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Objectives

Rates of health and medical issues are high 
among individuals with intellectual disabilities. 
Managing these conditions in addition to the 
pre-existing intellectual disability can be very 
difficult. It has been shown that side effects of 
certain medications prescribed to treat psychi-
atric disorders can also lead to complex health 
issues. Recent research has highlighted high 
rates of medical conditions in inpatients with 
dual diagnosis of intellectual disabilities and 
psychiatric disorders, but there has been limited 
research on health conditions of outpatients. The 
purpose of this poster is to describe the rates of 
health issues and preventative health monitor-
ing among outpatients with dual diagnosis at 
the time of initial outpatient nursing assessment.

Methods

Information on physical health conditions of 
outpatients referred to the Dual Diagnosis 
Service at the Centre for Addiction and Mental 
Health is recorded on nursing assessment 
reports upon completion of detailed head to 
toe exams. A chart audit was conducted on 
59 outpatient nursing assessments complet-
ed between 2009 and 2012. The clients were 
between the ages of 16 and 74 (M = 33) and the 
majority were male. The occurrence of metabol-
ic, cardiovascular, respiratory, musculoskeletal, 
endocrine, neurological, dental, vision, and 
sexual health problems were investigated along 
with rates of completed recommended screen-
ings and associated demographic information.

Results

Preliminary results indicate that outpatients 
with dual diagnosis have high rates of health 
concerns. Neurological, musculoskeletal, gas-
trointestinal, and dermatological conditions 
were the most common medical issues, each 
with a frequency greater than 50%. More than 
one third of the sample suffered from con-
stipation and endocrine complications while 
auditory problems, obesity and urinary tract 
infections (UTI) each occurred in less than 30% 
of individuals. In terms of preventative mon-
itoring, rates reported are far from guideline 
recommended care.

Conclusions

Findings of this study show that rates of med-
ical issues in outpatients with intellectual dis-
abilities and psychiatric disorders are high. 
Unfortunately, these patients do not always 
get the care they need for their physical health 
concerns because the focus tends to be on their 
psychiatric issues. By identifying and high-
lighting medical concerns and improving the 
rates of preventative monitoring, the quality of 
life of people with intellectual disabilities can 
be greatly improved. 

An Exploratory Study on the Occurrence of Physical Health Problems 
in Psychiatric Outpatients with Intellectual Disabilities
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Objectives

This poster focuses on the reliability of the York 
Measure of Quality of Intensive Behavioural 
Intervention (IBI). IBI is considered the treat-
ment of choice for young children with autism, 
though outcomes are variable. Some of this 
variability may be related to treatment charac-
teristics. Much research has focused on treat-
ment intensity (e.g., 20–40 hours per week) and 
duration (one to three years), both of which are 
indicators of quantity of treatment, and occa-
sionally on the model of supervision used in 
the program. However, the quality of this treat-
ment has received much less attention, since it 
is rather difficult to measure due to the lack of 
an objective and reliable measurement method. 
The The York Measure of Quality of IBI (YMQI) 
is attempting to fill this gap. The YMQI was 
originally developed in our lab between 2004 
and 2005, based on literature, training manu-
als, clinical experience, and surveys of parents 
and professionals. Revisions were made over 
time and good inter-rater reliability, internal 
consistency, and agreement with expert judg-
ments were established. A self-guided training 
DVD was developed, which teaches how to use 
the YMQI and rate the 31 items (e.g., clarity 
of discriminative stimuli, speed of reinforce-
ment, effectiveness of prompts) on a five-point 
scale based on two five-minute segments of 
videotaped IBI sessions. In a recent study, we 
found that undergraduate coders maintained 
high inter-rater agreement with no evidence of 
observer drift after training with the DVD and 
one in-person booster training session provid-
ed by the first author.

Methods

As part of a larger study, monthly videos of 39 
participants engaged in IBI have been collect-
ed. A total of 411 videos have been coded by 
one of four raters, using the YMQI. Two coders 
have rated 83 videos (20%) in order to evaluate 
the inter-rater reliability. For this poster, we are 
focusing on the reliability of the measure. In 
particular, we will report on inter-rater reliabil-
ity and scale reliability.

Results

In the results, we will present the inter-rater 
reliability for the total score, as well as the 
individual item scores, using percentage agree-
ment and intra-class correlations, as well as 
the scale reliability, using coefficient alpha 
and the item-total correlations of all 31 items. 
Preliminary analyses indicate 88% agreement 
across items and videos, which is excellent for 
this complex coding scheme.

Conclusions

This poster will provide us with more current 
information on the reliability of this complex 
measure, based on a much larger sample than 
we have previously examined. This research 
will contribute to an area of autism interven-
tion research that has not been explored in the 
literature due to the difficulty of measuring the 
quality of IBI. This study will examine whether 
different raters can assess the quality of IBI ses-
sions reliably using the YMQI. We believe that 
assessing quality is as important as quantity, 
especially when such a significant amount of 
time and money is devoted to this intervention. 

Reliability of the York Measure of Quality  
of Intensive Behavioural Intervention
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Objectives

Working with people with developmental 
disabilities offers an opportunity to foster 
compassionate, person-centred care among 
future healthcare providers. In 2008, with the 
launch of the Michael G. DeGroote School of 
Medicine’s Niagara Regional Campus, an initia-
tive began whereby medical students were pro-
vided with experiences to increase their capac-
ity to provide competent and compassionate 
care to people with developmental disabilities. 
The program has included three phases over 
the course of the students’ medical education. 
Nursing students have also been included with 
the added benefit of inter-professional learning.

Methods

There are three phases of training: (1)  early 
exposure with an introduction to working with 
people with developmental disabilities, includ-
ing an opportunity to meet patients and car-
egivers, (2) pre-clerkship clinical skills primer 
and interviewing experience, and (3) clerkship 
application in dual diagnosis clinics. As well, 
a video featuring people with developmental 
disabilities and their parents or caregivers dis-
cussing experiences with the healthcare profes-
sion is being produced to enhance and broaden 
the scope of the presentation to learners (first 
and second phases).

Results

Since 2008, student evaluations of the program, 
based on self-reports of comfort and compe-
tence with the population, as well as clinical 
preceptor observation have been reviewed 
and used to refine the program. Brock Center 
for Applied Disabilities Studies and McMaster 
University Department of Psychiatry and 
Behavioural Neurosciences are participating 
in further curriculum development and quali-
tative research. Medical and nursing students 
will be asked to complete a short questionnaire 
prior to and following each phase of the train-
ing with questions being related to comfort, 
competence and confidence in working with 
people with developmental disabilities.

Conclusions

This project has expanded to involve mul
tiple collaborators within McMaster and Brock 
Universities, as well as the broader community 
of people affected by developmental disabilities 
(e.g., agencies, service recipients). A curriculum 
of caring for people with developmental disa-
bilities has been developed and is being further 
evaluated and enhanced. The initiative comple-
ments other projects in Ontario and through-
out Canada aimed at promoting excellence in 
competent and compassionate health care for 
people with developmental disabilities.

A Curriculum for Caring for People with Developmental Disabilities
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Objectives

Many individuals with autism spectrum disor-
ders (ASD) are interested in sex and engage in 
sexual behaviours. However, little is understood 
about sexual knowledge, perceptions, and expe-
riences in ASD. Knowledge and self-perceptions 
are important factors in the development of 
safe sexual practices and healthy relationships 
for typical developing individuals. Parents 
and peers have been found to be particularly 
important sources of such knowledge. Given 
the specific areas of deficits found in people 
with ASD (particularly social relationships and 
social-cognitive processing), many may miss or 
misunderstand important sexual knowledge 
gaining opportunities and misinterpret sexual 
experiences. Thus individuals with ASD may be 
at risk for engaging in risky sexual exchanges 
and being victims of sexual violence. The cur-
rent study aimed to understand the actual and 
perceived knowledge and sexual experiences of 
individuals with ASD and how it compares to 
that of typically developing individuals.

Methods

One-hundred individuals with high functioning 
ASD have been collected and matched by chron-
ological age to 100 typical developing individu-
als. All participants are between 18 to 30 years 
of age, lived in North America, and were willing 
to participate in an online survey. Participants 
completed the Autism Spectrum Quotient, 
Sexualized Behaviour Scale, Revised Knowledge 
of Sexual Health, Sexual Experiences Survey, 
and researcher created questionnaires regard-
ing sexual knowledge sources, perceived knowl-
edge, sexual demographics, and sexual experi-
ences and behaviours.

Results

Data collection and analysis is ongoing. The 
interaction between actual knowledge and 
self-perception of knowledge will be examined 
as it relates to risky sexual behaviours. The rela-
tionship between actual knowledge and where 
the participants obtained their knowledge 
(knowledge sources) will also be examined. It 
is hypothesized that young adults with ASD 
will report increased rates of sexual violence 
victimization than typically developing young 
adults, with females in both groups reporting 
increased rates and degrees of victimization 
than males.

Conclusions

The results of this study will provide an under-
standing of sexual health knowledge in the 
adult ASD population and how this relates to 
risky sexual behaviour. Results of this study 
may also have important implications in the 
development of sexual safety training and 
socio-sexual curriculum development.

Sexuality in Autism Spectrum Disorders:  
Knowledge, Perceptions, and Experience
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Objectives

Over time, parents of adults with developmen-
tal disabilities (DD) face increasing challenges 
related to health issues and declining strength 
which may affect their ability to support their 
family member’s needs. One way for these par-
ents to manage stress is to request support from 
Developmental Services Ontario (DSO), a new 
standardized application process for individu-
als with DD. Research has focused on service 
utilization in the USA and UK whereas less 
is known about the experiences of Canadian 
families. The current study aims to (1) examine 
how families requesting services through DSOs 
cope and (2)  examine differences in families 
according to their scores on problem-focused 
and emotion-focused coping. Based on the lit-
erature, it is hypothesized that parents using 
primarily problem focused coping will report 
higher perceived support, mastery and psycho-
logical well-being. It is also hypothesized that 
parents using primarily emotion-focused cop-
ing will report lower perceived support, mas-
tery and psychological well-being.

Methods

This study will use archival data collected from 
parents participating in the Multidimensional 
Assessment of Providers and Systems (MAPS) 
research project entitled “Parents Requesting 
Adult Developmental Services for their 
Children.” Participants: Data collection is ongo-
ing but a final sample of approximately 105 
parents requesting services through a DSO 
organization for a family member with DD is 
expected. Individuals with DD will be aged 
16 and above and living at home. Measures: 

Information about parents requesting services 
from DSO and their adult family members with 
DD will be obtained from standardized inter-
views and questionnaires, Parents will complete 
the Application for Developmental Supports 
and Services (ADSS) and the Supports Intensity 
Scale (SIS) which provide information about the 
parents (e.g., income) and their family member 
with DD (e.g., diagnosis). For purposes of this 
study, data collected at the initial interview 
and from the following questionnaires will be 
used: Family Support Scale: perceived informal 
and formal support; Brief COPE scale: problem 
and emotion focused coping; Mastery sub-
scale of the Revised Caregiver Appraisal Scale: 
caregiver mastery, and the General Health 
Questionnaire-12: psychological well-being.

Results

Descriptive statistics for all measures will be 
reported. Two ANOVAs will be conducted to 
explore differences in child variables (i.e., age, 
diagnosis and behavioural support needs) and 
parent variables (i.e., perceptions of support, 
mastery and psychological well-being) accord-
ing to parents’ use of problem focused and 
emotion focused coping.

Conclusions

The results of this study will provide informa-
tion regarding the impact of coping strategies 
on parents’ perceived support, mastery and 
well-being. This information may be useful 
in developing supports for parents requesting 
services. Limitations and directions for future 
research will be discussed.

A Provincial Study on Differences in Coping Strategies  
Used by Parents Seeking Services for Their Adult Children  

with Developmental Disabilities
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Objectives

This report contains a critical review of litera-
ture on the transition from elementary to high 
school for students with developmental disabil-
ities (DD). In recent years, the inclusion of peo-
ple with DD has become an increasingly salient 
topic for policymakers, educational personnel, 
and to some extent North American society. 
High school may be more challenging than ele-
mentary school as: (1) students often move from 
a smaller to a larger school community which 
may be a less personal environment, (2)  stu-
dents transition from having one teacher to a 
rotary system, and (3) students are expected to 
meet more academic requirements. It has been 
shown that the transition into high school is an 
important time in the lives of typically develop-
ing students, but there is a notable gap in the lit-
erature on this transition for students with DD.

