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Engage a provincial service network to enhance the health outcomes of
individuals with intellectual disabilities (ID), thereby reducing dependence
on strained services, building capacity and confidence amongst services,
easing strains on caregivers, and increasing the quality of life experienced
by British Columbians with ID.

This document is intended to provide a brief understanding of the need for
interventions aimed at improving the overall health and well-being of
individuals with intellectual disabilities living in British Columbia. It
concludes with a summary of recommended interventions based on
research conducted by SOBC and through engagement with external
stakeholders.

1. Establish a “Focal Point for ID Health” within government to champion
sector reform and coordinate the efficient use of community resources

2. Engage ‘service network’ of community organizations and health
service providers

3. Eliminate health disparities between people with ID and the general
population

4. Reduce health care costs
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EXECUTIVE SUMMARY

An accurate assessment of the current state of health for British Columbians with
intellectual disabilities (ID) remains elusive due to insufficient data collection,
dissemination, and analysis. While a lack of health data concerning a given population is
always problematic, the failure to actively monitor the health outcomes of British
Columbians with intellectual disabilities is particularly alarming when viewed in light of
recent findings from other countries and regions at similar levels of development. Through
these findings we can infer, inter alia, that British Columbians with ID likely have lower life
expectancies (Friedrich Dieckmann, 2015), live more sedentary lifestyles (Eric Emerson,
2016) and are hospitalized more frequently (S. Skorpen, 2016) than the general
population.

While the status quo is clearly unacceptable, there is reason for optimism. The last 60
years have seen an astonishing rate of improvement in the state of health for people with
ID across the developed world. This is particularly true for individuals with Down
syndrome. In the US, the mean age at death for people with Down syndrome has
increased from 9 years in the 1920s to 56 years by the late 1990’s (Janicki, Dalton, &
Henderson, 1999) (Coppus, 2013). Despite these accomplishments, there remains a
recognition that far more can and should be done.

Some regional and national governments have taken steps to implement comprehensive
interventions in their communities. Perhaps, most notably, was the Government of New
South Wales, Australia, who in 2012 released the “Service Framework to Improve the
Health Care of People with Intellectual Disability.” Many of these interventions, including
the NSW Framework, have already yielded some results despite their infancy.

Special Olympics BC firmly believes that British Columbia has the necessary resources,
expertise, and compassion to become a global leader in health services for people with
ID. The “British Columbia Framework for the Advancement of Health Outcomes for People
with Intellectual Disabilities” has been drafted based on extensive research and
consultations with stakeholders.

Central to the framework is the establishment of a broad-based coalition who are willing
to work cooperatively to address health outcomes of individuals with intellectual
disabilities. Government is key to the success of this initiative as many ministries directly
impact the lives of individuals with ID, and Government has ability to support, guide, and
implement action in ways necessary for successful outcomes. This coalition, with
government support and involvement, will be tasked with finalizing and implementing the
framework interventions, which are best summarized by the following five pillars:

1. Enhance the capacity of existing services
2. Raise awareness of the specialized health needs of people with ID

3. Promote health and lifestyle programs that will help reduce the burden on
healthcare systems, and increase the quality of life for persons with ID

4. Collect and analyse data to identify health trends and concerns

5. Structural reform
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A successful intervention will produce:

1. Collection, analysis and dissemination of data to produce informed policies,
programs and tactics

2. Increases to the mean age at death for British Columbians with ID

3. An elimination of health outcome disparities between people with ID and the

general population
A reduction in hospitalization rates for people with ID
A decline in un-diagnosed medical issues observed at routine screenings

A rise in activity rates of people with ID

N o A

Resources and research for caregivers, educators, health professionals, and
individuals with intellectual disabilities is available in an easy to find and
accessible location

8. A potential reduction in health services expenditure through, inter alia, a
decrease in ACS conditions and more effective pharmacological management

9. Improvements to the quality of life experienced by individuals with ID in BC

10.  Recognition for the province of BC and its institutions as leaders in research,
community support networks, and health services for people with ID
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ADVANCING HEALTH OUTCOMES FOR BRITISH COLUMBIANS WITH INTELLECTUAL DISABILITIES (ID)
People with ID experience significant health disparities when compared to the general population. Interventions are necessary to achieve equitable healthcare for all British Columbians through enhancing existing services
capacity, raising awareness of the specialized health needs of people with ID, promoting health and lifestyle programs that will help reduce the burden on healthcare systems and increase the quality of life for person
with 1D, collecting and analyzing data to identify health trends and concerns and structural reform.

Inputs Outputs Outcomes -- Impact
Activities Participation Medium
e Individuals with intellectual e Establish broad-based e Special Olympics BC, e Increased understanding o Effective implementation of e Elimination of health
disabilities (ID) coalition to address health Government Ministries, of health inequities, data interventions disparities
outcomes Supportive agencies and on which to base future . . . e
e Government Resources: >upp 9 : ’ : e People with ID live healthier e Reduced hospitalization
i ; ) individuals interventions, focal point . v
staff, funding, policy, e Promote/deliver health for practitioner lifestyles, for ASC conditions,
contacts and lifestyle programs e Individuals with ID, . ) .
caregivers, Ministry of Health engagement e More responsive services e Increased life expectancy
¢ dC:tg]r?:cni:itt)i/eiefgség?; ° E)?izgr?cigiﬁcaggy of regional health authorities, e Community awareness of | « More resources and for people with ID
technology ’ d community stakeholders, need for healthy diet research for stakeholders e Enhance overall health
¢ Raise awareness of the corporate partners, Ministry of e Increased particioation i and wellbeing of people
. ) o0 Education. Ministry of participation in ; ;
e Community Stakeholders: specialized health needs L ' y ) active healthy lifestyle with ID in BC
input, policy analysis, of individuals with 1D Children and Family Services activities

promotion, existing

. L]
programs and services * Structural reform

e Research, collect and

e Lifestyle support: group analyze data

homes, families, caregivers,
community organizations

e Special Olympics BC and
sport and recreation
systems .

e Professional/ Academic:
training, universities, M
colleges, health
practitioners, associations
and agencies

e Corporate Partners:
Sobeys, funders °

PRIORITIES

Improve overall health and wellbeing of individuals with intellectual disabilities (ID) in BC
Enhance the effectiveness of health care services for individuals with 1D

Eliminate health disparities compared to general population

Engage community-based stakeholders to effect positive change

Ministry of Health, regional
health authorities, community
stakeholders, academic and
research institutions, health
professionals, Ministry of
Social Development and
Social Innovation

e Reduced barriers to
access, practitioners
have training and
guidelines for serving
population

Ministry of Health,
stakeholders

Ministry of Health, regional
health authorities,
stakeholders, academic and
research institutions, health
professionals

Ministry of Health, regional
health authorities,
stakeholders, academic and
research institutions, health
professionals

ASSUMPTIONS

Based on Accessibility 2024 Government will be supportive;
concern about health of individuals wjth intellectual disabilities
is shared by all stakeholders; current|system does not support
all individuals with intellectual disabilifies to the level needed.

Raise support and awareness of the importance of the health and wellbeing of individuals with ID
Improve the quality and quantity of health-related resources to increase effectiveness of all stakeholders

Position BC as a global leader in ID health research and services
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e Position BC as a global
leader in specialized ID
health research and
services

e Reduce health care costs

EXTERNAL FACTORS
Stakeholder support; funding;
capacity of partners and system
to do more
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CORE PRINCIPLES

e British Columbia has the resources and expertise necessary to eliminate health
disparities between people with ID and the general population

e Adequate data is a necessary precondition for effective public health policy
development

e Populations with a higher risk of disease and morbidity should be at the forefront
of policy discussions

e Healthcare should be accessible to all, with service options based in all
communities where possible

e Early diagnosis and intervention are critical to effective and efficient health services
e Specialized services for ID can contribute to a reduction in health disparities

e People with ID deserve the same access to quality services as the general
population

e NGOs and other community organizations are often effective mediums for health
promotion and interventions

DEFINITIONS

Intellectual Disability

Intellectual disabilities are the most common form of developmental disabilities, and are
generally accepted to refer to significant cognitive limitations requiring an individual to rely
on external support for daily needs and activities (American Association of Intellectual and
Developmental Disabilities, 2013).

