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ABSTRACT

This is a study of practice and policy in Special Care Units. Special Care Units
(SCU’s) are planned therapeutic environments in long term care facilities. These units are
designed for the particular needs of elderly residents with moderate to severe cognitive
impairment, principally those with Alzheimer’s Disease and Related Disorders (ADRD).

The problem addressed by this study is that the knowledge and experience of staff
working in Special Care Units has received little attention in the research and from policy
makers. Special Care policy is developing without benefit from practitioner experience. The
purpose of the study is to provide information about Special Care Units from the standpoint
of front-line nurses, to describe the interface between the nurses’ knowledge and
experience and the larger policy context and to suggest the policy implications for Special
Care Units arising from practitioner knowledge.

There are three research questions: 1. What are the key features, characteristics
and components of Special Care Units? 2. What are the congruencies and incongruities
between the nurses’ knowledge and experience and the larger policy context? 3. What are
the policy implications for Special Care Units suggested by the data?

A research perspective (rather than a theoretical framework) has guided the data
selection and how the data is viewed. Two concepts make up the research perspective:
standpoint and policy/practice interface. The principle data used in the study are interviews
with nurses working in Special Care Units, supportive literature and policy documents. The
study uses a flexible research design which combines interpretive and policy oriented
methods. The interpretive, policy oriented approach is based on the perspective that reality
is both constructed and contextually embedded. The knowledge thus created is a function

of the researcher interacting with the participants and the participants bringing their own



perspective into the process.

Interpretive analysis identifies four main categories (and several sub-categories)
which describe the key features and characteristics of Special Care Units. The four
categories are: Clients Created Elsewhere, The Dumping Ground, Coping as Care, and
Creating a Community. The four categories are a construction and interpretation of the
interface between the larger policy context and front-line Special Care practice. The
congruencies and incongruencies between nurses’ knowledge and experience and the larger
policy context are described. The policy implications (problems, goals/objectives, strategies
and resources) suggested by the findings conclude the study.
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CHAPTER ONE

BACKGROUND AND POLICY CONTEXT

Introduction

Many issues are interrelated and relevant to the care of cognitively frail elderly. An
overview of these issues is presented in order to appreciate the multiple challenges
presented by this growing population. Taken together these issues have influenced the
development of Special Care Units. This section provides both background information and
a brief discussion of the complexity and scope of the problems associated with planning

and implementing specialized care for the cognitively frail elderly.

Background

Caregiving for the elderly with irreversible dementia within a formal care setting
poses difficult problems for administrators, front-line staff, family and for the elder
him/herself. Although the etiology and clinical features of dementia differ, the combination
of cognitive impairment, behavioral problems and diminished capacity to perform activities
of daily living characterize this population (Lieberman & Kramer, 1991; Mahurin,
DeBettignes & Pirozzolo, 1991; Spector, 1991; Gold et al., 1991; Berg et al., 1991).
Wandering, agitation, incontinence and poor hygiene, inappropriate social/sexual
behaviours, repetitive behaviours in addition to affective (ie depression) and psychotic (ie
delusions, hallucinations) behaviours are associated complications in over 1/3 of this
population (Health & Welfare Canada, 1988; 1991). Because of these associated
characteristics, managing behaviour and providing security and protection for these elderly
and non-cognitively impaired residents has been the traditional focus of caregiving.

However, devising approaches to care which, in addition to ensuring the safety and security
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of residents, also enhances residents’ quality of life has proven to be an elusive and difficult
challenge. Problems associated with this traditional approach have been identified: a)
increasing injuries to staff and other residents, b) increased use of physical and chemical
restraints, c) high staff stress and turnover, d) family distress and dissatisfaction, and e)
deterioration in functioning and well being of the elder (Brody, Lawton & Liebowitz, 1984;
Gold et al., 1991; Health & Welfare Canada, 1988; 1991).

Although most conventional Long-Term Care facilities attempt to individualize care
plans for their residents with dementia who reside among the non-cognitively impaired in
non-specialized settings, the impact of these efforts has limited effect on difficult, inflexible
behaviours attributed to profound short-term memory loss. For example, behaviour
modification has no effect on people with little or no short-term memory. Short-term
memory loss means these elderly cannot learn anything new (Coons, 1991; Ronch, 1987;
Rabins, 1986; Rovner et al., 1990).

It is now recognized that behaviours related to short-term memory loss and
cognitive impairment such as wandering, pacing, inflexibility in decision making, sleep
disturbances, catastrophic reactions, yelling, hoarding activity, aggression, inappropriate
sexual and eating behaviour are not easily addressed in traditional, "integrated" institutional
environments. Research further indicates that integration of the cognitively impaired with
the cognitively well impacts negatively on both groups (Cluff, 1990; Coons, 1991; Ohta &
Ohta, 1988). Segregated environments with specially trained staff, environmentally
sensitive designs and highly specialized therapeutic approaches to care have been identified
as critical factors in improving safety and quality of care and quality of life for cognitively
impaired residents (Nehrke, Morganti, Hulicka & Cohen, 1987; Riley & Kahana, 1985;
Cluff, 1990; Ohta & Ohta, 1988). The pressing need to develop alternative, effective and
humane approaches to care has resulted in the development of SCUs across Canada and

the United States.



Scope and Significance

Health care in British Columbia is undergoing profound and large scale change. An
aging population, changes in family structure and work patterns especially among women,
anticipated shifts in federal/provincial cost-sharing in health care, an economic climate of
restraint, new patterns of immigration, and shifting ideology and knowledge about health
and health care organization are profoundly influencing health care policy and planning in
British Columbia (Aronson, 1986; Evans, 1987; Royal Commission on Health Care and
Costs, 1991). Effective policy and planning for a changing and aging population depends
on developing a range of services which are innovative, appropriate, accessible and cost
effective.

People over 65 years now comprise almost 13% of the total population within
British Columbia. This percentage is expected to rise to 14.5% over the next 20 years
(British Columbia Ministry of Health, 1989). The most rapid increase within the elderly
population is the old-old, those 85 years and older whose members will increase by 51%
between 1990 and the year 2000 (Royal Commission on Health Care and Costs, 1991).

Demographic trends, in combination with other significant social and economic
indicators, suggest the need for change in the type and quality of health and social services
for the elderly. Included among these services are residential and institutional facilities
within the British Columbia Long-Term Care (LTC) Program.

Presently, institutional care for the elderly consumes 75% of the resources allocated
to the elderly (British Columbia Ministry of Health, 1989). Roos, Shapiro and Roos (1987)
in a study of nursing home utilization patterns found that advanced age was the greatest
risk factor for nursing home placement. Additionally, Kraus et al. (1976) and Shapiro and
Tate (1985) found living alone and low family income were associated with higher rates of

admission to institutions. While most elderly remain in good health and continue to live in



the community, a small proportion or 5% of those 65 years and older, account for a
disproportionate utilization of these formal health resources (Angus, 1985). In 1990/91 the
British Columbia Ministry of Health spent $597 million on 25,000 residents in Intermediate
and Extended Care facilities (Royal Commission on Health Care and Costs, 1991).
Increased longevity and a growing population of old-old requiring intensive, specialized
health and social resources poses a serious challenge to government and service providers.

Considerable controversy exists about the appropriateness and associated costs of
institutionalization of a relatively small segment of the elderly population (Aronson, 1986;
Chappell, 1988; Evans, 1987; Forbes, Jackson & Kraus, 1987). The current health policy
shift towards regionalization and community-based programs of care reflects this concern.
However, until alternatives to institutional care are implemented, residential facilities will
continue to assume this important role.

Facilities at the Intermediate and Extended Care level primarily care for a population
of elderly with multiple and complex health care needs (Royal Commission on Health Care
and Costs, 1991). Among this population are the cognitively frail elderly, those with
psychiatric and dementing illnesses (Health & Welfare Canada, 1988; 1991).