Methods

We originally set out to conduct a critical review 
of the literature on the transition into high 
school for students with DD however, due to 
the limited number of journal articles found, 
the objective changed to focus on directions for 
future research. The literature reviewed includ-
ed sources related to: research on physical disa-
bilities (e.g., Cerebral palsy), specific disabilities 
(e.g., Down syndrome, learning disabilities), and 
specific aspects of transition (e.g., Individualized 
Education Plans, the transition for typical-
ly developing students). Databases searched 
included: PSYCInfo, ERIC and Google Scholar.

Results

We found 49 related journal articles with the 
most frequently consulted journal being the 
Early Childhood Education Journal, followed 
by Intervention in School and Clinic, The Career 
Development Quarterly, Early Childhood Research 
Quarterly and the Council for Exceptional Children 
journal. Unfortunately, many of the studies that 
did explore the topic of transition were either 
descriptive (e.g., literature reviews), or had rela-
tively small sample sizes (e.g., case studies). We 
found little to no evidence of a formal review 
process to ensure that transition planning is 
effective for the move into high school.

Conclusions

The vast majority of research focusing on stu-
dents with DD has been conducted on the tran-
sitions into and out of school. The literature on 
the transition into high school is sparse and 
has focused on typically developing students 
or students with physical disabilities. Given 
the importance of successful transition for stu-
dents’ success in high school and in post-sec-
ondary environments, directions for future 
research are proposed to develop, implement 
and evaluate models of transition planning 
specifically for students with DD.

Transition from Elementary to High School for Students with 
Developmental Disabilities: Where Is the Research?
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Objectives

Parenting a child with Fetal Alcohol Spectrum 
Disorder (FASD) often presents new and unique 
challenges for a family. For example, parents 
often express financial difficulties, barriers to 
obtaining support, and difficulties obtaining a 
diagnosis. Although every family experiences a 
unique set of challenges, these difficulties often 
result in increased levels of parenting stress. 
Additionally, increasing numbers of children 
are being raised in families led by grandpar-
ents. When a child’s parents are not present 
due to financial, health, or other difficulties, 
grandparents will often assume a parental role. 
Current literature describes how increasing age 
and leaving the labour force presents grandpar-
ents with additional challenges while raising a 
second generation, but neglects to describe how 
past experience provides this population with 
unique advantages and parenting strategies. 
The current study will focus on the experience 
of grandparents who are raising grandchil-
dren diagnosed with FASD and the specific 
challenges and stressors they face, but also the 
advantages that come with a “second chance” 
at raising children. This study is part of a larger 
project looking at families raising children with 
FASD in Ontario.

Methods

Data collection is ongoing, but at the present 
time, eight grandparents and great-grandpar-
ents and 51 non-grandparents completed var-
ious standardized questionnaires, such as the 
Parenting Stress Index: Short Form (PSI-SF) 
and the Questionnaire on Resources and Stress: 
Friedrich’s Short Form (QRS-F). Guardians also 
participated in semi-structured interviews. 
A basic interpretive approach will be used to 

analyze the qualitative interviews to determine 
reoccurring themes as well as to provide fur-
ther insight into the quantitative measures.

Results

Data analysis is ongoing. Preliminary analy-
ses indicate that grandparents raising children 
with FASD may be experiencing increased 
levels of parenting stress when compared to 
caregivers of children with FASD who are 
not grandparents. During interviews, sever-
al grandparents discussed their own drink-
ing during pregnancy and the suspicion that 
their own child may have FASD, thus having 
implications for the multi-generational effects 
of FASD. Further analysis of the qualitative 
interviews will potentially reveal what specific 
factors are contributing to the additional stress 
experienced by grandparents, but also what 
advantages grandparents may have when rais-
ing a second generation.

Conclusions

Increasing numbers of grandparents are 
becoming the guardians of children diagnosed 
with FASD. In some cases, there are multiple 
generations of FASD and thus grandparents 
are facing the combined challenges brought 
on by the kinship adoption process as well as 
raising a child with a developmental disability. 
However, grandparents may have an advan-
tage when facing some of these challenges due 
to having previously raised children. By better 
understanding the specific parenting challeng-
es grandparents face, supports and interven-
tions can be specifically tailored to this popu-
lation and be targeted to those in need.

Grandparents Raising Grandchildren with Fetal Alcohol Spectrum 
Disorder: Unique Challenges and a “Second Chance”
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Objectives

Despite the acknowledgment that individuals 
with intellectual disabilities are the experts on 
their own experiences, these individuals have 
been largely omitted from the disability dis-
course. Research in the field of disability has 
typically been done on individuals with dis-
abilities, rather than with them, disempowering 
this already vulnerable population and taking 
away their voice. Conducting research, particu-
larly qualitative research, with individuals with 
disabilities is therefore essential, yet limited 
research has appeared to address the issues or 
concerns surrounding doing so. Research in the 
field has been predominantly quantitative in 
nature, giving little portrayal of the true lived 
experiences of individuals with disabilities. Of 
the qualitative research that has been conduct-
ed, researchers often recount that individuals 
with intellectual disabilities have been involved 
with research, but not in the analysis of it. 
This lack of involvement is surprising given 
that many authors have called for emancipa-
tory and participatory research projects that 
emphasize the direct participation of individ-
uals with disabilities in all stages of research, 
including development, implementation, and 
dissemination. Qualitative methodologies, such 
as Participatory Action Research (PAR), should 
be employed in order to challenge disempower-
ment and involve individuals with intellectual 
disabilities in the research process. However, 
ethical (e.g., obtaining informed consent and 
assessing capacity) and practical challenges 

(e.g., recruitment, data collection, analytic strat-
egy, researcher interpretation) often interfere 
with researchers engaging in participatory 
research projects. This presentation provides 
a selective overview of the literature with 
regards to the challenges associated with con-
ducting qualitative research with individuals 
with intellectual disabilities, addressing both 
the ethical and practical concerns with regards 
to this population.

Conclusions

Issues related to obtaining informed consent 
and assessing capacity will be addressed. In 
order for consent to be informed, participants 
must be able to grasp the information that is 
provided, as well as have an opportunity to ask 
questions, discuss, and consider whether they 
would like to participate. There is a misconcep-
tion surrounding informed consent, whereby it 
is implied that problems regarding informed 
consent can be overcome if they are handled 
in a sensitive enough manner. Furthermore, 
because some individuals may be incapable of 
giving informed consent at a particular point in 
time, continually evaluating a person’s capac-
ity to participate in research is essential. An 
argument will be made for the importance of 
using Participatory Action Research as a meth-
odology of choice for individuals with intellec-
tual disabilities, and recommendations will be 
provided for how to address these issues with 
disability-specific populations.

Conducting Research with Individuals Who Have Intellectual 
Disabilities: Ethical and Practical Implications for Qualitative Research 
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Objectives

Despite the wealth of literature on families of 
children with disabilities, limited research has 
been conducted on families raising children 
with Fetal Alcohol Spectrum Disorder (FASD). 
Current trends in family disability research 
have transitioned from deficit-based models 
of coping to those that bring to light strength-
based aspects of family functioning, such as 
adaptation. Adaptation is realized when the 
family has accommodated to define and rec-
ognize the meaning ascribed to their situation 
and has developed competencies and capabili-
ties to foster growth and development.

Methods

A mixed methods study was conducted with 67 
adoptive, foster, and biological caregivers of chil-
dren with FASD in Ontario, Canada. Employing 
a basic interpretive approach, informed by the 
Family Adjustment and Adaptation Response 
(FAAR) model, semi-structured, qualitative 
interviews were conducted. Participants also 
completed a number of quantitative question-
naires, including the Family Crisis Oriented 
Personal Scales (F-COPES) and the Family 
Resource Scale (FRS).

Results

Interpretative phenomenological analysis of 
the interviews revealed two main superordi-
nate themes (Helpful Strategies and Support 
Systems), with several constituent sub-themes 
regarding what has helped families adapt to 
raising a child with FASD. Parents identified 
strategies they found helpful, including edu-

cating themselves about FASD, using routine, 
consistency, and repetition, taking things day 
to day, and picking their battles. Parents also 
emphasized the importance of doing what they 
have to when the unexpected occurs. Parents 
discussed their use of both formal and infor-
mal supports, such as significant others, family 
members, and friends as important sources of 
informal support. Participants also identified 
support groups, respite services, and import-
ant professionals who were supportive in a for-
mal capacity. Interestingly, initial data analysis 
reveals no significant correlations between the 
F-COPES and the FRS; however, responses to 
individual items on each measure will be con-
sidered and discussed in their relation to the 
qualitative findings. For example, in response to 
the question “Defining the family problem in a more 
positive way so that we do not become too discour-
aged” on the F-COPES, 35 participants, or 55% of 
the sample, moderately or strongly agreed with 
the statement, indicating that many families 
attempt to reframe their situation in a more pos-
itive light. Overall, total F-COPES scores indi-
cate that parents are coping moderately well, 
with percentile scores in the 55th percentile for 
females (M = 97.65, SD = 12.09) and in the 54th 
percentile for males (M = 94.50, SD = 13.45).

Conclusions

Understanding what families do in order to 
transform from a family in crisis to a family 
that is successfully adapting is important when 
implementing appropriate family supports. 
The lack of significant correlations between the 
F-COPES and FRS may suggest that a family’s 
ability to cope or adapt may not be limited by 
the resources available to them.

“It’s Like Being on a Bicycle, You Just Have to Keep Pedaling  
and Do the Best You Can”: Adaptation in Families Raising Children 

with Fetal Alcohol Spectrum Disorder
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Objectives

Parents often report that obtaining a diag-
nosis of autism spectrum disorder (ASD) can 
be frustrating for parents, often resulting in 
long delays in obtaining a diagnosis, multi-
ple diagnoses given, and visits to a number of 
health professionals. A significant relationship 
has been found between the amount of time 
between parents’ initial concerns for their child 
and the child’s subsequent ASD diagnosis and 
level of parental satisfaction, with longer delays 
associated with less satisfaction. Long delays in 
obtaining a diagnosis and dissatisfaction with 
the diagnosis can be in part be attributed to the 
co-occurring mental health disorders that are 
often present with ASD. As such, it is essential 
to better understand the diagnostic process, 
parents’ satisfaction with their child’s diagnosis, 
and how comorbid mental health issues compli-
cate the diagnostic process. This study aims to 
support previous research that indicates that 
the ASD diagnostic process must be improved 
in order to prevent delays in obtaining a diag-
nosis and increased access to services during 
crucial years of early development. The current 
study aims to examine parents’ degree of sat-
isfaction with their child’s ASD diagnosis and 
investigate the diagnostic process, including 
the number of previous diagnoses received by 
the child and the amount of time between ini-
tial parental concerns. Additionally, this study 
will examine whether specific ASD diagnostic 
subgroups predict parental satisfaction with the 
diagnostic process.

Methods

A total of 132 parents completed a questionnaire 
related to their experiences in obtaining an ASD 
diagnosis. Questions included: “Are you com-
fortable that the current diagnosis captures your 
child’s characteristics and issues?” and “Do you 
have any concerns about any additional psycho-
logical issues.” The current sample is comprised 
of parents of children with various ASD diagno-
ses including autism, ASD, Asperger syndrome, 
pervasive developmental disability (PDD), and 
PDD-not otherwise specified (PDD-NOS).

Results

Frequency analyses, correlations, and regres-
sion analysis will be conducted to examine the 
present study objectives. It is expected that a 
shorter period of time between initial concerns 
and ASD diagnosis will result in greater paren-
tal satisfaction. Satisfaction is also expected to 
be negatively correlated with additional psy-
chological concerns. Consistent with previous 
research, it is hypothesized that parents of chil-
dren with AS will report less satisfaction with 
the diagnostic process than parents of children 
with other ASDs. How specific aspects of the 
current ASD diagnostic process may influence 
parental satisfaction with their child’s diagno-
sis will be examined.

Conclusions

Understanding how satisfied parents are with 
obtaining a diagnosis will help to inform 
health professionals as to how to improve the 
diagnostic process. Furthermore, successful 
treatment of ASD requires reliable diagnosis 
and treatment of other co-morbid disorders, 
such as anxiety.

