher MPOC-SP
scale scores). Furthermore there is evidence that professionals in different service disciplines provide somewhat different patterns of
MPOC-SP scale scores in ways that are consistent with the roles and responsibilities they assume.

Woodside, J., Rosenbaum, P., King, S., & King, G. (2000). The Measure of Processes of Care for Service Providers: Design, development,
analysis, and properties. Manuscript in preparation
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Appendix 2 (Continued)

Detailed Information about Measures Used in this Survey

Features

MPOC-20

CSQ

Participating in FCS

MPOC-SP

What is the
measure about?

A 20-item self-report of parents
perceptions of the extent to which
specific behaviours of health care
providers occur.

This 8-item questionnaire is a self-
administered standardized measure
which iswidely used in program
evaluation.

A 28-item measure tapping the extent
to which respondents believe in the key
assumptions and principles of family-
centred service.

A 27-item self-report questionnaire
completed by service providers, about
their perceptions of the care and service
they provide.

Who are the Parents are asked to indicate how much | Parentsindicate their satisfaction with This questionnaire is suitable for Service providers indicate the extent to
respondents the action or behaviour happensusing 1 | the servicesthey received using a 4- parents, service providers, and which they actually display the actions
and what do of 7 response options from: point response scale which varies for managers. Respondents indicate how or bghaviours o’I’@cri bed.
they do? % = “_II\JOI at All ., each question. much they agree with astatementona | 1="Not at All X
' ="ToaVery Small Extent scale ranging from 2="ToaVery Small Extent
3=ToaSmall Extent” 1 =“Strongly Disagree” to 3="To aSmall Extent”
4 ="To aModerate Extent” 7 = “Strongly Agree 4 =“To aModerate Extent”
5="ToaFairly Great Extent” 5=“ToaFairly Great Extent’
6 =“To aGreat Extent” 6 =“To aGreat Extent”
7="ToaVery Great Extent”. 7="ToaVery Great Extent”.
What kind of Items have been grouped into 5 scales N/A Items have been grouped into 5 scales Content and format parallel that of
scales does the and these reflect the essential features and these reflect beliefs about family- MPOC-20 on which this was based.
measure give? of family-centredness. Thereis no total centred service. Thereis no total score. Items have been grouped into 4 scales.
score.
What are the Scale name (number of items) N/A Scale name (number of items) ScaJe name (number of items)

scale names
(short forms)
and how many

Enabling and Partnership (3)
e Providing General Information (5)
« Providing Specific Information

about the Child (3)

« Bedliefs about Positive Outcomes
from FCS (7)

« Beliefs about the Practical
Feasibility of Implementing FCS (7)

Showing Interpersona Sensitivity
(10)
¢ Providing General Information (5)
e Communicating Specific

items are in * Coordinated and Comprehensive « Beliefs about Negative Outcomes for Information about the Child (3)
each scale? Care for Child and Family (4) Service Providers (5 e Treating People Respectfully (9)
* Respectful and Supportive Care (5) » Beliefs about Self-efficacy to
Implement FCS (4)
e FCSPrinciples (5)
How are the Scores for each scale are calculated by A total scoreis obtained by summing Scale scores are calculated by Scale scores are calculated by

scales/scores

averaging the responses of all the items

the scores of all 8 items. Scores range

averaging the responses of all items

averaging the responses of all items

calculated? belonging to ascale; therefore therange | from 8 to 32. belonging to a scale; therefore therange | belonging to a scale; therefore the range
of scale scoresis from 1.00 to 7.00. of scale scoresis from 1.00 to 7.00. of scale scoresis from 1.00 to 7.00.
What does a A higher score means “better” care- A higher score means greater A higher score means stronger beliefs A higher score means more family-

score mean?

giving (i.e.,, more family-centred).

satisfaction with care.

towards family-centred service.

centred behaviour.
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Appendix 3

Number of Clients Seen by Each Discipline
(for Full-time Service Providers n = 203%*)

Total number of clients seen in a month
n (Values in %)

1-25 26 - 50 51-75 76 - 100 >100
Audiology 1 0 0 100 : 0 : 0
Augmentative communication 9 88.9 111 0 0 0
Developmental pediatrics/Pediatrician 2 50 50 0 0 0
Early childhood education 1 100 0 0 0 0
Nursing 8 25 25 25 125 125
Nutrition 4 25 50 25 . 0 : 0
Occupational therapy 46 174 37 19.6 217 43
Orthotics/Prosthetics 2 100 0 0 0 0
Physiotherapy 35 8.6 51.4 17.1 17.1 5.7
Psychol ogy/Psychometry 3 100 0 0 0 0
Recresational therapy 2 0 50 0 0 50
Rehabilitation engineering 2 50 0 0 50 0
Service coordination/Case management 14 57.1 28.6 7.1 7.1 0
Social work 9 111 66.7 111 0 11.1
Speech-language pathology 52 135 26.9 19.2 21.2 19.2
Technology access 1 100 0 0 0 0
Transition services 1 100 0 0 0 0

* Total number of full-time service providersis 216. However, 13 respondents were missing “number of clients seen” information, therefore the n = 203.
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Appendix 4

Parents’ Perceptions about Service Delivery

MPOC-20 Scales - Unadjusted (N = 494)

Scale n* Mean** Median Mode SD*** Min. Max. Range
Enabling & Partnership 453 511 5.33 7 1.55 1 7 6
Providing General Information 422 4.09 4.2 1 177 1 7 6
Providing Specific Information about the 458 5.23 5.67 7 1.48 1 7 6
Child

Coordinated & Comprehensive Care 464 5.25 5.42 7 1.39 1 7 6
Respectful & Supportive Care 465 54 5.6 7 1.29 1 7 6

* The“n” varies due to missing data.
** Refer to p. 19 for explanation of unadjusted means.
*** 3D = Standard deviation.
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