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Dedication 

For Mom and Dad. 



As the number of those with Alzheimer3 Discase rises and the associateci costs 

of care escalate. the need for quaiity caregiver educational programs and materials has 

becomc aucial. Carrgivers, as adult leamas, requirc md descrve Icaming materials 

appropriate for theu nccb and abiiitia. Fa the most piit ciman e d d o d  materials 

have ignoreci these needs. The purpose of this sndy was twofold: to âetennine what 

content and teaching-leaming pmcesss would k most appropriate in educational 

piograms for cacegivers of those with Alzheimer's Disease; and to develop an educational 

program that would take into account adult learning p ~ c i p l e s  and caregiver strengths 

and abilities- 

ïhe study was initiateci by a needs assessment to ktta detemine spxific 

caregiver concmis and ôy an analysis of existing AIzheimer's curricuia The needs 

assessment twk the form of a survey of administrators of long term care facilities in 

New Brunswick. The results of this assessrnent substantiated the need for training 

materiais and helped to d l i s h  the parameters within which a training curriculum could 

be created. 

î h c  curriculum was targctcd at a cafeBivm working in a long-tcrm carc with littlc 

direct education about Alzheimer's Disease. The curriculum was designeci to k basic. 

practical, and usefiil; consists of twelve hours of training to k delivered as four three- 

hour moduies. ïhe  curriculum was validateci by thrre lcnowledgeable educators and was 

. revised on the basis of their recommendations. 
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Chapter One 

Introduction to the Study 

1.1 Introduction 

Alzheimer's Disease is a progressive, degenerative brain disease that generally 

occurs later in life. and that can take h m  two to twenty years to inevitably result in 

death. Although initially innocuous and insidious, the disease progresses throughout the 

brain killing millions of brais cells and leaving victims helpless to care for themselves. 

First diagnosed in 1907 by Alois Alzheimer while performing a brain autopsy on a 56- 

year-old woman, Alzheimer's Disease today is the most common form of dementia found 

in older persons. It is the third most common cause of death, by disease, among the 

elderly, after cardio-vascuiar disease and cancer (Khalsa & Smith, 1997). 

Based on studies fiom developed and developing nations, at les t  1 1 million 

people have been diagnosed with Alzheimer's Disease worldwide. This nurnber includes 

approximately four million in the United States and 250,000 in Canada (Canadian Journal 

of Health and Aging, 1994; Grinspoon, 1998; National Institute of Mental Health, 1998). 

in much of the literature, the prevalence of Alzheimer's Disease is masked 

because it is reported under the heading "Alzheimer's Disease and Other Dementia."' 

Data reported by Elliot, Hunter and Hutchison (1 996) indicate that roughly iwo-thirds of 

1 Because of the tendency to report Alzheimer's Disease in this way, the tenn "dementia" is 
fiequentiy used as a short label for al1 types of mental disorders whatever the cause. in this srudy, the 
various terms are often useâ interchangeably to avoid repetition and awkward sentences. The study, 
howevn, focuses on issues rciatcd to Alzheimer's Diseasc. Whcn the work of otha authors is cited, the 
twms used in this study reflect those which appear in the text of the referenced article. 



pemns diagnosed as suffiering h m  dementia have Alzheimer's Disease @p. 164 and 

170). These same authors ais0 report the following fats: 

In Atlantic Canada 8.4% of the population 65 years and over have been diagnosed as 

having some type of dementia (including Akheimer's Disease) and 6.0% have been 

diagnosed as having Alzheimer's Disease @p. 164 and 170). 

In Atlantic Canada, among persons 65 years and over living in comrnunity settings. 

the rate for al1 dementia is 4.2% and for Alzheimer's Disease is 3 -5%; among those 

living in institutional settings, the rate for d l  dementia is 59.4% and for Alzheimer's 

Disease is 45.1%. These rates are somewhat higher than for Canada as a whole @p. 

164 and 170). 

Across Canada, among persons aged 65 to 74 years, the rate for al1 dementia is 2.4% 

and for Alzheimer's Disease is 1 .O%. These rates increase exponentially with age to 

34.5% and 26.0% among persons 85 years and over (pp. 164 and 170). 

In Atlantic Canada, women have higher prevalence rates for al1 dementia (8.4%) than 

men (8.2%), as well as for AWieimer's Disease - 6.7% for women and 5.0% for 

men @p. 164 and 1 70). 

Women diagnosed as having Alzheimer's Disease are more likely than men to be 

living in an institutionai setting (p. 172). 

