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Introduction

Occupational therapy is a person-centered health profession concerned with promoting health and well-
being through enabling participation and engagement in the activities of everyday life, across the
lifespan. The role of occupational therapy in promoting the health and well-being of aging Ontarians,
and individuals with dementia or other forms of cognitive impairment in particular, has been a growing
interest among occupational therapists, researchers and policy makers alike.

The purpose of this paper is to review the current context of care for persons with behavioural
symptoms of dementia, and the unique opportunities offered by the profession of Occupational Therapy
to advance management of this challenging issue in long-term care homes in order to enable the quality
of life of residents and to provide more effective support to address impacts of challenging behaviours
on staff. The goal of the occupational therapist’s assessment, treatment and leadership in this practice
areais to;

e Identify underlying needs and issues that give rise to responsive behaviours in order to address
these with a goal to supporting the resident’s quality of life and preventing or minimizing the
frequency of future disruptive behaviours.

e Support capacity building within the resident care team to address prevention/management of
behavioural symptoms of dementia.

e Reduce consequences of responsive behaviours such as falls, ER visits, resident risk, resident on
resident violence, etc.

e Support care team as a resource for behavioural issues, impacting workload by reducing time
spent in addressing disruptive behaviours.

Population and environmental context

In 2012, older adults aged 65 and older represented 14.6 percent of Ontario’s total population [1].
According to Dr. Samir Sinha, Provincial Lead for Ontario’s Senior Strategy, this number is expected to
double in the next twenty years. The estimated prevalence of dementia within this population of older
adults is equally striking. The Alzheimer Society reports that, as of 2016, there are 564,000 Canadians
living with dementia [2]. By 2023 this number is expected to rise 66%, to 937,000. Older adults with
complex needs account for 60 percent of health care spending annually [1]. If left unaddressed, Dr.



Sinha writes, “our demographic challenge could bankrupt the province” [3].

Behavioural symptoms of dementia, or responsive behaviours, have been found to be present in
between 56-90% of community dwelling individuals with dementia and from 91-96% of individuals in
hospital and long term care settings[4]. The term responsive behaviour refers to any behaviour
demonstrated by a person with dementia or other progressive neurocognitive disease! that occurs in
response to a real or perceived internal or external stimulus. These behaviours, which include symptoms
of restlessness, pacing, verbal and physical aggression are associated with poor quality of life, and can
result in greater use of mechanical restraint and psychotropic drug use [4-6].

Further, behaviours in dementia have been associated with:

e Increased caregiver stress, illness and burnout [4, 7-9]

e Increased functional impairment [4]

e Faster progression of disease[4]

e Greater rates of institutionalization [4]

e Increased length of hospital stay[4] and days ALC [10, 11]

e Difficulties accessing Long-Term Care (LTC) and/or Rehabilitation Hospitals [11]
e Significant increase in direct costs of care [12]

Challenges in providing behaviour support exist across the health care system

The growing number of older adults with dementia has already started placing tremendous pressures on
institutions, healthcare teams and families across hospital, long term care, and community settings.
Over the last decade, the profile of residents in long term care has changed. Individuals with dementia
are admitted to Long-Term Care Homes (LTCHs) later in their disease and have more complex medical
comorbidities. Further, many homes in the province are physically set up for the profile of residents of
former years - featuring three to four-person bedrooms similar to a hospital, shared washrooms and
bathing facilities, crowded dining areas, and narrow hallways [13]. Health Quality Ontario has collected
data on antipsychotic and restraint use as well as behavioural symptoms to inform new standards of
care. The data suggest significant room for improvement in the care of persons with behaviours in the
LTCH setting [14].