Level of Parental Satisfaction with the Autism Spectrum Disorder 
Diagnostic Process: Implications for Early Diagnosis and Intervention
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Objectives

Persons with intellectual disabilities (ID) are 
exposed to the same medical interventions as 
everyone else. Yet, it is not clear if clinical trials 
evaluating the safety and effectiveness of med-
ical procedures have included persons with ID. 
Given the unique health profiles of many per-
sons with ID, it cannot be assumed that they 
will react the same to medical treatments as 
persons without ID. The purpose of this sys-
tematic review was twofold: (1) to examine the 
inclusion of persons with ID among included 
medical research trials, and (2) among studies 
that did not include persons with ID, to deter-
mine whether accommodations and/or study 
modifications could have been made to pro-
mote inclusion in medical research.

Methods

Three-hundred randomized control trials and 
clinic trials published between 2007 and 2011 in 
the top six high-impact medical journals (New 
England Journal of Medicine, The LANCET, 
Journal of the American Medical Association, 
Annals of Internal Medicine, Public Library 
of Science Medicine, and the British Medical 
Journal) were randomly selected.

Results

Only about eight (3%) of 300 randomly chosen 
studies included persons with ID. Over 90% of 
studies were designed in ways that would auto-
matically exclude persons with ID from partic-
ipating. However, a close examination of these 
studies revealed that the most persons with ID 
could have participated in at least 70% of the 
studies with simple accommodations and/or 
minor design modifications.

Conclusions

The findings highlight the exclusion of persons 
with ID in medical research. As such, consider-
ations must be made in weighing the applica-
bility of medical treatment effectiveness on per-
sons with ID. Important research, clinical and 
rights implications of these findings on persons 
with ID and other vulnerable populations will 
be discussed.

Where Are Persons with Intellectual Disabilities in Medical 
Research? A Review of the Literature

Authors:	� Maurice Feldman, Jason Bosett, Cheryl Collet, Priscilla 
Burnham Riosa

	 Brock University, St. Catharines, ON

Correspondence:	 mfeldman@brocku.ca
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Objectives

Individuals with autism spectrum disorders 
(ASD) are reported to have elevated rates of 
mental health problems compared to their typi-
cally developing peers, with depression as one of 
the most common comorbid psychopathologies 
for youth with ASD. The Diathesis-Stress model 
of psychopathology proposes that multiple risk 
factors may be necessary to foster the develop-
ment of a disorder, although researchers have 
yet to investigate the usefulness of this model 
in the study of individuals with ASD, in which 
the presentation of psychopathology can be 
very complex. The current investigation aims to 
examine the relationships among vulnerability 
(ASD diagnosis) and stressors (caregiver dis-
tress and negative life events (NLE)) as predic-
tors of depression. In addition, the study aims 
to examine how levels of depression may vary 
depending on the child’s ASD diagnosis.

Methods

As part of a larger study examining families of 
children with ASD, 145 caregivers completed an 
online survey. Caregivers (79% mothers) were 
23 to 72 years of age (M = 45.08, SD = 9.70) and 
children with ASD (81% male) ranged in age 
from 6 to 49 (M = 16.26, SD = 9.41). Caregiver 
distress was measured with the Kessler 
six‑item Psychological Distress Scale (K6), and 
NLE of the child were measured with an adapt-
ed version of the Life Events Checklist from 
the Psychiatric Assessment for Adults with 
Developmental Disabilities. In addition, care-
givers completed a measure of demographic 
variables, and reported on their child’s depres-
sive symptoms using the Glasgow Depression 
Scale – Carer Supplement (GDS-CS).

Results

Analyses revealed significant differences 
in depressive symptoms for ASD diagnosis 
(F(2, 111) = 4.07, p < .05), illustrating higher symp-
toms in individuals with Asperger syndrome 
compared to those with autism (p < .05) or PDD-
NOS (p < .01). Regression analyses revealed that 
after controlling for child age and gender, NLE 
accounted for an additional 4% of the variance 
in child depression (t(109)  =  2.52, p  <  .05), and 
caregiver distress accounted for an addition-
al 12% of the variance (t(109) = 4.19, p < .01). The 
interaction between ASD diagnosis and NLE or 
caregiver distress did not significantly contrib-
ute to the model (p > .05).

Conclusions

The findings suggest that caregiver distress and 
NLE can significantly contribute to explain-
ing depressive symptoms for individuals with 
ASD. Also, despite different levels of depres-
sion depending on ASD diagnosis, the diagno-
sis does not moderate the relationship between 
parent distress or NLE, and child depression. 
These associations were observed using care-
giver report, and it is important to follow up 
with self-report to substantiate findings. Further 
research should also investigate the direction of 
the associations between caregiver and child, as 
they could be uni- or bi-directional. The pres-
ent findings contribute to our knowledge of risk 
factors for depression by expanding our under-
standing of specific vulnerabilities for depres-
sion for individuals with ASD.

Investigating Predictors of Depression in Individuals  
with Autism Spectrum Disorder: Caregiver Distress,  

Negative Life Events, and Diagnosis

Authors:	 Stephanie Fung,1 Jonathan Weiss,1 Yona Lunsky2
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Objectives

Over the past 40 years there has been a lot 
of research into functionally-based Applied 
Behaviour Analysis (ABA) interventions for 
self-injurious behaviours (SIB) in individuals 
with developmental disabilities. While some 
interventions have been effective at reducing 
the frequency of SIB the specific components 
of successful behavioural treatments have not 
yet been identified and categorized by function. 
The purpose of this research was to (1) identify 
studies in which ABA interventions were shown 
to be successful at addressing SIB in individuals 
with developmental disabilities and (2) identify 
and categorize by function the most frequently 
used elements of these treatments.

Methods

A preliminary group of 73 articles were iden-
tified following the literature search. Inclusion 
criteria included: published from 1980 – pres-
ent; treatment procedure targeted a reduction 
in SIB; authors’ definition of SIB was consistent 
with the one being used; employed a single case 
time series design; employed an Experimental 
Functional Analysis; treatment was successful 
(i.e., Percentage of Non-overlapping Data points 
(PND) score at a minimum of 75% or through 
visual inspection); participants aged 18 years 
or younger; and participants had a diagnosed 
developmental disability. A total of 33 arti-
cles were discarded based on a review of the 
abstracts. The full content of the remaining 40 
articles were then examined against the inclu-
sion criteria, with inter-observer agreement 
(IOA) conducted on 25% of the articles at a rate 
of 97%. Fifteen articles with 30 participants in 
total were found to conform to the final inclu-

sion criteria. Treatment interventions from these 
articles were categorized by the function of 
the problem behaviour and the different treat-
ment elements (e.g., Functional Communication 
Training (FCT); Warning Stimulus; Non-
contingent Reinforcement (NCR); Fading in 
Stimulus) were charted based on the frequency 
of implementation.

Results

The studies included a total of 30 (17 male and 13 
female) participants. The average age of the par-
ticipants was 9.3 years. Twenty seven out of the 30 
participants were diagnosed with various levels 
of intellectual disability. Three participants had 
a diagnosis of autism. Additional demographic 
information such as socioeconomic status, fam-
ily background or ethnic and racial background 
of the participants was not indicated in any of 
the studies in review. Sixty percent of the inter-
ventions (n = 18) employed more than one treat-
ment element. When multiple treatments were 
utilized, all the elements were implemented con-
currently. Forty percent of the interventions were 
implemented alone as a single treatment (n = 14). 
When a single treatment strategy was employed, 
Extinction (35%) and Functional Communication 
Training (35%) were reported with the highest 
frequency. The most frequently implemented 
treatment packages employed Extinction plus 
fading in instructions (33%) and Extinction plus 
Response Blocking (20%).

Conclusions

The study serves as a means of promoting evi-
denced based practice by identifying for clini-
cians the treatment options for SIB that have 
most often demonstrated success in research.

Common Elements of Successful Behavioural Treatments  
for Self‑Injurious Behaviours  

in Children and Youth with Developmental Disabilities

Authors:	 Ibolya Gabris
	 Surrey Place Centre, Toronto, ON
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Objectives

Past research suggests that children who have 
cognitive impairments not only commonly 
experience everyday pain, but they are also 
frequently incapable of providing accurate 
self-reports of the pain they experience. This 
means that their pain is often assessed and 
managed by caregivers. Numerous factors 
may influence and contribute to pain opinions 
and management decisions made by different 
caregivers. Disability and pain-related beliefs 
could ultimately impact the level and type of 
care provided when pain is experienced by 
children with cognitive impairments who are 
nonverbal. The main objectives of this in-pro-
gress study regarding children who have cog-
nitive impairments and are nonverbal include: 
(1) Compare existing disability and pain-relat-
ed beliefs between active respite workers and 
undergraduate students presumed to have lit-
tle to no experience with this population, and 
(2) Determine whether reported beliefs could 
affect care decisions made in relation to pain 
assessment and management of this population.

Methods

Participants will consist of (1) students from the 
University of Guelph’s undergraduate research 
participant pool and (2) active support work-
ers recruited from one or more organizations 
that provide respite care. Participants will be at 
least 18 years of age and will either have direct 
experience with the specified population, or lit-
tle to no experience. It is estimated that there 
will be a minimum of 200 participants. In an 
online survey, participants will be asked a 
series of demographic questions, then respond 
to questions related to a series of situational 
vignettes. Three vignettes are adapted from a 

previous study, while the remaining have been 
created for this study. Pain source and wheth-
er or not the child communicates verbally will 
be manipulated in these vignettes; for each 
vignette, participants will answer questions 
related to intensity of pain and need for assis-
tance. Participants will also respond to two 
previously validated inventories measuring 
attitudes towards individuals with disabilities 
and beliefs regarding pain experience in typi-
cally developing children versus children with 
cognitive impairments.

Results

Though similar research has been conducted 
with primary caregivers and health care pro-
fessionals, beliefs of support workers in respite 
settings have not been assessed. Data collec-
tion for this survey project is to begin in March 
2013. Using a series of independent samples 
t-tests, researchers expect to see differences in 
the questionnaire scores of support workers 
compared to those who have little to no expe-
rience with the target population. Repeated 
measures ANOVAs will investigate differences 
across vignettes within each participant group 
on ratings of pain severity and need for assis-
tance. Correlational statistics will assess rela-
tionships between participant personal charac-
teristics and vignette responses.

Conclusions

The poster will discuss the results, potential 
implications and limitations of the study. Future 
research may investigate whether the develop-
ment of appropriate educational opportunities 
could provide respite workers with tools to 
become more confident and skilled in assessing 
and managing pain in this population.

Assessment and Management of Pain in Children 
with Cognitive Impairments Who Are Nonverbal: A Survey 

of Support Workers’ Attitudes, Beliefs and Opinions
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Objectives

Research conducted with families of individ-
uals with developmental disabilities (DD) has 
reported problems in the availability of servic-
es, and parent concerns over long wait times. 
However, very little research has examined the 
effects of waiting for services in general and 
to date, no information has been found per-
taining to Canadian parents of adult children 
with DD specifically. The aim of this study is 
to investigate whether parents of adult children 
with DD who are waiting for services from 
Developmental Services Ontario (DSO) experi-
ence changes in their child’s behaviour support 
needs, their perceived formal and informal 
family support, feelings of mastery, use of emo-
tion and problem focused coping strategies, 
and psychological well-being over a period of 
six months.

Methods

The Double ABCX model of family adaptation 
will be employed as a framework to assess 
these changes over time. This study will use 
archival data collected from parents partici-
pating in the Multidimensional Assessment of 
Providers and Systems (MAPS) research pro-
ject, “Parents Requesting Adult Developmental 
Services for their Children: a Provincial Study.” 
Data collection is ongoing, but a final sample 
of approximately 105 parents requesting ser-
vices through DSO for an adult child (aged 16 
and above) with DD who is living at home is 
expected. Information about parents request-
ing services from DSO and their adult family 
members with DD will be obtained from stand-

ardized interviews and questionnaires on an 
initial occasion and then every three months 
for up to a year. Specifically, parents request-
ing services from DSO are required to complete 
The Application for Developmental Supports 
and Services (ADSS) and the Supports Intensity 
Scale (SIS) which collects demographic infor-
mation about the parents and individuals with 
DD, and measures the support needs of the 
family. Additionally, for purposes of this study, 
data collected at an initial interview and six 
months later from the following scales will be 
used: Family Support Scale: perceived informal 
and formal support; Brief COPE scale: problem 
and emotion focused coping; Mastery sub-
scale of the Revised Caregiver Appraisal Scale: 
caregiver mastery, and the General Health 
Questionnaire-12: psychological well-being.

