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The scope of this report explores effective methods of service provision across the continuum of

care, as well as complex case collaboration across governmental systems. In covering these two
aspects, this paper will outline topics such as: prevalence and incidence, predictors, and system
experiences serving adults with complex needs. In addition, this report will define what research
says about best practice in: prevention and early intervention, experience of individuals with complex

needs, funding, treatment approaches, policy change, innovation, and interdisciplinary collaboration.
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This literature review was commissioned to identify areas for further research regarding the
capability of the system to serve persons with disabilities who have complex needs. The report
focuses on adults with cognitive impairments and mental iliness in order to address the following key
questions:

1. What are the most effective methods of service provision across the continuum of care,
(recognizing that the severity of illness and disabilities ranges from mild to serious), inclusive
of chronic conditions, relapses with acute episodes, behavioural incidents, and other related
mental health issues.

2. Complex cases often require interactions with other governmental systems (e.g., the justice
system). Which collaborative process(es) (e.g., Ministry, service delivery, client/family
participation) are most appropriate in assisting clients with complex service needs? How can
services be better coordinated to enhance the quality of life of those with complex service
needs (e.g., role of navigators or case managers)?

SCOPE

Individuals with cognitive impairments constitute a heterogeneous group encompassing a broad
range of abilities and skills. In Alberta and several other provinces, people with developmental
disabilities and mental health needs are termed as having a dual diagnosis. There is confusion in
Canada and other jurisdictions regarding dual diagnosis. For instance, in many parts of Canada and
internationally, dual diagnosis refers to people who are said to have a mental iliness and an
addiction (sometimes called a concurrent disorder). However, for the purposes of this report the
term dual diagnosis will be used to refer to people with developmental disabilities and mental iliness.
As the scope of this report is broader than developmental disability, the document will include a
review of research findings for people with disabilities with other cognitive impairments and
developmental disabilities. This broader category is commonly referred to by the Alberta system as
people with disabilities and complex needs.
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Prevalence and Incidence

There is no single cause for most mental health problems and ilinesses. They are thought to be the
result of a complex interaction amongst social, economic, psychological and biological or genetic
factors. Similarly, many of the same factors influence our mental health and well-being including: our
biological and genetic make-up, and many social and economic factors, such as the conditions we
face at work or the availability of adequate and affordable housing (Kirby.M.J.L. & Keon, 2006)

Prevalence' of co-morbidity, i.e., global cognitive impairment and mental iliness, is reported to be in
the order of 3-4 times the rate of the general population. According to a recent prospective study
(Smiley et al., 2007), the point prevalence of mental-ill health in adults with intellectual disabilities is
40.9%, but its incidence is unknown.?

Difficulties in self-reporting along with differences in presentation challenge the validity of current
assessment techniques. Nevertheless, the presence of mental health problems in a high proportion
of individuals with developmental disabilities indicates the importance of providing effective support
and treatment strategies for addressing their health and social needs within the community.

Persons designated as having a dual diagnosis may have complex needs and can be particularly
challenging to serve in the mental health system. While “dual diagnosis” and “developmental
disability co-occurring with emotional/behavioral problems” are terms that do not necessarily
describe the same segment of the population, and while there is no accurate data regarding the
prevalence of dual diagnosis among the adult population in Alberta, one government document
(Partnerships and Collaborations: The Key to Improved Lives for Adults with a Dual Diagnosis:
Discussion Paper, March 2002) leads us to consider the following:

* ltis generally accepted that between 1 and 3% of people in Canada are born with a DSM IV
diagnosis of mental retardation disorder. In Alberta, under the Persons with Developmental
Disabilities Community Governance Act and associated eligibility criteria, mental retardation
disorder is encompassed within the definition of “developmental disability”. In other
jurisdictions, the disorder may be referred to as a cognitive disability or an intellectual
disability;

* Alberta Municipal Affairs, Municipal Services Branch estimates the total 2007 Alberta
population to be 3.4 million;

* Using the conservative 1% figure from above, it is estimated at least 34,000 Albertans have
a developmental disability (DSM IV mental retardation disorder);

* Mental ilinesses (e.g. affective disorders, psychotic disorders) are 3-4 times more common in
those with global cognitive disabilities than in the general population;

* The National Association for the Dually Diagnosed estimates that between 20% and 35% of
all persons with a developmental disability (DSM IV mental retardation disorder) have a
mental illness diagnosis.

' Prevalence and incidence are two related, but different measures that describe the distribution of disease in a particular
population. Prevalence is a measure of the number of total cases of a disease in a population at a certain moment in time. The
incidence of disease is the number of new cases occurring in a population over a defined time interval

2In epidemiology, point prevalence is a measure of the proportion of people in a population who have a disease or condition at a
particular time, such as a particular date
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* Using the population and prevalence estimates from above, it may be approximated that
between 6,000 and 13,000 Albertans have a dual diagnosis.

A recent and unique study of two years reported incidence rates for mental ill-health of any type for
individuals with intellectual disabilities of 16.35%, incidence was statistically significantly higher than
that reported in the general population (Smiley et al., 2007).
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Predictors

Intellectual disabilities or developmental disabilities are lifelong disabilities. Prevalence of mental
iliness is determined by the incidence of episodes of mental ill-health and by the duration of
episodes. Associations found in cross-sectional studies cannot distinguish between factors
predicting incidence, predicting duration, or both. Some associations may be the consequences of
mental ill-health. The incidence rate and predictors of incident mental ill-health in this population are
unknown (Smiley et al., 2007).

There is a lack of consistency between the studies as to what constitutes a psychiatric disorder, with
different studies including different conditions. Therefore, the studies reporting higher overall rates
may be using a wider definition of psychiatric disorders rather than examining a population that has
a greater prevalence of psychiatric disorders (Cooper, 1997; Kirby.M.J.L. & Keon, 2006; Lund,
1985).

Most notable is how the studies dealt with ‘behavioural problems’, a condition that is not a
psychiatric disorder in itself, not being listed as such in DSM-IV-TR. Behavioural problems make up
a considerable proportion of the overall rate of mental illness in both the Cooper (1997) and Lund
(1985) studies discussed above, and so may be the reason for the apparent higher prevalence of
mental illness. There seems to be a higher rate of behavioural problems among both adults and
children with intellectual disabilities than those without intellectual disabilities.