Regarding hospital pressures, a 2014 study found that the majority of patients in acute medicine units
who were designated as ‘alternate level of care’ (ALC, meaning not requiring active medical treatment)

1 The term responsive behaviours will be used in this paper, however there are number of terms used through the literature
and clinical practice to describe behavioural symptoms of dementia to include neuropsychiatric symptoms of dementia and
behavioural and psychological symptoms of dementia (BPSD). Each of these terms recognize the behavioural and psychological
symptoms of dementia that are influenced by biological and disease factors as well as unmet psychosocial or physical needs
that cannot be clearly communicated, or that are associated with something in the environment that is confusing or frightening
to the person (Gutmanis et al, 2015). It is also important to consider that while the majority of literature on responsive
behaviours focuses on individuals with Alzheimer’s and Related Dementias, health care providers are increasingly involved in
caring for people with responsive behaviours for individuals with a variety of diagnoses including but not limited to acquired
brain injury, delirium, and substance use.



had a diagnosis of dementia and had been waiting over one year for long term care placement [11].
Another 2012 study that explored the causes of long-term delayed discharge inpatients in acute care
settings found that mood, behavioural symptoms, and psychiatric conditions were present in 12% to
25% of alternate level of care (ALC) patients, and that 65% of ALC patients waiting for nursing home
admission were prescribed psychotropic medications. As well, they found that ALC patients that
exhibited physically aggressive behaviors had significantly more ALC bed days relative to the average
[10]. Aresearch study in progress at St. Michael’s Hospital in Toronto suggests that prior to the
implementation of a comprehensive education and quality improvement initiative, many health care
providers struggled to work collaboratively to prevent, assess, and create individualized care plans for
responsive behaviours due to the multiple, complex and competing demands of the acute care setting.
The data from this ongoing study also suggest that responsive behaviours present a concern to patient
and provider safety alike. These concerns are echoed by the experience of many OSOT members, who
observe significant gaps in health care provider knowledge of dementia and in formal processes of care
to prevent and respond to behaviours in acute care environments. This is problematic as there is
evidence to suggest that persons with responsive behaviours have longer hospital stays, are more likely
to require ongoing institutionalization and have poorer outcomes [10, 11].

With respect to the pressures faced by both families and providers in the community, while aging at
home is a priority of both of policy makers and many Ontarians, many OSOT members endorse the
observations of caregivers of persons with dementia when they report that there are multiple
challenges to caring for a person with responsive behaviours in their home [15].

“Home care is confusing. It was hard to know what we qualified for and it was always
someone different which was confusing for me and my dad. We got really tired of telling
our story. We need information on changing needs as the disease progresses. Next, we
need help for the caregiver as long as client is at home - everything from a night’s sleep,
going for groceries and meeting a friend for tea.”[15]

Caregivers are often older adults themselves, and are tasked with the responsibility of caring for
someone full time, while acting as a system navigator and care coordinator. Access to respite (in-home
or in group situations such as adult day programs), assistance for personal care, tertiary/specialty
seniors mental healthcare providers varies across the province and may or may not meet the needs of a
person with responsive behaviours and their family or caregiver. Often caregivers of people with the
most challenging behaviours are left to manage their care at home, with a maximum of 10 hours/week
of CCAC care (which may vary by LHIN). They struggle to keep their loved ones safe day and night, while
attempting to maintain their own physical and mental health, which often suffers as a result.

Policy context

Creation of Behavioural Supports Ontario
In 2010, in recognition of the need for system transformation to meet the needs of individuals with
dementia who demonstrate responsive behaviours, leaders from the Muskoka Local Health Integration