Results

Descriptive statistics for all measures at both 
data collection points will be reported. In addi-
tion, a Repeated Measures ANOVA will be con-
ducted to determine if parents report changes 
in perceived formal and informal support, feel-
ings of mastery, use of emotion and problem 
focused coping, and well-being over a period 
of six months.

Conclusions

This study will provide important informa-
tion regarding the impact of changes over time 
that may be helpful in developing appropri-
ate supports for parents of adults with DD. 
Limitations and directions for future research 
will be discussed.

Changes in Parent-Perceived Support, Coping, Mastery, 
and Well‑Being Over Time

Authors:	� Melissa Gilroy,1 Patricia Minnes,1 Helene Ouellete‑Kuntz1, 
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Objectives

The main objective of our research was to deter-
mine if individual lifestyle planning was more 
effective than traditional planning in assisting 
individuals supported by community living in 
achieving their outcomes. An additional goal 
of our work was to examine whether there 
was greater improvement on some outcomes 
compared to others and if individual lifestyle 
planning lead to an increase in the exercise of 
personal rights.

Methods

We followed two groups of individuals 
through two years of outcomes planning 
(n = 29 per group). Each group was matched on 
a number of characteristics: General ability, age, 
outcomes present at time of first testing, and 
setting (group home vs. independent living). 
Group one received individual lifestyle plan-
ning in the first and second year, while group 
two received traditional lifestyle planning in 
year one and individual lifestyle planning in 
year two. Number of outcomes and supports 
present was measured for each individual at 
three time points – before year one, at the end 
of year one, and the end of year two.

Results

There were no significant differences between 
the two groups in the number of outcomes and 
supports present at the beginning of year one, 
however, group one who received the individu-
al lifestyle planning showed an increase in out-
comes and supports at the end of year one (e.g., 
satisfaction with services and choosing daily 
routine), while group two who received the tra-
ditional planning did not show an increase in 
outcomes and actually demonstrated a decline 
in supports at the end of year one. At the end of 
year two, both group one and two showed an 
increased in outcomes and supports as a result 
of the individual lifestyle planning. Results also 
indicate that individuals demonstrate improve-
ment on some outcomes more than others.

Conclusions

Overall individualized lifestyle planning 
proved to be more effective in assisting indi-
viduals in achieving their outcomes and for 
putting supports in place. This research has 
important implications for practice as it informs 
care providers on the value of a person cen-
tered approach to planning and supports. In 
the future, researchers may want to target areas 
that have seen the least amount of progress 
such as “real participation in the communi-
ty.” In addition, researchers may want to look 
more deeply at the differences in individualized 
planning and traditional planning to determine 
which elements of individualized planning lead 
to the greatest improvement and success in the 
lives of the individuals receiving the planning.

The Right to Self‑Determination in Daily Living: Individual Lifestyle 
Planning in Services for Persons with Intellectual Disabilites

Authors:	 Kerry Boyd,1 Becky Ward,2 Courtney Phillips2

1	 University of Waterloo, Waterloo, ON
2	 Brock University, St. Catharines, ON

Correspondence:	 lgosse@uwaterloo.ca



v.19 n.2

		  Research Special Interest Group (RSIG) Abstracts	 71

Objectives

This study presents preliminary data that is 
part of a larger study focusing on Fetal Alcohol 
Spectrum Disorder (FASD) within the sexual 
offender (SO) population. As a result of the trau-
ma caused to the central nervous system, indi-
viduals with FASD may experience primary dis-
abilities including cognitive impairments, mem-
ory deficits, and attention difficulties as well as 
secondary disabilities, such as involvement with 
the criminal justice system (CJS), and social skill 
deficits that can be expressed through sexually 
inappropriate behaviour. It has been suggest-
ed that within 2008/2009 there were between 
207 and 423 youth with FASD, and roughly 
3,686 adults with FASD within Canada’s CJS. 
However, the prevalence of FASD within the SO 
population is currently unknown; in a sample of 
62 Canadians with FASD, 45% engaged in sex-
ually inappropriate behaviour such as engag-
ing in masturbation in an inappropriate place, 
or sexual intercourse with unwilling partners 
or children. All convicted SO’s undergo assess-
ment and treatment in order to decrease future 
sexual recidivism. While it has been stated that 
SO’s often share similar characteristics and fam-
ily histories, researchers have not determined 
whether those with FASD sexually offend for 
similar reasons as non-FASD SO’s. This study 
looks at the similarities and differences between 
SO’s with and without FASD.

Methods

SO’s within the CJS with and without FASD 
will be assessed using the Vineland-II; the 
Minnesota Multiphasic Personality Inventory-2; 

the Wechsler Abbreviated Scale of Intelligence-
II; the Multiphasic Sex Inventory; and the Socio-
sexual Knowledge and Attitudes Assessment 
Tool-Revised. Participants will also part-take 
in a semi-structured interview in order to bet-
ter understand the lived experience of individ-
uals with and without FASD within the sexual 
offender population.

Results

Once data is collected, participants with and 
without FASD within the SO population will 
be compared on their adaptive living and social 
skills, measure of personality, cognitive ability, 
sexual deviancy, as well as knowledge regard-
ing socio-sexual matters. It is hypothesized that 
individuals with FASD within the SO popula-
tion will have less adaptive and social skills 
when compared to those without FASD within 
the SO population, that individuals with FASD 
will have lower cognitive ability, and lower 
sexual deviancy scores when compared to non-
FASD SO’s, and that those with FASD within 
the SO population will have lower levels of 
knowledge about sexual matters compared to 
those without FASD within the SO population.

Conclusions

SO’s with FASD require specialized support 
and treatment that must be accommodated 
within the CJS. Understanding the similari-
ties and differences of those with and without 
FASD within the SO population could provide 
insight into the adaptations needed within 
assessment and treatment practices for SO’s 
with FASD.

A Closer Look at Fetal Alcohol Spectrum Disorder  
in the Sexual Offender Population 
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Objectives

Being a parent of an individual with an 
Intellectual or a Developmental Disability 
(IDD) is associated with increased stress and 
poorer psychological well-being. Also, as fam-
ily caregivers have the most responsibility in 
supporting individuals with IDD, it is essen-
tial that they are provided with appropriate 
supports and services. Recent research has 
identified the need for psychological support 
to empower these parents. Emerging evidence 
also suggests that mindfulness and acceptance 
based interventions produce better parent out-
comes including improved caregiving for their 
child. Mindfulness meditation which cultivates 
a non-judgmental awareness anchored in the 
present moment is associated with psycholog-
ical acceptance, which is essentially the ability 
to experience and face current difficulties with-
out attempting to directly change them. This 
could be a helpful strategy for parents of indi-
viduals with IDD since it helps to remain calm 
during events associated with the child that 
cannot be resolved immediately. The current 
study was aimed at qualitatively evaluating 
the effectiveness of a mindfulness program as 
a service to enhance psychological well-being 
and promote positive parent outcomes.

Methods

Two groups of 10 parents each (mean 
age = 54.2 + 8.9 years; female = 95%) participat-
ed in a mindfulness program which consisted 
of four (spring 2012) and six (fall 2012) sessions, 
respectively. The weekly two-hour sessions 
offered experiential training, which involved 
meditation practices such as sitting meditation, 
walking meditation and gentle yoga as outlined 

in the Mindfulness Based Cognitive Therapy 
program (MBCT). At the conclusion of the pro-
gram, parents completed a satisfaction question-
naire summarizing what they learned, what was 
most effective and whether they would recom-
mend this group to other parents. Parents com-
pleted a measure of distress (DASS‑7), which 
they also completed at the start of the group.

Results

All parents who completed the end of pro-
gram evaluations (spring  =  50%; fall  =  70%) 
reported that they liked the group. In fact, all 
of them indicated their interest in participating 
in future programs and also said they would 
recommend the program to other parents. On 
average, parents attended three out of four ses-
sions in spring and four out of six sessions in 
fall. Most parents appreciated the practicality of 
the mindfulness and stress-reduction exercises, 
content of the readings, audio recordings and 
the overall presentation as well as the oppor-
tunity to make connections with other parents 
that share similar problems. Only 12 parents 
completed the DASS-7 prior to and following 
intervention. Their scores were significantly 
lower at the end of the program, suggesting 
that the group may have helped to reduce their 
distress (t(11) = 2.83, p = 0.016).

Conclusions

Our preliminary results indicate that a mindful-
ness based intervention could be helpful to par-
ents interested in learning new strategies to cope 
with day to day stress associated with raising a 
child with IDD.

Effectiveness of a Mindfullness Practice Program to Facilitate 
Psychological Well‑Being of Parents of Teens and Adults with 

Intellectual and Developmental Disabilities
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Objectives

Adolescence is a time when many important 
social changes take place for typically devel-
oping teens, including one of the most salient 
of these changes: the emergence of romantic 
relationships. It remains unknown, however, 
whether adolescents with intellectual disabili-
ties (IDs) have similar social experiences as typ-
ically developing youth. While it is evident that 
youths with a mild ID are more likely to have 
friendships and are sexually experienced, it 
remains unknown how adolescents with an ID 
understand romantic relationships. Filling in this 
important research gap would help in not only 
educating parents, practitioners, and policymak-
ers, but to also effectively support youth with an 
ID in developing meaningful and healthy rela-
tionship. Thus, this study will examine dating 
and romantic relationship understanding, expec-
tations, and experiences among adolescents with 
an ID. A strength of this study is that it will pro-
vide a voice to individuals that have often been 
neglected in this research area: adolescents.

Methods

The participants in this study are adolescents 
between the ages of 16 and 19 years with a 
mild ID residing within the Toronto Area. 
Eligible participants had sufficient verbal skills 
to express themselves during the interview 
and sufficient cognitive skills to participate 
(mild ID). Their cognitive skills were assessed 
with the WASI as a prescreening measure of 
their IQ. The caregiver was asked to complete 
some questionnaires. The parental standard 
measures used are as follows: The short form 
of Developmental Behaviour Checklist; The 
Teen Timetable; The Courting Behaviour Scale; 
Dating Questionnaire; and The Children’s Social 
Behaviour Questionnaire. The semi-structured 
interview with the youth included some of the 

caregiver measures (Teen Timetable and Dating 
Questionnaire) for reliability purposes, as well 
as some open-ended questions and a question-
naire (Network of Relationships Inventory) 
which focused on the quality of their relation-
ship with their parent(s), friends, and (if applica-
ble) their romantic partner. All of the standard-
ized measures have been found to have good 
validity and reliability and some have been 
normed with youth who have developmental 
disabilities.

Results

While this study is still in progress, prelim-
inary results will be presented. Participants, 
in general, were found to recognize the differ-
ence between a “friend” and a “boy/girlfriend.” 
Although they acknowledged that a friend and 
a boy/girlfriend have some similarities, such as 
“hanging out” and “have fun” with, they tend-
ed to describe a boy/girlfriend as someone who 
you would spend “all your time” with and “get 
married” to. Many of the participants reported 
having had a previous or a current boy/girl-
friend. Those that have not had this romantic 
experience were very interested in having a 
boy/girlfriend, mainly for companionship rea-
sons. More detailed findings will be presented.

Conclusions

Based on preliminary results, it appears that 
youth with ID are very much interested in 
having a serious romantic relationship which 
would provide them with the consistent com-
panionship that they desire. These results pro-
vide new insight into the way youth with ID 
understand and experience romantic relation-
ships. Understanding what these youth expect 
out of a romantic relationship will help practi-
tioners understand how to best support these 
young people in this venture.

Romantic Relationship Understanding in Adolescents 
with Developmental Disabilities: Preliminary Findings
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Objectives

In Ontario, students with developmental delays 
and disabilities (DD) are being served in inclu-
sive classrooms, though this does not guar-
antee the student’s participation in classroom 
activities. School health support services, which 
include occupational therapy (OT), physical 
therapy (PT) and speech-language pathology 
(SLP) have been recognized as enabling inclu-
sive education outcomes, though less is known 
on how allied health professionals (AHPs) – 
such as occupational therapists (OT), physical 
therapists (PT), and speech-language patholo-
gists (SLP) support participation outcomes for 
students with DD. This study explored the per-
ceptions of AHPs working in Ontario schools 
regarding their roles and responsibilities in 
supporting participation among these students.