By far the largest and fastest growing group among the cognitively frail elderly are
those with dementia. While the spectrum of innovative community-based programs have
begun to reduce total admissions to long term care institutions, the rate of admission for
those with dementia remains high and growing (Health & Welfare Canada, 1988; 1991).
Health and Welfare projections, based on current demographic trends, estimate that by the
year 2006 the total cases of dementia will exceed 325,000. Of the 203,000 elderly (65 +)
currently residing in Canadian institutions, at least half have a dementing illness (Forbes,
Jackson & Kraus, 1987; Health & Welfare Canada, 1991; Lynaugh & Mezey, 1989). On
the basis of these conservative estimates and with the expected increases in the British

Columbia population, the number of people with dementia will increase from 24,905 in



1992 to 45,987 in 2006 - an increase of 85% (McEwan, 1991). Although a larger
percentage of elderly with early stage dementia (all ages) live in the community despite
severe mental, physical and behavioral challenges posed by the iliness, those entering an
institution in the very near future will be both older and more frail (Roos & Shapiro, 1987;
Schwenger, 1987; Health & Welfare Canada, 1988; 1991). The combined impact of an
aging population and the risk of dementia escalating dramatically with age (1.4% prevalence
in those 65-75 years compared to 21% prevalence in the 85-89 year age group) has
important implications for health and social service policy, program planning, clinical

research and front-line practice (Health & Welfare Canada, 1991).

Policy Context

The evolution of care services for the frail elderly in British Columbia, culminating in
the development of Special Care Units for the cognitively frail, demonstrates a tension
between differing policy initiatives; institutionally based care and community based care.
Often the approaches to care have been developed in isolation from each other rather than
in harmony. Gradually, institutional modes of care delivery, fashioned after the acute
hospital model, gained ascendence. Standards for care and safety (supported by
legislation), increasing government control over residential services (contractual
arrangements with service providers, funding formulas and staffing) created a policy
environment which organized and structured care.

Although locales, funding, type and proportion of various service arrangements for
the frail elderly have fluctuated over time, nurses and nurse aides continue to be the main
care providers.

The following section describes both the evolution of care for cognitively frail elderly

within the LTC system and situates the development of Special Care Units as the terminal



point on this policy continuum. The section outlines how Special Care policy has evolved
and is being shaped by present government initiatives. These policy initiatives, based on
available evidence, have excluded participation by front-line Special Care nurses.

Historical Outline

The policy context of facility based care in British Columbia can be traced back to
1947. At that time, public health nurses (principally the Victorian Order of Nurses) provided
nursing services in the home. An organized "Home Care Program" was formally introduced
as a component of the public health nursing program in British Columbia. Between 1947
and 1976, a series of provincial government initiatives were undertaken to reduce use of
acute hospital bed days (and the associated costs) by patients with chronic long-term
disabilities. Formal home nursing units were established in several regions along with the
appointment of public health physiotherapists who would teach public health nurses how to
set up and implement community activation programs.

The Hospital Insurance Act (passed in 1948) was expanded to cover persons
receiving medical care in Extended Care facilities. The Act did not include similar funding
support to persons receiving nursing care in community programs. In 1976 the
responsibility for the delivery of home nursing care services was absorbed by the Ministry of
Health. During this same period the "Established Program Funding" was introduced by the
Federal government to replace cost shari.ng for health services. Additional cash grants
targeted for nursing home coverage were also included.

In 1978 the government of British Columbia implemented a Long-Term Care
Program to provide services to clients requiring long-term support. Physiotherapists who
had provided agency based services in a similar manner to the Victorian Order of Nurses
were merged with Home Nursing Care to become the Long Term Care/Home Care (LTC/HC)

program in 1980. Interestingly, in 1982 the Home Care Program name was changed back
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to Home Nursing Care Program to emphasize the main provider of services - nurses - whose
practice had been systematically absorbed into government run programs since World War
Il

The LTC/HC Program was renamed again in 1983 as the Continuing Care Program.
Although the name change emphasized the growing, broad institutional/home support
system, it de-emphasized the central role of nurses who continued to be the main care
providers. The name change additionally signalled the growing institutionally based side of
LTC services. In the 1980’s, there was a proliferation in building of long term facilities.
Not surprisingly, there was a parallel increase in the institutionalization of elderly requiring
continuous supportive nursing services for chronic disabilities (Government of British
Columbia - Ministry of Finance and Corporate Relations, 1991). The growth of institutional
facilities paralleled, if not superseded, the government’s policy direction to establish
standardized home nursing care services to prevent or delay institutionalization.

The original 1950’s policy to decrease acute hospital bed days through the
expansion of government administered community nursing service programs was only
partially successful. Large, expensive hospital-like chronic care institutions continued to be
built in British Columbia. Care of chronically disabled clients, principally the elderly, was
primarily achieved through shifting clients from one total institution to another; from acute
hospital care to chronic hospital care. The mode of care which developed in these
residential facilities was no less hospital-like, standardized and routine than acute hospital
care. Operational procedures in long term facilities perpetuated administrative structures
and care practices originating with the acute care medical model. The facilities both looked
and operated like hospitals and in some instances were called hospitals. "Residents"
retained their patient status and illness and treatments became the organizing principle of
care.

What did change was the amount of funding allocated to residential facilities. Long



term care facilities were funded and staffed at a considerably lower level than hospitals.

In 1990, the Continuing Care Act was passed along with the introduction of service
provider contracts eg the government contracted with residential facilities to provide
chronic care services in accordance with the Act. The Continuing Care Act defines
Continuing Care and provides the Ministry of Health with the authority to:

e Establish certain operating and program standards.

® Intervene in crisis situations.

e Establish a written agreement with each funded service provider.

The Community Care Facility Act (1979; 1989), also administered by the Ministry of
Health, established licensing requirements for the operation of community care facilities
(adult and child care). Specific regulations within this Act detail the requirements for adult
care facilities. The Continuing Care Act (1990) and the Community Care Facility Act
(1979) give the Ministry of Health the legal authority to establish environmental, care and
safety standards for facility based care. The Acts give the Ministry authority over licensing
and funding to long term care facilities. The provisions of the Acts frame caregiving to fit
with standardized nursing care, cleanliness and safety features to be applied across the
board to all community facilities. The standards are meant to protect the public from
unacceptable conditions and practices. Administrators and nursing supervisors are

answerable to provincial authorities for ensuring that the standards are met (Parker, 1992).

Most facilities today are either wings of hospitals converted to chronic care units or
have been built using a hospital model which conform to the Acts. Most facilities (except in
rural areas) are large, functional and impersonal and have been built according to standards
which focus on physical care (Pallen & Young, 1992, p.41).

In summary, a review of the history of LTC suggests that although the Ministry



recognized in the late 1940’s the need to provide more appropriate community based care
for the chronically disabled population, it did so by building large institutions which have
effectively re-institutionalized most of the target population. A rather inflexible set of
options emerged: the choice between institutional or home-based care. In contrast to
Mental Health, LTC did not appear to consider other residential options such as group
homes to meet the environmental and care needs of this population.

Additionally, professional control of practice for nurses (and physiotherapists) was
weakened when the Ministry took control over long term facility and community care
programs. Nurses, once agency based practitioners, became employees of homecare
programs/agencies and chronic care facilities which contracted services with the
government. Care standards, as defined in the service provider contracts, took precedence
over professional influence, experience and discretion in setting care standards. Service
provider contracts, negotiated between facility administrators and the Ministry, were drawn
up in accordance with the Acts. Funding provided by the Ministry was tied to a facility’s
conformity to the contract. Provider contract negotiations did not include professional or
non-professional caregiver representatives. Funding formulas were determined by the
Ministry in consultation with agency administrators. Nurses and care aides had no
representation in the policy process which both organized and funded their work, and a
similar omission occurred with respect to development of Special Care Units. This process
is discussed in some detail in the following section which outlines the policy context in

which Special Care Units have developed.

