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The Centres 
 

Four tertiary care centres and a number of their affiliated programs participated in the 

development and distribution of the survey. They are: 

 Chedoke Child and Family Centre (Chedoke), Hamilton Health Sciences 

Corporation, Hamilton, Ontario 

• Behaviour Therapy Consultation Services (BTSC) 

• Infant Parent Program (IPP) 

• Specialized Treatment and Assessment Team (STAT) 

• Pervasive Developmental Disorder program (PDD) 

 Child and Adolescent Services Association (CASA), Edmonton, Alberta 

• Infant Preschool Program 

 Glenrose Rehabilitation Hospital (GRH), Capital Health, Edmonton, Alberta 

• Preschool Assessment Service (PAS) 

 Haldimand-Norfolk R.E.A.C.H. (Resource, Education And Counselling 

Help), Ontario 

Each centre accessed their patient databases for children meeting the inclusion criteria 

(see “The Participants” below).  Chedoke distributed 353 surveys of which 78 were 

returned; CASA distributed 268 surveys, 48 of which were returned; GRH distributed 

497 surveys of which 94 were returned; and R.E.A.C.H. distributed 89 surveys of which 

15 were returned. In total, 235 surveys were returned for a response rate of 20%. 

 
Survey Development 

 

This parent-report survey was developed with the participation of stakeholder groups, 

including administrators, providers, and parents. It built on key themes identified in the 

earlier phase of the Integration Study, where members of the research team conducted 

interviews with the same stakeholder groups. Parents who had participated in the 

interviews also completed an early draft of the survey and provided feedback on the 

questions that were being asked.  

Questions were asked about: 

• The child’s diagnosis and other problems; 
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• The age of the child at key service events; 

• What professionals the child had seen and what services the child had used; 

• What additional professionals or services the child was referred to; 

• Unmet needs in the areas of daycare, respite, and transportation; 

• School-based services the child received (if applicable); 

• Funding sources; 

• Problem areas with the service system. 

 
The Participants 

Families were invited to participate in the survey if they met three criteria. First, their 

child had to have their first visit to one of the four tertiary care centres between October 

1, 2000 and October 1, 2002. Second, their child had to have been born after October 1, 

1996. And third, their child had to have an emotional and/or behavioural and/or a 

developmental problem.  
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Selected Survey Results 

The Children 

Table 1: Children’s Demographics 
 % 

Age of child at time of survey (in years): 

0 to 1 ………………………………………………………………......... 0 

1 to 2 ………………………………………………………………......... 4 

2 to 3 ………………………………………………………………......... 9 

3 to 4 ………………………………………………………………......... 14 

4 to 5 ………………………………………………………………......... 31 

6 years and older ………………………………………………….......... 41 

Sex of the child: 

Male ………………………………………………………………......... 69 

Female ………………………………………………………………….. 31 

Province: 

Alberta ………………………………………………………………….. 60 

Ontario ……………………………………………………………......... 40 

Residence: 

Urban …………………………………………………………………… 68 

Rural ………………………………………………………………......... 32 

 
 

Table 1 shows some key demographics for the children in the sample. The majority of 

the children (72%) were primarily between the ages of four and six years at the time of 

the survey and were male (69%).  Alberta children were slightly older at the time of the 

survey (see Table 1AB).  

Most of the caregivers (68%) indicated they were living in a major city or its 

surrounding area. “Urban” included the following communities: in Alberta, Edmonton, 

Sherwood Park, St. Albert, Leduc, and Red Deer; in Ontario, Hamilton, Dundas, Stoney 
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Creek, and Ancaster. Again, some differences were found among the children surveyed 

from the different sites. For example, the majority of caregivers from Child and 

Adolescent Services Association (CASA) in Alberta (70%) were from urban centres 

while the urban-rural split for caregivers from Glenrose Rehabilitation Hospital (GRH) 

was slightly lower, with 59% from urban centres. Both of Alberta’s specialty centres 

have a catchment area that consists of the northern half of Alberta. Caregivers from 

Chedoke in Ontario were overwhelmingly urban (92%), not surprising since this specialty 

centre’s catchment area is predominantly Hamilton. R.E.A.C.H. offers services to a 

predominantly rural area adjacent to Hamilton, Ontario so it is not surprising that 100% 

of these caregivers were rural. 

 

Table 2: Diagnoses 
 % 

Pervasive developmental disorders …………………………………………. 27 

Other mental disorders ……………………………………………………… 18 

Communication disorders …………………………………………………... 15 

Developmental disorders ……………………………………….................... 13 

Other neurological disorders ………………………………………………... 12 

Attention deficit/hyperactivity disorder …………………………………….. 9 

Foetal alcohol spectrum disorder …………………………………………… 6 

Genetic syndromes ………………………………………………………….. 6 

Reactive attachment disorder ……………………………………………….. 4 

Other medical or physical problems ………………………………………… 4 

Seizure disorders …..………………………………………………………... 3 

Other ………………………………………………………………………… 6 

 
Pervasive Developmental Disorder (PDD) was the most common diagnostic category 

in our sample, with 27% of caregivers indicating their child had received a diagnosis of 

PDD.  PDD is also referred to as Autistic Spectrum Disorder and our sample included 

children diagnosed with Autistic Disorder (13%), Pervasive Developmental Disorder, not 

otherwise specified (PDD-NOS) (12%), and Asperger’s and Rett’s Disorders (1% each).  
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Other mental disorders (18%) were the second most common diagnostic category and 

included such disorders as anxiety, Tourette’s Syndrome, behaviour disorders, eating 

disorders, obsessive-compulsive disorder, oppositional defiant disorder, post-traumatic 

stress disorder, mutism, depression, sleep disorders, and gender identity disorder. 