There is, however, as yet no convincing evidence that the overall rate of psychiatric disorders for
adults with mild intellectual disabilities (IQ 50-70) is any higher than that for the population as a
whole. However, it is speculated that having a low IQ as such, or the effects of a low intellectual
ability, such as a poor understanding of one’s own emotions or poor self-esteem, predisposes
people to develop psychiatric disorder (Whitaker & Read, 2006).

It is also not possible to make definitive statements that the rate of mental iliness as a whole is
higher in people with intellectual disabilities. We should not presume that the current lack of
evidence for a link between mild intellectual disability and prevalence of psychiatric disorder in adults
is evidence that no such relationship exists. It is possible that the rate of psychiatric disorders is
higher but that this is not apparent from the results of a recent extensive meta-analysis of
epidemiological studies (Whitaker & Read, 2006).

Smiley et al., (2007) reported that factors related to incident mental ill-health have some similarities
with those in the general population but there were also some important differences. Type of
accommodation and support, previous mental-ill health, urinary incontinence, not having impaired
mobility, more severe intellectual disabilities, adult abuse, parental divorce in childhood and
preceding life events predicted incident ill-health; however, deprivation, other childhood abuse or
adversity, day time occupation, marital and smoking status did not.

Necessary to the scope of this report is a brief overview of current epidemiological research on brain
injury and mental iliness. Acquired brain injury (ABI) is often termed ‘the invisible disability’ because
the nature and impact of brain injury are not well understood or acknowledged. The disadvantage
experienced by individuals with an ABI is compounded with the onset or pre-existence of mental
health problems including a mental iliness or a mental disorder. Undiagnosed and untreated mental
health problems can exacerbate difficulties and jeopardize the rehabilitation of the individual
potentially exposing him/her to further risk of family breakdown, social isolation, unemployment,
homelessness, aggression and violence, exploitation and, in more serious situations, may lead to
involvement in the criminal justice system(Grimshaw, 2007; McGuire, Burright, Williams, & Donovick,
1998; Shoumitro, Lyons, Outzoukis, Imad, & McCarthy, 1999).
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Although there is inadequate research as to the prevalence and incidence of persons with traumatic
brain injury or acquired brain injury, the limited data is difficult to classify. The following definitions
inform the discussion within this paper. The term acquired brain injury (ABI) is used to describe all
types of brain injury that occur after birth (i.e., injury to the brain that results in deterioration of
cognitive, physical, emotional or independent functions). ABI can occur as a result of trauma,
substance abuse, stroke, hypoxia, infection or degenerative neurological disease). Traumatic brain
injury (TBI) is an acquired brain injury caused by an external force (i.e. a blow to the head or by the
head being forced to move rapidly forward or backward), and is usually accompanied by some loss
of consciousness.

While there is a general paucity of research about ABI, there are a number of published studies
providing evidence of the strong association between ABI and mental illness (Grimshaw, 2007;
Shoumitro, et al., 1999). The studies primarily, but not exclusively, focus on individuals with TBI. Itis
important to note that some researchers have commented that prevalence data is likely to be an
under estimate; firstly because diagnostic and assessment tools generally did not include ABI or
TBI-specific measures, and secondly because the clinical presentation of ABI and mental illness can
be very similar and the co-morbidity may not be recognized. A recent report (Grimshaw, 2007) in
ABI-specific research found that multiple disability is characteristic of the population with ABI. When
compared with all disability groups, people with an ABI are far more likely to have multiple conditions
including mental health problems and substance abuse. There is significant co-morbidity of ABI with
depression, mental illness, substance abuse and other high risk situations including homelessness
and involvement in the criminal justice system. Prevalence of anxiety disorders in TBI patients may
be in the order of 10-20% with post-traumatic stress disorder, obsessive compulsive disorder and
generalized anxiety disorder being much more likely to occur than phobia and major depression,
which occurs in approximately 27% of TBI patients. Behavioral problems may occur in more than
half of the TBI population (McGuire, Burright, Williams, & Donovick, 1998; Van Reekum, Cohen, &
Wong, 2000).

Findings from other studies provide evidence that brain injury not only causes mental iliness, but that
after a brain injury an individual can have up to a four-in-five likelihood of developing a diagnosable
mental illness (Shoumitro, Lyons, Outzoukis, Imad, & McCarthy, 1999). Furthermore, there is a one-
in-three likelihood of a client in a mental health service having an ABI, which can compromise
treatment. That is, the brain injury compromises the impact or outcomes of ‘mental health
treatments’ such that it is difficult to determine what treatments are most efficacious; short and long
term effects of brain injury are not easily diagnosed and may be confused with mental iliness.
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Gaps in Knowledge of Prevalence and
Predictors

Of major consideration, is the finding that, in cases where people with intellectual disabilities present
complex challenges, many people are prescribed medication for ‘challenging behavior’ without a
formal diagnosis of psychiatric disorder. Antipsychotics are the most frequently prescribed
psychotropic medication. Rates of prescribing antipsychotic medication for people with intellectual
disabilities exceed the expected prevalence rates of psychosis in this population (Crossley &
Withers, 2009).

Further, concerns are reported that antipsychotic medications are being frequently prescribed
primarily because of difficulties in managing disruptive or aggressive behaviors, especially toward
paid caregivers. The adverse effects of antipsychotic medication have been well documented, with
some of the side effects of the conventional types of medication reported as irreversible. As
Crossely & Withers (2009) and others point out, the identification of side effects in people with
intellectual disabilities is seen as problematic, as effects such as movement disorders, drowsiness or
confusion are generally attributed to their intellectual disabilities while research on effects of
medication on people with an intellectual disability has largely been neglected. It is known however
that antipsychotic medication has been reported to have severe side-effects which can hamper
functioning and quality of life.

Continuing debates on definitions, gaps in knowledge of incidence, limited agreement on outcome
measurements and variable sources of information are all reminders of the need for directed
research that monitors the health status of Albertans and evaluates the effectiveness of mental
health policies, programs and practices. Furthermore, there is an unacceptable lag in the translation
of new knowledge into practice (Kirby & Keon, 2006). A diversity of approaches that draws on best
evidence is needed to advance the well-being of individuals with complex needs. Such actions
should be informed by the findings summarized below:

* If behavior problems are taken into account then estimates of co-morbidity drop to near
normative rates of mental illness as in general population. Such understanding has major
implications for accurate diagnosis, choice of treatment, coordination of systems,
performance monitoring and what constitutes a mental iliness.