Present Policy Context

The Continuing Care Division (CCD) has primary responsibility for providing a range

of residential and community based services for handicapped and infirm or frail individuals,
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especially the elderly. The CCD determines policy and acts as both a funding and direct
service agency for all provincial LTC programs. Since 1978, facility and community
services have been planned, coordinated, implemented and funded through this division of
the Ministry.

Continuing Care contracts with (purchases services from) over 600 service agencies
across the province on behalf of eligible clients. These services include homemaker
agencies, adult day care centres, group homes, family care homes, meals on wheels, short

stay assessment and treatment centres and Personal/Intermediate Care facilities.

Organizational Structure

The CCD central office, located in Victoria, provides policy direction to community
LTC program offices in each of the 21 provincial Health Units. (16 Health Units plus 5
Municipal Health Departments of Victoria Capital Regional District, Vancouver, Burnaby,
Richmond and North Shore comprise the 21 provincial Health Units). The office staff in the
16 Health Units are provincial employees whereas staff of the 5 municipal departments are
employed by the municipality.

LTC programs are coordinated and administered by the 21 Health Units (referred to
as "field offices") by a Continuing Care Manager. The 21 Provincial Health Units are
currently organized within 5 Provincial Health Regions - roughly encompassing discrete
geographical areas eg Vancouver Island, the North, Metro Vancouver/Sunshine Coast etc.
Each health region is under the administrative direction of a CCD regional director located in
central office. (A CCD organizational shift in now underway to move the regional director
positions from central office to regional locations.)

Policy and planning originates in central office and programs are delivered by the

health units. The organizational structure is one of centralized policy and decision making
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authority located in Victoria with programs administered through a decentralized structure.

Entry into the System: Client Eligibility

A person is eligible for the LTC program if that person:

¢ is a Canadian citizen, landed immigrant or holds a Minister’s permit approved by
the British Columbia Ministry of Health’s Medical Advisory Committee;

® is 19 years of age or older;

® has a progressive or chronic health condition or health problem which generally
lasts for at least three months.

(Ministry of Health, Continuing Care Division, Service Provider Handbook, 1992).

Persons seeking services at the Personal/Intermediate Care Level must additionally:

¢ have lived in British Columbia continuously for 12 consecutive months
immediately prior to making application for benefits under the program.

(Ministry of Health, Continuing Care Division, Service Provider Handbook, 1992).

Point of Entry into the Long Term Care Program

There is a single point of entry into the LTC Program. A client’s entry into the
Program typically begins with a call to the local Health Unit by any concerned person eg
neighbour, relative, physician etc. A client is referred to a Case Manager (LTC Assessor)
who then contacts the referred client. The LTC Assessors are the gatekeepers of the LTC
Program. Typically their backgrounds are in nursing and social work and they are
responsible for determining the client’s eligibility for benefits under the Program.

The formal application for benefits under the LTC Program is contained within the

Program’s Application and Assessment Form (LTC 1-5). The form is completed following
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the Assessor’s home visit when they evaluate the referred client. It is the Assessor’s job to
determine the need for services and work with each client and/or family (or other relevant
parties) to determine the most appropriate and cost effective services within available
resources. At any time an average caseload for an assessor in an urban area may be as
high as 300 clients (Personal communication with Capital Regional District LTC Assessor,
1993). The goal of the LTC Program is to provide a coordinated plan of supportive services
to ensure that each client continues to receive appropriate care/support as health status and
circumstances change (Ministry of Health, Continuing Care Division, Service Provider
Handbook, 1992). Whenever possible services are provided within the client’s own
community. The initiation of LTC services begins only after the Assessor determines that
personal and family resources are unable to meet health care needs: the program
recognizes the right and responsibility of the individual to remain at home for as long as it is
reasonable, safe and practical to receive health services in the home setting. (Ministry of
Health, Continuing Care Division, Service Provider Handbook, 1992).

The Continuing Care Division establishes the rates paid to individual service
providers for each purchased service such as day care, homemaker, home nursing care,

meals on wheels and eventually, residential services.
Special Care Clients Entry into the Long Term Care System

Cognitively frail elderly, principally those with a dementing illness, may require few
supportive services at the early stages of their illness. Maintaining someone with dementia
at home without supportive services becomes more difficult as the illness progresses.
Variations in the elder’s functioning and behaviour, familial circumstances (economic, social
and cultural) strongly influence the utilization of external supportive services. Unpaid

caregiver perception of need for help, cultural barriers to accessing help, client resistance to
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receiving external help, the type and availability of service desired and cost are all barriers
to timely access to community LTC services (Pittaway, 1992). Each service has a standard
contract limiting the nature, extent, duration and cost of service. These criteria are
determined solely by the LTC Program and any deviation or discretion in program benefits
that falls outside of the standard contract is controlled by the Continuing Care Administrator
in the local Health Unit. Deviation in service contract is unusual, although discretion by
Assessors at the local level is common practice (Personal communication LTC Assessor,
1993).

For families coping with dementia, client reassessment is typical. As the illness
progresses a family’s capacity to cope diminishes as the care requirements intensify. The
Assessor, while adjusting the package of services to reflect changing needs, will usually
reassign the client to a different Care Level. Benefits and extent of services in the
community and facility care is tied to each Care Level.

The documentation process involves completion of a lengthy Application and
Assessment Form (LTC 1 - 5) which is the standardized interviewing tool used by all Case
Managers. The LTC Form was developed in late 1970 and has remained unchanged. The
information gathered on this form provides the documentary evidence of a client’s need for
services within the LTC program. Itis also the evidence used to support the Assessor’s
recommendation to the Continuing Care Administrator concerning eligibility, Level of Care

and the service delivery plan.

Care Levels

Care Levels provide a means for the Program to classify and compare clients by

functional abilities. The five Care Levels range from lighter care requirements through 3

Levels of Intermediate Care to the heavier care requirements of Extended Care. The criteria
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for determining the Level of Care are independent of the client’s place of residence. The
Assessors determine Care Levels by evaluating functional needs they identify on the LTC 1
Form against the Care Level criteria developed by the Ministry of Health. Care Level criteria
was also developed in late 1970. The criteria used in the LTC program include the

following:

Personal Care (PC)

This level of care recognizes the person who is independently mobile with or
without mechanical aids, requires minimal assistance with the activities of daily

living, and requires nonprofessional supervision and/or assistance.

Intermediate Care 1 (IC1)

This level of care recognizes the person who is independently mobile with or
without mechanical aids, requires moderate assistance with the activities of daily

living, and requires daily professional care and/or supervision.

Intermediate Care 2 (IC2)

This level of care recognizes heavier care and/or supervision requiring additional
time. The basic characteristics of this level of care are the same as for Intermediate

Care Level 1.

Intermediate Care 3 (IC3)

This level of care recognizes the psychogeriatric person who has severe behavioral
problems on a continuing basis. However, this level of care may also be used for
persons requiring a heavier level of care involving considerably more staff time than

at the Intermediate Care 2 level but who are not eligible for Extended Care.



15

Extended Care (EC)

This level of care recognizes the person with a severe chronic disability which has
usually produced a functional deficit which requires 24-hour-a-day professional
nursing services and continuing medical supervision, but does not require all the
resources of an acute care hospital. Most persons at this level have a limited
potential for rehabilitation and often require institutional care on a permanent basis.

(Ministry of Health, Long Term Care Program, 1992).

The following provides an example of how Care Levels are tied to service benefits
for Home Support:

Service Benefits for Home Support by Care Level

Level of Care Maximum Hours per month
Personal Care 40

Intermediate Care 1 46

Intermediate Care 2 64

Intermediate Care 3 98

Extended Care 120

In the above example, a client assessed at IC3 (the majority of people with middle
stage Alzheimer’s disease) can receive 98 hours per month (4 days) of Home Support
services in addition to limited Day Care and short term respite placement in a facility.

Community night services are not included in the policy.

Funding Mechanisms for Facility Care

Care Levels are integral to the funding formulas for Intermediate Care Facilities.