Communication disorders (15%) were the third most common diagnostic group in our 

sample and included various speech and language delays and speech apraxia.  Prevalence 

of other disorders is shown in Table 2. 

Several differences in the frequency of diagnostic category are found in Tables 2AB 

and 2ON. Thirty-six percent (36%) of children from GRH had received a diagnosis of 

PDD, with 28% having Autistic Disorder, 5% having PDD-NOS, 2% having Asperger’s 

Disorder, and 1% having Rett’s Disorder (see Table 2AB). Table 2AB indicates that the 

majority of children from CASA had other mental disorders (60%), followed by ADHD 

(27%), and FASD (19%). Table 2ON indicates that about one-third of children from 

Chedoke had PDD; of these, 19% were diagnosed with PDD-NOS, 15% with Autistic 

Disorder, and 1% with Asperger’s Disorder. PDD was followed by developmental 

disorders (23%) and communication disorders (17%). Developmental disorders included 

developmental, mental, and learning delays. For R.E.A.C.H., 40% of children had PDD; 

of these, 27% were diagnosed with Autistic Disorder and 13% with Asperger’s Disorder. 

PDD was followed by other neurological disorders (33%) and other medical or physical 

problems (20%). Other neurological disorders included cerebral palsy, fine and gross 

motor delays, hearing impairments and deafness, congenital occular motor apraxia, brain 

hemorrhage, agenesis of corpus callosum, spastic diplegia, periventricular leukomyalacia, 

Dandy-Walker malformation, head injuries or trauma, cerebral atrophy, and blindness. 

Other medical or physical problems included multicystic kidney, thyroid hormone 

resistance syndrome, asthma, AVS defect, cleft palate, esophegeal damage with acid 

reflux, allergies, and cardiac problems. 
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Table 3: Parent-Reported Problems 
 % 

Expressive language delay ………………………………………………….. 73 

Developmental delay ………………………………………………............... 72 

Receptive language delay ……………………………………………............ 62 

Social ……………………………………………………............................... 59 

Disruptive behaviour ………………………………………………............... 53 

Toileting …………………………………………………………………….. 45 

Sleep disturbances …………………………………………………............... 39 

Feeding ………………………………………………………………............ 36 

Other …………………………………………………………………............ 34 

  

Children experiencing multiple problems:  

0 to 1 ……………………………………………….............................. 5 

2 to 4 ………………………………………………………………….. 37 

5 to 6 ………………………………………………………………….. 38 

7 to 8 ………………………………………………………………….. 16 

9 or more …………………………………………............................... 2 

 
 

In addition to diagnoses, we asked caregivers about the incidence of common 

difficulties.  In Table 3, expressive (73%) and receptive language delays (62%) were 

commonly reported problems in our sample.  Social problems (59%) and disruptive 

behaviour (53%) were also common problems in this sample. The majority of the 

caregivers (95%) reported that their children had at least two problems.   

The most common social and behavioural problems differed among the sites. The 

most common problems from CASA in Alberta (see Table 3AB) were disruptive 

behaviour (75%), social problems (67%) and sleep disturbances (60%). For the GRH sub-

sample, commonly reported problems included: expressive and receptive language delays 
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(at 88% and 73%, respectively), developmental delays (81%) and social problems (66%). 

The most common problems from Chedoke in Ontario (see Table 3ON) were 

developmental delays (74%), expressive language delays (73%), receptive language 

delays (63%) and social problems (54%). Seventy-three percent (73%) of R.E.A.C.H. 

caregivers reported expressive language delays as common problems, followed by 

developmental delays (60%), and receptive language delays and feeding problems at 47% 

each. Again, for all sites, the majority of caregivers indicated their child had two or more 

problems. 

 

Table 4: Age of Child at Key Service-Related Events 
 

 

Age of child in years 

 

% of parents 

first concerned 

at this age 

% of children 

who received  a 

diagnosis at  

this age 

% of children 

attending first visit 

to specialty centre 

at this age 

Less than 1 29 13 11 

Between 1 and 2 39 14 12 

Between 2 and 3 21 22 20 

Between 3 and 4 8 20 25 

Between 4 and 5 3 9 11 

More than 5 1 4 4 

 
Table 4 shows the ages when children in our sample reached key events that led to 

receiving treatment.  The majority of caregivers (68%) first became concerned about their 

child’s development by the age of two. Just less than the majority of children (49%) 

received a diagnosis by the time they were three years of age, with the majority (68%) 

taking their child to a specialty centre by the time the child was four years of age. See 

Tables 4AB and 4ON for breakdowns by site.  
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Professionals Children Saw 
 

Table 5: First and Second Professionals Seen 
 Seen First (%) Seen Second (%) 

Family doctor ……………………………….. 41 4 

Pediatrician …………………………………. 38 34 

Speech and language pathologist …………… 4 22 

Public health nurse ………………………….. 3 5 

Mental health therapist ……………………… 0 4 

Other professionals ………………….............. 14 31 

 

Table 5 shows the most commonly seen professionals. We wanted to find out the 

participant’s entry point into the health care system.  The most common health care 

providers initially seen were family doctors (41%) and pediatricians (38%).  Pediatricians 

(34%) and speech and language pathologists (22%) were the professionals most often 

seen second. 