Methods

Individual in-depth interviews with 15 school-
based AHPs (11 OTs, 1 PT, 3 SLPs) were con-
ducted. Participants were asked about their role, 
experiences working with others and vision for 
the future in supporting participation among stu-
dents with DD. Appreciative inquiry was used to 
frame the interview questions so that emphasis 
was placed on the specific ways in which AHP’s 
utilize their role and responsibilities to support 
participation. Interpretive description was used 
to frame the qualitative analysis of data.

Results

AHPs described the existence of two realities: 
how they felt school support services should 
be practiced, and how it is actually practiced. 

AHPs believed they should be able to go into a 
classroom and consult to the entire class, pro-
vide education to the teacher regarding curric-
ulum modifications and ways to adapt activi-
ties in order to make them developmentally 
appropriate, but described a reality in which 
they provide services using a caseload model 
whereby they are only able to provide strate-
gies to one specific student. AHPs also felt that 
ideally schools should have equipment readily 
available for use by students with DD instead of 
having to order supplies each time and wait for 
them to arrive. Despite significant challenges 
to the implementation of school health support 
services, participants identified (1)  relational 
strategies and (2) specific supports. Relational 
strategies were revealed to be strategies AHPs 
use to communicate with educators (teachers, 
special education teachers, educational assis-
tants), parents and other AHPs such as face-to-
face communication and written notes. Specific 
supports AHPs used to teach other individu-
als activities in order to provide participation 
opportunities for the student included AHPs 
coaching, modeling, adapting environments 
and providing recommendations to support 
student growth and development.

Conclusions

Findings from this study contribute to improv-
ing the educational experiences of students 
with DD, as they are the beneficiaries of the 
approaches AHPs are implementing to facilitate 
their participation. Implications from this study 
suggest that AHPs view supporting educators 
with curriculum modifications as an important 
component in their role to supporting partici-
pation.

Enhancing Participation at School for Elementary School Students 
with Developmental Delays and Disabilities Through the Narratives 

of School-Based Allied Health Professionals
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Objectives

Democratic values have been promoting the 
deinstitutionalization and inclusion of children 
with developmental disabilities increasingly in 
the past 40 years. This trend has been observed 
in both school and community settings in 
which individuals with DD are accommodated 
so they can participate and interact with typi-
cally developing peers. While most education 
and social policies promote this as a valuable 
goal, and some opportunities are available; it 
is unclear how successfully these children are 
actually included in terms of having positive 
interactions and meaningful friendships. The 
current study examines the social inclusion of 
six children in school and community settings. 
Live observations as well as parent, educator, 
community leader and child (when possible) 
perspectives are examined.

Methods

Great Outcomes for Kids Impacted by Severe 
Developmental Disabilities (GO4KIDDS) is an 
ongoing research project examining the health, 
well-being and social inclusion of children with 
severe DD. The six case studies are selected from 
the participant pool of the ongoing, broader social 
inclusion project. Participants were observed in 
school and in community settings (e.g., camp, 
swimming lessons) using live time-sampling 
coding for social interactions. Community lead-
ers, parents and education workers were inter-
viewed for their perspectives on each child’s 
inclusion experience. The six cases include three 
boys and three girls with ages ranging from 8 to 
13, three of whom have an identified ASD. Brief 
developmental testing for cognitive, language 
and adaptive skills was completed for each child. 
Intellectual abilities of the six children fell with-
in the moderate to profound range. Selection for 

case study was based on participants’ availabili-
ty to be observed in more than one setting. Three 
of the six children were able to comment on their 
inclusion experience themselves in a semi-struc-
tured child interview.

Results

Initial review of the data suggests that these six 
children have opportunities to interact socially, 
sometimes with success and sometimes expe-
riencing barriers. Themes that emerged from 
interviews suggest that professional training, 
family support and the availability of extra 
support staff help to facilitate successful inclu-
sion. Strategies such as consistently structured 
activities and visual cues helped some of the 
children. Barriers to participation included 
aggressive behaviours, limited understand-
ing of instructions and limited verbal abilities 
for some of the participants; and peers hav-
ing a limited understanding of developmen-
tal disabilities. Live observation data revealed 
that, despite the availability of nearby peers 
or adults, limited interactions were observed. 
When interactions did take place, they were 
usually neutral in nature and more often with 
an adult rather than a peer.

Conclusions

The poster will provide additional, individual 
details on the observations and perceived inclu-
sion experience, as well as adaptive abilities for 
each of the six children. Future research should 
continue to examine the discrepancies between 
perceived inclusion based on available opportu-
nities, and the actual quality of inclusion expe-
rienced. It may also consider an examination of 
the perspectives of peers. Implications for edu-
cation and social policies will be outlined.

Social Inclusion of Children with Developmental Disabilities in 
School and Community Settings: Six Case Studies
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Objectives

Those raising children with autism spectrum 
disorders (ASDs) face unique challenges, with 
the severity of symptomatology varying with-
in a wide range of behavioural, communication 
and social skill levels. Consequently, growing 
research indicates that parents of children with 
ASDs report higher levels of stress than parents 
of those with other developmental disabilities. 
Support programming such as respite service 
are often cited as major factors that aid to reduce 
parental stress; however, the financial burdens 
placed on families seeking such services can 
be overwhelming. Consequently, agencies such 
as Autism Ontario began to offer families the 
opportunity to apply for funding, which fami-
lies can utilize towards supplemental program-
ming for children with ASDs over the March 
and summer breaks. Given previous research 
indicating the benefits of such programming, 
it is necessary to assess these programs’ effec-
tiveness in reducing perceived stress by fam-
ilies and identify which support systems are 
most heavily utilized. The present study aims 
to examine the impact of funding for ASD sup-
port programming and its perceived effect on 
parental stress levels. Additionally, this study 
aims to understand how funding was utilized 
by families, what programs children partici-
pated in, what skills were obtained by children 
with ASDs, and most importantly how these 
factors relate to parents’ reduction in stress.

Methods

An online survey was completed by 671 partici-
pants throughout Ontario. The survey obtained 
feedback related to basic demographic informa-

tion, languages spoken by the families, years 
of Canadian residence, whether parents felt a 
reduction in stress, and how funding impact-
ed their decision to enroll children in camps 
or seek respite help. Parents were also asked 
to describe the type of program their child 
participated in (e.g., mainstream day or resi-
dential camps, autism-specific camps) as well 
as the length of time spent in each program. 
Respondents were asked if observable improve-
ments were made in areas such self-regulation, 
aggression, stereotypical behaviour, improved 
communication and social interaction.

Results

Support workers accounted for over 50% of 
funding expenditure with over 55% of those 
accessing summer programs using funding 
for programs lasting five to seven days. More 
importantly, 37% of respondents stated they 
would not have been able to take advantage of 
support programs without subsidization and 
almost 80% reporting a significant decline in 
stress. Lastly, results revealed a wide-spread 
improvement for ASD children in social skills 
and increased interaction with others.

Conclusions

The findings highlight that the funding provid-
ed through agencies, such as Autism Ontario, 
offer a critical financial opportunity to those 
families who would not otherwise be able to 
afford these support services. Findings indicate 
that supplemental programming benefits fam-
ilies as well children with ASD, shown by an 
improvement in skills and significant reduction 
in stress.

Evaluating the Impact on Families of Two Autism Ontario Support 
Programs: March Break Funding and Summer Program Funding
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Objectives

Recent prevalence estimates for autism spec-
trum disorder (ASD) are approximately 1 in 
88. Research and clinical experts suggest that a 
considerable amount of variability is present in 
symptom profiles of individuals with autism. 
While the proposed DSM-5 criteria defines 
autism in terms of two dimensions, factor ana-
lytic studies done on diagnostic measures such 
as the Childhood Autism Rating Scales (CARS) 
have found two-five factors with varying factor 
structures. About 70% individuals with autism 
also have an intellectual disability (ID). Thus part 
of the variability in autism symptom structure 
maybe be due to the developmental influence of 
age and intelligence quotient (IQ). Different fac-
tor structures in different age groups and IQ lev-
els have also been found. All these issues interact 
to make it challenging for clinicians to diagnose 
an individual with autism, over and above ID, 
especially when low IQ accounts for a limited 
range of skills. However, there is very limited 
research that looks at how age and IQ intersect to 
influence the presentation of autism symptoms 
in individuals with autism and ID. The purpose 
of this study is to conduct a profile analysis of 
autism symptom profiles of individuals with 
autism and ID, at different age and ID levels.

Methods

For this study, data comes from three main 
sources in Ontario: an Autism lab at York 
University, TRE-ADD (a tertiary care centre for 

individuals with autism), and the participants 
from a previous CARS factor analysis study. 
The combined sample consists of 642 partici-
pants, 111 females and 530 males. Participants 
fall into one of 10 groups based on a matrix of 
two age groups (< 72 months and > 72 months) 
and five ID levels (IQ < 25; 25–39; 40–54; 55–69; 
>  70). Symptom levels were measured using 
CARS scores.

Results

The data from the three sources has been com-
bined. An exploratory factor analysis of the data 
suggests that a three factor structure best fits 
this data. Detailed analysis is underway which 
involves profile analysis amongst the 10 groups 
of the three CARS factor scores: Autism/Social 
interaction, Language/Communication, and 
Sensory/Emotional Regulation. More specif-
ically, the analysis will examine whether dif-
ferent groups score differently on the symptom 
and skills measures, whether the profiles are 
fairly flat or scattered in some groups versus 
others, and whether there are patterns that are 
significantly different across groups.

Conclusions

The presentation will elaborate on how the 
specific patterns of symptoms could be used 
to guide clinicians’ decision making process 
when they assess younger and older individu-
als with varying levels of ID, especially those 
with severe and profound ID and autism.

Profiles of Children with Autism at Different Ages 
and Intellectual Levels
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Objectives

Significant life events experienced by individ-
uals with developmental disabilities have been 
linked to and may result in psychiatric disorders. 
Considering their importance, little is known 
about the significant life events experienced by 
adults with Asperger syndrome (AS). The cur-
rent study looks at the prevalence and the types 
of significant life experiences in the largest-avail-
able-to-date sample of adults with AS. 

Methods

The Health Service use in Adults with Asperger 
study is a longitudinal study looking at planned 
and emergency health service use in adults 
with AS. The online survey was completed by 
66 adults self-reporting a diagnosis of AS from 
across Ontario. The survey included a check-
list of life events experienced over the previ-
ous two months, derived from the Psychiatric 
Assessment for Adults with Developmental 
Disabilities Checklist (PAS-ADD Checklist). 
Adults endorsed whether any of these activities 
had occurred in the past two months and could 
also list additional life events not captured 
within the list under “other.” Only the 51 par-
ticipants that scored 26 or higher on the Autism 
Spectrum Quotient questionnaire and indicat-
ed a formal diagnosis of autism spectrum dis-
order/Asperger were included in this analysis 
(M Age = 34.9, SE = 1.62; 28 females, 23 males). 

Results 

The six most frequently reported life events in 
the two-month period were: unemployment 
(25.5%), financial problems (25.5%), mistreatment 
(harassment, teasing, discrimination: 21.6%), dis-
ruptions in interpersonal relations (problems 
with friends, break-ups, separation and divorce, 
and loss of or disruption in social circle: 19.6%), 
change in living arrangements (change in resi-
dence or roommates: 15.7%) and, finally, disrup-
tions of routine related to work or school (15.7%). 
The majority of respondents (76.5%) had at least 
one significant life event in the last two months, 
with 58.8% having at least two and 41.2% hav-
ing at least three. Individuals that reported being 
unemployed/seeking work also had higher levels 
of distress, t(49) = 2.57, p = .013, as did individuals 
with financial problems, t(49) = 3.22, p = .002. A 
significant relationship was found between the 
total number of life events and the reported dis-
tress levels (rs(51) = .501, p < .001).