Most facilities participate in the LTC Program. Originally, a two tier payment scheme was
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developed for profit and non-profit facilities. Due to rapid inflation, difficulties arose
between the two payment schemes. Now, both profit and non-profit facilities who have
opted to belong to the LTC Program, are reimbursed using a formula based on industry cost
standards. The challenge to the government is to maintain a two sector industry in which
the often competing forces of cost and quality can be both identified and audited. The
current system has attempted to address these dimensions through the following
mechanisms:

e The same reimbursement formula is applied to profit and non-profit

organizations.

* Financial accounting procedures are built into the reimbursement system.

e Quality of care is monitored to ensure an adequate standard is maintained.

e LTC Program’s financial, administrative and quality of care requirements for

facilities will be formalized into a contractual agreement with facilities.
(Ministry of Health, Continuing Care Division, Facility Reimbursement System, 1985).

In addition to per diem costs for each resident in facility care there may be
additional accommodation costs such as equipment and other medical supplies some of
which are paid by the client and some paid by the government.

The greatest single cost to government, in both profit and non-profit facilities, is
reimbursement for staffing costs. Staffing costs for non-profit facilities are based on the
existing Non-profit Staffing Guidelines and the average full time equivalent (FTE) salary of
the particular facility. For-profit facilities belonging to the LTC Program should staff
according to these guidelines but may also charge client fees in excess of the
reimbursement by Care Level. These Staffing Guidelines were developed in tangent with
the 1977 Care Levels and were revised once in 1979. The Staffing Guidelines recommend
the number and type of staff which may be used to maintain care levels in facilities. The

Staffing Guidelines are the primary source of data used to establish yearly budgets for non-
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profit facilities. The Guidelines, based on occupied bed and Care Level of resident
determine the number of staff a facility may use and be paid for.

The funding calculation follows a set mathematical formula to determine FTE’s per
resident. Staffing is directly tied to Care Levels. The number of staff allocated results
from a calculation based on Level of Care X Number of Occupied Beds X a Multiplication
Factor to arrive at the allowed (funded) staff FTE’s. To calculate the actual number of FTE's
in a facility, the Total Number of scheduled hours of work in a given time period is divided
by a 37.5 hour week.

The only way a for-profit facility can make money is by keeping their beds occupied,
cutting expenditures in other areas such as dietary and activity programs and charging

clients large monthly fees.

Special Care Client Entry into Residential Care

A person with progressive functional deterioration and increasingly difficult
behaviours (eg wandering and elopement, incontinence, socially inappropriate sexual and
eating behaviours) will receive 24 hour care at home. The maximum hours allowed for
Home Support - in addition to other services such as day care and respite bed use - is soon
exhausted. The care requirements rapidly exceed policy limits for hours of service and are
currently more expensive than care in an institutional residential setting. The cognitively
frail elder, at this stage, requires constant supervision and daily professional care.
Frequently the person is at risk in the community due to their physical and mental
deterioration.

Within the LTC program there is only one type of residential setting available to
elderly clients with a dementing illness. All residential facilities for this client group are

institutions. These institutions are long term care hospitals called residential care facilities.
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Placement in a LTC facility is considered when caregiver supports are exhausted and
because no alternatives to institutional placement exists for this client group. Final
consideration for residential care is usually reduced to two factors: 1) It is not possible or
appropriate to provide an adequate program of home support services, and 2) the costs of
home support services have become prohibitive. If a LTC Assessor decides a client requires
residential care, the client’s Care Level is determined. This decision is communicated to the
client and the family and/or sponsor and client’s physician.

Moving a client from the community to residential care is based on the Care Level
needed, the family’s preference and the availability of a facility bed. For this client group,
placement on a waitlist for the first available bed is common. Waitlist times vary according
to regional resources and demand. In large urban areas a client may wait for a bed for up to
a year and in very rural areas the wait for a bed in or near the elder’s community may be as
long as two years.

For this type of client, a family’s choice of Long Term Care residential facility
includes:

* Intermediate Care facilities.

Multilevel Care facilities.

Licensed Private hospitals.

Extended Care facilities.

Extended Care facilities are administered under Hospital Programs not LTC.
Group homes, Personal Care residences and Family Care Homes, also administered by the
LTC Program, do not accept cognitively impaired elderly clients. Intermediate Care (IC)
facilities are used most frequently for these clients. IC facilities are designed to care for
clients assessed at the Intermediate Care Levels 2 and 3. Clients assessed at the heavier
Extended Care Level (EC) may reside in these facilities but most IC facilities refuse EC

clients.
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Once institutionalized in an IC facility, a demented resident’s capacity to function
independently will decline as the disease progresses. This decline frequently necessitates
reassessing the client from IC to EC Level. The change in health and functioning often
means the client is physically moved from an IC facility to an EC facility. The logic of this
policy can only be explained in terms of program design and administrative control.
Extended Care is still under the funding and administrative umbrella of Hospital Programs
whereas clients, in the most frail stage of life, are required to move because the
organizational structure in the Ministry separates Extended Care from other LTC Programs.

In early 1990, the Ministry initiated a policy shift to integrate IC and EC clients
within one residential facility. These facilities are called Multilevel Care (Ministry of Health,
Facilities Planning and Construction, 1992). Clients admitted to these facilities are not

required to physically move because their functional health has deteriorated.

Multilevel Care

Multilevel Care (ML) is the new policy model for residential care facilities. The
explicit objective of Multilevel Care is to minimize transfer trauma for the resident enabling
them to age in place and reduce/eliminate the administrative layer and costs associated with
transfers. Multilevel facilities have mixed Care Levels, although within the facilities clients
are usually segregated according to level and care requirements. (It should be noted that
Extended Care clients living in ML facilities continue to be funded through Hospital
Programs, while ML facilities are administered and funded through the LTC Program.)

All new Long Term Care residential facilities are now built according to ML Design
Guidelines and Standards (1992). For the most part, these continue to be large, hospital
like institutions. Facilities requesting funding for upgrading and renovations must attempt

to incorporate, wherever possible, ML Care Design Guidelines.
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Current government thinking about Special Care clients, and the residential
environments they require, are reflected in the ML Guidelines. The Guidelines outline
primarily environmental recommendations related to: resident behaviours, environmental
design, separation/integration, size of units, overall space requirements - room size,
walking/wandering area, dining/activity, bathing, storage, staff area, corridors and loops,
outside wandering area - way finding cues, acoustics, lighting, flooring and other sources to

minimize extraneous stimuli, and alarm devices on exits.

Special Care Unit Guidelines

The Multilevel Care Guidelines (1992) were the first government policy initiative
directed toward the Special Care client population. In July 1992, the Continuing Care
Division developed a "Special Care Unit Resource Manual for Facility Caregivers" (1992).
The manual was developed principally by a CCD Program Analyst, a Psychogeriatric
Psychiatrist, and the Unit Manager of a well established Special Care Unit in an Intermediate
Care facility. The Resource Manual ("Draft for Discussion”) was intended to provide policy
and program guidance to facilities currently providing or planning to provide a Special Care
component for cognitively impaired elderly. The Resource Manual was sent to all the Health
Units in the province to be distributed to target facilities. The Resource Manual for Special
Care Units (1992) was written in the absence of knowledge of Special Care Units currently
operating or planned. The Resource Manual was distributed prior to the Special Care Unit
Survey which will be discussed in a subsequent section. Thus, without the benefit of data
about operating SCU’s, policy direction emerged from CCD central office. Direct care staff,
families, agencies, professional organizations, unions and other key stakeholders were not
consulted in the development of the Resource Manual. The Ministry took the initiative to:

* identify the target population,
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e provide a definition of a Special Care Unit,

provide recommended functions of an SCU,
e determine guidelines for admission and discharge criteria and process,
e outline considerations for staff coverage,
e provide guidelines for training and education of SCU staff,
e provide guidelines for unit design and construction planning,
e recommend SCU activity/therapy program principles,

e suggest the role of Mental Health services in relation to Special Care.