Network (LHIN), Health Quality Ontario (HQO), the Alzheimer Society of Ontario, and the Ministry of
Health and Long Term Care (MOHLTC) came together to build a holistic, system-wide approach to caring
for people with dementia and who exhibit responsive behaviours. The model of care was designed to be
person-centered, health promotion focused, and was based on information gathered from clinical
expertise, best-available evidence and caregiver lived experience. In 2012 the Behavioural Supports
Ontario (BSO) framework was piloted in four early-adopting LHINs and rolled out across the remaining
10 LHINs. The principles guiding the development of this model include: system coordination and
integration, accountability and sustainability, person-centered care, behaviour as communication,
diversity, collaborative care, and safety[16]. In recognition of ongoing need for specialty services to
support the complex needs of older adults who demonstrate responsive behaviours across community,
hospital and long term care, in the fall of 2016 the Ontario government announced an increased 10
million dollars per year of funding for the BSO program [17]. The BSO initiative was developed to
integrate with and leverage existing programs and services for people living with dementia and who
demonstrate responsive behaviours. There is significant variation in terms of how and where BSO teams
have been rolled out across the province; some have been rolled into specialized geriatric services,
geriatric mental health outreach teams, community support services, or long term care settings, and
others have close partnerships with inpatient geriatric assessment units, memory clinics, adult day
programs, and the Alzheimer Society[18]. At this time, no BSO funding has been used to create specific
positions for occupational therapists; however, there are some OTs who hold both clinical and
leadership positions within this initiative. In addition, there are OTs who hold positions on Geriatric
Mental Health Outreach teams as general clinicians or case managers. Initial BSO documents identified
an “expert practitioner” as a core member on Mobile Interdisciplinary Seniors Behavioural Support
Outreach Teams (SBSOT) [19]; however the Ontario Society of Occupational Therapists (OSOT) is not
aware of any OTs employed in this regard.

Health Quality Ontario Standards on Behavioural Symptoms of Dementia

In 2016 Health Quality Ontario reviewed the data relating to the care of persons with dementia and
found there are significant gaps in care for persons with dementia and knowledge among service
providers. There are significant variations in use of restraint and psychotropic use between LTCHs in
Ontario, with an average of 23% of LTCH residents receiving an antipsychotic without a diagnosis of
psychosis[14]. Given the risks associated with pharmacological management of behaviour, this is highly
concerning. At the end of 2016, HQO released new, evidence informed standards of practice suggest an
interprofessional approach to assessment and care planning, using both non-pharm and pharm
interventions, careful monitoring, and supported transitions for patients with dementia[20].

Concerns about current management practices for responsive behaviours
There is a growing concern about the risks associated with pharmacological treatments for responsive
behaviour including but not limited to:

e Stroke
e Sedation
e Parkinsonism leading to functional or mobility impairment



e Falls
e Death [21-25]

At the present time, antipsychotic medications are the leading response of health care teams in the
management of responsive behaviours. In 2014, 39.0% of seniors in long-term care (LTC) facilities were
prescribed at least one antipsychotic medication for management of behaviour [26]. Despite high levels
of antipsychotic use, only 12.4% of LTC residents experience improvement in behavioural symptoms
with pharmacological treatment[14]. There is growing evidence to state that pharmacological
management of BPSD is minimally effective, and the evidence that is available is based exclusively on
short-term trials. Expert consensus suggests that pharmacological management of behaviour is not
indicated for most persons with dementia, and should only be considered after careful consideration,
where the risk of the behaviours outweigh risk of psychotropic use, after individualized care plans are
trialed, and then, only when carefully titrated, and for the shortest possible duration [20, 27]. This type
of assessment and ongoing evaluation requires a careful, collaborative, and coordinated approach
between members of the health care team.

“When | started as a nurse practitioner in LTC, | was shocked to see how many
residents were receiving long term antipsychotic or benzodiazapines to manage
behaviour. Staff really seem to struggle with creating individualized care plans
amongst the complex, multiple competing demands of providing care in the LTC
home.” J. Nurse Practitioner in a LTCH

There is increased acknowledgement and consensus for the need to use non-pharmacological strategies
as the first-line treatment. In recognition of the risks associated with this line of treatment for
individuals demonstrating responsive behaviours, there have been a number of practice improvement
initiatives and guidelines rolled out in recent years for prescribing medications for the management of
responsive behaviours [20, 27]. Findings of interest include:

e Reducing antipsychotic use may reduce all-cause mortality [28]

e Reduction of psychotropic use reduces falls and unnecessary Emergency Department (ED) Visits
(12]

o An estimate that 25 million antipsychotic prescriptions could be avoided by 2021, and 448
million prescriptions by 2046 [12]

e A multi-year care strategy focused on team-based, data driven approach to managing
behaviours could see a significant opportunity for cost savings across the health care system by
2021:

o 19%in antipsychotic prescription costs
o 8% ED visit and hospital costs [12]