For Alberta (see Table 5AB), the most common professional seen first at both sites 

was a pediatrician (42%, CASA; 44%, GRH). Pediatricians, speech and language 

pathologists and mental health therapists were seen second by 15% each of children from 

CASA. For GRH, 30% of children saw a speech and language pathologist second. For 

Ontario (see Table 5ON), the most common professional seen first at both sites was a 

family doctor (49%, Chedoke; 53%, R.E.A.C.H.). The most common professional seen 

second for both sites was a pediatrician (53%, Chedoke; 47%, R.E.A.C.H.). 
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Table 6: The Role of Primary Health Care Practitioners 
 Family Doctor 

N = 198 

Pediatrician 

N = 187 

 % % 

This professional has diagnosed the child 7 30 

This professional referred the child to a/another pediatrician 56 28 

This professional referred my child to another professional 35 47 

This professional referred my child to a specialty centre 34 75 

 

Primary health care providers (i.e., family doctors and pediatricians) are an important 

entry point to health and social services.  All but one (value missing) of the caregivers 

indicated that their child had a regular primary health care provider, with 84% (N = 198) 

indicating their child had at least a family doctor and 80% (N = 187) indicating they had 

at least a community pediatrician. Table 61 shows the role primary health care 

professionals provided to the children in our sample. Percentages are reported for the sub-

samples of children who had at least a family doctor (N = 198) and those who had at least 

a pediatrician (N = 187). For example, of the 198 children with at least a family doctor, 

7% diagnosed the child and 34% referred her/him to a specialty centre. Breakdowns by 

site can be found in Tables 6AB and 6ON 

                                                 
1 It is important to remember that all our participants had been to a specialty centre. Given this, we are not 
able to comment on the extent of primary care coverage for a community sample of children wich special 
needs. 
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Table 7: Professionals Visited 
 % 

Pediatrician ………………………………………………………………….. 92 

Family doctor ……………………………………………………………….. 84 

Speech and language pathologist …………………………………………… 83 

Occupational therapist ………………………………………………………. 70 

Early childhood provider .…………………………………………………… 55 

School based provider ………………………………………………………. 35 

Behaviour therapist …………………………………………………………. 35 

Social worker ………………………………………………………............... 31 

Physiotherapist ……………………………………………………………… 29 

Physician specialist …………………………………………………………. 27 

Psychiatrist ………………………………………………………………….. 27 

Psychologist ………………………………………………………………… 26 

Public health nurse ………………………………………………………….. 26 

Mental health therapist ……………………………………………………… 11 

Other professionals visited ………………………………………………….. 3 

Total professionals visited ………………………………………………. N =1707

 

Table 7 shows what professionals children in the sample visited. After community-

based and specialized pediatricians and family doctors, speech and language pathologists 

(84%) were the most frequent professionals seen followed by occupational therapists 

(70%).  Given that communication problems were one of the most frequent problems that 

the children had in our sample (see Table 3), this may be the reason why speech and 

language pathologists were the most often visited therapists. 

Which professionals were visited by the child differs among the sites. For CASA (see 

Table 7AB), 83% visited community and specialist pediatricians, 75% visited family 

doctors, followed by speech and language pathologists (71%), psychiatrists (67%) and 

occupational therapists (65%). For GRH (see Table 7AB), 97% saw a community or 
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specialist pediatrician, 91% visited speech and language pathologists, followed by 

occupational therapists (86%) and family doctors (79%). For Chedoke (see Table 7ON), 

94% saw a family doctor, 90% saw a community or specialist pediatrician, 87% saw 

speech and language pathologists and 58% saw occupational therapists. For R.E.A.C.H. 

(see Table 7ON), all children had visited a family doctor, with 93% visiting a community 

or specialist pediatrician, followed by early childhood providers (67%) and speech and 

language pathologists (60%).  

 

 Table 8: Coordinators of the Child’s Care 
 % 

Caregiver (parent/guardian) ...………………………………………………. 91 

Early childhood providers .………..…………………………………............ 46 

Pediatrician ………………………………………………………………….. 29 

Spouse ………………………………………………………………………. 24 

Family doctor ……………………………………………………………….. 17 

Social worker ………………………………………………………………... 15 

Case manager ……………………………………………………………….. 14 

Resource coordinator ………………………………………………………... 12 

Behaviour therapist …………………………………………………………. 7 

Public health nurse ………………………………………………………….. 4 

Other coordinators …………………………………………………………... 21 

 

As Table 8 indicates, caregivers reported that they most often coordinated their 

child’s care (91%), followed by early childhood providers (46%). The breakdowns by site 

are found in Tables 8AB and 8ON. Of particular note is the apparent lower rate of early 

childhood providers serving as coordinators in Ontario.  
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Services Children Used 
 

Table 9: Assessments 
 % 

Speech and language assessment ……………………………………............ 85 

Hearing screening ……………………………………………………............ 79 

Behaviour assessment ………………………………………………………. 46 

Psychological testing ………………………………………........................... 37 

Genetic testing ………………………………………………………………. 27 

Psychiatric assessment ………………………………………………............ 21 

Adaptive functioning ………………………………………........................... 11 

Other assessments …………………………………………........................... 22 

 

Table 9 shows the assessments children in our sample commonly received. Speech 

and language assessments, as well as hearing screenings, were the most common 

assessments with 85% and 79%, respectively, of children receiving these assessments. 