Parallel Policy Initiatives

Special Care is being shaped by other policy initiatives in addition to the ML
Guidelines and the Special Care Resource Manual. The reintegration of elderly psychiatric
clients from Riverview Hospital into the community has coincidentally paralleled the ML
Guidelines and Resource Manual. Riverview is the largest psychiatric hospital in the
province, resourced and funded under Hospital Programs. Many of the elderly Riverview
patients differ markedly from dementia clients. Many elderly Riverview clients have long
term psychiatric histories and often difficult and sometimes dangerous behaviours. Acute
episodic symptoms are commonly associated with their illnesses. Additionally, many of the
elderly with chronic mental illnesses are now experiencing increasing somatic health
problems as they age. Most of the Riverview clients have lived for years in a controlled
hospital milieu, with their care provided by specially trained psychiatric staff.

The current Riverview initiative involves placing patients requiring 24 hour security
and professional supervision in LTC facilities. The complexity of care required by elderly
chronic psychiatric clients is significant - as is the associated cost. The cost of maintaining

a patient at Riverview is much more expensive than funding the same patient in a LTC
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facility. The Special Care Unit Resource Manual ("Draft for Discussion") specifies that
psychiatric clients are to be part of the Special Care population. The Special Care Resource
Manual (1992) states that, "clients with a chronic psychiatric disorder ARE eligible.
However, SCU’s are NOT intended for those individuals whose unmanageable behaviour is
attributable to an acute exacerbation of a psychiatric disorder" (p.3).

Riverview Hospital, in order to curb health care costs, is downloading its
psychogeriatric population to community LTC facilities. There are no other secure,
residential environments to accommodate the psychogeriatric group being discharged from
Riverview. Mental Health Group Homes do not accept psychogeriatric clients, although no
formal policy could be found to explain this practice. Already, over 100 Riverview clients

have been transinstitutionalized into Long Term Care facilities across the province.

Special Care Unit Survey

The final government Special Care policy initiative was to develop a survey of all

existing and planned Special Care Units in the Province. The explicit intention of the survey

was to:

Identify one or more units as resources within each Health Unit/Department.

® Determine useful admission discharge criteria.

Establish therapeutic environment and programming guidelines.

Establish rational and equitable funding for service providers.
(Ministry of Health, Special Care Unit Survey, 1992).

The survey was developed by central office staff and distributed to the 21 Health
Units in the province. The 14 page survey instrument was not piloted and was distributed
after the Special Care Unit Guidelines were developed. Health Unit Managers were asked to

complete the survey (in consultation with their staff and service providers) for all existing
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and planned Special Care Units. The survey was not distributed to Special Care Unit front
line staff. The survey results were analyzed and compiled in Spring 1993.

In summary, the ML Guidelines, the Special Care Resource Manual, the Riverview
downloading and the Special Care Unit Survey are shaping policy for Special Care. The
shaping process has taken place with no evident coordination, strategic planning or broad
consultation with key stakeholders.

Special Care Units in B.C. began as a practice response to a complex and difficult
care situation involving increasing numbers of elderly clients with dementia. However, there
is no available evidence to suggest that knowledge and experience of front-line caregivers
informed any of the government initiatives. Front-line Special Care staff have been
systematically excluded from each step in the policy process. The policy vacuum is slowly
being filled from the top-down. The government is poised to finalize a policy framework for
this complex area of facility based care without benefit of the experience, knowledge and

concerns of nursing staff working in Special Care.
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CHAPTER TWO

REVIEW OF THE LITERATURE

The following review of the literature is organized according to major themes and
trends identified with Special Care Units. The literature broadly focused on four key
elements: person-environment congruence, physical/environmental features and
adaptations, policy context/administrative organization and staffing issues.

Person-environment congruence is the degree of fit between the SCU care
environment with the needs and characteristics of the residents and with the practice
concerns of staff (Lawton, 1970). The concept is significant in that it captures the intent
of Special Care Units to develop a care environment which meets the needs of cognitively
impaired residents.

Physical/environmental features and adaptations are those design elements which
have developed in Special Care Units which are associated with or impact upon person-
environment congruence. Much of the Special Care literature is devoted to studies and
discussion of environmental design features.

Studies of policy context/administrative organization focus on the relationship
between the policy environment and the development of Special Care Units. To date this
has been the weakest area of research.

Staffing issues broadly cover all aspects of staffing: training/education, deployment
and numbers, and workload/working conditions associated with Special Care. The literature
did offer prescriptive suggestions in regard to staffing issues but no studies were uncovered
which were informed by practitioner experience and knowledge.

As Kane and Kane (1987) have noted a residential home is not a single program but

a setting for a package of services. Special Care Units are a subsetting of the larger facility
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community. The key features and nature of Special Care services are emerging but not well
understood. The eclectic nature of the research and the predominance of opinion pieces
characterize the uncertain nature of these specialized therapeutic programs.

In broad terms, the available Special Care literature is divided between
environmental and program elements, with the vast majority of studies speaking to the
American experience. Of particular concern is research which addresses both the Canadian
or provincial experience and which focused on the relationship between the larger policy
environment and the development of Special Care Units. Additionally, studies were sought
which captured front-line practitioner knowledge and experience. As the literature review
indicates, there is a paucity of Canadian publications and an absence of studies or opinion
pieces dedicated to identification and analysis of the larger policy environment, practitioner
experience or the linkages between the two.

Key features and characteristics of Special Care Units identified in the literature
were useful in developing some of the interview questions. The gap in the literature, in
terms of policy environment and practitioner perspective, guided the development of other
interview questions. The literature provides a backdrop against which the results and

analysis of this study may be discussed.

Person-Environment Congruence

Previous research has established that the environment is a critical factor affecting
the elderly individual’s behaviour and sense of well being. Nehrke, Turner, Cohen,
Whitbourne, Morganti and Hulicka (1981) reported on the development and testing of the
Environmental Perception, Preference and Importance Scale (EPPIS) designed to measure
person-environment (p-e) congruence, psychological well-being and adjustment of the

elderly in long-term care facilities. The study demonstrated that the impact of the
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environment could be empirically measured by this tool. The results could be used to
enhance and alter critical environmental factors affecting p-e congruence. A weakness of
the study was the exclusion of the cognitively impaired elderly in the sampling frame.
Further studies are needed to develop tools to measure p-e congruence with the cognitively
impaired elderly.

Cohen, Lyman and Pynoos (1991) described a two year project involving the
development of training materials for staff in adult day care centres. The aim of the study
was to increase awareness of the effect of the physical environment on persons with
Alzheimer’s disease and related disorders. Three major areas of the physical environment
were included in the training: 1) environmental cues to promote recall, 2) safety and
accessibility and, 3) surveillance and wandering. Through pre and post-test evaluation, the
findings indicated that awareness of the effect of the environment on persons with
Alzheimer’s was significantly increased in all staff participants. Significant reduction in staff
stress and improved functioning of the elderly (based on staff perceptions) following the
educational intervention was demonstrated.

Randall, Burkhardt and Kutcher (1990) examined program considerations for the
design of exterior space for Alzheimer’s elderly in facilities. Design schemes were outlined
based on the cognitive and behavioral symptoms manifested with the disease. The study
presented various concepts and suggestions for creating outdoor activity and garden space
for this population (ie looped wandering paths to decrease necessity for directional decision
making, minimal shadow areas to decrease perceptual distortion, use of non-toxic and
edible plants). Architectural modifications suggested by the authors were designed to be
responsive to the lack of adaptability of these elders to their environment. The authors
suggest that many of the behavioral problems seen with Alzheimer’s elderly are
environmentally induced. Consequently, physical environmental modifications were

conceptualized as a source of therapeutic treatment. Moos, Gauvain, Lemke, Max and
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Mehren (1979) reported on the concept and assessment of social climate in sheltered care
settings. The Multiphasic Environmental Assessment Procedure (MEAP) was developed to
evaluate sheltered care settings for the elderly using four approaches: 1) physical and
architectural features, 2) policies and procedures, 3) the human aggregate (characteristics
of residents and staff) and, 4) social climate. The theoretical basis of the MEAP assumes
that environments have unique "personalities" that can regulate and direct behaviour. The
authors build on a theory developed by Murray (1938). The theory suggests that social
climate is created by the dual interaction between personal needs and the demands or press
of the environment. The MEAP appears to be sensitive to certain aspects of nursing home
environments which are not assessed by the type of data usually collected on organizational
policies, staffing, resident characteristics etc.