Room for change:
Health Quality Ontario reports that of residents with behavioural symptoms in LTCHs, only 12.4%
experience improvement in their symptoms. The proportion of people without improvement in



behavioural symptoms has not improved in the last four year [14]. Further, researchers from the
respected Murray Alzheimer Research and Education Program centred at the University of Waterloo,
Ontario suggest that traditional understandings of behaviour relied solely on a biomedical lens. When
behaviours are understood as pathological, not only are caregivers’ abilities to manage behaviour
considerably limited, there are significant negative implications for the quality of life of those receiving
care [29]. Novel approaches are clearly indicated.

Occupational Therapist as Leaders in the care of Persons with Responsive Behaviours

Alignment of behavioural and occupational therapy practice models and standards
Occupational therapists (OTs) are trained to identify what matters most to their clients and to help them
to overcome the barriers they face to engaging in their day-to-day lives in a way that is meaningful and
health-promoting. OTs consider the fit between a person’s physical, emotional, cognitive and spiritual
health, the environment in which they live, and what it is they are striving to achieve[30]. For persons
living with dementia, the confusion, fear and frustration that can result from a poor fit between what
the person hopes to achieve, their abilities and their environment can be a significant contributor to
responsive behaviour. The OT practice framework necessitates that interventions are rooted in the OT’s
assessment findings, and are monitored and modified as needed throughout implementation. Below,
the theoretical and practice frameworks that underscore leading practice in behavioural assessment and
non-pharmacological care planning are reviewed and the ways in which these align with practice
models, skills and competences in occupational therapy are highlighted.

The dominant framework used by BSO clinical teams and other clinicians practising in a behavioural
support capacity is the PIECES framework [31]. PIECES is an acronym which guides a holistic
consideration of what may be contributing to or underlying an individual’s presenting responsive
behaviours — Physical, Intellectual (cognitive), Emotional, Capabilities (function), Environment, and
Social/cultural — and which closely aligns with the occupational therapy theoretical model of P-E-O
(Person-Environment-Occupation) [32]. The ABC (antecedent behaviour consequence) model, based in
behavioural analysis, is also used as a model to guide assessment of responsive behaviours, particularly
in terms of determining what may be “triggering” a behaviour [33]. The leading theoretical frameworks
consider responsive behaviours to be a result of (1) an unmet need, and (2) a poor fit between the
demands of the environment and the capabilities of the person.

What also must be considered when assessing the underlying cause(s) and possible triggers or
antecedents for the responsive behaviour, is what function the behaviour serves for the individual. As
occupational therapists, we may understand this as the “Occupation” in our PEO model, or the missing
part of the PIECES model; what matters to this person, what are they aiming to achieve or what is their
behaviour communicating about their needs? A 2012 Cochrane review has found promising evidence to
support “Functional Analysis” based interventions for responsive behaviours [34]. This approach
requires the clinician to systematically assess and strive to understand the meaning or function of the
behaviour, and then use the information gathered through this process to guide the development of



hypothesis-driven, individually tailored strategies aimed to support both the individual with dementia as
well as those caring for him. Findings from this review suggest that Functional-Analysis-based
interventions can reduce the frequency of responsive behaviours and, through capacity building with
caregivers, can improve caregivers’ response to these behaviours. Due to constraints relating to scope of
practice, defined role, and time, there are few professions that are able to lead the assessment,
implementation and monitoring of non-pharmacological strategies in an evidence-informed and
systematic way [35]. Occupational therapists have a depth and breadth of assessment skills that fill this
gap [36]. It is worthy of note that while evidence-based interventions are growing in number, there is no
universal, all-purpose intervention for treating this problem. Occupational therapists possess a variety
of competencies to provide flexible, individualized, and comprehensive assessments in light of no one
universally accepted framework for behavioural symptoms.