* The lack of understanding of co-morbidity (cognitive impairments and mental iliness) has
resulted in a fragmented approach to program funding, policy and service development, and
a high level of unmet need for individuals with cognitive impairments/ developmental
disabilities and their families.

* Those with more significant intellectual impairments have lower incidence of mental health
issues; the question is whether it is more common for those with mild or moderate cognitive
impairments.

* Individuals with cognitive and developmental impairments may still have complex needs but
not be diagnosed as mentally ill.

* Individuals with dual diagnosis differ from those who do not have mental retardation in terms
of demographic characteristics, diagnostic and symptom profile, resources, and
recommended level of care. As many as 40% of adults with intellectual disabilities living in
the community are believed to have mental health issues, and psychiatric issues account for
a considerable proportion of their hospital admissions (Lunsky, Gracey, & Gelfand,
December 2008).

* Recent evidence also suggests that the inability of individuals with intellectual disabilities to
access appropriate mental health services in a timely manner leads to crises resulting in
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hospital emergency room visits and intervention is needed to correct the deficiencies at both
the clinical and systems levels (Lunsky, Gracey, & Gelfand, December 2008).

Given the identified limits to research on prevalence, incidence and predictors of individuals with
disabilities with complex needs, recent models in population health (i.e., a field of study of health
outcomes of a group of individuals, including the distribution of such outcomes within the group')
recognize that spending on research must be in keeping with the social and economic burden of
mental iliness. There is a call in Canada for research spending to focus on social as well as
biological factors. In fact it is seen as a key strategy for advancing the knowledge of mental health
professionals, policy makers, families, individuals and health care systems. Increased understanding
of the distribution and determinants of health in populations is one part of the puzzle in equitably
building integrated service capability.

! This field, concerned with the social determinants of health by examining populations from geographic regions, such as nations or
communities, also studies other groups, such as employees, ethnic groups, disabled persons, or prisoners, and recognizes the
importance of such factors as medical care systems, the social environment, and the physical environment, as well as their
biological impact on individuals at a population level.
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Systems Experiences Serving Adults with
' Complex Needs

SOME BACKGROUND

The history of government funded human service delivery models for this population is rooted in the
impact of deinstitutionalization from government operated institutions and psychiatric facilities and
the goals of the community living movement to change social attitudes and approaches to supporting
individuals with developmental disabilities and their families. A number of constructs have influenced
the type and degree of community based services emerging over the years:

Community Living: It is assumed that the heart of inclusion lies in families and that
community based services and supports must be available to the individual and their family
over time to ensure community participation and well being.

Constructs of Disability: Ways of thinking about disability have changed which in turn has
shifted models of service. Disability has often been defined as a physical, mental, or
psychological condition that limits a person’s activities. In the past, this was interpreted
according to a medical model. That is, disability was linked to various medical conditions,
and was viewed as a problem residing solely in the affected individual. Disability was seen
solely as the result of an individual’s inability to function. Interventions usually included
medical rehabilitation and the provision of social assistance. This medical model has
recently been replaced by the social model of disability, which conceptualizes disability as
arising from the interaction of a person’s functional status with the physical, cultural, and
policy environments. If the environment is designed for the full range of human functioning
and incorporates appropriate accommodations and supports, then people with functional
limitations would not be “disabled” in the sense that they would be able to fully participate in
society. Interventions are thus not only at the individual level (e.g., medical rehabilitation) but
also at the societal level. The introduction of universal designs to make infrastructure more
accessible, inclusive education systems, and community awareness programs to combat
stigma are examples of interventions at a societal level. According to the social model,
disability is the outcome of the interaction of person and their environment and thus is neither
person- nor environment-specific (Mont, 2007).

Human Rights Framework: The struggle for human rights, social inclusion and citizenship for
persons with disabilities has existed in Canada for many decades. Founded in 1976 by
people with disabilities, Council for Canadians with Disabilities (CCD) has a long history of
working to promote the equality of persons with disabilities, and their human rights and
equality rights expertise have been recognized by Canada's courts. CCD is actively
engaged in public policy work and this work is guided by the principles of access, equality,
citizenship, inclusion, universal design, empowerment, self-representation, self-
determination, consumer control, self-management, and independent living. These
principles define how service providers, employers, and governments should function to
make their goods, services, facilities, and accommodations more responsive to the needs of
persons with disabilities. For example, citizenship considers persons with disabilities as
having the same rights and responsibilities as persons without disabilities, and as such,
socially made barriers which prevent participation and discriminate must be eliminated
("Disability Rights Analysis of Canada’s Record Regarding the Human Rights of Persons
with Disabilities: A Submission by CCD to the Human Rights Council in Relation to the 2009
Periodic Review of Canada ", 2008).

Growth of Community—based Services: Since the late 1950’s there has been a significant
reduction of public hospital use and expanded community services. The critical need for
stable housing linked to supports needed for persons to lead full and satisfying lives in our
communities has emerged since the mid-1980’s (Jacobson, Buchard, & Carling, 1992).
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Multiple, various small scale and self-organizing, formalized community based services are
currently funded by several government departments and delivered by paid caregivers
across life domains and life stages in adulthood throughout urban and rural Alberta.

* Quality of Life: Good quality community living is not solely measured by the kind of care or
support people receive, but also by the kind of lives people get to live in their community.

* Recovery: Recovery, placed at the centre of mental health reform, has been defined as a
journey of healing that builds on individual, family, cultural and community strengths, and
enables people living with mental health problems and ilinesses to lead meaningful lives in
the community, despite any limitations imposed by their condition (“Toward Recovery and
Well-Being: A Framework for a Mental Health Strategy for Canada,” 2009).

CURRENT SYSTEMS APPROACHES IN ALBERTA

A review of several Alberta government documents over the last eight years and recent discussions
with key informants repeatedly reflect those aspects of system responses that affect individuals with
disabilities with complex needs and their families. (“Alberta Persons with Developmental Disabilities
& Alberta Mental Health Board Provincial Partnership Framework,” 2003; “Partnerships and
Collaborations: The Key to Improved Lives for Adults with a Dual Diagnosis: Discussion Paper,”
March 2002). Frequently the ‘systems’ issues that most affect individuals result from the limitations
of services and systems to be coordinated. Overall the state of service integration/coordination
among the three jurisdictions (health, seniors and community supports and mental health services)
may be characterized as poor. It is recognized that inadequate access to mental health services,
lack of individualized service alternatives, insufficient flexibility in eligibility criteria and funding,
insufficient planning and advocacy when individuals’ needs are more specialized than can be
typically addressed by services, blurry mandate and artificial boundaries reduce coordination and
comprehensiveness when most needed. It is reported that service coordination/integration
mechanisms, approaches and activities are not always formalized and can erode over time. Having
to repeatedly re-establish relationships that can ensure coordination of services is considered a
significant barrier to continuity of care. Subsequently, the systems’ limited coordination and
contradictory practices lead to higher social and economic costs.