Conclusions

The findings suggest a high incidence of signif-
icant life events as experienced by adults with 
AS. Consistent with previous research, about 
46.3% of the sample experienced one or more 
significant life event over 12 months. These 
results suggest that adults with AS may expe-
rience significant life events more frequently 
than adults with other types of developmental 
disabilities. Financial problems, unemploy-
ment, and overall negative life events were par-
ticularly related to higher levels of distress and 
are worthy of further attention.

Prevalence and Types of Significant Life Events Experienced 
by Adults with Asperger Syndrome
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Objectives
Individuals with autism often have impairments 
with auditory-visual intermodal processing (IMP) 
(i.e., integrating information across auditory and 
visual modalities). A popular paradigm used to 
assess their IMP abilities involves presenting two 
side-by-side visual displays, with an auditory 
track matched to only one display, while mea-
suring the child’s preferential looking toward 
the synchronized screen. Preferential looking 
has been previously represented by 60% looking 
rates, even though chance looking patterns are 
50% with two screens. We introduced a modi-
fication of this two-screen preferential looking 
paradigm (PLP) in a pilot study where we used 
a four-screen display. Better discriminability of 
looking patterns was found, since this methodol-
ogy lowered chance looking probabilities to 25%, 
resulting in larger magnitudes of differences 
from chance. The present study further investi-
gated the precision of the four-screen technique 
(with eye-tracking), using a larger autism spec-
trum disorder (ASD) sample size and including 
a typical development (TD) comparison group. 
Therefore, our objective for the present study was 
to assess the precision of the four-screen versus 
two-screen PLP. This was done in two stages. 
Firstly, the magnitude of effect (degree of differ-
ence from chance) on the two- and four-screen 
tasks for both ASD and TD groups was com-
pared. Secondly, the differences in looking pat-
terns between ASD and TD groups were investi-
gated using the four-screen PLP and eye-tracking 
data with linguistic and non-linguistic stimuli, 
and these results were compared with previous 
differences on two-screen studies.

Methods
Twenty-three children with ASD and 23 TD 
children between the ages of 3 and 12 years 
were tested. The four-screen PLP involved dis-

playing four identical videos which were each 
offset in time, with an auditory track synchro-
nous to only one of the videos. Videos contained 
either linguistic (L, person telling a story) or 
non-linguistic (NL, hand playing a piano) stim-
uli. Preferential looking was assessed from dif-
ferences in total time looking at each screen.

Results
Initial analyses indicate that the four-screen vari-
ant produces more discriminable magnitudes of 
effect compared to chance: approximately 40% 
greater looking time at the preferred video over 
chance, vs. the two-screen paradigm (approxi-
mately 10% greater than chance). Corrected for 
their relative chance levels (0.25 vs. 0.50), this is 
an eight-fold increase in precision in the ability 
to detect preference, which represents a major 
advance in sensitivity for the paradigm. Two 
other results from previous two-screen studies 
were also preserved: First, both groups showed 
similar proportions of preferential looking to 
synchronous non-linguistic videos. Second, we 
replicated the finding of an apparent speech-spe-
cific deficit in intermodal processing (IMP). 
Further analyses are ongoing.

Conclusions
These findings demonstrate the greatly 
increased sensitivity associated with a four-
screen over a two-screen paradigm in detecting 
audio-visual integration differences in ASD and 
TD children. Often subtle differences occur, and 
the ability to detect them will enable a clearer 
understanding of variables contributing to the 
language impairments in ASDs. The corrobo-
ration of our previous findings of an apparent 
speech-specific IMP difficulty in ASDs lends 
additional confidence to the paradigm.

Improving Accurary of Detection of Audio-Visual Intermodel 
Processing Differences in Autism Spectrum Disorders  

Using a Modified Preferential Looking Paradigm
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Objectives

The goal of this study was to explore profiles 
and predictors of antipsychotic medication use 
in adolescents and adults with autism spectrum 
disorders (ASD).

Methods

As part of an online survey examining health 
service utilization patterns among individuals 
with ASD, 379 parents completed information 
on current medication use in addition to provid-
ing information on child demographic, clinical, 
and service use measures. In this sample, indi-
viduals with ASD (78% male) ranged from 12 to 
39 years of age with a mean age of 18 years.

Results

Analyses revealed that 28% of adolescents and 
adults with ASD were taking antipsychotic 
drugs, and that 32% of these individuals had a 
comorbid medical condition. Rates of antipsy-
chotic drug use differed between diagnostic 
subtypes with lower rates observed in those 
with Asperger syndrome relative to those with 
autism or pervasive developmental disability 
not otherwise specified (PDD-NOS). Very few 
individuals prescribed antipsychotic drugs had 
a psychotic disorder. More common diagnoses 
included anxiety disorders, followed by mood 

or behaviour disorders (e.g., attention deficit 
hyperactivity disorder, oppositional defiant 
disorder). Risk behaviours such as aggression, 
self-injury, and history of trouble with the 
law, were each more likely in those prescribed 
antipsychotics than those not prescribed these 
medications. The majority of individuals pre-
scribed antipsychotic drugs (72%) were tak-
ing at least one other psychotropic medication 
concurrently. In terms of current service use, 
the majority of individuals prescribed anti
psychotic medications had received some form 
of mental health (MH) treatment in the past 
two months, and one in five families were also 
receiving family therapy.

Conclusions

Teens and adults with ASD prescribed antipsy-
chotic drugs reported significant behavioural 
and mental health issues. Their profiles were 
complex, with both psychiatric and medical 
issues being common. These individuals were 
typically prescribed multiple medications 
and were receiving multiple clinical services. 
Future research should explore what triggers 
antipsychotic drug prescription, as well as the 
long-term implications of medication use. By 
understanding the profiles and predictors of 
antipsychotic use we can attempt to better sup-
port the needs of these individuals and their 
caregivers.

Antipsychotic Medication Use in Adolescents and Adults 
with Autism Spectrum Disorders
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Objectives

The proposed DSM-5 criteria for autism spec-
trum disorder (ASD) will include individuals 
currently diagnosed with autistic disorder 
(AD), Asperger disorder, childhood disinte-
grative disorder, and pervasive developmental 
disability not otherwise specified (PDD-NOS). 
Instead of the previous 12 symptoms in the 
triad of impairments (social, communication, 
repetitive behaviour), the criteria are now 
reduced to 7 items in a dyad: social-commu-
nication and repetitive behaviour/ interests. 
Several recent studies imply that the new cri-
teria for ASD could inadvertently exclude chil-
dren currently on the spectrum, particularly 
those with PDD-NOS and AD, although others 
found the DSM-5 to perform well. In a previ-
ous file review study of 131 children, aged 2 
to 13 years, previously diagnosed with AD or 
PDD-NOS, we found 62% met DSM-5 crite-
ria, including 82% with AD but only 18% with 
PDD-NOS. Furthermore, children who met 
DSM-5 criteria had significantly greater autism 
severity and significantly lower cognitive and 
adaptive behaviour scores. The purpose of the 
present study was twofold. First, we set out to 
see whether these findings would be replicated 
in a different sample of older individuals and, 
second, we explored the inter-rater agreement 
of DSM-5 compared to the DSM-IV approach.

Methods

Retrospective file review data were examined 
for 22 individuals (21 males), aged 5 to 19 years, 
previously diagnosed with either AD (n = 16) or 
PDD-NOS (n = 6) using DSM‑IV criteria by one 
of two experienced psychologists (DF or AP). 
One psychologist (AP) rated all 22 files, using 

the DSM-5 checklist developed for the previous 
study, rating each of the seven DSM-5 criteria as 
either met or not met. The group that met and 
did not meet DSM-5 criteria were compared on 
cognitive, adaptive, and autism severity mea-
sures. A subset of 10 files were rated by both 
psychologists (AP and DF) using both DSM-IV 
and DSM-5 criteria.

Results

Only 55% of the sample met the DSM-5 criteria 
for ASD, which included 69% of the children 
with AD and only one (20%) of the children 
with PDD-NOS. The subgroup who did meet 
DSM-5 criteria had significantly greater autism 
severity on the Childhood Autism Rating Scale, 
lower verbal, nonverbal, and full scale IQ, and 
lower adaptive behaviour scores on all domains 
of the Vineland. Reliability results showed com-
parable percentage agreement for individual 
criteria in both systems but higher agreement 
for overall diagnosis in DSM-5 (100% vs. 80%).

Conclusions

Although the sample used in this study was dif-
ferent (i.e., older, more severe), the results were 
consistent with those of the previous study and 
add to the body of literature suggesting that the 
DSM-5 may have low sensitivity in identifying 
higher functioning individuals. The inter-rater 
agreement results are likely as a result of the 
constrained scoring algorithm in DSM-5 ver-
sus DSM-IV (there are fewer combinations of 
symptoms leading to a diagnosis in DSM-5), 
which implies that diagnostic reliability may 
be overstated for DSM-5. Both of these findings 
have major implications for both research and 
clinical practice.

A Further Examination of the DSM-5 Criteria  
for Autism Spectrum Disorder in Practice
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Objectives

It is widely recognized that children and youth 
with intellectual and developmental disabilities 
(IDD), including autism, have a higher preva-
lence of problem behaviours (e.g., aggression, 
self-injurious behaviour) and mental health 
difficulties (e.g., anxiety, depression) relative 
to peers without IDD. Although these children 
may require services from mental health relat-
ed professionals, such as psychiatrists, psychol-
ogists, behaviour therapists, or social workers, 
clinical experience suggests that service acces-
sibility and appropriateness is often lacking in 
this population. There is very little research in 
general, and even less in Canada, documenting 
these issues. Thus, the aim of the present study 
is to report data on mental health service needs 
and receipt in this group, examined in relation 
to a wide range of contextual factors.

Methods

This study is derived from GO4KIDDS (Great 
Outcomes for Kids Impacted by Severe 
Developmental Disabilities, www.go4kidds.ca), 
a CIHR-funded Emerging Team Grant studying 
the health, well-being, and social inclusion of 
children and youth with severe and multiple 
IDD. Data are reported here about 148 children 
and youth aged 3 to 19 (69% boys). Survey data 
were provided by 148 parents (mostly mothers) 
who were asked whether their child needed 
and received any of four mental health or allied 
health professional services: psychiatrist, psy-
chologist, behaviour therapist, and social work-
er. Service need and receipt were examined in 
relation to several child characteristics, parent 
variables, and demographic factors.

Results

Of the four professions, psychiatry was noted to 
be least required, at approximately one third of 
the sample (34%). Psychology, behaviour thera-
py and social work were all needed in approx-
imately two thirds of the sample. Most chil-
dren who needed psychiatry and psychology 
received the services (90% and 89%, respective-
ly). This level of receipt was somewhat lower for 
behaviour therapy (77%) and social work (83%). 
Overall, one quarter of children did not receive 
at least one service that they were noted to need. 
Mental health service need was positively cor-
related with several child variables, including 
the level of child maladaptive behaviour (r = .45, 
p  <  .001). At a contextual level, service need 
was positively related to parent mental health 
problems (r = .31, p < .001), parent stress (r = .31, 
p < .001), stressful life events (r = .28, p = .005) 
and negatively correlated with parent empow-
erment (r = -.22, p = .008) and family quality of 
life (r = -.28, p = .001). It was not related to child 
or parent age or child sex, or to socio-economic 
status. Further analyses will examine the pro-
files of children with unmet service needs.

Conclusions

Results will be compared to other samples in 
the literature and limitations of the study will 
be noted, together with suggestions for future 
research. Recommendations for practice and 
clinical implications will be discussed.

Mental Health Services Needed and Received by Youth  
with Severe Intellectual and Developmental Disabilities
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Objectives

Interventions using applied behaviour analy-
sis (ABA) to increase skill development in chil-
dren with autism spectrum disorders (ASD) are 
widely used. Individuals who work with this 
population are an important group to target for 
ABA education. This study evaluated the effi-
cacy of a self-directed program in increasing 
parent and student ABA knowledge and skills, 
self-efficacy, and new skill development in chil-
dren with ASD.

Methods

Several modules of Simple Steps (www.
simplestepsautism.com), a self-instructional 
ABA training package, was given to three 
parents of children with ASD and three 
university students. Eight children with ASD 
also participated. Participants were measured 
using a multiple baseline across participants 
and/or skills design.