One such example of leveraging OT skills is a model proposed by Davidson [36], The Behaviour
Framework. This presents a systematic approach that can be applied when dealing with any responsive
behaviour.
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The evidence for OT-led assessment in a model such as above aligns and supports the recently released
HQO standards for the care of patients with behavioural symptoms of Dementia in Hospital and Long-
Term Care settings [20]:

1.) Comprehensive Assessment 7.) Medication Review for Dosage
2.) Individualized Care Plans Reduction*
3.) Individualized non-pharmacological 8.) Mechanical restraint
interventions 9.) Informed Consent
4.) Indications for Psychotropic use* 10.)Specialized Interprofessional care team
5.) Monitoring and Titrating Psychotropic 11.)Provider Training and Education
use* 12.)Caregiver training and Education
6.) Switching Psychotropic Medication* 13.)Appropriate Care environment

14.)Transitions in care

*Although OTs are not involved directly in prescribing, they provide essential assessment and reasoning
skills to help guide health care team discussions about risks and benefits as well as alternatives to
psychotropic use.

Occupational therapists use a practice process that involves considering the social, practice context and
the unique individual. As part of the comprehensive practice process OTs complete a comprehensive
assessment, work collaboratively with stakeholders (the client, other care providers, family) to agree
upon goals and priorities, then implement a plan while continually monitoring the progress against the
expected outcomes and goals, and lastly using outcome measures to measure success [30].

Improvements in the care of persons with responsive behaviours will require a variety of skills and
coordinated efforts. Occupational therapists are trained to use a variety of enablement skills to engage
clients, families and other care providers including collaboration, consultation, coaching, advocacy,
education[30]. These skills and professional values align closely with those of the BSO strategy and
guiding frameworks, to include system coordination and management; integrated service delivery
(intersectoral and interdisciplinary); knowledgeable care team and capacity building [16].

OT role and leadership in behavioural management

There are calls to maximize and expand scopes of practice of all health professionals to improve the
sustainability, efficiency and quality of health care provision. Where all health care providers are
practicing to their full extent of their knowledge and skill, client care is optimized [37]. Effective
behaviour management strategies require astute assessment skills using a broad, multidimentional lens
[29, 35]. There is good evidence to suggest that OTs have the necessary foundational knowledge, skill
and judgement to fill this role.

“Our GMHOP clinician (who is an OT) helps us balance decisions about safety and risk when managing
responsive behaviours and to provide us with novel strategies and approaches that expand our abilities
to use non-pharmacological interventions. She brings a perspective and expertise not only in behaviours,



but in the care of people with significant mental health or trauma issues that our team does not have.”
~ C. RN and Director of Care in a Long Term Care Home

Consider OTs in quite different practice settings and how each OT makes unique and vital contributions
to advancing the care of persons with responsive behaviours:

e Joanne is an occupational therapist working in a LTC home. She is exceptionally skilled in
providing seating and mobility devices, such as custom wheelchairs for clients. She assesses a
person’s physical and cognitive status as well as the demands of the environment. She has made
very astute observations about residents’ pain, positioning, pressure relief, ADL (ie. transfer,
toileting and feeding), and functional mobility needs and implemented strategies to manage
these issues, which have thereby reduced behavioural displays in persons with dementia.

e Elizabeth is an OT working on an Acute Medicine unit at a teaching hospital. She frequently
receives referrals for inpatients who demonstrate behaviours that interfere with activities of
daily living such as bathing, dressing, and dining, as well as seating concerns. Her skill set in
assessment of the person and environment factors that interfere with the patient’s abilities to
engage in basic daily activities enables her to effectively identify and come up with creative
strategies to address these barriers and maximize the patients’ function and participation.
Elizabeth has found that by promoting autonomy and engagement in basic daily activities,
behaviours can be significantly reduced.

e Allison is an OT on a Trauma and Neurosurgery Unit at a Tertiary Hospital. She provided
leadership and education for an initiative for a person-centered care approach to manage
responsive behaviours in a busy, acute care setting. She recognized that patients who
demonstrated behaviours required costly constant-care observers and were delayed in
discharge and accessing rehabilitation. She identified a need for individualized care plans and
team communication about the care plan. She leads weekly team rounds to implement, monitor
and adapt the care plans as needed to help reduce behaviours in a more timely manner

e Sarahis an OT working in the community with specialized geriatric mental health services. She
provides practical suggestions to informal and formal caregivers on how to maximize a person
with dementia’s ability to remain independent in their home and at the adult day program,
minimizing their responsive behaviours and reducing caregiver stress. She identifies and initiates
future planning, identifying when community resources have been exhausted and long term
care placement application is appropriate. When the person moves to long term care, she
provides information on strategies that work in the person’s home to facilitate their transition
into long term care.