In Alberta (see Table 10AB), 69% of children from CASA received speech and 

language assessments, followed by hearing screening at 56%; for GRH, 98% received 

speech and language assessments, followed by hearing screening at 93%. In Ontario (see 

Table 10ON), 83% of children from Chedoke received speech and language assessments, 

followed by 81% receiving hearing screening assessments. Sixty-seven percent of 

children from R.E.A.C.H. received speech and language assessments, followed by 53% 

receiving hearing screening.  

Feedback from clinicians at one site suggested reported frequencies of hearing 

screening may be an underestimate as the centre’s policy is that all children seen for 

speech and language assessments must also have hearing screens. 
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Table 10: Treatments 
 % 

Speech and language therapy ……………………………………………….. 72 

Occupational therapy ………………………………………………………... 63 

Medication …………………………………………………………............... 29 

Physiotherapy ……………………………………………………………….. 26 

Intensive Behavioural Intervention (IBI) or Applied Behavioural Analysis 

(ABA) …………………………………………………….............................. 

23 

Other behavioural treatments ……………………………………………….. 15 

Alternative treatments (e.g., diet modification) …………………………….. 7 

 

Table 10 shows the treatments our participant children most commonly received. 

Speech and language therapy was the most common treatment received, with 72% of 

children receiving it, followed by occupational therapy (63%).  Almost a quarter of the 

sample used intensive behavioural intervention/applied behavioural analysis, a treatment 

typically provided for children with autistic spectrum disorder. 

In Alberta (see Table 10AB), speech and language treatment was received by 60% of 

children from CASA and 87% of children from GRH. Occupational therapy and 

medication treatment were each received by 56% of the children from CASA, while 

occupational therapy was received by 80% of the children from GRH, followed by 

medication treatment at 24%. In Ontario (see Table 10ON), the pattern is repeated: 63% 

of children from Chedoke received speech and language treatment followed by 

occupational therapy (49%), while 67% of children from R.E.A.C.H. received speech and 

language treatment followed by occupational therapy (53%) and physiotherapy (53%). 
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Table 11: Daycare and Respite  
 % 

Daycare:  

Received (of those who wanted daycare) ………………………………. 77 

Respite:  

Received (of those who wanted respite) .………………………………. 57 

 

Table 11 shows the percentage of caregivers who needed either daycare or respite and 

who received it. The majority of the caregivers who wanted daycare (N = 128) obtained 

daycare (77%), but only about half of those caregivers who wanted respite care (N = 113) 

received respite care (57%).  

The breakdowns by site are found in Tables 11AB and 11ON.  

 

Table 12: School-Based Services  
 % 

(N=140) 

Speech and language therapy …………………………………………… 73 

Educational assistant or teacher’s aide ………………………………….. 71 

Occupational therapy ………………………………………………......... 61 

Physiotherapy …………………………………………………………… 16 

Psychological services …………………………………………………... 9 

Other school-based services …………………………………………….. 4 

  

A number of the children (60% or 140) from the sample attended school. Table 12 

indicates what percentage of these children received a variety of school-based services. 

For example, 73% of children attending school (N=102) received school-based speech 

and language therapy. The breakdowns by site are found in Tables 12AB and 12ON. 
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The Caregivers 
 

Table 13: Parental Concerns 
 % 

I have to tell my child’s story over and over again to different professionals ...... 69 

There is a lack of information about the available services for my child ………. 53 

Navigating through the health and social services system is a problem ………... 51 

Services for my child are located in different places …………………………… 48 

There is a wait list to have my child’s assessment done ………………………... 45 

There is a lack of services available to my child ……………………………….. 43 

Obtaining services for my child is a problem …………………………………... 42 

There is a wait list to begin treatment …………………………………………... 41 

There is a lack of specific treatment for my child’s condition ………………….. 37 

My child is not receiving enough treatment …………………………………….. 35 

There is a lack of information available about my child’s condition …………… 33 

Coordinating my child’s care is a problem ……………………………………... 32 

I get inconsistent information about my child from the professionals involved in 

his care …………………………………………………………………………. 