For the purposes of this document, an individual is considered to have an intellectual
disability if the following three criteria are met:

1. 1Q is below 70-75

2. There are significant limitations in two or more adaptive areas (skills that are needed
to live, work, and play in the community, such as communication or self-care)

3. The condition manifests itself before the age of 18

This definition follows WHO-Europe guidelines which include children with autism who
have intellectual impairments as well as children who have been placed in institutions due
to environmental factors such as perceived disabilities or family rejection who go on to
develop an intellectual impairment (WHO-Europe, 2016).
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Health

We recognize that a multi-faceted approach that considers improvements to both clinical
services as well as community support networks is necessary. Therefore, rather than
focusing on a narrow clinical definition of health, this document will use the World Health
Organization (WHO) definition:

“Health is a state of complete physical, mental and social well-being and not merely the
absence of disease or infirmity”
- WHO

Health Services
This document will use the WHO definition of ‘health services’:

All public ‘services dealing with the diagnosis and treatment of disease, or the
promotion, maintenance, and restoration of health’

BC HEALTH STRATEGIC AND SERVICE PLANS

In February 2014 the BC Ministry of Health issued its strategic plan titled “Setting Priorities
for the BC Health System” (Health, 2014). The document provides an overview of the
strategic and operational priorities for the delivery of health services across the province.
While comprehensive and ambitious in nature, the document does not address disability
in a substantive way, nor has the Ministry of Health issued an additional framework as it
has done for other sectors such as rural health (Health M. o., 2015).

The Governement of BC introduced the “2017 Confidence and Supply Agreement
between the BC Green Caucus and the BC New Democrat Caucus”, which laid out the
key priorities of the newly established government (Canada, 2017), including health care
reform. Further clarification of the administrations’ objectives came in the form of the
“Ministry of Health 2018/19 — 2020/21 Service Plan” (Horgan, 2018) and the new primary
care strategy announced in May, 2018 (BC Ministry of Health, 2018). Several key
population groups have been identified as neccessary beneficiaries of health service
reform based on current health outcome inequities, including indigenous communities, the
elderly, and those with addictions. Individuals with intellectual disabilities, however, are
still absent from discussions.

The budget implications of a failure to adequately address the health needs of this
population could be dire. Due to the lack of available data on health service expenditure
and the cost poor health has on the system, it isn’t possible to determine the full financial
impact that currently exists. To complicate matters further, without information on
prevelance it is difficult to project any future growth in demand. We do know that health
care expenditures for people with iliness or disability accounts for 50% of all health system
expenditures, with liabilities reaching $5.2 billion (Ministry of Health, 2015). We also know
that for those with medium and highly complex chronic conditions, expenditure is expected
to increase by 76% and 98% respectively by 2036 (Ministry of Health, 2015). Service
expenditure on individuals with severe disabilities is expected to grow by 45% in the same
timeframe.
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FRAMEWORK FOR SUCCESS

In Canada, health services for individuals with ID are determined provincially, rather than
nationally. This carries the risk of a vast discrepancy between regions owing in part to
financial resources, the extent of deinstitutionalization in the region, as well as the extent
to which policymakers have made the needs of individuals with ID a priority (Smiley, et
al., 2002). Further, there is no committee, such as the President's Committee on
Intellectual Disabilities in the USA, which provides national level policy advice concerning
the needs of people with ID and their caregivers.

Governments are increasingly recognizing that health services directed at the general
population are often insufficient to meet the needs of people with ID, and that a
coordinated intervention is required. In 2001, the UK released the “White Paper”
(Department of Health, 2001) to ensure that the needs of individuals with ID were
considered on a national level. The US released its national strategy “Closing the Gap”in
2002 (Department of Health and Human Services, 2002). In Europe, the “Declaration of
Rome” (Seidel, 2003) and the “European Manifesto” (Meijer, Carpenter, & Scholte, 2004)
were both drafted to address the issue on a regional level. Canada has yet to achieve a
national policy document to effectively manage the health care needs of individuals with
ID. Howver, Accrediation Canada — an NGO - recently established national guidelines for
service providers (Accreditation Canada, 2018).

Like Canada, Australia lacks a national strategic framework governing health services for
individuals with ID. In its absence, the state of New South Wales has taken a leadership
role by establishing the “Service Framework to Improve the Health Care of People with
Intellectual Disability” (Inter Government and Funding Strategies & Integrated Care,
2012). Pursuant to the framework, an interdisciplinary ‘ID Health Network’ which acts as
a focal point for relevant stakeholders including government health agencies, NGOs,
academia and more has been established. Additionally, three pilot studies focusing on
specialized services are either currently underway or recently completed. Other benefits
have arisen from the wealth of research conducted in accordance with the service
framework. For example, researchers discovered that in the NSW healthcare context, the
role of ID specialist nurses played a critical role in facilitating communication between
specialists and people with ID or their caregivers. Another area in which critical insight has
been gained is into methods for reducing reliance on acute services and encouraging the
use of more cost effective and appropriate services (ACI Intellectual Disability Health
Network, 2015). Further, the framework has led to the development of service guidelines
in the areas of obesity and weight management, mental health and behaviour
management, gynaecology and menstrual management, dental and oral health, and
more.

In order to truly improve the health and wellbeing of individuals with intellectual disabilities
in BC, far more is needed than efficient and effective health services. Work is needed to,
inter alia, promote active lifestyles, foster inclusive communities, tackle sexual violence
and substance abuse, encourage healthy diets, and promote mental health and wellbeing.
Fortunately, civil society in BC is flourishing. There are dozens of support organizations
operating across the province and creating positive change in the communities they reach.
To date, there remains little interaction between these community organizations and
health authorities.
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A framework to develop a service network for ID will reduce dependence on strained
services, build capacity and confidence amongst services, ease strains on caregivers, and
encourage healthier lifestyles. It is our belief that BC has the resources and expertise
necessary to become a national and global leader in the field of health services for
individuals with ID. The following document highlights suggestions for an effective
framework. It has been developed following extensive consultations with local and
regional stakeholders.
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WHAT WE DO KNOW

Special Olympics BC Findings

Special Olympics British Columbia recently conducted its first Healthy Athletes Screening
Survey to assess the current state of health of the athletes in this program. Two separate
guestionnaires were given to athletes and their caregivers respectively, our key findings
include:

e 32.25% (10/31) of athletes need to travel outside of their community for medical
services ‘some or most of the time’

e 80% (24/30) of athletes at least sometimes find it difficult to understand their
doctor’'s advice or directions, yet only 31% (9/29) always have somebody
accompany them to their doctor’s appointments

e 92.6% (28/30) of athlete respondents said that they would like to get in better shape

e 20% (6/30) of athletes stated that poor health had at times prevented them from
competing in sports

e 57.6% (19/33) of caregivers have less than four years’ experience working with
people with ID

e 7.5% (3/40) of athletes do not have a full-time GP based in their community

e 50% (20/40) of athletes visit a medical professional more than four times per year,
12.5% (5/40) visit more than ten times per year

e 12.5% (5/40) of athletes have been unable to purchase necessary medications due
to insufficient funds

e 20% (8/40) of athletes are unable to purchase their required sports related medical
devices in the community

e 32.5% (13/40) of caregivers said that Special Olympics BC Healthy Athletes
Screenings have detected a medical concern that they were otherwise unaware of
and 83.33% (30/40) of caregivers have felt that attending a Healthy Athletes
Screening has helped them learn about health care

*Key data limitations: Survey responses are small and were collected predominantly at
Special Olympic Healthy Athletes Screenings based in the Lower Mainland, Vancouver
Island and Kootenay regions. Responses are not largely reflective of athletes/caregivers’
experiences in northern communities. Additionally, athletes involved in Special Olympics
programs are frequently engaged in physical activities, able to access Healthy Athletes
Screenings and receive training and advice on proper nutrition. As a result, there may be
discrepancies in health outcomes between SOBC athletes and individuals with ID more
generally.
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Prevalence of ID

Accurate statistics on the prevalence of ID in BC are not readily available. According to
the Canadian Survey on Disability, completed in 2012, between 0.4 and 1.2% of
Canadians have an intellectual disability (Statistics Canada, 2012). More recently,
researchers in Ontario identified a prevalence of 0.78% (HCARDD, N.D.). These results
are similar to studies comparing communities at similar levels of economic development,
including NSW, Australia (Health, 2012) and the USA (Zablotsky, et al., 2015). A co-
occurrence of Autism Spectrum Disorder (ASD) and ID is common and can result in poorer
health and social outcomes than ID alone. Researchers in South Carolina recently
identified a prevalence of ASD in ID of 18.04%, which compares to an ASD prevalence of
0.6-1.11% in the general population (Tonnsen, et al., 2016).

Life Expectancy/Mortality

The shift away from institutional care that began in the 1950’s effected a dramatic
change to the life expectancies of individuals with ID. In BC, these outcomes are still
being realized as it wasn’t until 1997 that the last of these institutions was closed
(Tang, et al., 2008). A recent collaborative research effort attempted to analyze
available data to determine the effect of intellectual disabilities on mortality rates in
Canada, but acknowledged that our knowledge on the subject “remain(s) limited and
somewhat out of date” (Ouellette-Kuntz, et al., 2015). However, the authors were able
to determine that there is evidence (in Ontario and Manitoba) of excess mortality at all
ages, with children and women experiencing a greater risk.