With respect to treatment, OTs are well positioned to be experts in non-pharmacological interventions,
as engaging people in purposeful activity is inherently non-pharmacological[36]. OTs have a rich
education and experience in working with a variety of treatments to enhance quality of life of both



caregivers and people with Dementia[38], and have been acknowledged as a key partner in the care of
people with Dementia (Mental Health Commission of Canada document). Interventions such as person-
centered care [39], tailored behavioural plans [40], activity therapy [41], Montessori Methods for
Dementia[42, 43], multi-sensory therapy and aromatherapy [34] are some of the interventions OTs may
use to help a person with responsive behaviours.

There is a growing body of evidence and care standards that make the contributions of an occupational
therapist essential to the management of behaviours [HQO]. Some of the leading interventions that are
emerging in the literature align closely with OT practice, competence and enablement skills. There is
high level evidence to support the following interventions:

o A study of community-dwelling individuals with dementia found the use of individually-tailored
activities based on an OT assessment in and intervention can caregiver burden, preserve daily
living and cognitive function and defer placement LTC[44]

o The use of personalized pleasant activities - either with or without social interaction- reduce
agitation[45]

e Experiencing pleasure is a skill that can be maintained through positive engagement in
activity. The ability to experience pleasure and positive interactions preserves not only a
person’s functional capacity, but also their ability to accept care without behaviours [46]

e Environmental modifications can reduce behavioural displays [47, 48]. OTs are experts in
modifying environments to meet individual needs.

Occupational therapists in both general practice roles with older adults as well as in more specialized
clinical roles focusing on behavioural assessment have an important role to play in supporting the
management of responsive behaviours across practice settings.

Conclusion:

The pressures that are facing our healthcare system at this moment and time and which are expected to
grow with the rising tide of Ontario’s aging population require a multifaceted, collaborative,
interprofessional approach to system transformation. Responsive behaviours are present in up to 96%
of people with dementia and can have a significant impact on quality of life, health outcomes, eligibility
for long term care, length of hospital stay, and caregiver health. With growing evidence that
pharmacological treatments are not a catch-all solution to this problem, important initiatives such as
Behavioural Supports Ontario (BSO) and the new Health Quality Ontario (HQO) standards are helping to
pave the way for a new approach to understanding and working collaboratively to manage behavioural
symptoms in our patients, clients and residents with dementia.

When we review the current, leading approaches to behavioural assessment and treatment, it is

apparent that occupational therapists possess a unique and invaluable lens through which responsive
behaviours can be understood, interpreted and managed. Our practice process and leading practice
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models align seamlessly with leading behavioural approaches and guide us through a holistic assessment
process to understand the meaning or function behind the behaviour and consideration of the
combination of cognitive, physical, emotional, spiritual, environmental and function-related factors
impeding a person from living meaningfully and fully. Occupational therapists possess key assessment,
enablement, treatment, and evaluation skills that align with current best practices with this population.
Our strong skills in interprofessional collaboration and leadership position us to be leaders in this unique
practice area.

As our health care system looks to develop new and innovative ways to manage the growing number of
people with dementia, many of whom will demonstrate behaviours that pose a barrier to the safe
delivery of care and prevent safe and smooth transitions across the continuum of care, we advocate for
occupational therapists to be recognized and supported for the important role they can play in both
leadership and clinical roles to advance system transformation, reduce the health care costs related to
consequences of responsive behaviours (falls, ER admissions, staff turnover, etc.), and, most
importantly, enrich the quality of life of residents of Ontario long-term care homes for as long as
possible.

February 2017
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