Some examples of different approaches and models have been implemented to improve the state of
coordination. In Central Alberta, a number of systems partners have developed collaborative
protocols. The protocol is intended to inspire, support and guide staff from each partner organization
as they fulfill their responsibilities toward individuals served. The document is also intended to
formalize the support and guide individuals who need these supports, their guardians and/or support
networks (as appropriate), service providers, and any other interested individuals or organizations
(“Protocol to Support Individuals with a Dual Diagnosis in Central Alberta,” 2006).

Another approach implemented in Calgary is the interdisciplinary team of professionals in
psychology, psychiatry, neurology, nursing, and social work that deliver supports out of the Arnika
Center. They work with caregivers and community agencies to stabilize, assess and treat adults. In
addition, a manager of joint services (Persons with Developmental Disabilities-Seniors and
Community Supports and Alberta Health Services) has a consulting role coordinating services for
individuals with dual diagnosis in Calgary.

In Edmonton Persons with Developmental Disabilities has recognized that additional resources may

be required to effectively support individuals with complex behaviours and currently offers funding to
successful applicants through a new one-year grant initiative.

OTHER PROVINCIAL REPORTS ON SERVICE CAPACITY
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A recent report on serving people with dual diagnosis in Ontario’s specialty (psychiatric) hospitals
(Lunsky & Puddicombe, December 2005) identified the following themes across all nine sites: poor
array of treatment levels in the service continuum; shortage of housing; lack of knowledge, expertise
and human resources; aggression/challenging behavior as the main reason for admission and
barrier to discharge from hospital; forensic mental health services and systems not set up to deal
with unique needs of individuals with developmental disabilities; and families feel unsupported and
uninvolved.

A national coalition of families, individuals and organizations developed a position paper (“Dual
Diagnosis Position Paper,” 2008) that summarized the following health inequities among people with
dual diagnosis across Canada:

Individuals have complex needs and are often entangled in multiple systems of assessment
and management which are often disconnected from one another.

Individuals have inadequate access to the positive determinants of health (e.g., education,
housing, nutrition, economic security, work, safe communities and social inclusion).

Estimates indicate that approximately 10-50% of people with dual diagnosis are homeless or
inadequately housed.

Individuals experience effects of stigma further marginalizing and disadvantaging them. The
result is ‘diagnostic overshadowing’, in that the mental health problems are ignored and
untreated because the symptoms are judged to be ‘just’ part of developmental disability.

Individuals are more likely than non-disabled peers to have challenging behaviors defined as
aggression, self-injurious and/or destructive, disruptive or non-compliant behaviors which
can result in further isolation and marginalization.

Individuals experience a common system response, which is to medicate with psychotropic
medication to ‘treat’ behavior problems.

Individuals with all types of brain injury have less access to community- based services.

Failure to serve and/or support larger numbers of individuals with complex needs can result
in increased ‘systems’ costs that are several times the cost of community
treatment/intervention.

Economic and human costs are likely the greatest cost due to the impact on employment,
which impacts individuals and their family caregivers.

Too often individuals end up inappropriately institutionalized, in jail, homeless and subject to
risks of violence and physical, emotional and sexual abuse common to those environments.
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What Research Says About Best Practices
in Prevention and Early Intervention

Professionals, advocates, families and researchers have frequently described the clinical profile and
common conditions that many adults with cognitive impairments and mental iliness experience.
These include being disadvantaged, marginalized, poor, stigmatized, underemployed, lacking decent
housing, inadequate access to safe communities, socially insolated, often receiving inadequate
health care (i.e., inappropriate medication, treatment neglect due to ‘diagnostic overshadowing’, lack
of continuity of care, lower access to community and hospital services, etc.) which are actually the
social and economic conditions that predict further adverse effects. The impact of health and social
inequalities for individuals with intellectual or cognitive impairments is obvious - they predict greater
total incidence and increase in episodes of mental-ill health than is experienced in the general
population. If public health interventions are focused only on areas of importance to the general
population, they will fail to address the factors most significant to adults with a dual diagnosis and
likely widen the gap of the existing inequalities. Disparities in socioeconomic status and level of
education lead to differences in mental health status. For example, hospitalization rates for all
mental health conditions have been found to be almost two-and-one-half times higher for people with
the lowest socioeconomic status compared to those with higher socioeconomic status (Esmail,
Hazel, & Walker, 2008).

Information gleaned from the report “Waiting Your Turn: Hospital Waiting Lists in Canada” (Esmail et
al., 2008) reveals other facts about waiting for psychiatric services. In this report the researchers
characterized the ‘total waiting time’ for psychiatric treatment as composed of two segments: waiting
after being referred by a general practitioner before consultation with a psychiatrist, and
subsequently, waiting to receive treatment after the first consultation with a psychiatrist. For Canada
as a whole, the total waiting time in 2008 for psychiatry rose slightly from 18.5 weeks in 2007 to 18.6
weeks in 2008. The shortest waiting times were recorded in Manitoba (15.8 weeks), British
Columbia (16.3 weeks), and Ontario (17.0 weeks). The longest total waits were found in Prince
Edward Island (54.0 weeks), Newfoundland & Labrador (33.3 weeks), and Alberta (29.8 weeks). At
the same time, between 2007 and 2008, the median wait increased by 13 percent in Alberta.

Among the treatments, patients waited longest to enter a housing program (21.3 weeks) or a sleep
disorders program (15.7 weeks), while the wait times were shortest for pharmacotherapy (4.2
weeks), and admission to a day program (6.6 weeks).

The data summarizes the differences between the median reasonable and actual waiting times
across Canada, and shows that in 97 percent of cases, the actual waiting time for treatment is
greater than the clinically reasonable median waiting time. Specialists generally indicated a period
of time substantially shorter than the median number of weeks patients were actually waiting for
treatment.