The precise effect of intellectual disabilities on lifespan is the current subject of much
debate. Indeed, rapid technological and social advancements have drastically reduced
health disparities. A 1987 Canadian study observed a disparity of 23 years for men
and 29 years for women when comparing individuals with ID in institutions and the
general population (Wolf & Wright, 1987). While an accurate assessment of the current
disparities in Canada is not available, we can infer that the reduction following
deinstitutionalization observed elsewhere likely occurred in Canada as well. In
Germany, for example, a recent study found that men with ID lived 6.6 to 12 years less
than the general population (Dieckmann, Giovis, & Offergeld, 2015). The same study
found that women with ID lived 10.3 to 13.6 shorter lives. In perhaps the largest study
of its kind, researchers in the UK determined that individuals with ID have an all-cause
standardised mortality ratio of 3.18, and a lifespan 19.7 years shorter than the general
population. The study compared the GP records of more than 5% of the total
population, both with and without ID (Glover, et al., 2016).

The remaining health disparities are due, in some part, to subgroups such as individuals
with Down syndrome (Torr, et al., 2010) and those with severe to profound ID. In Finland,
for example, researchers found that individuals with mild to moderate ID lived, on average,
11-12 years longer than individuals with severe to profound ID (Bjelogrlic-Laakso &
Salokivi, 2017). An important finding from the German study (Dieckmann, Giovis, &
Offergeld, 2015) was that there are clear differences in life expectancy between regions.
For this reason, it is insufficient to rely on studies conducted elsewhere in Canada. It is
imperative that an intellectual disabilities effect on mortality be studied within the context
of BCs healthcare system.
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Researchers in Ontario at the Health Care Access Research and Developmental
Disabilities (H-CARDD) research group recently linked multiple administrative databases
in an attempt to better understand health trends. Information was taken from four health
and one disability income support databases to establish a cohort of 66,000 individuals
with ID — the largest of its kind in the world (Centre for Addiction and Mental Health, 2018)
(Lin, et al., 2014). The result has been an unprecedented accumulation of data and
analysis on the needs and profiles of ageing Ontarians with ID. They determined, inter
alia, that by 2021, the total number of adults with ID over the age of 64 in Ontario will be
double that of 2009/2010, and that adults with ID show signs of frailty at age 50 compared
to individuals without ID at age 80 (Oullette-Kunz & Martin, 2014). Given the relationship
between service use and frailty, and the documented practitioner anxiety about the
readiness of Ontario’s health system for an ageing population with ID (Martin, Ouellette-
Kuntz, & McKenzie, 2017), such information has proven to be critical. Linking and
enhancing existing databases would help establish answers to the important question of
the effect of ID on ones’ lifespan, and provide invaluable insight for policy-makers.

Mental Health and ID

Individuals with ID are far more likely than the general population to develop a psychiatric
disorder (Morgan, et al., 2008) (Cooper, et al., 2015). Recent studies have identified an
increased prevalence of, inter alia, depression (Morin, et al., 2010), dementia (Strydom,
et al., 2009) (Shooshtari, 2017) and aggressive behaviour (Crocker, et al., 2014) amongst
the population. In Ontario, researchers from the H-CARDD program found that over a two
year period, 44% of adults with ID had a mental iliness diagnosis (Lin, et al., 2016B). Using
the same database, researchers also determined that certain subgroups, such as those
with autism, have higher rates of mental illness than their counterparts with other ID’s
(Weiss, et al., 2018). Children with ID are particularly at risk, with a prevalence of
psychiatric disorders estimated at 36%, compared to 8% of children without (Emerson &
Hatton, 2007). Further disparities exist in terms of severity of illness; 26% of psychiatric
diagnosis’ are classified as ‘severe’ in individuals with ID, compared to only 8% in those
with psychiatric diagnosis but no ID (Lunsky, et al., 2012B).

Social and environmental factors can have a significant effect on the expression of
psychiatric and behavioral disorders in individuals with ID, particularly with children and
ageing populations (Day & Jancar, 1994). A key factor contributing to poor mental health
in children is social isolation; children with ID or ID and ASD report fewer friends and a
lower quality of friendships than their typically developing peers (Taheri, Perry & Minnes,
2016). For adults, ‘stressors’ often include events such as the death of a parent or
relocation, as well as social feelings of isolation (Thorpe, Davidson, & Janicki, 2002). The
experience of shame, both internal and external, has been found to be particularly harmful
to the psychological well-being of adults with mild to moderate ID (Clapton, Williams &
Jones, 2017).

Little is known about the rate of suicide or self-injurious behavior amongst individuals with
ID. This is despite the population showing a higher likelihood of risk factors than the
general population, such as childhood adversity, mental illness, and lower levels of
educational attainment. The lack of research is due, in part, to a longstanding belief in
medical communities that individuals with ID are not capable of both forming suicidal intent
and acting on the intent (Kaminer, Feinstein & Barrett, 1987). However, anecdotal
evidence suggests that suicide does occur within the population, and that it is not limited
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to individuals with mild to moderate ID. In Australia, 77% of support workers who deal with
mental health report witnessing suicidal behaviour in individuals with 1D, with 76% percent
noting explicit statements about the desire to end one’s life (Wark, et al., 2018).
Alarmingly, the same study found that 60% of respondents were unaware of a suicide risk
assessment being completed by anybody in their organization.

Mental health services for people with ID have undergone a rapid transformation in recent
years. Deinstitutionalisation led to a division between health services for individuals with
ID and the provincial health authorities (Lunsky, et al., 2007). This division, coupled with
the accompanying shift towards community-based services would see specialized
psychiatric services become ‘less of a priority’ (Lunsky, et al., 2007). Since then, BC has
gone on to develop both the Community Living BC (CLBC) Provincial Assessment Centers
as well as the Developmental Disabilities Mental Health Services (DDMHS). It should be
noted that the capacity of the DDMHS teams around the province varies greatly. For
example, the office in Prince George — responsible for Northern BC — consists of one
registered nurse and one social worker with limited access to a behavioural specialist and
psychiatry services. There are currently no specialized services for individuals with 1D
under the age of 14 or those who require psychiatric treatment for more than 90 days.
Furthermore, there no longer exists within our provincial systems which serve individuals
with ID the ability to provide a case manager role. This lack of relationship with a person
who has a role to ensure an individual's needs are being met contributes a great deal to
the degree of vulnerability and risk of harm experienced by this population.

The lack of specialised services is particularly alarming given recent findings from the H-
CARDD database concerning service utilization patterns in Ontario. Psychiatry, primary
care, and emergency service utilization were all found to be higher in adults with ID and a
mental illness diagnosis compared to adults with only a mental iliness diagnosis (Lunsky,
et al., 2018). Additionally, adults with ID and a mental illness or addiction are 1.66 times
more likely to be readmitted to hospital within 30 days and 1.33 times more likely to return
to emergency services within 30 days compared to individuals with only a mental illness
or addiction (Lin, et al., 2016B). These findings suggest that preventative and follow-up
care received by individuals with ID may not be meeting their needs. For example, 42%
of individuals with ID who had a psychiatric emergency department visit received no
outpatient follow-up in the month after their visit (Lunsky, Klein-Geltink, and Yates, 2013).
Adults with ID and a mental illness diagnosis are also 3 times more likely than adults with
a mental iliness or addiction only to experience an Alternate Level of Care (ALC) day (Lin,
et al., 2016B). High rates of ALC days are indicative of a lack of resources to adequately
serve the population in other parts of the system.

In a comparison of mental health services for people with ID in Canada and the UK, it was
noted that Canadian services are far more crisis-reactive, while the UK system is more
preventative in nature (Cheetham, 2010). For example, a lack of adequate resources and
trained staff to manage challenging and aggressive behaviours in people with ID in the
community is believed to increase reliance on inpatient units in Canada (Modi, et al., 2015)
Research from Ontario suggests that the majority of emergency room visits made by
people with ID are related to psycho-behavioral issues rather than a medical concern, and
these visits were more likely to result in admission (Lunksy, et al., 2012). It is suggested
that more proactive outpatient clinical services are needed to adequately manage such
problems in a community setting (Benson & Brooks, 2008). Doing so could potentially lead
to better health, improved quality of life, and cost savings (Balogh, et al., 2010).
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Health researchers globally have identified best practices that can inform efforts to
enhance preventative mental health services in BC. For example, a study in the UK found
that the cost of interventions for anger and aggressive behaviour would be fairly
immediately compensated by savings obtained from follow-up visits (Felce, et al., 2015).
American researchers found that upon referral to specialized interdisciplinary teams for
problem behaviour, the proportion of individuals with hospital admissions, total number of
admissions, and liability for prescriptions all decreased significantly (Owen, et al., 2016).
Furthermore, a study in Australia found that the use of treatment protocols improved
psychologist and counsellor confidence in areas such as assessments and interventions,
thereby increasing the quality of preventative services available (Hronis, Roberts &
Kneebone, 2018).