 

28 

Professionals do not share information about my child with other professionals . 28 

Professionals do not share enough information with me about my child ………. 22 

Treatments are burdensome on the family ……………………………………… 22 

There is a wait list to obtain respite care ………………………………………... 20 

Appointments are scheduled at inconvenient times …………………………….. 19 

My child has had too many assessments ……………………………………….. 15 

 

Table 13 presents percentages of caregivers indicating if the issue was of concern 

to them. The most frequently endorsed problem was “I have to tell my child’s story over 

and over again to different professionals.” In addition to asking whether an issue had 

posed a problem for them, we asked them to rank their level of concern from “mild” to 

“severe.” When factoring in severity, for those experiencing one of these concerns, 
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relative ranking of these concerns shifted. For example, although “telling my child’s 

story” is reported frequently, often it is not rated as a severe problem. In contrast the 

following are rated as the top ten problems by severity: 

(1) There is a lack of information about the available services for my child; 

(2) Navigating through the health and social services system is a problem; 

(3) There is a lack of specific treatment for child’s condition; 

(4) There is a wait list to have my child’s assessment done; 

(5) There is a lack of services available to my child; 

(6) Obtaining services for my child is a problem; 

(7) There is a wait list to begin treatment; 

(8) I have to tell my child’s story over and over again to different professionals; 

(9) My child is not receiving enough treatment; 

(10) There is a lack of information about my child’s condition. 

See Tables 13AB and 13ON for the breakdowns by site of parental concerns.  

 

Table 14: Funding Sources 
 % 

Program Unit Funding, Ministry of Alberta Learning ……………………… 32 

Income tax, disability tax credit, Government of Canada ………………….. 31 

Handicapped Children’s Services, Ministry of Alberta Children’s Services .. 29 

Aids to Daily Living, Ministry of Alberta Health and Wellness …………… 11 

Assistance to Children with Severe Disability, Ontario Ministry of Child 

and Youth Services ………………………………………………………….. 

 

11 

Special Services at Home Program, Ontario Ministry of Community and 

Social Services ……………………………………………………………… 

 

9 

Assistive Devices Program, Ontario March of Dimes ……………………… 8 

Other funding ……………………………………………………………….. 4 

 

As Table 14 shows, reports on funding and/or service supports that some families 

receive. The breakdowns by site are found in Tables 14AB and 14ON. 
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Table 15: Transportation to the Specialty Centre 
 Glenrose CASA R.E.A.C.H. Chedoke

 % % % % 

Number of caregivers who 

have a vehicle …………….. 

 

90 

 

94 

 

100 

 

74 

Public transportation is an 

inconvenience* ……………. 

 

72 

 

71 

No public 

transportation 

 

69 

 

Parking is too expensive** ...

 

48 

 

2 

No cost to 

park 

 

85 

Transportation costs are a 

financial hardship …………. 

 

13 

 

13 

Not asked  

33 

Specialty centre is too far …. 37 42 20 37 

*Only includes caregivers that use public transportation. 

**Only includes caregivers that pay for parking. 

 

In Table 15, a variety of transportation-related data is presented. Many caregivers in 

three of the specialty centres indicated that public transportation was inconvenient.  
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Table 16: The Caregiver’s Family 
 % 

Relationship of caregiver to child:  

Mother ………………………………………………………………….. 84 

Foster parent ……………………………………………………………. 7 

Father …………………………………………………………............... 4 

Grandparent …………………………………………………………….. 2 

Other ……………………………………………………………………. 3 

Caregivers’ marital status:   

Married/common law …………………………………………………... 84 

Single …………………………………………………………............... 16 

 

Table 16 shows the caregiver’s relationship to the child and his/her marital status. The 

majority of the caregivers were the child’s mother (84%) and most families were dual-

parent (84%). These results were fairly consistent across the sites.   
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Table 17: Caregiver Demographics 
 

 % 

Education:  

High school or less ……………………………………………………... 23 

Some post secondary …………………………………………………… 18 

Completed post secondary ……………………………………............... 59 

Income:  

Less than $30,000 ……………………………………………………… 28 

$30,001 to $50,000 ……………………………………………………... 23 

$50,001 to $70,000 ……………………………………………............... 23 

More than $70,000 ……………………………………………............... 22 

Source of Income:  

Employment ……………………………………………………………. 84 

Social assistance ………………………………………………............... 9 

Disability insurance …………………………………………………….. 3 

Employment insurance …………………………………………………. 3 

Other ……………………………………………………………………. 13 

 

Table 17 shows some other caregiver demographics. The majority of the caregivers 

(77%) had some or had completed post secondary education.  Annual incomes of the 

caregivers were distributed relatively evenly, with most reporting that their source of 

income was from employment.  

For Alberta caregivers (see Table 17AB), the majority at both sites had completed 

post secondary education (CASA, 68%; GRH, 62%). Income was evenly distributed 

across the income categories for both sites. For Ontario caregivers (see Table 17ON), 

again the majority had completed post secondary education (Chedoke, 49%; R.E.A.C.H., 

57%). For Chedoke caregivers, the majority (64%) earned less than $50,000 as did 

caregivers from R.E.A.C.H. (65%). 
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Select Survey Results by Site: Alberta 

The Children 

 

Table 1AB: Children’s Demographics 

 CASA GRH 

 N = 48 N = 94 

 % % 

Age of child at time of survey (in years):   

0 to 1 ……………………………………… 0 0 

1 to 2 ……………………………………… 2 0 

2 to 3 ……………………………………… 4 8 

3 to 4 ……………………………………… 11 10 

4 to 5 ……………………………………… 23 41 

6 years and older …………………………. 60 42 

Gender:   