Smith and Whitbourne (1990) reported their research testing the validity of the
Sheltered Care Environment Scale (SCES), which is the section of the MEAP scale designed
to measure social climate. The SCES and a parallel open-ended interview were administered
to 25 non-cognitively impaired residents of a long term care facility. A multi-method/multi-
trait validity matrix was generated which contained intercorrelations among the seven SCES
subscales and the interview ratings. Lack of validity for three of the SCES subscales was
revealed. The research suggested that the SCES subscales were not sufficiently sensitive
to measure major aspects of the environmental factors they are purported to measure.
Although a small sample size was used the findings were significant because the SCES has
become a popular tool to assess the quality of nursing home settings.

Moos and Igra (1980) examined the relation between the social environments of
sheltered care settings to the type of setting and three other aspects of environmental
domains: 1) physical and architectural features, 2) organizational policy and programs and,
3) aggregate resident and staff characteristics. Data from 90 sheltered care settings was

collected as representative examples of the three environmental aspects. Through multiple



28

regression analysis the findings indicated that focusing on several domains of environmental
variables in evaluation of sheltered care settings is most effective. The study further
demonstrated that those factors most salient to the formation of social environments in
sheltered care settings were policy and architectural features.

Lemke and Moos (1987) reported on data gathered from 244 nursing home facilities
representing a variety of residential settings. The Sheltered Care Environment Scale (SCES)
(one of four of the Multiphasic Assessment and Environment tool) was used to assess the
social climate in congregate residential settings for the elderly. The sample population
excluded the cognitively impaired elderly. The SCES was found to reflect actual and agreed
upon qualities of a setting not just characteristics of the respondent. The SCES was found
to contribute unique information about these residences by tapping into the common
perceptions of a setting held by participants. Significantly, the SCES was found to be
useful to contrast the views between residents and staff in a facility. The results of the
SCES can be depicted graphically to examine the social environmental factors related to
resident well-being and functioning and how residents’ families perceive a setting. In this
respect, the SCES appears to be a useful measure (with staff acting as surrogate
informants) for the cognitively impaired who are unable to self-report.

Sommer (1970) contends that it is necessary to teach people how to design and
alter care environments to promote human relations as well as serve the goals of the
organization. He suggests that opinions of residents, staff and families must be solicited
prior to design, building or alteration of a residential environment. Based on his experience
in designing care environments he contends that therapy, comfort, privacy, interaction,
ambience need not be dismissed by overriding concerns with efficiency, maintenance and
economy. He found in his study that institutions frequently arrange the environment to
express administrative and service provision which, in turn, appears to control the social

relations of residents.
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Lawton (1970) suggests that the elderly are particularly sensitive to environmental
variation. He hypothesized that with diminishing competence an elderly person is more
susceptible to the effects and constraints of their environment. This susceptibility is due to
their diminished capacity to adapt and respond to the environment. Because almost every
policy, program or service for older people involves an environmental factor, he suggested
the need to make these factors explicit in formative and impact evaluations. Citing previous
empirical studies he concludes that when older people have a variety of environmental
alternatives to choose from they tend to match their own competence with the appropriate
environmental resources. He hypothesizes that limited or unavailable environmental
resources can contribute to the docility and deterioration seen in many older persons

residing in institutions.

Physical and Environmental Features

Much of the literature on Special Care Units emphasizes the importance of the
physical environment in relation to behaviours of demented residents. Most of the literature
is descriptive and speculative based on observation and of practitioners and administrators
working with the demented elderly. No controlled studies reporting the effects of isolated
environmental features on the functioning of the elderly with dementia have been reported.
The methodological difficulties of isolating and testing the effects of only environmental
features within a therapeutic environment is cited repeatedly in the literature.

Ohta and Ohta (1988) in a descriptive, exploratory study to identify and describe a
range of variables in Special Care Units emphasized that a diversity of environmental
features were evident in the units they studied. The size of unit was considered significant.
Smaller units (around 10-12 residents) appeared to promote improved socialization and

spatial orientation of residents and created a more "home-like" setting according to
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observations reported by staff. This view is supported in descriptive articles and studies by
Coons (1991), Mace (1991), Gold et al. (1991). A "homelike" environment is one that
resembles in as many ways as possible, the environment in which the person lived before
the onset of the disease (Calkins, 1988).

In a 1992 statewide study of 203 long-term care facilities in Nebraska, which
included both urban and rural settings, Sand, Yeaworth and McCabe found the average size
of SCU was 19.5 beds. According to Berg et al. (1991) in a descriptive study of published
material and visits to five SCU’s the average SCU contained approximately 30 beds, despite
the recommendation of many studies indicating a smaller size for dementia units. The
reality of 30 beds appears to be at variance with the recommended size.

Type of room is frequently reported in the existing SCU literature. However, rare
among special units is the private room. Most units utilize shared rooms based on
economic rather than therapeutic considerations (Ohta & Ohta, 1988; Berg et al., 1991,
Mace, 1989). These findings underline the importance of exploring the policy and funding
context in which dementia units develop. Therapeutic and regulatory goals frequently

conflict according to these authors.

Special Environmental Adaptations

Most of the descriptive and exploratory literature on SCU’s discussed the
environment as a therapeutic aid rather than a neutral entity (Berg et al., 1991; Coons,
1991; Mace, 1989, Coons & Weaverdyck, 1986; Peppard, 1986; Hyde, 1989). Physical
adaptations such as colour coding, camouflaging of elevators and exits, labelling familiar
pictures, large lettered signs and outside wandering space were observed across diverse
programs (Schultz, 1987; Ohta & Ohta, 1988; Coons, 1991; Mace, 1989). Grossman,

Weiner, Salamon and Burros (1986) explored and described how a home for the aged
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developed an SCU and its potential applicability to provide appropriate care for demented
elderly in other settings. They reported on various physical adaptations including colour
coding of doors and hallways, pictures and signs, and labelling they believed to be useful to
assist residents’ wayfinding.

Sand, Yeaworth and McCabe (1992), noted in their descriptive study of SCU
environments, that labels, colour cues, pictures and signs for communication problems were
common across the sites studied. Ohta & Ohta (1988), describing salient SCU features,
reported on the unique environmental features ranging from simple security measures to
elaborate decoration in pastel colours, sound absorbent material, non-glare floor to diminish
visual distortion; names, photographs and biography of each resident adjacent to their
doorway. Weiner & Reingold (1989) in a survey study of 42 U.S facilities, noted that in the
majority of environmental modifications (N =26), the largest number were for increased
security and visual access, orientation and wayfinding, modification of communal space and
noise control. Cluff (1990), an architect specializing in design for dementia care, described
the dilemma and challenge of environmental design for the cognitively impaired. She noted
design elements cannot rely on residents’ learning and mastery of a particular setting or
situation. Lighting, use of colour, diverse orientation cues were emphasized as well as
wandering space. Hyde (1989) reporting on a tour of eight Alzheimer’s facilities in eastern
Massachusetts and on information gained from interviews with administrators and staff,
noted that the use of pictures, colour, word labelling as wayfinding cues and reduction in

auditory stimuli were frequently used environmental modifications.