In addition to approaches utilizing public health services, it must be recognized that
interventions aimed at improving the overall mental health of individuals with ID must also
consider community support networks. In BC, organizations including Special Olympics,
Community Living Associations, the Down Syndrome Research Foundation, and more
offer regular programming that help build the social skills and coping mechanisms of
individuals with ID. For example, in 2016 Special Olympics BC initiated its Strong Minds
Strong Bodies (SMSB) program which aims to help athletes develop strategies to maintain
emotional wellness under stress. Like all Special Olympics BC health programs, SMSB is
not exclusive to their athletes, rather it is open to all members of the community with
intellectual disabilities. Around the province, many of these community-based programs
go under-utilized due to a lack of public awareness. Establishing an online focal point for
disseminating information about available community services and programs could lead
to increased utilization of community services and a decreased reliance on public health
services.

Sexual Health and ID

People with ID of all ages have the same sexual desires as the general population,
including the desire to enter romantic relationships and marriages (Healy, et al., 2009).
However, individuals with ID often don’t have the necessary skills and knowledge to make
decisions about their sexual health (Swango-Wilson, 2009) (Swango-Wilson, 2011). This
often results in individuals with ID not having their sexual health needs adequately met.
For example, while 84.2% of individuals with ID report having a sexual relationship, only
41.4% use condoms (Gil-Llario, et al., 2017). Further, one Ontario study found that only
34.3% of women with ID were screened for cervical cancer, compared to 66.8% of their
peers (H, Plourde, et al., 2016). The same study cited the perception by physicians that
individuals with ID were sexually inactive as the primary barrier to increased screenings.
However, while screening rates do rise for women in Canada with ID who have had a
pregnancy, they are still less likely to receive screenings than their peers without ID
(Brown, et al., 2015). This suggests that factors beyond practitioner knowledge of sexual
activities play a role in the disparities. Unfortunately, despite the clear need for specialized
sexual education, adolescents with ID often receive less sexual education than
adolescents without ID (Levy & Packman, 2004) (Murphy, 2005).
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The sexual health needs of individuals with ID cannot be met exclusively through health
services. Many individuals with ID feel their sexual expression is under the control of
caregivers whose contextual beliefs often inhibit or over-facilitate positive displays of
sexuality (Whittle & Butler, 2018). Individuals who identify as LGBT face additional stigma
and discrimination (McCann, Lee & Brown, 2016). Moreover, many individuals with ID find
picking up on social cues to be difficult, which can have negative repercussions on their
sexual expression (Meaney-Tavares & Gavidia-Payne, 2012). Efforts are needed to
increase the capacity of individuals with ID to make informed decisions about their sexual
health as well as to strengthen their community support networks. Tailored educational
programs are an effective way to increase individual capacity (Dukes & McGuire, 2009),
while family and community support is needed to help build skills relating to healthy
relationships and to deal with individual circumstances as they arise.

A lack of knowledge about sexuality, skill deficits, and the need for self-care are all cited
as contributing factors to individuals with ID being over-represented as both perpetrators
and victims of sexual abuse (Martinello, 2015). According to one estimate, “between 39-
68% of female children and 16-30% of male children with a disability will be sexually
abused” before their 18" birthday (Mahoney & Poling, 2011). Estimates concerning the
rate at which individuals with ID commit sexual offence range from 4-40% (Martinello,
2015). In the UK, 38% of adolescents in specialized services for harmful sexual behaviour
have ID (Hackett, et al, 2013). Sex education that focuses on addressing skill deficits and
promoting a healthy understanding of relationships and sexuality can reduce the risk of
an individual with ID becoming a perpetrator or victim of a sexual offence (Martinello,
2015). Manualized group cognitive behavior therapy (CBT) treatments in particular have
shown to improve knowledge and reduce harmful sexual behaviour in adolescents
(Malovic, Rossiter & Murphy, 2018).

Despite individuals with ID increasingly connecting to the internet, little is known about
effective risk reduction strategies to avoid online sexual abuse (Norman & Sallafranque-
St-Louis, 2016). CLBC does operate a website titled ‘/ can be safe online’, which provides
resources for individuals with ID and their parents/caregivers (Community Living BC,
2018). While the website has a wealth of useful resources, it does not address the issue
of online sexual exploitation in a substantive way. Research is needed to identify best
practices and effective interventions to reduce the risk of online sexual abuse.

Nutrition, Physical Activity and Obesity

The benefits of physical activity to an individual’s health and wellbeing are well
documented and range from reduced risk of cardiovascular disease to improved mood
and outlook (Center for Disease Control, 2016). It is recommended that children engage
in 60 minutes of physical activity daily (World Health Organization, 2011), though even
modest amounts can have a profound impact (Janssen & LeBlanc, 2010). It is true that
youth inactivity is a wider problem across Canada (Statistics Canada, 2015), however
studies show that children with ID are significantly less active than their peers without
disabilities (Hinckson & Curtis, 2013). This results in significantly lower levels of physical
fitness when compared to typically developing children (Hartman, Smith, Westendorp, &
Visscher, 2015), and can have substantial implications for the ability to self-care later in
life. For example, studies have identified a clear correlation between low participation in
sports and low motor skills in children with ID (Westendorp, et al., 2011).
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Obesity is found in children with ID at rates 2-3 times that observed in typically developing
children (Rimmer J., Yamaki, Lowry, Wang, & Vogel, 2010). A large study conducted using
information from Special Olympic health screenings found a high discrepancy between
regions. The global average rate of obesity for children and adolescents with ID was 30%,
in North America that jumped to 46.2% for boys and 57.7% for girls (Lloyd, Temple, &
Foley, 2012). It is believed that environmental factors play a dominant role, meaning that
effective interventions are possible (Rimmer & Yamaki, 2006).

High rates of physical inactivity are also found in adults with ID (Draheim, Williams, &
McCubbin, 2002) (Peterson, Janz, & Lowe, 1001-106). It is estimated that only 13.5% of
adults with ID meet the recommended daily physical activity guidelines (Stancliffe &
Anderson, 2017), while 50% report more than 4 hours of screen time per day (Melville, et
al., 2018). Recent literature suggests that women and adolescent females may be less
active than their male counterparts, possibly due to a decreased likelihood of devoted
physical activity time in their schedules (Sundahl, et al., 2016). Studies have consistently
found higher rates of obesity in adults with ID when compared to the general population
(Winter, et al., 2012).

Effective interventions in this area will allow individuals with ID to live healthier lives as
well as reduce burdens on the public health system. US based researchers estimate that
the mean additional annual healthcare expenses for an individual with ID who is obese is
$2516 USD (Li, et al., 2018), approximately three times that incurred by an individual
without ID (Anderson, et al, 2013). While more research into effective weight management
strategies is needed (Rimmer & Yamaki, 2006), interventions adequately employing
existing strategies can be very effective. Individuals with ID often lack exercise resources,
particularly in the group home setting (Howie, et al., 2012). Simple measures, such as
replacing sedentary video games with exergames using Wii Fit can enhance health
outcomes (Silva, et al., 2017). BC based researchers have identified a need for clear
policies in day training centers and accommodation services related to promoting physical
activities and further training of staff (Temple & Walkley, 2007). A similar need can be
found in schools, as children with ID are more likely to depend on schools for physical
activity than typically developing children, yet are also more likely to remain sedentary
during school hours (Einarrson, et al., 2016).

Special Olympics BC currently provides opportunities for individuals with ID across the
province to train and compete in sports year-round. As of June 2018, there were more
than 4,800 athletes participating in 18 different sports. Additionally, SOBC offers the Club
Fit program, which allows athletes of varying skill levels to improve their health and fitness
outside of participation in other Special Olympics programs. Another opportunity for
children with ID to get involved is the Easter Seals program, which operates three camps
to give children with physical and intellectual disabilities the opportunity to go to summer
camp. In addition to these opportunities there are sport-specific specialist programs such
as the Pacific Riding for Developing Abilities (equestrian). Supporting these programs and
other recreation opportunities has the potential to increase physical activity levels amongst
individuals with ID in the province, thereby improving health outcomes for this population.