Results

After training, ABA knowledge scores and 
self-efficacy showed variable improvement 
as did children’s appropriate behaviours. 
Preliminary evidence was provided that Simple 
Steps may improve some areas of ABA knowl-
edge for use with children with ASD by parents 
and students.

Conclusions

Because results were variable, further research 
should evaluate the training program in its 
entirety to determine whether or not Simple 
Steps, as a whole, can increase consumer ABA 
knowledge and skills. If Simple Steps is found 
to be effective in increasing consumer ABA 
knowledge and skills, this would be an afford-
able and accessible training program for par-
ents of children with ASD and students who 
work with children with ASD.

Effectiveness of Self‑Instructional Mediator Training 
in Applied Behaviour Analysis
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Objectives

The transition from Intensive Behavioural 
Interventions (IBI) to the education system can 
be challenging; however moving to an inclu-
sive setting is a significant opportunity for 
students with autism spectrum disorder (ASD). 
Students with ASD may experience challeng-
es in a classroom setting due to the nature of 
their disorder but there seems to be a consen-
sus that they should still have access to public 
education with the appropriate services and 
supports. Furthermore, this transition produces 
challenges for the public school system, Autism 
Intervention Programs (AIP), and parents and/
or guardians. Therefore, the transition from IBI 
to school must be carefully planned to ensure 
an individualized and successful transition. 
The purpose of the present study was to exam-
ine the views and perceptions of those actively 
involved in the transition of students with ASD 
from IBI to public school in Northern Ontario.

Methods

Participants were recruited through the North 
Region AIP. Eligibility criteria included any 
member of the transition team (e.g., IBI staff, 
school staff, and parents/guardians) of one 
particular child with autism, within the last 
six months of complete transition. Using a 
mixed-methods case-study approach, the mem-

bers of multiple transition teams were asked to 
complete two questionnaires, The Transition 
Beliefs Inventory and the Transition Practices 
Questionnaire, to assess their actual transition 
experiences, as well as to gain an understand-
ing of their beliefs regarding what are import-
ant contributors to the transition process and 
what is an ideal transition process. Additional 
open-ended questions were added to the 
Transition Practices Questionnaire to allow for 
qualitative assessment of their perspective.

Results

This study is part of an ongoing Master’s 
research-based thesis. Data collection is in 
progress and results will be available for this 
presentation.

Conclusions

The present study will provide a picture of how 
the transition process is occurring in North 
Region of Ontario, according to the perspective 
of those who are directly involved. As the per-
spective of the whole transition team is sought, 
it is the intent to gain both a professional and 
service model point of view, as well as a per-
sonal and fundamental point of view of the 
transition process. Ultimately, the results of 
this study could be used to inform continuous 
improvement of service and practices.

Transition from Intensive Behavioural Intervention Programs 
to the School System: The Experiences of the Transition Team
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Objectives

To explore experiences of burden in parents 
applying for developmental services for their 
adult son or daughter with developmental dis-
abilities (DD). The moderating effects of fam-
ily support on the relationship between bur-
den and impact of behavioural problems will 
be examined. Global, informal, and formal 
appraisals of support will be examined. 

Methods

Two hundred and eleven parents of adult chil-
dren (Mean Age = 23.2; SD = 7.4) with DD par-
ticipated in this study. All parents were seek-
ing adult developmental services for their child, 
and all children were living at home at the time 
of the study. Information was gathered through 
written and telephone surveys. Measures 
included demographics, the Family Support 
Scale for measuring perception of support, 
the Burden subscale of the Revised Caregiver 
Appraisal Scale, and an item asking parents to 
rate the impact of the adult child’s behavioural 
support needs on the parent’s ability to support 
him/her.

Results

Over half (56.5%) of parents reported high lev-
els of burden (a score of 27 or more). Pearson 
product moment correlations indicated paren-
tal burden was positively related with impact 
of behavioural problems, r(205) =  .373, p <  .001, 
and negatively related with perception of over-

all support r(205) =  -.28, p <  .001 and informal 
support, r(205) = -.33, p < .001, but not formal sup-
port. An initial hierarchical regression was cal-
culated to examine how impact of behavioural 
problems (the stressor) and overall support (the 
moderator) would predict caregiver burden. 
After controlling for parent age and income, 
both impact of behavioural problems and over-
all support were significant predictors (b = 2.97, 
t(182) = 4.98, p <  .001 and b = ‑2.62, t(182) =  -4.16, 
p  <  .001, respectively), in an overall model 
that accounted for 18.4% of adjusted variance. 
However, the interaction term between impact 
of behavioural problems and overall perception 
of support was not significant. A similar hier-
archical regression was then calculated with 
separate formal and informal support scores. 
In this model, impact of behavioural problems 
and informal support were significant predic-
tors of burden (b = 2.50, t(182) = 4.25, p < .001 and 
b = ‑3.61, t(182) = -5.75, p < .001, respectively) and 
formal support was not significant. The overall 
model accounted for 24.0% of adjusted variance 
but the informal support moderator interaction 
term was not significant.

Conclusions

While impact of behavioural problems and 
overall perception of support predict parental 
burden, overall perception of support does not 
act as a moderator. Further, it appears percep-
tion of informal support predicts burden while 
perception of formal support does not. Support 
received from family, friends and neighbors is 
clearly a key resource for families with a son or 
daughter with DD.
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Objectives

GO4KIDDS (Great Outcomes for Kids Impacted 
by Severe Developmental Disabilities) is a 
research project that focuses on the health, 
well-being and social inclusion of children 
(aged 6–18) with intellectual and developmental 
disabilities (IDD) and/or autism. Because of dif-
ficulties with speech, some children with IDD 
and autism are taught to use various forms of 
Augmentative and Alternative Communication 
(AAC), which are methods/technology used 
to supplement or replace spoken communica-
tion. Both psychologists and speech-language 
pathologists (SLP) are often involved with these 
children. This poster will be based on an inves-
tigation of AAC use and speech and language 
pathology services (SLP) within a sample of 
children who have IDD with or without autism. 

Methods

Data has been collected through the GO4KIDDS 
online survey. Currently, survey data have 
been collected for 150 parents of children with  
IDD. At the time of the conference we expect to 
have n = 200. Questions from the larger survey 
will be used to investigate parent report of SLP 
service needs, use and satisfaction; the types 
of AAC systems most commonly used; and the 
levels of communication reached. These vari-
ables will be compared in children with autism 
to children with IDD only.

Results

Preliminary results based on n = 150; indicated 
that 97% of parents report a need for SLP ser-
vices, 91% receive SLP services, however only 
50% report being satisfied. In terms of AAC 
use, 37% of the sample used AAC, with 70% of 
systems low-tech (e.g., yes/no switches, picture 
exchange communication system). As well, 58% 
used their systems for little meaningful com-
munication. AAC users had significantly lower 
expressive communication than non-AAC users 
(c2 = 24.6, p < .001). When the sample was divided 
into two groups based on diagnosis, the autism 
group accounted for this difference. Children 
in the autism group had much lower levels of 
communication with AAC, while the group of 
children with IDD showed more varied levels of 
communication.

Conclusions

We expect that our results will shed light on 
how AAC systems are currently being used 
among children with IDD in Canada, the state 
of AAC health care services, and special consid-
erations needed to implement services properly 
in populations of children who have IDD with 
and without autism.
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Objectives

There is an emerging body of research that 
demonstrates that individuals with an autism 
spectrum disorder (ASD) are at an elevated 
risk of experiencing bullying victimization rel-
ative to their typically developing (TD) peers. 
Many of these studies have included a mea-
sure of social exclusion, ostracism, or number 
of friendships, all of which have been linked 
to rates of victimization within the ASD pop-
ulation. Social skills difficulties are central 
characteristics of ASD, yet few studies to date 
have examined the association between specific 
social skills deficits and bullying involvement 
in those with ASD. This study aims to: (1) com-
pare rates of several types of bullying victim-
ization (physical, verbal, social, and cyber) 
across ASD and typically developing samples; 
(2) compare parent and child reports of bully-
ing involvement; (3)  examine social skills, as 
measured by the Social Skills Improvement 
System (SSIS), in those with ASD and TD; and 
(4) explore the relationship between social skills 
and bullying involvement in these two groups.

Methods

The current sample includes 22 children with 
ASD (6–16 years; 50% with Asperger syndrome), 
and 20 age- and IQ-matched TD children. 
Additional data collection is ongoing. Frequency 
of bullying involvement in the past month was 
measured using the Promoting Relationships 
and Eliminating Violence Network Assessment 
Tool-Parent and Child Versions. The SSIS was 
completed by parents as an estimate of social 
skills across several domains.

Results

Bullying involvement was significantly associ-
ated with group (ASD versus TD), χ2 (1) = 8.64, 
p = .003. As expected, parents of children with 
ASD reported more frequent physical, verbal, 
and social victimization (30–45%) than the TD 
comparison group (5–15%). A modest relation-
ship between parent and child ratings is pre-
dicted. It is predicted that frequency analyses 
and independent t-tests will reveal significant 
differences in SSIS scores between groups. It 
is hypothesized that social skills scores will be 
correlated with bullying involvement across 
both groups.

Conclusions

These results to date are consistent with the 
existing literature that demonstrates that indi-
viduals with ASD are at an increased risk 
of bullying victimization, both physical and 
social-relational. This study aims to explore the 
overlap in parental and individual perspectives 
of the circumstances surrounding bullying 
involvement in order to better understand what 
measures can be taken to foster safer environ-
ments for youths. Findings may be especially 
useful in educating teachers and parents with 
regards to creating and maintaining home and 
classroom atmospheres that reduce or elimi-
nate bullying and promote positive peer rela-
tionships, such that all children are encouraged 
to work and play together with healthy and 
accepting interactions.
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Objectives

The aim of this study is to examine the rela-
tionship between multiple parent factors in a 
sample of parents whose children are partici-
pating in Ontario’s publicly funded Intensive 
Behavioural Intervention (IBI) program for chil-
dren with autism. IBI is the treatment of choice 
for children with autism, however the outcomes 
of the children in the program are highly vari-
able. This variability may be due to many dif-
ferent factors. Recent studies have examined 
factors related to the child (such as age and IQ) 
and intervention (such as model of supervi-
sion), however the parent component remains 
largely unexamined. There is minimal litera-
ture suggesting that high parent stress may be 
associated with less positive child outcomes, 
but many other parent factors have never been 
examined in this context. This poster will look 
at the relationship between ranges of parent 
factors, for example stress, self-efficacy, and 
demographic factors, such as, employment and 
immigrant status and children’s outcomes after 
one year of IBI. 

Methods

The sample consists of the parents of approxi-
mately 30 children in IBI. This data comes from 
a larger waitlist controlled study of Ontario’s 
IBI program. Data were collected through inter-
views and questionnaires from the parents, and 
standardized assessments of the children at 
entry to IBI and after one year in the program. 
Parent factors being examined include: demo-

graphics (socio-economic status, family con-
stellation, immigrant and employment status); 
stress (PSI-SF Parent Distress domain) and cop-
ing (F-COPES) at start of IBI: and parent involve-
ment, measured after one year of IBI (involve-
ment in child’s IBI program, self-efficacy). 
Outcome variables include children’s cognitive 
and adaptive scores at the one-year assessment.

Results

Data analyses are underway. Data will be rep-
resented as correlations of parent factors (e.g., 
stress, self-efficacy and demographics) with 
children’s level of functioning after one year of 
IBI. Regressions will explore multiple predic-
tors simultaneously, controlling for children’s 
age and test scores at entry, to see whether par-
ent factors account for significant variance in 
children’s outcomes.

Conclusions

The results of this poster will provide an ini-
tial picture of the relationship between several 
parent and child factors in a sample of children 
in Ontario’s IBI program. This preliminary 
information will help to elucidate the relation-
ship between parent and child factors, and will 
assist with the formulation of hypotheses for 
the further examination of parent factors that 
are related to child characteristics important for 
IBI outcomes. We expect the results will lead to 
clinical implications in terms of how to better 
support parents in such a way as to maximize 
children’s outcomes.