Male ……………………………………… 52 76 

Female …………………………………… 42 22 

Residence:   

Urban ……………………………………... 70 59 

Rural ……………………………………… 30 41 
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Table 2AB: Diagnoses  

 CASA GRH 

 N = 48 N = 94 

 % % 

Pervasive developmental disorders (PDD) …… 13 36 

Communication disorders …………………….. 10 18 

Developmental disorders ……………………… 4 13 

Other mental disorders ………………………... 60 11 

Other neurological disorders ………………….. 4 9 

Attention deficit/hyperactivity disorder ………. 27 5 

Foetal alcohol spectrum disorder ………………. 19 5 

Genetic syndromes ……………………………. 0 9 

Miscellaneous …………………………………. 19 3 

Reactive attachment disorder …………………. 17 1 

Other medical or physical problems ………….. 0 3 

Seizure disorders .…………………………….. 6 3 
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Table 3AB: Parent-Reported Problems  

 CASA GRH 

 N = 48 N = 94 

 % % 

Expressive language delay ……………………. 42 88 

Developmental delay …………………………. 56 81 

Receptive language delay ……………………... 44 73 

Social ………………………………………….. 67 66 

Disruptive behaviour ………………………….. 75 46 

Toileting ………………………………………. 29 50 

Sleep disturbance ……………………………… 60 35 

Feeding ……………………………................... 33 36 

Other …………………………………………... 48 38 

   

Children experiencing multiple problems from 

above list: 

  

0 to 1 …………………………………………... 8 0 

2 to 4 ………………………………................... 33 35 

5 to 6 ………………………………................... 46 43 

7 to 8 ………………………………................... 13 20 

9 or more ……………………………………… 0 1 
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Table 4AB-CASA: Age of Child at Key Service-Related Events 

 

Age of child in 

years 

 

% of parents first 

concerned at  

this age 

% of children who 

received  a 

diagnosis at  

this age 

% of children 

attending first visit to 

specialty centre at  

this age 

Less than 1 23 4 4 

Between 1 and 2 29 19 6 

Between 2 and 3 25 17 13 

Between 3 and 4 19 27 44 

Between 4 and 5 2 15 13 

More than 5 2 8 6 

 

Table 4AB-GRH: Age of Child at Key Service-Related Events 

 

Age of child in 

years 

% of parents first 

concerned at  

this age 

% of children who 

received a 

diagnosis at this age

% of children attending 

first visit to specialty 

centre at this age 

Less than 1 24 12 4 

Between 1 and 2 44 15 13 

Between 2 and 3 23 28 22 

Between 3 and 4 6 22 28 

Between 4 and 5 2 5 13 

More than 5 0 3 4 
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Professionals Children Saw 

Table 5AB: First and Second Professionals Seen 

 CASA 

N = 48 

GRH 

N = 94 

 Seen First 

(%) 

Seen 

Second (%)

Seen First 

(%) 

Seen 

Second (%)

Family doctor …………………… 27 2 39 5 

Pediatrician ……………………… 42 15 44 28 

Speech and language pathologist .. 4 15 4 30 

Public health nurse ……………… 2 4 4 6 

Mental health therapist …………. 0 15 0 0 

Psychologist …………………….. 8 0 0 0 

Psychiatrist ……………………… 0 10 0 0 

Day care …………………………. 0 6 0 0 

Psychologist …………………….. 0 4 0 0 

CASA …………………………… 0 4 0 0 

Early intervention worker ……….. 0 4 0 4 

Other professionals ……………… 17 21 7 27 
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Table 6AB-CASA: The Role of Primary Health Care Practitioners 

 N = 48 

 Family Doctor 

N = 36 

Pediatrician 

N = 34 

This professional has diagnosed the child 3 24 

This professional referred the child to a/another pediatrician 39 12 

This professional referred my child to another professional 47 47 

This professional referred my child to a specialty centre 28 71 

 
 

Table 6AB-GRH: The Role of Primary Health Care Practitioners 

 N = 94 

 Family Doctor 

N = 74 

Pediatrician 

N = 78 

This professional has diagnosed the child 7 28 

This professional referred the child to a/another pediatrician 51 27 

This professional referred my child to another professional 34 41 

This professional referred my child to a specialty centre 49 81 
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Table 7AB: Professionals Visited  

 CASA GRH 

 N = 48 N = 94 

 % % 

Pediatrician ……………………………………… 83 97 

Family doctor …………………………………… 75 79 

Speech and language pathologist ……………...... 71 91 

Occupational therapist …………………………... 65 86 

Early childhood provider .……………………..... 46 70 

School based provider  ………………………..... 33 52 

Behaviour therapist …………………..…………. 40 23 

Social worker ……………………………………. 25 43 

Physiotherapist ………………………………...... 10 35 

Physician specialist …….……………………...... 23 30 

Psychiatrist ……………………………………… 67 23 

Psychologist …………………………………...... 35 33 

Public health nurse ……………………………… 21 33 

Mental health therapist ………………………...... 33 6 

Other professionals visited ……………………… 0 6 

Total professionals visited ………………………. N = 329 N = 771 
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Table 8AB: Coordinators of the Child’s Care  