Little research has been conducted into the eating habits of people with ID, however, one
study from Ireland found that while individuals with ID often intake sufficient quantities of
fat and sugar, they often fail to meet guidelines for fruit and vegetables, carbohydrates,
diary and protein (McGuire, Daly, & Smyth, 2007). A prior study reported that only 7-8%
of adults with ID eat balanced diets (Robertson, et al., 2000). Many people with ID often
have little choice in their diets, as they usually eat in group homes or family settings
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(Koritsas & lacono, 2016). For these reasons, interventions need to be focused on
educating caregivers about nutrition and dietary needs. Multi-component interventions
addressing education, nutrition and exercise are particularly effective when family
members and caregivers are included and supportive (Martinez-Zaragoza, Campillo-
Martinez, & Ato-Garcia, 2016). Special Olympics BC provides education on nutrition to
athletes attending the Club Fit program as well as at Team BC and Performance Camps.
Coaches receive specialized training in the nutritional needs of athletes with ID at capacity
building summits, while parents can attend our Family Health Forums to increase their
knowledge.

While public health services can play a large role in health promotion through, inter alia,
public education campaigns and establishing health and lifestyle guidelines, nutrition and
obesity interventions are primarily conducted at the community level. It is critical that
community organizations that work with individuals with ID are assisted and encouraged
to include aspects related to nutrition and exercise in their programing or refer individuals
to sports programs like Special Olympics BC. In this regard, public health services can
play an active role in facilitating community-based programs by, for example, ensuring
that organizations are equipped with the most current information about the effectiveness
of potential interventions and the availability of community-based resources. Success in
this area will be dependent on sufficient integration between health care services and
community actions.

Drug and Alcohol Use

As a result of deinstitutionalization, individuals with ID are increasingly becoming involved
in the community. With the benefits of inclusion come some negative consequences,
including increased access to alcohol and illicit drugs. It is widely acknowledged that while
individuals with ID are less likely to use drugs and alcohol, they are more likely to develop
a substance abuse problem (Taggart, et al., 2006) (McGillicuddy, 2006) (Chapman & Wu,
2012). For example, a study of Special Olympics athletes found that of the athletes who
smoked, 79.6% were daily smokers with a mean of 10.08 cigarettes per day (Eisenbaum,
2018). Further, individuals with ID are likely to experience heightened side effects from
both prescribed and illicit drugs, making the need for intervention direr (Degenhardt,
2000). The negative social implications for drug and alcohol abuse for people with ID
include further isolation, increased inpatient admittance, and loss of housing (Huxley, Day,
& Copollo, 2006).

A recent Ontario-based study found that alarmingly, over a two year period, individuals
with ID had a prevalance of Substance-Related and Addictive Disorders (SSRD) of 6.4%
(Lin, et al., 2016A). This figure is far higher than most previous reports and that of the
general adult population in Ontario. The study also provided some insight into the role
psychiatric comorbidity plays in the development of an SSRD, observing that the most
prevalant comorbid disorders were anxiety disorders (67.6%), followed by affective
(44.6%), psychotic (35.8%) and personality disorders (23.5%).

Little is known about the rates at which adolescents with ID in Canada abuse drugs or
alcohol, however, evidence from the UK provides reason for concern. There, researchers
found that children with ID comprised 9% of all children with potentially harmful drinking
habits, and were significantly more likely than their non-disabled peers to experiment with
alcohol, hold positive views about alcohol use, and hold less negative views on the social
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and health consequences of drinking (Emerson, et al., 2016). The same study identified
risk factors associated with potentially harmful levels of drinking including smoking and
having friends who use alcohol, with respondents often indicating that drinking makes it
easier to forge friendships and reduces anxiety. This suggests that a preventative
approach to drug and alcohol misuse utilizing community support networks is necessary
to achieve the desired health outcomes.

More research is needed into the reasons behind substance abuse among people with
ID; however, one study found through interviews with individuals with ID who abused
drugs or alcohol that ‘medicating against life’s negative experiences’ was a common
theme (Taggart, McLaughlin, B, & McFane, 2007). The study cited psychological trauma
and social isolation as the primary sub-themes. Evidence indicates that interventions
directed at the general population can result in negative experiences for people with 1D
(Taggart, McLaughlin, B, & McFane, 2007). US based studies have found that after a
referral to mainstream services, individuals with 1D were less likely to engage in treatment
for substance abuse (Slayter, 2009) (Slayter, 2010). Attempts to find an alternative form
of treatment that would be more successful in reducing drug or alcohol dependency
amongst people with ID have not yet borne fruit due to insufficient knowledge of the
reasons behind substance abuse (Day, et al., 2016).

In BC, specialized drug treatment services for people with ID are provided through the
Developmental Disability Health Teams located in five regional centers. Further
opportunities for non-specialised services are provided through the Mental Health and
Addictions Branch of the Ministry of Health (MOH) as well as by several NGOs such as
Last Door and the Aurora Center. Community-based programs are also well-positioned to
undertake preventive interventions aimed at reducing the need for clinical interventions.
The success of many interventions in this field will depend on the ability to harness the
outreach power of community groups and to provide support and training to family
members and caregivers.

Access to Quality Primary Care Services

Throughout their lifespan, individuals with intellectual disabilities interact with provincial
health services at far higher rates than the general population. Children with ID require
significantly more ambulatory physician visits and have a higher rate of continuity of care
(Shooshtari, et al., 2016). As adults, individuals with ID in Canada are more likely to
require home care at an early age (Martin, Ouellette-Kuntz and McKenzie, 2017), and are
almost five times more likely to be admitted to long term care (Ouellette-Kuntz, Martin and
McKenzie, 2017). Increased data collection and analysis is needed to determine the
extent to which health services meet the needs of individuals with ID in BC.

Following events in the UK, it has come to international attention that individuals with ID
may receive significantly lower quality hospital services than the general population. In
2007, a scathing report titled ‘Death by Indifference’ highlighted deaths of individuals with
ID in hospitals that were believed to be a result of institutional failures within the National
Healthcare Service (NHS). Campaigners interviewed for the report felt that there existed
within the health care system “complacency and a lazy fatalism that these groups just do
die younger” (MENCAP, 2007). Despite the public outrage and parliamentary inquiry that
followed the report’s release, there is evidence that little has changed (MENCAP, 2012).
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A recent study found that individuals with 1D are still at a significantly higher risk of
readmission within 30 days of discharge for a potentially preventable cause (Kelly, et al.,
2015). The effects of poor service quality extend beyond patients with ID; the perception
of service quality amongst caregivers is directly related to practitioner burnout and
retention (Moliner, et al., 2017).

Despite the absence of public outrage, individuals with ID in Canada have equal reason
for concern. Ambulatory Care-Sensitive (ACS) conditions, sometimes known as
potentially preventable hospitalizations, are used as an informal measure of access to,
and quality of, primary health services (Balogh, et al., 2013). While the rate at which British
Columbians with ID are hospitalized for ACS conditions needs to be studied, in Ontario,
they were found to be three times that of the general population (Balogh & Ouellette-
Kuntz, 2005). What constitutes an ACS condition for an individual with ID differs from that
of the general population. In an effort to produce a designated list of ACS conditions for
this population, one study identified 14 conditions: asthma, angina pectoris, congestive
heart failure, gastrointestinal ulcer, immunization preventable infection, malignant
hypertension, otitis media, dental conditions, diabetes mellitus, pelvic inflammatory
disease, constipation, gastroesophageal reflux, epilepsy, and schizophrenic disorders
(Balogh, et al., 2011). In Manitoba, living in a rural community or an area with a high
proportion of indigenous residents as well as co-morbidity were found to be associated
with an increased likelihood of hospitalization for an ACS condition (Balogh, et al., 2013).

The significant disparities individuals with ID experience in secondary prevention are a
key driver of ACS admissions. For example, Canadians with ID are less likely to undergo
age and gender specific screening for cancer and regular health checks than Canadians
without ID (Oullette-Kuntz, et al., 2015) (Martin-Storey, et al., 2009), and the proportion of
women with ID in Canada who are not screened for breast cancer is 1.5 times greater
than it is for women without ID (Cobigo, et al., 2013). Studies have found that women with
ID are more likely to receive a mammography if a nurse is involved with health
coordination (Wilkinson, et al., 2011). This suggests that nurses with a close knowledge
of the case can be effective advocates for preventative services required by individuals
with ID. While there is currently no standardized tool for comprehensive health
assesments for adults with ID in Canada, the use of Australia’s CHAP program has proven
to be effective in the Canadian health care context (Shooshtari, et al., 2016). However, a
lack of willingness by physicians to conduct comprehensive health screenings was cited
as a key barrier to CHAPs adoption. Administrative tasks during GP visits take significantly
longer if an individual has ID, leaving less time for medically related actions (Weise, et al.,
2017). Billing supplements could allow practitioners to spend more time with patients with
ID, thereby increasing their willingness to conduct assesments.