Among pemns aged 65 to 74 years and living in institutional settings, the ratio 

between those diagnosed as having Alzheimer's Disease and those diagnosed as 

having a vascular-related dementia is about equal. Among those aged 85 years and 

over, this ratio has changed radically and is roughfy five persons diagnosed as having 



Alzheimer's Disease for every one person diagnosed as having a vascular-related 

dementia @p. 1 72 and 1 74). 

Appmximately half of al1 persom diagnosed as havhg Alzheimer's Disease are cared 

for in a health care facility of some kind. Canada as a whole admits a higher 

proportion to institutional care tban other industriaiized nations; the Atlantic 

provinces admit a slightly lower proportion than other regions of CanaAs (Canadian 

Journal of Fiealth and Aging, 1994; Elliot, Hunt & Hutctiison, 1996) 

Given increased life expectancy and other demographic influences, the number of persons 

with Alzheimer's Disease who are living in long term care institutional senings will 

increase h a t i c a l l y .  The number is expected to double by the year 201 1 (Elliot, Hunt & 

Hutchison, 1996, p. 168). 

Although prevalence is a serious concem with Alzheimer's Disease, it is the costs 

represented by the growing numbers of persons with the disease îhat are staggering. The 

Alzheimer Society of Canada (1997)' in a survey conducted in 1993, found that the cost 

of caring for those with Alzheimer's Disease or a related dementia, in an institution or 

cornmunity setting, was estimated to be over $4 billion. This amount does not include the 

indirect costs of lost wages and sick tirne associated with caregiver illness as a result of 

distress. It is clear that an aging population, with an increasing prevalence of Alzheimer's 

Disease and other dementia in old age, will represent the major health challenge of the 

twenty-fkt century (Bowlby, 1993). 

Dippel and Hutton (1996) estimate that 40 to 60% of residents in long term care 

facilities d e r  fiom some form of dementia Given the trends already mentioned, the 



authors point out that the number of persons with dementia will continue to rise 

dramatically, as will the nurnber of persons admitted to long t em care. The burden of 

providing care for the ever-increasing number of persons with Alzheimer's Disease and 

other dementia thetefore, will fall squarely on those who provide care in long term 

institutional semngs. 

Both the philosophy of delivering care to persons with Alzheimer's Disease and 

other dementia and the practices related to the teaching of adult leamers have changed in 

recent years. Unfortunately, training programs and matends have not kept Pace with 

these changes. The challenge for this study was to determine what constitutes "quality" 

care for persons with Alzheimer's Disease and to then develop learning materials and 

teaching methods that would f i t  the needs of caregivers charged with prouiding such care 

in long term care facilities. 

1.2 Purpose of the Shidy 

The purpose of this study was two-fold: to determine what content and teaching- 

learning processes would be most appropnate in prograrns designed to train caregivers 

who provide care for persons with Alzheimer's Disease in long tenn care facilities; and to 

develop a training program that would take into account sound adult learning principles, 

thereby building on unique caregiver strengths and abilities. 



1.3 Assumptions 

When I began the study, 1 made two major assumptions. First 1 assumed there 

was a plethora of curriculum materials available. In d i t y ,  the training materials turned 

out to be an ad hoc collection that had littie. if any, devance to the principles associated 

with adult leaming. Moreover, materials proved to be difficult to fmd and agencies which 

had materiais were reluctant to lend them. Because curriculum development is time 

consuming, labourious, and expensive, and because sources of curricula pmved hesitant 

to release their work for academic study purposes, the curriculum development activities 

became more problematic than was initially expected. 

The second assumption was that regardless of location or type of care facility, al1 

caregivers would be receiving training in how to care for persons with Alzheimer's 

Disease and related dementia The reality turned out to be very different. Caregiver 

training depended on a large number of variables including the type of facility, the care 

setting, and local and other govermnent regulations, particulatly those related to the 

necessaxy qualifications of caregivers. The developed curriculum is therefore both basic 

and generic in nature and can be adapted for use with different types of caregivers and in 

a variety of institutionai settings. 



1.4 Background of the Shdy 

This study is qualitative in nature and relies on curriculum mapping techniques 

(Temessee Professional Development Website, 2000) and the curriculum materials 

analysis system proposed by Momssett, Stevens and Woodley (1969). Curriculum 

mapping is a procedure for collecting data about existing cumicula which allows an 

educator to analyse trends in content, objectives, and teaching sûategies; accumulate data 

h m  different sources about existing needs within the context in which the training is to 

be delivered: make decisions related to the design of new materials; and edit, review, 

validate and assess developed materials with confidence and in context (Momssett, 

Stevens & Woodley, 1969; Tennessee Professional Development Website, 2000). 