With waiting times in Alberta exceeding 4 months from a general practitioner to treatment, and with
wait times from a meeting with a specialist to treatment that are nearly 170 percent longer than
specialists feel is appropriate, it is obvious that a great many patients in need of psychiatric attention
are facing the effects of rationing in the health care system and experiencing a deterioration of their
condition before they get the care they need. As documented previously, mental ill-health is often
complicated by the presence of other health conditions and for individuals with dual diagnosis the
mental illness this issue may be compounded by a variety of social problems and disadvantages.

In 2009, the Mental Health Commission of Canada recognized that people with chronic diseases,
developmental disabilities, learning disabilities, dementia and autism, may also experience mental
health problems and illnesses, as do many people who are homeless or involved with the
corrections system (“Toward Recovery and Well-Being: A Framework for a Mental Health Strategy
for Canada,” 2009). Indeed, the Mental Health Commission of Canada reports that it intends to
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develop a mental health strategy for Canada by working in partnership with the many other people
and organizations that deal with a variety of health and social issues. For example, the Commission
agrees with those who have advocated that mental health and addictions policies, programs,
services and supports must be better coordinated and integrated.

Generally, there is consensus that inequalities exist (Krahn, Hammond, & Turner, 2006). It seems
obvious that research, policies and practices must address prevention and early intervention
strategies that improve social and economic conditions. Evidence indicates that failure to do so
increases prevalence and incidence of mental iliness of individuals with cognitive and developmental
disabilities. Specifically, evidence supports the need to increase access to housing, work, and
appropriate health care, as well as increased efforts or campaigns to reduce stigma. The need to
provide actual financial and human resources that improve the material conditions of people who
experience such adversities is crucial to all other forms of individual community-based interventions
(“Dual Diagnosis Position Paper,” 2008; Lurie, 2008; Smiley et al., 2007).

Furthermore, recent advances in mental health economics indicate some significant findings. Cost-
of-iliness studies found that non-treatment costs are often several times the cost of direct treatment
costs of mental disorders. Most of these economic costs result from the reduced or complete
inability for individuals or their relatives to work. In fact, ‘being employed’ is a better estimator of
economic burden to family members caring for a member with a mental disorder and better captures
the societal benefits of improved functioning and improved symptomology (Slade & Salkever, 2001).
That is, active employment — of both family members and the affected individual — is associated with
better outcomes, both economically and in terms of daily functioning. Subsequent studies, based on
earlier research done over 25 years ago, have refined and extended these results and demonstrate
consensus that general community care produces better outcomes in such aspects as quality of life,
respecting human rights and that it is more cost-effective than institutional treatment (Zuvekas &
Prot-Klinger, 2005).

In summary, it is reported that there are known strategies that can address prevention and increase
impact of early intervention. These include:

* Provision of proper health care, properly trained staff and professionals at all levels of
support across all sectors (health, education, justice, etc.; Joint Policy Guideline for the
Provision of Community Mental Health and Developmental Services for Adults with a Dual
Diagnosis, December 2008).

* Good behavioral supports for adolescents and planning for transition to adulthood (Lunsky &
Puddicombe, 2005).

* Social, economic, health and educational policies that reduce risk of abuse, alleviate poverty,
increase employment options, provide decent housing, ensure family support and
involvement, and embrace social inclusion.

It is repeatedly claimed that the above actions have the greatest potential for reducing the
incidence of disability and mental illness, minimizing service complexity and improving life for
individuals with disabilities.
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What Research Says About the Experience of
Individuals with Complex Needs

Summarizing the research findings of a number of Canadian reports (“Dual Diagnosis Position
Paper,” 2008; “Joint Policy Guideline for the Provision of Community Mental Health and
Developmental Services for Adults with a Dual Diagnosis,” December 2008; “Partnerships and
Collaborations: The Key to Improved Lives for Adults with a Dual Diagnosis: Discussion Paper,”
March 2002) leads to the conclusion that individuals with complex needs share some common
experiences that increase their vulnerabilities and further marginalize them in their communities.
These experiences include but are not limited to the following descriptions:

e ’Bounced’ from service to service

* Over- medicated and living a ‘half-life’ — the person is under-functioning because the
medication makes them drowsy, lethargic, confused, etc.

* Left without natural or service supports, often resulting in contact with the law, jail and/or
forensic mental health services.

* Denied access to housing because their needs are ‘too hard to serve’.

* Some have been rejected by families or have rejected their families (and other informal
caregivers) and become vulnerable to homelessness.

* Families often have to relocate to find services to support their needs.

* Loss of opportunities to be productive citizens because of ‘system’ failures.

* Families lose income and productivity because they care for loved one with complex needs.
* Poor and unemployed or underemployed.

* Longer hospital stays or stays in long term institutionalized facilities- longer than needed
because there are limited community housing opportunities and supports available.

* Out of control behaviors because there is little help and their families feel no one cares.

It is fair to conclude that many individuals and their families feel that they are underserved and /or
ignored. All efforts to address the social policies, integrated service delivery, funding, treatment
approaches, housing and employment in systemic and individual ways could lead to more positive
outcomes regardless of the complexity of the mental iliness. Exploring the literature on recovery
from the perspective of people with mental illness and recognizing that each pathway is unique
suggests that there are some general aspects of recovery that typify the process. Services and
supports that are grounded in the knowledge of recovery can change the experiences of the
individuals with complex needs, offering hope. Applied research in a conceptual framework that
advances the ways and means of creating a ‘system’ that is designed to help the individual
overcome ‘stuckness’ in a process that allows for discovering and fostering self-empowerment,
learning and self-definition, taking care of self, and connecting with others will improve the overall
sense of well being, and allow new potentials for higher functioning (van Weeghel, 2002).
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What Research Says About Best Practices
in Service Delivery

Contemporary research indicates that there are service models that positively impact both
individuals with complex needs and the larger society. For the last ten years reports have
summarized evidence that community care provides better outcomes in such aspects as quality of
life and better respect for human rights, and that it is more cost effective than institutional treatment
(“The World Health Report - Mental Health: New Understanding, New Hope,” 2001). Research
shows that community care is more effective and costs less (in human and economic terms) than
facility-based care, for example; delivering supportive employment services is more effective than
pre-vocational training (Zuvekas & Prot-Klinger, 2005).