Parent Factors Predicting Outcomes of Children 
in Intensive Behavioural Intervention
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Objectives

Although there are numerous resources avail-
able regarding physical activity and strength 
exercises for the general population, when 
working with people who have an intellectual 
disability (ID) these activities must be adapt-
ed to meet their specific needs and poten-
tial mobility challenges. Unfortunately, these 
adapted exercises and activities are not well 
documented or understood by the general 
population, which limits opportunities and 
implementation into exercise programs. The 
main purpose of this research project was to 
safely integrate individuals with an ID into a 
whole body resistance training program with-
in a local community fitness facility. A second-
ary goal was to develop an adapted physical 
activity manual for participants, other individ-
uals with ID and support staff. Lastly, general 
health measures related to strength, flexibili-
ty and cardiovascular fitness were monitored 
throughout the program. 

Methods

Twenty participants (13 males, 7 females, 
36  ±  12 years of age) diagnosed with an ID 
were recruited in cooperation with Community 
Living Essex County. Some participants also 
had a dual diagnosis including but not limit-
ed to: Cerebral palsy, Down syndrome, autism 
and Asperger syndrome. A physical assessment 
was conducted for each participant in order to 
gain a better understanding of their physical 
activity history, specific health needs and to 
develop personal goals. Participants complet-
ed two workout sessions a week, lasting 1 hour 
and 20 minutes in duration, for 12 weeks. The 

workout sessions included a warm-up, group 
activity (sport, game), whole body resistance 
training exercises, cardiovascular fitness activ-
ity, flexibility training and a cool-down. The 
participants had baseline and post-program 
measures of weight, resting heart rate and 
blood pressure, grip strength, sit and reach 
(flexibility) and the Rockport one mile walking 
test (cardiovascular fitness).

Results

The exercise intervention was very successful 
at: (1)  training the participants how to safely 
use exercise equipment and participate in a for-
mal exercise program, (2) comfortably integrat-
ing the participants into a community fitness 
center with other users, and (3) developing an 
adapted physical activity manual. Furthermore, 
when the general health measures were aver-
aged across all participants, small positive 
changes were observed for all parameters with 
the cardiovascular fitness showing the greatest 
improvement.

Conclusions

By the end of the program, the participants 
were comfortable completing their resistance 
training exercises within the community fit-
ness facility with minimal supervision. The 
participants were excited to learn new exercis-
es, health tips and become involved in games 
with other participants, as well as their train-
ers. In conclusion, the exercise program demon-
strated the ability to get the participants started 
on a healthier lifestyle and provided the skills 
to continue exercising in the future.

A Balanced Approach: The Development of an Adapted Physical 
Exercise Program for Individuals with an Intellectual Disability
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Objectives

Individuals with developmental disabilities 
(DD) are characterized by limitations in cogni-
tive ability as well as adaptive behaviour, which 
may include difficulties in self-care, communi-
cation and social skills. In addition, compared 
to typically developing children, those with 
DD tend to display more behaviour problems. 
Therefore, it is important to effectively mea-
sure the level of adaptive and maladaptive 
functioning of children with DD. One prom-
inent and widely used measure is the Scales 
of Independent Behaviour-Revised (SIB-R). 
However, this measure, even in its short form, 
takes a long time to complete and cannot be 
incorporated in a brief survey. The purpose of 
this study was to investigate the reliability and 
the validity of the GO4KIDDS Brief Measure of 
Adaptive and Maladaptive Behaviour. 

Methods

The Great Outcomes for Kids Impacted by 
Severe Developmental Disabilities (GO4KIDDS) 
is a CIHR-funded project, which explores the 
health, well-being, and social inclusion of 
school-aged children with mild to severe DD. 
Currently, 198 parents of children, ranging from 
3 to 19 years, have completed the GO4KIDDS 
Basic and Extended surveys. The GO4KIDDS 
team developed a Brief Measure of Adaptive 
and Maladaptive Behaviour found in the Basic 
Survey. The adaptive scale includes 6 questions 
applying to three domains: daily living, com-
munication and social skills. The maladaptive 

scale includes 4 questions regarding self-in-
jurious behaviour, stereotyped behaviours, 
aggressive/destructive behaviours, and mental 
health issues. The items from the GO4KIDDS 
brief measure were tested for internal consis-
tency and criterion validity in relation to the 
SIB-R Short Form, which was included in the 
GO4KIDDS Extended Survey.

Results

Reliability, in the form of internal consisten-
cy was high for the adaptive scale of the brief 
measure (a = .87) and lower for the maladap-
tive items (a = .64). Inter-item correlation was 
highest amongst eating, toileting and dressing 
(r = .66 to .72). In terms of validity, the adaptive 
scale (total of the 6 items) was highly correlat-
ed with the SIB-R Raw Scores and W-Scores, 
r  =  .73 to  .79, p  <  .001. The sum of the mal-
adaptive items was negatively correlated with 
the SIB-R general maladaptive index (r = -.63, 
p < .001).

Conclusions

Results indicate that the adaptive scale of the 
GO4KIDDS Brief Measure has good reliability 
and validity. The maladaptive scale has moder-
ate reliability and moderate validity. Therefore, 
the developed measure could be useful for sur-
vey research where brief measures are needed. 
Further research is needed to investigate the 
use of the measure for quantifying adaptive 
and maladaptive functioning.

Validity and Reliability of the GO4KIDDS Brief Measure 
of Adaptive and Maladaptive Behaviour
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Objectives

Parents of children with developmental disabil-
ities (DD) may receive social support from var-
ious sources, such as extended family, friends, 
neighbours, religious groups, and the child’s 
grandparents. Social support is an important 
factor in mental health and well-being in care-
givers of children with DD and has been shown 
to be related to lower parental stress and posi-
tive gains (e.g., personal growth, closer family 
relations). Although social support is often asso-
ciated with positive outcomes, parents some-
times view their social networks as a burden 
and source of stress. The Family Support Scale 
is a commonly used measure of social support. 
However, it does not allow participants to indi-
cate that their social network made parenting 
more difficult. The current measure attempts 
to bridge this gap. This study will explore 
three different coding schemes for a brief 
measure of social support, developed by the 
Great Outcomes for Kids Impacted by Severe 
Developmental Disabilities (GO4KIDDS) team. 

Methods

GO4KIDDS is an ongoing research project 
examining the health, well-being and social 
inclusion of children with severe DD. Data 
collection is ongoing. Thus far, 189 parents of 
children 5 to 19 years of age have completed 
the GO4KIDDS Extended survey online or on 
paper, which included the GO4KIDDS Brief 
Self-Report Measure of Social Support. The 
measure includes questions on whether seven 
sources of social support (e.g., parents, extend-

ed family, friends, neighbours) are nearby, 
how often they see these sources of support 
on a scale from 1 (“Almost never”) to 5 (“Every 
day”), and how helpful the supports are on 
a scale from 1 (“Make it more difficult”) to 5 
(“Extremely helpful, I depend on them”).

Results

Analysis is currently underway. Descriptive 
statistics for all variables will be reported. As 
an exploratory study into the use of this mea-
sure, we will compare three different coding 
schemes. The first scheme is a sum of the fre-
quency and helpfulness scores for each support 
source. The second scheme is a product score, 
where helpfulness is recoded so it ranges from 
-2 (“Make it more difficult”) to +3 (“Extremely 
helpful, I depend on them”), and the recoded 
helpfulness score is multiplied by the frequen-
cy score for each source. The third scheme 
arranges all the combinations of helpfulness 
and frequency ratings into an ordinal scale and 
assigns a “Total Social Support Score” from 
1 (“Lowest Social Support”) to 25 (“Highest 
Social Support”). Internal consistencies and 
inter-correlations will be calculated and distri-
butions examined.

Conclusions

The results of this study will provide valuable 
information about the use of this self-report 
measure to quantify social support for parents 
of children with DD. Further research is needed 
to determine the reliability and validity of the 
developed measure.
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Objectives

Family quality of life (FQOL) is an umbrella con-
struct that aims to capture the different aspects 
of family life and the level of functioning within 
those areas. Interest in FQOL emerged as dis-
ability services began to become more focused 
on families. The FQOL construct continues 
to be explored and there is some debate as to 
what it really means and how it should be mea-
sured. There is much need for further research 
to support the validity of FQOL measures. 
Traditionally, caregivers of children with devel-
opmental disabilities (DD) have been the focus 
of research for a number of years and there are 
many elements that have been examined, such 
as social support, stress, coping, and self-effica-
cy. It is important to establish that FQOL as a 
whole is unique from these individual elements 
or perhaps incorporates them all. The purpose 
of the current study was to compare portions of 
a published FQOL measure in relation to inde-
pendent measures, to establish convergent and 
divergent validity of the published FQOL mea-
sure. It was hypothesized that portions from 
one measure will be strongly correlated with 
conceptually similar portions of the other mea-
sure, while unrelated constructs will not exhibit 
this pattern. This type of convergent and diver-
gent validity analysis may aid in the distinc-
tion between FQOL and other variables such 
as self-efficacy, social support, stress, and cop-
ing. To further explore this, we also examined 
the way in which these variables contribute to 
a Global FQOL score derived from one of the 
measures. It was hypothesized that the contri-
bution of the predictors would provide support 
for the FQOL measure’s ability to incorporate a 
broad variety of factors but to be “greater than 
the sum of the parts.” 

Methods

GO4KIDDS is a Canadian team project explor-
ing the health, well-being, and social inclusion 
of school aged children with severe DD and 
that of their parents. The sample for this study 
includes 30 ethnically and socioeconomically 
diverse caregivers of children aged 6 to 17 with 
a diagnosis of DD. Most of the children have 
additional diagnoses, including autism spec-
trum disorders, Down syndrome, and Cerebral 
palsy. These parents were interviewed using 
the Family Quality of Life Survey-2006 (FQOLS-
2006) and completed the GO4KIDDS Basic and 
Extended Surveys (“GO4KIDDS Surveys”) 
as part of one of the GO4KIDDS projects, the 
Family Quality of Life Study.

Results

There were no significant relationships between 
child variables and the Global FQOL score. 
Most of the domains on the FQOLS-2006 were 
significantly correlated with conceptually sim-
ilar constructs on the GO4KIDDS Surveys. As 
expected, most of the correlations between 
FQOLS-2006 domains and conceptually differ-
ent constructs on the GO4KIDDS Surveys were 
not significant. Finally, a hierarchical regression 
analysis showed that mental health accounted 
for the most variance of the Global FQOL score.

Conclusions

The results of this study provide modest sup-
port for the convergent and divergent validity 
of the FQOLS-2006. The Global FQOL score, 
however, was not accounted for by the com-
bination of the constructs that we tested. The 
score we used as a global FQOL score, as well 
as the constructs that we selected, may not be a 
sufficient representation of the FQOL construct.
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Objectives

Caring for a child with autism spectrum dis-
order (ASD) is a strenuous task for parents 
as periods of distress, coupled with the fam-
ily’s difficulty adjusting may lead to a crisis. 
Parents of children diagnosed with ASD often 
report higher levels of depression, anxiety, and 
mental health–related issues compared to par-
ents of children without ASD. Despite the role 
crisis plays in the lives of these families, there 
is a limited amount of research in crisis and 
developmental disabilities. The current study 
investigated the subjective experience of crisis 
in mothers of children diagnosed with ASD, 
and examines the underlying themes present 
in their definition of crisis. 

Methods

The study involved 155 mothers, 26–71 years of 
age whose children were diagnosed with autism 
(49%), Asperger syndrome (28%), pervasive 
developmental disorder not otherwise speci-
fied (PDD‑NOS) (20%), and other (3%). A the-
matic analysis was conducted on a large, online 
Canadian survey of these parents of individuals 
with developmental disability to determine the 
dominant themes in their experience of crisis.

Results

Although some elements in the responses were 
similar to previous models of crisis, emerging 
themes were not fully represented by either of 
these models independently.

Conclusions

Consistent with previous research, the results 
suggest that crisis is characterized by factors 
influencing four major areas: (1)  demands, 
(2)  internal capabilities, (3) external resources, 
and (4) subjective appraisal. Understanding cri-
sis in the family is important to mental health 
practice since it can serve as a guide for finding 
appropriate interventions for at-risk families. 
Establishing a more accurate definition of crisis 
may also lead to more uniform understanding 
between health care providers, and serve as a 
guideline for asking the right questions when 
working with families in crisis. The limitations 
of the study include its reliance on self-reported 
data, and the variability in the amount of data 
across respondents. The poster will elaborate on 
the results of the qualitative analysis and discuss 
the relationship between the four major themes.
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