 CASA GRH 

 N = 48 N = 94 

 % % 

Caregiver (parent/guardian) ……………….... 96 93 

Early childhood providers …...………………... 54 62 

Pediatrician ……………………………………. 25 28 

Spouse ………………………………………… 15 29 

Family doctor …………………………………. 13 18 

Social worker ………………………………….. 21 19 

Case manager …………………………………. 19 5 

Resource coordinator …………………………. 0 3 

Behaviour therapist …………………………… 0 1 

Public health nurse ……………………………. 4 5 

Other coordinators …………………………….. 23 18 
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Services Children Used 

Table 9AB: Assessments  

 CASA GRH 

 N = 48 N = 94 

 % % 

Speech and language ………………………….. 69 98 

Hearing screening ……………………………... 56 93 

Behaviour ……………………………………... 56 44 

Psychological …………………………………. 40 50 

Genetic testing ………………………………… 6 30 

Psychiatric ……………………………………. 35 23 

Adaptive functioning …………………………. 13 10 

Other ………………………………………….. 8 30 

 

Table 10AB: Treatments 

 CASA GRH 

 N = 48 N = 94 

 % % 

Speech and language ………………………….. 60 87 

Occupational therapy ………………………….. 56 80 

Medication …………………………………….. 56 24 

Physiotherapy …………………………………. 13 28 

Intensive Behavioural Intervention (IBI) or 

Applied Behavioural Analysis (ABA) ………... 

15 

 

28 

Other behavioural treatments …………………. 27 11 

Alternative treatments .………………………... 8 9 

 



 34

 

Table 11AB: Daycare and Respite 

 CASA GRH 

 % % 

Daycare:   

Received (of those who wanted daycare) …... 70 75 

Respite:   

Received (of those who wanted respite) .…... 63 64 

 

Table 12AB: School-Based Services 

 CASA GRH 

 % 

(N=37) 

 %  

(N=74) 

Speech and language therapy …………………. 68 84 

Educational assistant or teacher’s aide ………... 57 78 

Occupational therapy ………………………….. 51 73 

Physiotherapy …………………………………. 5 20 

Psychological services ………………………… 14 9 

Other school-based services …………………... 3 5 
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The Caregivers 

Table 13AB-CASA: Parental Concerns 

 N = 48 

 % 

I have to tell my child’s story over and over again to different professionals …… 67 

There is a lack of information about the available services for my child ……….. 58 

Navigating through the health and social services system is a problem …………. 52 

There is a wait list to begin treatment ……………………………………………. 42 

Services for my child are located in different places …………………………….. 40 

There is a wait list to have my child’s assessment done …………………………. 40 

There is a lack of services available to my child ………………………………… 38 

Obtaining services for my child is a problem ……………………………………. 35 

Professionals do not share information about my child with other professionals .. 35 

My child is not receiving enough treatment ……………………………………… 27 

Coordinating my child’s care is a problem ………………………………………. 27 

There is a lack of specific treatment for my child’s condition …………………… 25 

There is a lack of information available about my child’s condition ……………. 23 

There is a wait list to obtain respite care …………………………………………. 21 

Professionals do not share enough information with me about my child ……….. 19 

Appointments are scheduled at inconvenient times ……………………………… 19 

Treatments are burdensome on the family ……………………………………….. 17 

I get inconsistent information about my child from the professionals involved in 

his care …………………………………………………………………………… 

17 

My child has had too many assessments ………………………………………… 13 
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Table 13AB-GRH: Parental Concerns 

 N = 94 

 % 

I have to tell my child’s story over and over again to different professionals …… 71 

There is a lack of information about the available services for my child ………... 55 

Navigating through the health and social services system is a problem …………. 53 

There is a wait list to have my child’s assessment done …………………………. 52 

Services for my child are located in different places …………………………….. 51 

Obtaining services for my child is a problem ……………………………………. 45 

There is a lack of services available to my child ………………………………… 44 

There is a wait list to begin treatment …………………………………………….  39 

My child is not receiving enough treatment ……………………………………… 34 

There is a lack of information available about my child’s condition ……………. 33 

There is a lack of specific treatment for my child’s condition …………………… 32 

Coordinating my child’s care is a problem ………………………………………. 31 

I get inconsistent information about my child from the professionals involved in 

his care …………………………………………………………………………… 

27 

Professionals do not share information about my child with other professionals .. 24 

Treatments are burdensome on the family ……………………………………….. 21 

There is a wait list to obtain respite care …………………………………………. 18 

Professionals do not share enough information with me about my child ……….. 17 

Appointments are scheduled at inconvenient times ……………………………… 14 

My child has had too many assessments ………………………………………… 10 
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Table 14AB: Funding Sources 

 CASA GRH 

 N = 48 N = 94 

 % % 

Program Unit Funding, Ministry of Alberta 

Learning …………………………………….. 

 

33 

 

64 

Income tax, disability tax credit, Government 

of Canada …………………………………….