Policy Context/Administrative Organization

Few studies have dealt with the relationship between policy context/administrative

organization and the development of SCU’s, and the studies are largely based on the U.S.
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experience. As noted by Ronch (1986), there is asynchrony between the care needs of the
demented in American long-term care facilities and the policy structures and the resource
allocation paradigm currently in place. American nursing homes are run for profit, thus
pitting the needs of residents against market forces. As Diamond (1991) described,
American nursing homes are an industry in which the human requirements of the residents
become secondary to profit margins. Berg et al.(1991) in an article on SCU definitional
issues, noted that existing units vary in almost every respect including philosophy, design,
staffing, staff training and ratios, activity programs and treatment practices. Standards, if
they exist at all, vary from state to state. Free market forces, reimbursement and payer mix
play a significant role in the development and economics of operating an SCU (Koff, 1986;
Kane, 1987; Berg et al., 1991; Cameron et al., 1987).

Gold et al. (1991) and Rabins (1986) note the associated higher costs of providing
care over increasingly longer periods of time will influence policy and regulatory decisions
which may conflict with therapeutic aims of caregivers.

Maslow and Mace (1991) reported on public policy issues relating to provision of
dementia care. They cited the impact of free-market forces on a for profit industry (eg
American nursing homes) and fragmentation of funding as critical factors affecting the
development and quality of dementia units. These observations reflect that in the U.S.,
funding for health services in Long-term care is tied to poverty.

Coons (1991) noted that governmental regulations and funding schemes are often in
direct conflict with the best current thinking about quality dementia care. Coons (1991)
additionally noted in a separate source that regulations frequently ignore the fact that the
goal in nursing homes is not cure and that inflexible and restrictive acute care settings have
fostered the development of inappropriate regulations for long-term care facilities. Kane and
Kane (1982) in an analysis of the American long-term care system noted that developing

criteria to define and measure quality of life is exceedingly difficult. Regulatory measures, it
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was noted, discourage innovation and risk taking in approaches to care.

Staffing Issues

Staffing issues (selection, training, organization of work, staff to resident ratios,
working conditions) was a topic central to many studies and descriptive essays on Special
Care Units.

Coons (1991) in an analysis of quality of care in dementia units noted that low pay
scale and the inadequacy of staff training programs is incongruent with the expectation of
developing specialization in dementia care. The work of staff (notably nursing aides) is
usually strenuous and tedious and the job is exhausting. Ronch (1986) in describing
approaches to care of elders with dementia noted that staff who are trained, supervised and
supported in a way to encourage residents’ autonomy will reinforce their own autonomy
and creativity. Gold et al. (1991), after rating 55 nursing homes in five states created a
typology of rated care settings. Using grounded theory approach in combination with
quantitative data, they developed a coding system to reach consensus about a range of
variables in SCU’s. The researchers found the "ideal type" of SCU expresses genuine
concern for staff, staff is well trained and staff to resident ratio is high. Staff autonomy
and flexibility in decision making is strongly supported on "ideal" units.

Berg et al. (1991) describing definitional issues of SCU’s noted that key indicators
using staff as the unit of analysis would include training, experience, attitudes, continuing
education, numbers and deployment. They omitted mentioning pay scale as did most
authors discussing staff issues. Sand, Yeaworth and McCabe (1992) in a sample of 203
Nebraska nursing homes identified that staffing and staff training were crucial if a program
were to be identified as special. However, it was concluded that in units which offered

specialized dementia care staff education and training was not in keeping with the demands
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of the work.

Robinson and Spenser (1991) in an article on reducing staff burn-out noted that
working with people with dementia is exceedingly fatiguing and stressful both physically
and emotionally. Kane and Kane (1982) in an analysis of long-term care facilities noted the
high rate of stress and staff turnover in nursing homes and that the vast majority of staff
were care aides. Weaverdyck and Coons (1988), in a case study of one specialized
dementia program, noted that specific, well trained and supported staff helps to produce a
familiar and consistent environment. This can improve staff morale through producing
closer relationships with staff and residents and help to form a knowledgeable, cohesive
team.

Weiner and Reingold (1989), in their survey of 42 U.S. facilities, reported that
staffing level was related to reported severity of patient condition. Additionally, flexibility
and autonomy in work was mentioned by respondents as critical for job satisfaction.
Schultz (1987) emphasized, in an overview analysis of program and design considerations
of SCU'’s, that there is a desperate need for personal care assistants to work with the
demented elderly. Creative scheduling and the importance of a staff dedicated to the unit
was stressed. Ohta and Ohta (1988) discussing critical features and dimensions of SCU’s
noted that in the published reports and in the five sites the authors visited staff-patient
ratios varied greatly. The implications for staff stress should be apparent. Units with high
staff-patient ratio reported no staff stress and turnover. Consistency of staff (dedicated to
the unit) varied greatly across settings.

Benson et al (1987) in pre and post test design study (where residents were
assessed at admission, at six months and twelve months on the unit) noted that prior to
establishing a specialized unit staff must receive special training to effectively deal with the

unique problems of this population and to foster high staff morale.
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SUMMARY OF THE LITERATURE

Environmental factors which impact on the behaviour, well-being and functioning of
the elderly in formal care settings have been the focus of many studies undertaken by social
and environmental psychologists. The rich theoretical and research base suggests that the
elderly are particularly sensitive to environmental influences. Diminishing physical and
psychological capacity in an older person suggests that they are more susceptible to
environmental influences which can adversely affect well-being and functioning. This
assertion has stimulated much research to develop tools to empirically measure the impact
of the environment on the elderly individual. The results of these measures can then be
used to make recommendations for change thereby enhancing the quality of life for these
people. Most of these environmental measurement tools have established their validity and
reliability as measures of person-environment congruence. Some research has indicated
that further refinement of these tools is warranted. The testing and refinement of these
tools has demonstrated that the environment should be viewed using multiple indicators or
domains. This suggestion is congruent with another theoretical approach which suggests
that residential environments are social systems in which alteration in one domain affects
the others. Although the cognitively impaired elderly were excluded from all study
samples, it has been demonstrated that staff, administrators and families can be used as
surrogate respondents (speaking on behalf of the elder with dementia) in measuring person-
environment congruence.

Educational programs designed to increase staff understanding of environmental
influences on the cognitively impaired has been reported to be an effective measure to
improve well-being and adjustment for this population. Architectural and design
considerations for the Alzheimer’s elderly illustrate a growing body of research concerned

with matching components of the physical environment to the behavioral manifestations of
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this illness.

The literature on SCU's ranged from modified "case study" (where a particular unit
was described in terms of the environmental components and program characteristics),
exploratory and descriptive articles (based on available literature of SCU’s), survey studies
(of a limited sample of SCU’s) using limited environmental indicators, a combination of
survey, on-site descriptions and analysis of available literature. It is noteworthy that few
studies have been undertaken to evaluate impact of environmental and program variables on
demented residents’ actual functioning and behaviours.

The literature indicates that environmental adaptations invariably parallel changes in
therapeutic programs and staff approaches to care of demented elders. The convergence of
many program features to create a therapeutic environment across diverse settings
suggests that the design of evaluative and impact studies on resident functioning need to
be multi-dimensional to capture the context, both the processes and effects of an entire
social culture created for those with dementia. This contextual approach suggests other
methods such as ethnography, grounded theory and case study may be more appropriate to
gain a holistic, contextual understanding of Special Care Units and their benefits to
residents, staff and families. Controlled studies which attempt to isolate and measure the
effects of single or very limited variables appear inappropriate to the study of dementia
units. Alternate approaches would also include experience of front-line staff, analysis of the
policy environment and the relationships between policy structures and organization and
development of dementia care. Few studies have undertaken an analysis of the relationship
between the larger policy context and the development of SCU environments and programs.
Yet, the variety of design and program modifications reported on SCU’s have developed in
specific policy contexts and from practice-based knowledge of the cognitive and behavioral
changes associated with a dementing illness. Few studies, however, focused on the policy

issues or the experiential accounts of caregivers working in these environments. Key
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features and characteristics of SCU’s were researched by a variety of methods but policy
issues and practitioner perspectives were marginalized. There is, in effect, an interesting
gap in the literature. While SCU’s are reported to be a practice-based response to the
problem of caring for the elderly with dementia, the knowledge of direct caregivers is not
visible in the research about SCU’s. And, the policy forces impacting on practitioners
working in SCU’s has not been explored. Although practice-based knowledge has inspired
the development of SCU’s a policy vacuum nonetheless exists. Elmore (1979) and Berman
(1984) have noted, in other areas of policy design, that practice "wisdom" frequently does
not find its way back to inform policy. The Special Care literature indicates that nursing
practice "wisdom" is not finding its way back to inform policy in specialized dementia care.
Both practitioner knowledge and the influence of the policy context on SCU’s has been,
based on the available literature, short changed.