Hospital based and community based services organizations are currently fragmented in services to
people with developmental disabilities, cognitive impairments and mental iliness (Lunsky et al.,
December 2008). Case management, person-centered planning (PCP) and direct payments (to the
individual or family in order to purchase services and supports as needed) have developed through
separate policy strands, with tasks and agency responsibilities blurred. A wide diversity of case
management arrangements currently operate with the relationship between case management, PCP
and direct payments imprecisely defined. PCP and direct payments have also been variably
implemented. Policy research argues for a new ‘person-centered case management’, with these
different devices better integrated and decision-making and action more person-centered
(Cambridge, 2008). Drawing on practice experience from the original British case management
experiments Cambridge calls for new case management to be centered on the needs and wants of
individuals, be conducted independently from assessment, operate outside the public sector and be
able to access personal budgets. He argues that it would consequently have the capacity to further
de-institutionalize services and support and transfer more control to people with intellectual
disabilities.

Service delivery must also be understood within the current use of the term “continuity of care”, most
frequently defined as “a process involving the orderly, uninterrupted movement of patients among
the diverse elements of the service delivery system” (Adair et al., 2005). For more than 50 years,
many have claimed that continuity of care is critical to positive outcomes for persons with severe and
persistent mental iliness. As Adair (2005) and others have recognized, continuity is now an
important service principle and performance measure for mental health services and general health
services. Despite a theoretically and conceptually rich literature and recognition of the importance of
continuity of care, reports of poor and variable continuity persist. Efforts to improve the continuity of
mental health services at the individual, program, and system levels include specific service
changes, such as discharge planning, and system changes, such as service integration. A multilevel
measure of service continuity was used in a 17-month follow-up study of 486 adults with severe
mental illness in three health regions of Alberta, (Adair et al., 2005). Results indicated that higher
levels of observer-rated continuity were associated with older age, lower annual household income,
a diagnosis of psychotic disorder, and no suicidality or alcohol use. Continuity was also significantly
associated with a better quality of life (generic and disease specific), better community functioning,
lower symptom severity, and greater service satisfaction at the endpoint of the study. The
researchers concluded that there was a positive relationship between continuity of care and health
outcomes among persons with severe mental iliness suggesting that efforts at improving continuity
in and among mental health services are worthwhile.

Published in the same year was a study of continuity of care and health care costs (Mitton, Adair,
McDougall, & Marcoux, 2005). As it has been argued that if continuity improves patients’ well-being,
then hospitalizations and use of other health services are likely to decrease. The difference in
means across levels of observer-rated continuity was not statistically significant for total cost, but
improved continuity was associated with both lower hospital cost and higher community cost. Total
cost was significantly lower for patients with a higher self-rated quality of life. The study showed a
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relationship between continuity of care and both hospital and community costs. The data also
indicate that a relationship exists between cost and level of patient functioning. The researchers call
for more research to examine the impact of shifting resources from hospitals to the community,
particularly for high-need patients, on continuity of care and subsequent outcomes.

Typical understanding of ‘continuum of care’ is based on an assumption about places where people
are treated (e.g., treatment in psychiatric hospitals or specialized beds in hospital, outpatient hospital
units, community day programs, hostels, group homes, transitional treatment living facilities,
specialized behavioral units, vocational training units, employment support centers). The person
with complex needs must often move from one to another in some rationalized sequence depending
on duration and severity of episodes and subsequent progress to recovery. Providing a continuum
of quality services is one of the key challenges highlighted by a number of reports in Canada (“Dual
Diagnosis Position Paper,” 2008; “Joint Policy Guideline for the Provision of Community Mental
Health and Developmental Services for Adults with a Dual Diagnosis,” December 2008; Lunsky &
Puddicombe, December 2005). Lack of resources (including trained people and financial resources)
within the communities and hospitals to provide a continuum of service is the one challenge that is
most difficult to surmount.

Researchers and advocates alike are now calling for an expanded view of continuity. The more
ideal notion of a continuum of care would incorporate the delivery of service such that the principles
of person-centeredness adopted by collaborative, interdisciplinary teams would respond to
individuals in their natural environment over time and across system of service. The notion of
delivering services to the person in their environment has been influenced by various formats or
protocols of person-centered planning being core to the model. These planning processes have
been termed lifestyle planning (O'Brien & Lovett, 1993), personal futures planning (Mount, 1994) ,
Making Action Plans (MAPS; Vandercook, York, & Forest, 1992), outcome-based planning (Steere,
Wood, Panscofar, & Butterworth, 1990), essential lifestyle planning (Smull & Harrison, 1992) , and
whole life planning (Butterworth et al., 1993). Each of these approaches varies to some degree in
focus or emphasis, but all share some broadly defined principles, including:

1. Primary direction from the individual in shaping the planning process,

2. Involvement of family members and friends and a reliance on personal relationships as the
primary source of support to the individual,

3. Focus on capacities and assets of the individual rather than on limitations and deficiencies,

4. Emphasis on the settings, services, supports, and routines available in the community at
large rather than those designed for people with disabilities, and

5. Planning that tolerates uncertainty, setbacks, false starts, and disagreement (O' Brien &
Lovett, 1993).

The literature on person-centered planning emphasizes why it is important, how it can be effective,
how it varies from more formalized planning processes typically set up by providers creating legal or
quasi-legal plans (e.g., IEPs, ISPs, IWRPs), and provides the steps to implement the various
approaches. The format and direction of each person's planning can be quite flexible, meeting a
wide range of individual needs, while maintaining adherence to core principles. Services with
person-centered planning can be used to effect results in a variety of life domains - career
development and employment, housing, and developing relationships based on friendship and
intimacy. The central tenets of this concept are generalizable to many spheres (Maronne, Hoff, &
Helm, 1997).

An enhanced continuum of care thus lies in the capacity of teams to work together in a person-
centered approach over time — with crisis capacity, providing more intense support and/or less
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intense support, drawing in consulting supports when needed, having sufficient expertise and
providing training to families and service providers. This model recommends investing the team with
authority, funds and single point of responsibility, for example; systems putting money into a
‘designated pot’ in addition to creating protocols, discussion tables and frameworks for collaboration
across ministries. Collaboration for service delivery is then shared amongst the team, the family and
other community supports on behalf of the individual with complex needs (Hughson, Hughes, &
Urness, 2004).