For youth in particular, parents and caregivers play a critical role in health service access;
however, many parents of children and young adults with ID feel overwhelmed. While
more research is needed, it is believed that parents and caregivers of those with ID
experience poorer health outcomes than the general population due, in part, to increased
stress (Grey, Totsika, & Hastings, 2017). This stress is significantly amplified when an
individual under their care has an ID and co-morbid psychopathology, particularly so if the
individual has autism (Dawson, et al., 2016). The perceived helpfulness of supports has
been associated with positive psychological outcomes for caregivers (Grey, Totsika, &
Hastings, 2017). In a survey of parents of children with ASD in BC, only 25% of
respondents stated that they are “satisfied” with the resources available (Gardiner &
Larocci, 2018). A common frustration was the lack of guidance available and the
associated strain.
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The absence of adequate guidance is especially problematic as children and youth with
ID transition into adulthood and require new supports and services. A recent review of
health service use by youth and young adults with ID found that many fall through the
gaps while transitioning to mainstream adult services (Hamdani & Lunsky, 2016). The
Navigator Program in BC offers youth in some regions with the opportunities to be guided
through the process by a mentor. Youth across the province would be well-served by an
expansion of this program as well as by efforts to increase the support provided to parents
and caregivers. As individuals with ID age, the ability for family caregivers to provide
support may diminish. In Ireland, researchers found that few future care plans have been
developed to ensure access to care beyond the death of an individual’s parents (Brennan,
et al.,, 2017). Research is needed to identify potential service gaps and to ensure
continued access to care for ageing adults with 1D in BC.

Pharmacology

Polypharmacy is common amongst individuals with ID due to, inter alia, behavioural
concerns, excessive morbidity and ineffective strategies for medication reduction. By
analysing the Ontario Drugs Benefits claims database, researchers found that 50% of
individuals with ID are dispensed multiple medications concurrently, with 22% being
dispensed five or more concurrently (Lunsky, et al., 2013). Of individuals prescribed 5 or
more medications concurrently, 32% did not have regular follow-up visits with the same
physician, making discontinuation unlikely.

In an attempt to manage challenging or aggressive behaviour, people with ID are often
prescribed multiple psychotropic medications concurrently despite a limited knowledge of
the effects (Matson & Neal, 2009). Polypharmacy of psychotropic medications can lead to
further medical complications, such as weight-gain and diabetes (McLaughlin-Beltz, et al.,
2015), and may be a sign of the failure of previous interventions (Modi, McMorris, Palucka,
Raina, & Lunsky, 2015) (Scheifes, et al., 2016). Researchers in the Netherlands looked
at the rate at which Drug-Related Problems (DRPs) were present in people with ID who
are taking at least one psychotropic drug and found an alarming prevalence rate of 80%
(Scheifes, et al., 2016). The same study noted DRPs in 1/3 of the medications surveyed
which are regularly prescribed to individuals with ID.

The use of antipsychotics for off-label indications is highly prevalent in individuals with ID.
Dutch researchers found that 69% of prescriptions for antipsychotics were issued to deal
with problem behaviours, while only 5% were issued as a result of a chronic psychotic
disorder (Kuijper & Hoekstra, 2017). In Ontario, 39.2% of individuals with 1D filled at least
one antipsychotic prescription over a six year period, with rates jumping to 56% for adults
living in a group home setting (Lunsky, et al., 2018). Of these individuals, 29% had no
psychiatric diagnosis. Alarmingly, 20% of individuals with ID in Ontario who are prescribed
antipsychotics are prescribed a second antipsychotic concurrently, a dangerous practice
that puts them at increased risk of adverse events, including death (Lunsky, et al., 2013).
Once commenced, individuals with ID are unlikely to be withdrawn from antipsychotics
(Kuijper & Hoekstra, 2018). However, the odds of discontinuation are highly dependent
on the service provider, suggesting that staff attitudes towards the use of antipsychotics
for off-label indications play a significant role (Kuijper & Hoekstra, 2017). A recent study
found that the majority of practitioners held unrealistic expectations towards the positive
effects of antipsychotics on behavioural functioning (Kujiper & Van der Putten, 2017). The
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same study found that 94% of practitioners fell below the cut-off scores for knowledge of
antipsychotics use for the population.

Management of mental health concerns through medication can be more difficult if an
individual has ID due to a lack of decision-making capacity, a higher risk of adverse
events, as well as other factors (Eady, Courtenay, & Strydom, 2015). Therefore,
individuals with ID require different treatment plans, for example, by commencing
medication at lower doses (Eady, Courtenay, & Strydom, 2015). Recent studies on the
effectiveness of pharmacological interventions for behavioral disorders in people with 1D
observed that in the majority of cases there was ‘insufficient or poor quality’ evidence on
which to base best practice (Robertson, et al., 2015). Further, there is evidence to suggest
that pharmacological treatments may be less effective than other interventions. For
example, a review of literature of behavioural interventions found that 80% of studies
reported positive improvements (Robertson, et al., 2015). Other effective interventions
have focused on the diagnostic process. One study found that working with a set of
‘Diagnostic Guidelines for Anxiety and Challenging Behavior’ led to improved diagnosis
and treatment plans (Pruijssers, et al., 2015).

Currently, in BC there are no national or provincial guidelines or regulations governing the
use of psychotropic medications to manage mental health issues for individuals with ID.
Further, there are no requirements for service providers, including nurses, to have training
in the care of individuals with ID. This has had the effect of leaving group home staff who
administer medication largely unsupported (Bradley & Cheetham, 2010). While some
agencies and employers set in-house guidelines and conduct training exercises, efforts
are usually focused on how to properly administer medication rather than the proper
pharmacological management of behavioural issues (Bradley & Cheetham, 2010).

Overreliance on pharmacological interventions adds significant financial strain on
provincial health services. American researchers found that prescription medication costs
were the primary driver of health care expenditure on Americans with 1D, with mental
health status being identified as a consistent predictor of high expense users (Fuijira, Li, &
Magana, 2018). Further, a study conducted at an Ontario hospital-based dual-diagnosis
service found that polypharmacy was a significant predictor of specialized inpatient
admissions (Modi, et al., 2015). There is some research to suggest that medication
reviews conducted by a multidisciplinary team — including pharmacists, physicians and
psychiatrists - had a positive effect on the number, dosage and costs of psychotropic
medications (Lepler, 1993)(Scheifes, et al., 2016). Another study found that specialized
units were more likely to focus on medication reduction than general services, which would
often prescribe increased medications on discharge (White, Lunsky, & Grieve, 2010). In
Kansas, a pilot study utilizing multi-disciplinary teams which was tasked with reviewing
medications and developing care plans saw a $3.1 million USD reduction in health care
costs after the cost of the intervention ($900 000 USD) was deducted (McLaughlin-Beltz,
et al., 2015). This was achieved through only 282 consultations, resulting in 190
medication reductions, 85 ER diversions, 134 inpatient diversions and 77 PRTF
diversions.

More research is needed into the effects of medications on individuals with ID to ensure
that current pharmacological interventions are effective, and to determine if individuals
would be better served through non-pharmacological treatments. Providing guidelines to
service providers and training to GP’s, community workers, and caregivers could
potentially increase the effectiveness of interventions and decrease expenditure on
prescribed medications.
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Practitioners and Health Care Providers

Supporting healthcare providers is critical to ensuring the needs of individuals with ID are
adequately met. There are very few medical specialists in intellectual disabilities, leaving
many clinicians unable to find the support they need, often fostering a feeling of
professional isolation (Cheetham, 2010). An Australian survey of general practitioners saw
94% of respondents’ state an interest in further training, with the areas of knowledge
frequently cited as lacking corresponding to service areas deemed insufficient (Phillips,
Morrison, & Davis, 2004). In Canada, a survey of occupational therapy and physiotherapy
masters’ students found that while 96% were willing to work with individuals with ID, more
than half felt that their knowledge was insufficient to do so adequately in a clinical setting
(Vermeltfoort, et al., 2014).