 

10 

 

37 

Handicapped Children’s Services, Ministry of 

Alberta Children’s Services ………………… 

 

27 

 

59 

Aids to Daily Living, Ministry of Alberta 

Health and Wellness ………………………… 

 

2 

 

26 

Other funding ……………………………….. 2 4 

 
 

Table 17AB: Select Caregiver Demographics 

 CASA GRH 

 N = 48 N = 94 

 % % 

Education:   

High school or less ………………………. 19 22 

Some post secondary ……………………... 13 16 

Completed post secondary ……………….. 68 62 

Family income:   

Less than $30,000 ………………………... 26 15 

$30,001 to $50,000 ………………………. 28 25 

$50,001 to $70,000 ………………………. 23 33 

More than $70,000 ……………………….. 23 26 
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Select Survey Results by Site: Ontario 

The Children 

 

Table 1ON: Children’s Demographics 

 Chedoke R.E.A.C.H. 

 N = 78 N = 15 

 % % 

Age of child at time of survey (in years):   

0 to 1 ……………………………………… 0 0 

1 to 2 ……………………………………… 6 20 

2 to 3 ……………………………………… 9 33 

3 to 4 ……………………………………… 21 20 

4 to 5 ……………………………………… 29 13 

6 years and older …………………………. 35 13 

Gender:   

Male ……………………………………… 67 67 

Female …………………………………… 33 33 

Residence:   

Urban ……………………………………... 92 0 

Rural ……………………………………… 8 100 
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Table 2ON: Diagnoses 

 Chedoke R.E.A.C.H. 

 N = 78 N = 15 

 % % 

Pervasive developmental disorders (PDD)……. 36 40 

Communication disorders …………………….. 17 0 

Developmental disorders ……………………… 23 13 

Other mental disorders ………………………... 4 0 

Other neurological disorders ………………….. 15 33 

Attention deficit/hyperactivity disorder ………. 3 0 

Foetal alcohol spectrum disorder …………….. 1 0 

Genetic syndromes ……………………………. 8 0 

Reactive attachment disorder …………………. 0 0 

Other medical or physical problems ………….. 5 20 

Seizure disorder ……………………………….. 3 0 

Other ………………….……………………….. 3 7 
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Table 3ON: Parent-Reported Problems 

 Chedoke R.E.A.C.H. 

 N = 78 N = 15 

 % % 

Expressive language delay ……………………. 73 73 

Developmental delay …………………………. 74 60 

Receptive language delay ……………………... 63 47 

Social …………………………………………. 54 20 

Disruptive behaviour ………………………….. 53 33 

Toileting ………………………………………. 49 40 

Sleep disturbance ……………………………… 35 20 

Feeding ………………………………………... 35 47 

Other …………………………………………... 21 33 

   

Children experiencing multiple problems from 

above list: 

  

0 to 1 …………………………………………... 6 20 

2 to 4 ………………………………................... 41 40 

5 to 6 ………………………………................... 32 20 

7 to 8 ………………………………................... 15 7 

9 or more ……………………………………… 4 7 
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Table 4ON-CHEDOKE: Age of Child at Key Service-Related Events 

 

Age of child in 

years 

 

% of parents first 

concerned at this 

age 

% of children 

who received  a 

diagnosis at  

this age 

% of children attending 

first visit to specialty 

centre at  

this age 

Less than 1 29 14 17 

Between 1 and 2 40 13 14 

Between 2 and 3 19 21 21 

Between 3 and 4 4 15 13 

Between 4 and 5 4 12 9 

More than 5 1 4 4 

 

Table 4ON-R.E.A.C.H.: Age of Child at Key Service-Related Events 

 

 

Age of child in 

years 

 

% of parents first 

concerned at 

this age 

% of children who 

received  a 

diagnosis at  

this age 

% of children 

attending first visit to 

specialty centre at  

this age 

Less than 1 67 40 40 

Between 1 and 2 33 7 13 

Between 2 and 3 0 13 20 

Between 3 and 4 0 13 7 

Between 4 and 5 0 0 0 

More than 5 0 0 0 
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Professionals Children Saw 

Table 5ON: First and Second Professionals Seen 

 Chedoke 

N = 78 

R.E.A.C.H. 

N = 15 

 Seen First 

(%) 

Seen 

Second (%) 

Seen First 

(%) 

Seen 

Second (%) 

Family doctor …………………… 49 4 53 7 

Pediatrician ……………………… 32 53 20 47 

Speech and language pathologist .. 4 18 7 13 

Public health nurse ……………… 0 4 13 7 

Mental health therapist ………….. 0 1 0 0 

Infant development worker ……... 0 0 0 27 

Audiologist ……………………… 0 4 0 0 

Other professionals ……………… 15 17 7 0 

 

Table 6ON-CHEDOKE: The Role of Primary Health Care Practitioners 

 N = 78 

 Family Doctor 

N = 73 

Pediatrician  

N = 62 

This professional has diagnosed the child 7 29 

This professional referred the child to a/another pediatrician 63 37 

This professional referred my child to another professional 33 53 

This professional referred my child to a specialty centre 27 73 
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Table 6ON-R.E.A.C.H.: The Role of Primary Health Care Practitioners 

 N = 15 

 Family Doctor 

N = 15 

Pediatrician 

N = 13 

This professional has diagnosed the child 20 62 

This professional referred the child to a/another pediatrician 80 31 

This professional referred my child to another professional 27 46 

This professional referred my child to a specialty centre 13 62 
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