Two studies (Costello & Leese, 2005; Oliver, Piachaud, & Done, 2002) explored the effects of
assertive community treatment (ACT ) models for people with intellectual disabilities (a model not
originally intended for this population) and recommended a broader model of specialist community
based supports. The research participants reported that the approach should include most of the
structural and human resource features of the original model, including a shared caseload, regular
team meetings, a practicing team leader, continuity of staff and a vocational specialist on staff. They
also thought that there should be more than one psychiatrist and more than two nurses per 100
users, and no rule about closing cases. They did not, however, think that having a low-intake rate,
24- hour coverage and a rule about not closing any cases were unnecessary, unrealistic or
inappropriate criteria for this population. The authors concluded that an enhanced ACT model that
addresses deinstitutionalization, community reentry from hospitalization, forensic unit or jail, and
provision of continuity of support across time and place for individuals with cognitive impairments
was most beneficial. Such findings suggest further evidence is needed.
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What Research Says About Best
Practices in Funding

There is a world-wide shift in the field of disability which reflects a move away from funding
institutional services and professional control to greater emphasis on personal autonomy, consumer
control and community involvement (Lord & Hutchison, 2003).

Lord & Hutchison’s (2003) study of ten ‘promising initiatives’ of individualized funding in Canada,
USA and Australia identified six key themes considered essential if families, individuals and
communities are to build capacity for networking and unencumbered planning so that individuals can
be fully included and supported in community life. For individualized funding to be innovative:
values and principles matter; a policy framework provides coherence and equity; infrastructure
supports for individuals should be separate from service system; the facilitator—broker role differs
from case management; allocation of individualized funds is designed to be equitable and
accountable to the funder and person; and, a ‘learn as you go’ philosophy maximizes positive
outcomes.

Recent advances in health economics research at the micro level indicate greater interest in
focusing on evaluation of the funding mechanisms to finance treatment. A key research question
asks ‘what is the best way to pay providers?’ Zuvekas & Prot-Klinger, (2005) report that there is
clear evidence that providers respond to funding mechanisms and that there is a better
understanding of how to align payment incentives so that providers are able to provide high-quality,
evidence-based treatment rather than simply focusing on the reduction of costs of care.

One of the many challenges in health economics is to examine how to develop effective financing
mechanisms to better integrate all the services needed in the community for individuals with complex
needs. As previously stated, services such as income support, housing, and supported employment
are fragmented among social agencies and government departments. Many (Cambridge, 2008;
Lunsky, Garcin, Morin, Cobigo, & Bradley, 2007) argue that fragmentation and inflexible financing
systems create significant barriers to developing person-centered and community-based mental
health care in places with a longer history of deinstitutionalization such as Alberta.

One critical review considers the nature and importance of person-centered planning in the context
of current British policy and service development in intellectual disability (Mansell & Beadle-Brown,
2004). The results indicated that there was limited evidence to support the efficacy of person-
centered planning and reasons for the failure of previous attempts at individual planning were
analyzed. The assumption that person-centered services will be produced by a new kind of
individual planning was questioned. The study indicated that, to make services more person-
centered, it is necessary to consider changes in power relations, funding arrangements and staff
training and supervision. All of these have implications for the implementation of innovative funding
arrangements.

This review suggests that future research on effective funding models should explore the ties to
individuals and community opportunities. Findings indicate that service providers respond to
monetary incentives in implementation of best practice and achieving desirable outcomes.
Furthermore, evaluation of outcome measures in contractual service arrangements versus
individualized funding outcomes should consider alignment with overarching values in order to
compare outcomes (e.g. does funding support individuals to live and work in the community?).
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What Research Says About Best Practices
in Treatment Approaches

It is beyond the limits of this document to provide an overview of the history or rationale for the
reporting of best practice among the multiple treatment approaches undertaken in community based
care over the last few decades. This review can only highlight some of the promising approaches
where evidence is emerging. One approach that has gained popularity over the last ten years is
embedded in the shared care model. As a model the family physician, psychiatrist, and a mental
health professional equally available and trained to serve individuals with complex needs and their
families may offer early intervention and prevention of more severe disabilities. Shared care
innovations over the last decade indicate an increasing number of projects and mentorship but
limited formal research on outcomes. Reported experiences (Kates, 2005) indicate that challenges
in making the case for shared care (as a means not an end) for funders and planners will require a
“political“component to evaluation, common outcome measurement tools, cost analyses, specific
issues that are “sellable”, a need to stress relevance to managing current problems, links with
existing initiatives to create a “win-win” situation, and a national perspective in order to learn from
one another.

At the individual level of treatment-focused research, evaluation of well-designed, coherently
delivered positive behavior approaches are worthy of further analysis. Some practitioners have
argued that when services undertake a more systemic application of applied behavior analysis to the
larger context (in education, child and adult services, etc.) rather than directing this approach only to
individuals labeled with complex needs, more positive outcomes are achieved by all individuals in
the environment. Applying positive behavior approaches that address relationship issues, loneliness,
understanding what the behavior communicates, acquisition of new skills, and where the focus is on
more than managing the inappropriate behavior(s) or ‘fixing the person’ have a greater likelihood of
positive outcomes (Pitonyak, 2005).

Little research has examined the extent to which clients receive formal, documented versus
undocumented interventions. A recent study of treatments delivered to 650 individuals with
intellectual disabilities and challenging behavior in Ontario asked caregivers to report on the
prevalence of different types of interventions. Interestingly, the results indicated that overall, 55% of
the 2506 different interventions (for 1464 target behaviors) were informal (i.e., lacking documented
input from a professional, written intervention plans, and systematic evaluation) and no significant
differences emerged on formality of intervention across participant gender, age, level of intellectual
impairment and type of residence. The caregivers reported significantly more informal than formal
behavioral interventions and counseling/psychotherapy, but no significant difference in the overall
prevalence of formal and informal intrusive procedures. Behavior control medications were paired
more often with formal than informal interventions for dangerous behaviors. Formal interventions
were associated with higher caregiver-reported estimates of behavioral improvement, higher inter-
rater agreement on the descriptions of an individual client's target behaviors and interventions, and
more caregiver training and supervision (Feldman, Atkinson, & Foti-Gervais, 2004). The authors
concluded that low levels of intervention accountability, training and supervision may place many
clients with challenging behavior at increased risk for ineffective and unnecessary restrictive
interventions, and physical abuse. Future research on the implementation of quality standards of
accountability and type of treatment seems warranted.