Attitudes amongst healthcare providers towards people with ID and the benefits of
inclusion are mixed, with male staff less likely to be supportive of inclusion (Jones,
Ouellette-Kuntz, Vilela, & Brown, 2008). Further, it appears that a lack of exposure to
people with ID can affect some practitioners’ and students’ willingness and comfort to work
with the population (Verger, Aulagnier, & J, 2005) (Ryan & Scior, 2015). A study of dental
students found that their willingness to work with the population was directly related to the
extent and scope of their experience (Waldman, Milano, & Wolf, 2004). Canadian
universities do not generally include substantial training in intellectual disabilities during
undergraduate medical programs; however, the University of Toronto and Queens
University have both implemented some form of training. A survey of undergraduate
medical students at these institutions found that while 85.6% of respondents had received
some specialized ID training, 93.3% felt that more patient exposure and curriculum
development was needed (Burge, et al., 2008).

Queens University in particular has positioned itself as a leader in ID health, offering the
‘PGY3 Enhanced Skills program in Intellectual and Developmental Disabilities Medicine’,
the only national residency program focusing on ID (Queens University, 2016).
Additionally, the universities’ Division of Developmental Disabilities offers inter-
professional learning opportunities that bring together postgraduate students from
medical, nursing, rehabilitation and clinical psychology. Graduates of the program show
significantly increased knowledge and skills concerning health issues affecting people with
ID as well as positive attitudinal changes towards the population (Jones, et al., 2015).
Negative attitudes are commonly identified as the biggest barrier to people with ID
receiving equal treatment within mainstream health services (Hemm, Dagnan, & Meyer,
2015).

While enhanced student training will contribute to increased service capacity in the long-
term, efforts are needed to address skill and knowledge deficits amongst professionals
currently working in health services. Research suggests that a single core training
package could be suitable across all health professions, with the exception of profession
specific sub-themes which can be addressed complementarily (Hemm, Dagnan, & Meyer,
2015). Practitioners in BC looking for assistance can turn to resources created elsewhere
in Canada. For example, McMaster University has developed a free online course titled
the “Curriculum of Caring” (McMaster, 2018). The innovative program, which was
developed in collaboration with people with intellectual disabilities is aimed at helping
health care professionals enhance their services for individuals with ID.
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Further resources can be found on the websites of the Developmental Disabilities Primary
Care Program (DDPCP) at Surrey Place and the Health Care Access Research (Surrey
Place, 2018), and the Developmental Disabilities (H-CARDD) program (Centre for
Addiction and Mental Health, 2018). Resources available on the H-CARDD website
include a toolkit aimed at building capacity to provide emergency services to individuals
with ID (Lunsky, et al., 2016). On the DDPCP website, health care professionals can find,
inter alia, a specialized ‘Preventative Care Checklist’ to assist with health assessments
(Hennan, 2011).

Family physicians in particular can benefit from the Primary Care of Adults with
Intellectual and Developmental Disabilities: 2018 Canadian Consensus Guidelines’
(William, et al., 2018) which were recently published by the College of Family Physicians
of Canada in conjunction with the DDPCP. The guidelines offer primary care providers
guidance on, inter alia, appropriate medication uses, chronic illness prevention, and
minimizing the stress of life transitions. Practitioners across the province would be well-
served by efforts to increase awareness of the guidelines and to provide practitioners with
the necessary training to successfully implement them. Additionally, there remains a need
for further guidelines to establish a standard of care in fields not covered by the primary
care guidelines, for example, in the field of oral health.

Beyond the provision of enhanced training, there is a need for health systems to address
the emotional needs of practitioners working with individuals with ID. For example, a
significant issue affecting health care practitioners working with ID is high levels of
exposure to aggressive behavior. One study found that over a 12-month period, the
prevalence of aggressive behavior was 51.8% (Crocker, et al., 2006). While often not
resulting in physical harm, aggressive behavior can result in increased stress and burnout
amongst practitioners and caregivers of people with ID (Hensel, Lunsky, & Dewa, 2014).
Effective policy and resource development with the goal of reducing the negative effects
of aggression on practitioner burnout could increase practitioner retention, particularly in
hospitals where aggression is often most severe (Lunsky, Hensel, & Dewa, 2013). Staff
training focused on improving emotional intelligence and improving interaction between
support staff has been found to be particularly effective in this regard (Zijlmans, et al.,
2015), as has educational interventions which include individuals with ID as educators
(Tracy & McDonald, 2015).

A pressing concern emerged in June 2016, when Parliament enacted the Medical Aid in
Dying Act, which provides the framework for individuals to seek and obtain medical help
to end their lives. Many community disability organizations contributed to the discussion
period, much of which focused on the ‘Vulnerable Persons Standard.’ It is critical that
health care authorities provide practitioners the necessary resources, guidance, and
training to adequately reduce the risk of inducement and other potentially harmful
influences in cases of ID (Canadian Association for Community Living, 2016). Similar
complexities arise in the Do-Not-Attempt-Resuscitation (Wagemans, et al.,, 2016) and
end-of-life for terminally-ill children decision-making processes (Zaal-Schuller, et al.,
2016). Tensions between parents and practitioners can arise in the process, particularly
if there have been previous negative interactions (Zaal-Schuller, et al., 2016). Efforts are
needed to better facilitate communication between practitioners and caregivers during
end-of-life decision-making to ensure the needs of individuals with ID are fully met.
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Oral Health

Studies have shown that people with ID are more likely to have poor oral hygiene,
periodontal disease and dental caries than the general population (Anders & Davis, 2010)
(Nathan, et al., 2018) which “can have a catastrophic impact on their survival and ability
to thrive” (Canadian Dental Association, 2010). This includes a higher proportion of filled
teeth, extracted teeth, less preventive care and an increased prevalence of traumatic
dental injuries (Gallagher & Fiske, 2007; Anders & Davis, 2010; Waldman et al., 2001,
Pezzementi & Fisher, 2005). Good oral health is an important component of general
health. It has been reported that dental caries, gingivitis, and periodontal disease are
among the top ten secondary conditions in persons with ID that cause limitations in their
daily activities (Owens et al., 2006). According to the Ontario Ministry of Health, additional
problems arising from dental caries can include “infection, pain, abscesses, chewing
problems, poor nutritional status and gastrointestinal disorders” (Ontario Minstry of Health
and Long-Term Care, 2012).

The presence of physical, behavioral, and cognitive limitations makes it challenging for
people with ID to perform daily oral care (Glassman and Miller, 2003). Medications
frequently complicate these challenges by further affecting their mouth with xerostomia
(dry mouth). The anterior teeth are often the only ones cleaned, placing the posterior
oropharyngeal area at risk of infection (Glassman and Miller, 2006). Individuals with ID
may require assistance or support to maintain their oral health which is largely dependent
on the knowledge, attitudes, and practices of their family or care providers. If there is a
lack of support, the individuals’ oral health will suffer (Cumella et al., 2000). Inadequate
access to dental care, particularly preventive dental treatment, is also a factor in poor oral
health outcomes for individuals with ID. Research suggests that low levels of experience
amongst practitioners and inadequate access to information for caregivers are key
barriers to access (Ummer-Christian, et al., 2018). Poverty is another factor (Anders &
Davis, 2010), given the high cost of dental care. While many of BC’s ID clients receive
dental benefits through various BC Ministries, it is limited to basic coverage and basic
funds.

Anxiety during procedures is a common issue for individuals with 1D, particularly for
females (Wilson, et al., 2018). Individuals with ID who exhibit uncooperative behaviour
during dental and dental hygiene visits may require behavioural modifying medications or
IV sedation (Gallagher & Fiske, 2007). Many adults with ID cannot receive any dental
treatment, including dental hygiene, unless they are under general anesthesia (GA)
(Miyawaki, et al., 2004). Procedures involving GA are often riskier for individuals with ID,
who may not be able to adequately respond if complications arise and are at risk for
delayed emergence times (Higuchi, et al., 2017). Some oral health professionals are not
comfortable or trained to serve clients with special needs (Waldman et al., 2004) (Dao et
al., 2005) making specialized services a necessity, particularly in complex cases.
Therefore, a specialized dental GA unit at a sophisticated surgical hospital that can handle
both medically complex (and less complicated) special needs patients regularly and
efficiently could reduce the burden on mainstream services. In addition, by funding
anesthesia fees for dental treatment in GA clinics around the province, adults with ID who
are not medically complex, and who meet specific health and age criteria, could receive
dental treatment outside of hospital, further reducing the burden on existing services.
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In order to address current health inequities, it is recommended that BC develop a written
standard of care for maintaining good oral health for all individuals with ID. Further, an
oral health care plan for each adult should ideally be created and reviewed annually by a
practitioner who is familiar with the needs of individuals with ID, such as Dental Health
Services for Community Living (DHSCL) dental hygienist and/or dentist. An oral health
care plan is especially needed for those persons who cannot speak and explain that they
are suffering with dental pain. Adults who cannot verbally communicate should be the first
target group for this initiative, as they can be in severe pain but not be able to communicate
their discomfort.