The diversity of programs and services offered for the elderly with dementia does
occur within differing policy contexts. The array of services reported across diverse
settings under the name "specialized dementia care" reflects, based on the American
literature, both free-market forces and lack of guidelines about what constitutes effective
and quality care for this population of elderly. This literature, however, speaks primarily to
the American "health care" system. In particular, resource allocation and funding
mechanisms tied to payment schemes originating with the medical model rather than
current thinking about dementia care, appear to powerfully influence the development and
diversity of SCU’s in the United States. No similar analyses have been done relative to the
Canadian experience. Standards of care, if they exist at all, do not appear to guarantee
quality but rather the capacity to provide quality care. Current funding and resource
allocation schemes in the American system inhibit creativity and flexibility in approaches to
care. Again, few studies concerning funding and resource allocation included front-line

perspectives and an analysis of how these economic policies actually impact on practice.
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Many sources reported that staff working in dementia units should possess an
understanding and appreciation of the uniqueness of the illness, its progression, and the
profound effect it can have on the patient, the family, and other caregivers. To achieve this
level of sensitivity the literature emphasized that personnel should have the ongoing
opportunity to participate in educational programs. Interestingly, while many studies
emphasized the importance of education for staff, none explored the connection between
policy and the priority given to and availability of quality educational opportunities for staff.

Much of the research indicated that staff to resident ratios must be high for staff to
implement care approaches appropriate for those with dementia. Few studies indicated that
staff require substantial administrative support and funding to enable autonomy and
flexibility in approaches to care. The availability of resources which accompany this aim
were, according to my review of the literature, taken for granted.

Most authors agreed that staff should be dedicated to the unit and not "pulled" to
staff other areas of the facility - but again few studies explored the funding implications
(and profit loss in proprietary facilities) associated with this goal. Wages, the literature
suggested, must be significantly improved to attract motivated and qualified staff - an
objective with significant policy implications.

Overall, the literature suggests that along with environmental modifications,
caregivers are the critical link to enable person-environment congruence between the elderly
and their environment. Caregivers must be well trained, flexible and creative in their
approaches to care. However, the literature does not even raise the issue of the practice
wisdom of practitioners and their contributions to policy.

Finally, the caregivers of interest in dementia care, without exception, were
presented as genderless and faceless entities in spite of the fact that the overwhelming
majority of caregivers in LTC are women. However, the policy (and social) implications of a

primarily female workforce were not mentioned in the literature.
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CHAPTER THREE

METHODOLOGY

Introduction

This chapter presents an overview of the research design and methods used in the
study. A flexible research design was developed which incorporates both qualitative and
policy oriented methods and is congruent with the research purpose.

Research Problem

The problem addressed by this study is that the knowledge and experience of staff
working in Special Care Units has received little attention. Although Special Care Units
started as a practitioner response to an increasingly complex care problem, practitioner
experience is not being utilized by researchers or policy makers. Special Care programs and
policy issues impacting on the development of Special Care have not been identified in the

Canadian long-term care literature.

Research Purpose and Questions

The research purpose, as Patton (1990) notes, is the controlling force in research.
Decisions about design, methods and analysis have been shaped by the purpose of this
study.

The purpose of this research is to: 1) provide information about Special Care Units
from the standpoint/experience of nurses, 2) describe the interface between the nurses’
knowledge/experience and the larger policy context and, 3) suggest the policy implications
for Special Care arising from practitioner knowledge.

There is an explicit policy purpose to this research. That is, the intent of this study

is not only to describe the key features and characteristics of Special Care Units but to seek
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knowledge for social change. Practical application rather than theory development have
guided the approach to this study. The research problem indicates that the knowledge of
experienced Special Care nurses has received little attention. A social change perspective
supports the inclusion of practitioner experience in the research and policy process.
Therefore, the research questions are:

1s What are the key features and characteristics of Special Care Units identified by
Special Care nurses?

2. What are the congruencies and incongruencies between the nurses’ knowledge and
experience and the larger policy context?

3. What are the policy implications for Special Care Units suggested by the data?

Research Perspective

Special Care Units are an emerging area of care and a new area of gerontological
investigation. No theoretical frameworks related to Special Care research have been
developed. Therefore, a research perspective was developed to guide both data selection
and analysis (Miles & Huberman, 1984).

The research perspective consists of two concepts. The first concept is standpoint.
Standpoint is a term used to denote the position or location of a person viewing a particular
phenomenon (Smith, 1990). Standpoint speaks to the location from which a viewer sees
the world. A person’s account of the world is tied to the context in which and from which
they view the world. A viewer is always located somewhere. Seeing or knowing about
something is grounded, situated in a local reality (Smith, 1990). The reality or context in
which someone is situated influences both what is known and how it is known. As noted
by Miles and Huberman (1984) qualitative research is usually focused on the words and
actions of people that occur in a specific context. Standpoint provides a conceptual tool to

focus the research on practitioner experience and the context of that experience. Nurses’
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standpoint, their experience and knowledge, is central to the study. To address the purpose
of the study the standpoint of front-line nurses is examined within a two tier context: the
larger policy context and the specific context of each individual Special Care Unit.

The second concept is the policy/practice interface. Special Care Units have
developed from the interface between resident needs, the Special Care environment, the
practice of nurses and the policy context in which each of these elements are situated. A
dynamic interface is created when these elements come together. Policy/practice interface
is defined as the quality of fit between these elements. The quality of fit is identified as
either junctures or disjunctures. Junctures are derived from data suggesting reasonable
congruence or harmony between all or some of these elements and disjunctures are created
when there is a lack of congruence or disharmony between all or some of these elements.

Taken together, standpoint and the policy/practice interface helps focus the

research on the experience of practitioners and the context of their practice.

Research Design

Chapter Two provides an overview of the background to the study, scope of the
problem, and the policy context surrounding Special Care. The literature review indicates
what is known and not known about Special Care. The critical missing piece is attention to
and inclusion of practitioner knowledge/experience of Special Care and the interface
between practitioner knowledge and the larger policy context. Different methods have been
combined to provide these pieces of the Special Care picture.

The research purpose and questions indicate the need for a flexible research design.
As Patton (1990) notes, "design flexibility stems from the open-ended nature of qualitative
enquiry as well as pragmatic considerations...the point is to do what makes sense" (p.62).

What makes sense in terms of design for this study is a mixed method approach. A

mixed method approach is typical of policy oriented research and is supported by Bulmer
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(1986), Patton (1990), and Miles and Huberman (1984). As Putt and Springer (1989) note
"the pluralistic nature of public policy requires a pluralistic research approach. Policy
research must accomodate multiple perspectives on issues, and this has implications for the
organization and conduct of policy research" (p.2).

There are two main sources of data used for this study. The first source is semi-
structured interviews with front-line Special Care nurses. The second source is Ministry of
Health policy documents supplemented, wherever possible, with informal interviews with
CCD central office staff. A research design incorporating both descriptive and interpretive
methods was developed to establish linkages between macro-policy forces (policy context)
and the everyday practice of Special Care nurses. This study, therefore, uses an
interpretive policy oriented design.

Interpretive policy oriented research differs from deductive positivist methodologies.
First, the researcher is an active participant in a research process whereby knowledge is
created rather than dis<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>