A recent participatory action research study (Anderson & Larke, 2007) reported on the impact of a
navigational model in rural British Columbia. Navigators were described as mental health workers
dedicated to guiding and supporting individuals and their families through all aspects of community
access and service provision.
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The evidence indicated that:

* Individuals had improved access to assessment and service,

* Barriers around unnecessary repetition of assessment, inappropriate referrals,
duplication of services were addressed,

* Additional supports for crisis & advocacy were more available,

* Navigators could influence a client’s ‘referral readiness’ for service and were able to
reconnect marginalized individuals to primary care,

* Individuals were empowered through strength-based assessment and collaborative
service plans, and

* Navigators were able to de-stigmatize need for mental health services for some.

Such evidence encourages further examination of roles and responsibilities associated with
implementation of navigator models in offering treatment to individuals with complex needs.
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eex+4 What Research Says About Best Practice
and Policy Change

.

The recent report (WHO, 2008) on integrating mental health in primary care provides a conceptual
framework for addressing the gap in evidence related to policy and best practice in treatment
approaches.

* Despite the potential to successfully treat mental disorders, only a small minority of those in
need receive even the most basic treatment.

* Integrating mental health services into primary care is the most viable way of closing the
treatment gap and ensuring that people get the mental health care they need.

* Primary care for mental health is affordable, and investments can bring important benefits.

* Certain skills and competencies are required to effectively assess, diagnose, treat, support
and refer people with mental disorders; it is essential that primary care workers are
adequately prepared and supported in their mental health work.

* There is no single best practice model that can be followed by all countries. Rather,
successes have been achieved through sensible, local application of broad principles.

* Integration is most successful when mental health is incorporated into health policy and
legislative frameworks and supported by senior leadership, adequate resources, and
ongoing governance.

* To be fully effective and efficient, primary care for mental health must be coordinated with a
network of services at different levels of care and complemented by broader health system
development. (WHO, 2008, p.9)

Over 25 years of ‘best practice’ research evidence has not fundamentally changed policy and
practice for this population. Given best practices are known, findings must be translated into the
kind of information that others (i.e., professionals, policy makers, funders) can implement and
evaluate. Researchers and advocates alike call for more innovative research that interprets ‘best
practice’ directly into policy and system reform. To date, the service providers that support
individuals with complex needs and their families are not moving beyond the status quo to evidence-
based best practices and systemic change. Testing ideas that can evaluate methods of converting
service models and its workforce into more viable, responsive and accountable services that foster
individuals to live and work in the community is called for. As previous sections of this review
indicate, while policy analysts do have access to a growing body of evidence that recommend
aspects of best practices needed to convert service delivery and treatment alternatives, the question
remains: Why is research knowledge not acted upon and what would it take for it to be acted upon?
Partnered interdisciplinary research networks will need to create knowledge that can more adeptly
influence aspects of political will, resource allocation, professional protectionism, treatment biases,
and discriminatory practices with marginalized populations.

Many would agree, for example, that government departments have yet to successfully respond to
the evidence that implementing clear policies on collaborative comprehensive support services is
essential to better outcomes for this population. Since 1992, the field has identified desirable
community practices through research, demonstration projects and comparable efficacy program
evaluations, yet significant gaps remain. The research continues to tell us that any congregate care
is less effective. For example, half-way houses (transition housing) are less effective than
supporting people in their homes and treating individuals where they are or where they should be is
more effective than creating artificial continuums of care in ‘programmatic places’.
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The debates that continue to lead to creating places (residential supports), and adopting specific
intervention approaches and models of delivery are political (public policy) ones, not simply a
question of applying research knowledge. Clearly, research indicates that policy should recognize
that people need a real home with individualized long-term supports to live and work in the
community.

Many leaders in disability share a similar analysis to those who call for mental health reform. New
strategies and frameworks for the reform of social policy and practice is now underway (“A Report on
Mental llinesses in Canada, 2002; Toward Recovery and Well-Being: A Framework for a Mental
Health Strategy for Canada,” 2009) and individuals with complex needs must be visibly accounted
for and included in receiving the benefits that such changes promise to deliver. To quote one
spokesperson about the conditions facing individuals with disabilities, White (2008) stated the
following:

No one disputes the fact that Canadians with disabilities remain marginalized, massively
unemployed, lacking supports and disproportionately living in poverty. No one disputes the fact
that Canadians with disabilities are likely to face discrimination on a daily basis. No one disputes
the fact that women with disabilities and persons with disabilities from other minority or
marginalized groups often face even more daunting challenges. (Marie White, National
Chairperson of the Council of Canadians with Disabilities)

Innovation in systems may be incremental, radical or revolutionary in terms of thinking, processes or
organizations. Desire to develop new practices while not having applied ‘old best practice’ leads to
gaps that grow larger between known best practice and what people are receiving. Innovation
theories such as the work of Rogers (1995) provide an example of an inquiry framework for
examining the stages of adoption of new ideas (awareness, interest, evaluation, trial and adoption).
Future research on implementing innovation will inevitably lead to questions that identify processes
needed to safeguard ‘best practice’.
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General support for collaboration is commonly found in policy and applied research literature. The
most beneficial collaboration is achieved when everyone acts in the interest of a strategic alliance (a
common goal) because no one profession, program or department can do it alone. Interdisciplinary
collaboration can lead to new networks and greater and better cluster of resource (Halbreich, 2005).
It is commonly understood that professionals and related organizations must assist each other and
share knowledge, although this notion is frequently not acted upon. Halbreich suggests closer
relationships between professional organizations must be promoted to increase mutual interests, as
too often professionals are working competitively rather than with each other. Once organizations
work more closely, new networks start to take root, ultimately leading to larger groups of people
available to assist each other. From this connection of more people to each other new programs
can be fostered, new knowledge and new technology can follow. Interdisciplinary collaboration can
thus move from lip service, to operational conceptualization, and then to implementation.
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In summary, both the problems and challenges of the people and the systems have been
documented in the research literature consistently over a number of decades. Research articulates
what the governing values and principles should be in approaches to service delivery. Achieving
systemic change is a persistent challenge. There is evidence to suggest that incidence and
prevalence of individuals with complex needs could be reduced if there were ‘good policies’ and wise
allocation of resources in community. There is documented evidence for practices that work. They
include:

* Flexible support delivered in natural environments

* Interdisciplinary teams that collaborate

* Enhanced continuum of care delivered to the individual

* Positive behavior approaches

* Collaboration and coordination of resources across systems
* Single point of responsibility in ‘case management’

* Focus on employment

* Family engagement matters

* Staff training and mentorship make a difference

* Future research and dissemination of findings offer one source of hope for improving the
lives of individuals with complex needs.
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