The 2006 “Dental Health Evidence Review” prepared for the Population and Public Health
Division of the BC Ministry of Health recommended research into the oral health care
needs of adults with intellectual and other developmental disabilities. The 2014 Update to
the 2006 “Dental Health Evidence Review” noted that no research had been completed
on this issue and again recommended that research be done. To date, no such research
has been undertaken by the Ministry of Health. It is essential that BC conduct research to
understand the current oral health status of adults with ID and to identify best practices to
ensure optimal oral health for the population.
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Relevant Legislative Framework

e Community Living Authority Act (2004) — regulates the provision of government
services to individuals with developmental disabilities.

e Public Health Act (2009) - provides the minister, public health officials, regional
health authorities, local governments, and others with important tools to deal with
current and emerging public health challenges.

e Community Care and Assisted Living Act (2004) - provides licensing for
community care facilities that offer care to vulnerable people including child day
care, and youth and adult residential facilities. Further, it provides a registration
process for assisted living residences that cater to seniors and persons with
disabilities.

e UN Convention on the Rights of Persons with Disabilities (2006) -
international agreement to which Canada is a signatory. Encourages governments
to uphold the rights of individuals with disability. Article 25 of the Convention
outlines that “persons with disabilities have the right to:

= the same range, quality, and standard of free or affordable health
care as provided to other persons

= health services that are specific to their disabilities, including early
identification and intervention as appropriate, and services designed
to minimize and prevent further disabilities

= health services as close as possible to people’s own communities,
including in rural areas

= care of the same quality, including on the basis of free and informed
consent by raising awareness of the human rights, dignity,
autonomy, and needs of persons with disabilities through training
and the promulgation of ethical standards for public and private
healthcare

= the provision of health insurance, and life insurance where such
insurance is permitted by national law, which shall be provided in a
fair and reasonable manner”
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SPECIALIZED PUBLIC SERVICE OPPORTUNITIES FOR
PEOPLE WITH ID

Navigator Program

Offered to youth between the ages of 16 — 24 in certain regions, consists of pairing with a
‘navigator’ who designs support teams to help individuals transition into adulthood.
Participants must be eligible for Community Living BC after they turn 19.

Advocate for Service Quality
Assists individuals with ID to understand and find support through:

e The B.C. Government

e Community Living BC (CLBC)

e Health Authorities

e Community agencies, for example, the Family Support Institute
Developmental Disabilities Mental Health Services

Offers specialized mental health services to individuals with ID including psychiatric and
behavioural assessment, diagnosis, psychiatric treatment, clinical counselling,
speech/language assessment, music or art therapy, and other therapies to deal with
behavioural disorders. Delivers one-to-one support at home or in hospital for people in
crisis, case management, educational, training, and consultative services, and works in
collaboration with existing community resources and support networks. Services are
divided by five regions: Fraser, Interior, Northern, Vancouver Coastal and Vancouver
Island.

Community Living BC (CLBC)

Funds support and services for adults with ID and their families. CLBC funded support
can include:

e Helping to find housing options that encourage independence while meeting an
individuals’ unique needs

e Family support
e Connections with community services to support individuals, families or caregivers
e Community inclusion support that focus on employment, social and life skills

CLBC Provincial Assessment Centers - mandated to provide multi-disciplinary mental
health services for referred individuals ages 14 and up with a developmental disability and
a concurrent mental iliness, or behaviour issue. PAC is a part of Community Living British
Columbia (CLBC) and is designated as a tertiary care mental health service under the
Mental Health Act.
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| Can Be Safe Online — website with resources for individuals with ID and their
parents/caregivers with information about how to protect themselves online.

Health Services for Community Living (HSCL)

Provides support to adults with ID, there families and their caregivers. Areas of assistance
include:

e Facilitating access to a range of community health services including
physiotherapy, occupational therapy, nursing, nutrition and dental hygiene

e Training and supporting family members and caregivers
e Providing referrals to health care providers
e Advocating for specialist care

e Implementing care plans for specific health concerns
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SERVICE FRAMEWORK

Key Priorities

Improve overall health and wellbeing of individuals with intellectual disabilities (ID)
in BC

Enhance the effectiveness of health care services for individuals with 1D
Eliminate health disparities compared to general population
Engage community-based stakeholders to effect positive change

Raise support and awareness of the importance of the health and wellbeing of
individuals with 1D

Improve the quality and quantity of health-related resources to increase
effectiveness of all stakeholders

Position BC as a global leader in ID health research and services

Core Measure: Establish Government Focal Point for ID Health

Finalize and implement the remaining framework interventions (5 pillars)

Coordinate resources between public sector, academia and NGOs to ensure
efficiency

Collaborate and maintain contact with national organizations, such as the National
Association for Dual Diagnosis, to avoid duplication of efforts and facilitate the flow
of information with provincial counterparts

Implement and coordinate pilot projects to inform best practices and foster an
innovative service network

Provide policymakers with advice and guidance on the needs of individuals with
ID, and advocate for the rights of individuals with ID within the BC government
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5 Pillars

1. Enhance existing services capacity

2. Ra

Promote interdisciplinary cooperation and case management coordination
within BC health services

Development and ongoing maintenance of web platform hosting training
courses and additional educational content for health care practitioners

Increase responsiveness to issues affecting women with ID, particularly sexual
or domestic violence

Create staff reference manuals for ID and make them available to practitioners

Create telephone and email links between specialized services for ID and other
practitioners

Develop health service guidelines for practitioners working with people with ID
Encourage specialist staff to share knowledge with other practitioners

Initiate support mechanisms for staff exposed to aggressive behaviour

ise awareness of the specialized health needs of people with ID

Development and ongoing maintenance of a centralized web platform hosting
resources and educational content for parents/caregivers, educators, program
facilitators, coaches, health professionals, and individuals with intellectual
disabilities

Promote the inclusion of people with intellectual disabilities in public service
announcements, outreach activities and commercials concerning health
promotion

Establish award regime for individuals with ID who have taken a leadership role
in health promotion activities in their communities

Ensure access to information on existing services and proper methods of care
are provided to new parents of children with ID at an early stage

Advocate for specialist training to be included in existing medical training
programs and create practical learning opportunities for medical students
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. Promote health and lifestyle programs that reduce the burden on
healthcare systems

Promote annual health screenings for people with 1D

Encourage individuals with ID to at least meet minimum daily activity levels
Promote and encourage balanced and nutritional diets

Encourage and facilitate vaccination programs for people with ID

Support regional NGOs and other community organizations who offer services
that promote healthy lifestyles for people with intellectual disabilities

Establish a training program for identified individuals with ID who are
passionate about health issues to increase their capacity to conduct health
promotion activities in their communities

Encourage parents/caregivers and home-care providers to support daily
physical activity and healthy eating for those with intellectual disabilities living
with them

Advocate for the inclusion of specialized training in sports-focused post-
secondary education programs, such as recreation and kinesiology

Require publicly funded group homes to develop and implement nutritional
meal plans

. Increase data collection, research and dissemination

Establish focal point to collect data under own accord with necessary resources
to conduct research, convene experts, promote awareness amongst
practitioners and caregivers

Support academic research projects at existing higher-learning institutions
Include questions specifically on ID in regional health surveys

Develop and encourage family/patient managed care chart to facilitate flow of
information between services

Provide focal point for practitioners to raise concerns about current standards
and strategies

Link and enhance multiple administrative databases in an attempt to better
understand health trends.
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. Structural reform

Require all strategic plans, action plans, policies and programs concerning
health care in British Columbia to actively consider the needs of people with
intellectual disability

Review existing strategic plans, action plans, protocols and care models in light
of their suitability for serving individuals with ID

Develop incentive regime to encourage practitioners to cater services to people
with intellectual disabilities

Incentivize primary health providers to uptake comprehensive health
examinations to individuals with ID annually

Add billing premiums for more complex care cases or related visits in which a
normal time allotment would be unsuitable

Shift rates paid under the Persons with Disability (PWD) plan from percentage
to needs based

Establish a specialized service plan for mental health for people with ID under
the age of 14

Establish a specialized service plan for sexual health for people with ID
Develop action plan to reduce barriers to youth transitioning to adult services

Develop practical guidelines and policies concerning people with ID and the
Medical Aid in Dying Bill

Establish mechanism for developing personalized care plans for individuals
with ID

Re-introduce the ability for an individual with ID to be guided by a case manager
Develop standard of care for maintaining oral health for individuals with 1D
Fund anesthesia fees for dental treatment in GA clinics for people with ID

Identify opportunities for needs-based personalized care where appropriate
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