The research pmcess was an emergent one with data collection in field contexts 

paralleiling the analysis of existing curricula and the design of new materials. The length 

of the written study grew alanningly. As a resdt, decisions had to be made about what 

information was essential for inclusion in this document and what could be abbreviated 

and presented in appendices. Since my primary objective was to develop a useable 

curriculum for a viable training program, my supervisor and 1 decided we would 

emphasize the developed cumiculum and its validation rather than the data gathered about 

needs within the field. To help the reader understand the research process 1 engaged in, I 

have provided, in this section, a brief history of the entire project. 

When 1 began this project in 1996,I was Living in New Brunswick and anending 

the University of New Brunswick full-tirne. My first point of contact was the Alzheimer 

Society of New Brunswick, a branch of the Alzheimer Society of Canada (referred to 



hereafter as the "Al&i!iehner Society") . They offered me the use of their library and 

provided many helpfûi ideas. 

Early on. 1 also contacted the Kingston (Ontario) branch of the Aizheimer Society 

because 1 had read that they were ofXering trainllig which might be of interest to me. They 

were using an already established program, entitied the Cme af Hume series (Alzheimer 

Society of Canada, 1996). 1 was informed that they had made modifications to the 

program to suit their regional needs and that 1 should contact the national office. 1 next 

spoke with Linda LeDuc, in the national office, who was very helpfid and uiformative in 

suggesting where else 1 could search for c ~ c u l u m  materials. Although she was not able 

to lend me the material I desired, she offered to sel1 me a copy of Care at Home. She dso 

suggested that 1 speak with Carol Bowlby (1993) whose book turned out to be an 

excellent bibliographie source. 

in addition to relying on the reflections and published efforts of others, 1 decided 

that 1 wanted to conduct my own needs assessment to detennine the necessity for such 

training. Accordingly, 1 contacted Rachel Clair of the New Brunswick Association of 

Nursing Homes and sought her co-operation. At the time, 1 had hoped to develop a 

curriculum that could be translated into French which could be offered to her association 

if it was a suitable product. We developed a needs assessment questionnaire to be 

compieted by an administrator, translated it into French, and mailed it out to the 62 

member facilities of the New Brunswick Association of Nursing Homes. The 100 percent 

response rate surpassed my expectations. Moreover, the thoughtfid replies fiom those 



who completed the fom provided a clear justification for a caregiver-orienteà curriculum 

and a broad information base k m  which to carry out further investigations. 

A limitation of the study is that this needs assessment activity collected data only 

fiom administrators and not from caregivers thernselves. This choice was made because 1 

lacked the fùnds and the time to complete a more extensive needs assessment. 

Furthemore. 1 assurned that home administrators would be most knowledgeable about 

the choices related to variables as duration and timing of training sessions and would be 

able to report, with reasonable accuracy, the needs of their employees. 

By August 1997,I was living in the United States? in the state of Virginia 1 

continued my search by means of the Eastern Virginia Medical School Library as well as 

the Alzheimer's Disease and Related Disorders Association (referred to hereafter as the 

"Alzheimer's Association"). The Hampton Roads Chapter offéred me the use of their in- 

house library resources which included a curriculum tesource, entitled Just for the 

Sumrner (Alzheimer's Disease and Related Disorders Association, 1 99 1). 

While volunteering on the Education Cornmittee of this local chapter, I was asked 

by the national office of the Alzheimer's Association, located in Chicago, to become a 

corporate trainer for the launch of an educational program for activity personnel. This 

program was piloted throughout 24 States with approxhately 48 trainers. 

Through these activities, 1 becarne familiar with the national Training and 

Education Division of the Alzheimer's Association. Through them 1 was able to access a 

number of resocvces that proved valuable to the development of the curriculum. 

Specifically, this association allowed me access to on-line resources as well as the latest 



print offerings in their library. 1 was also privileged to work with their assistant director 

of training and educatioa Molly Bradt, and their education specialist, Julie Klinger, who 

were. and continue to be, excellent sources of information and direction. 

With their assistance 1 was able to locate two curricula that had been developed by 

individual chapters of the Alzheimer's Association. Through local library searches and 

interlibrary loans, 1 was also able to locate and bomw two additional curricula Finally, 

through a fiend who worked at the Hampton Roads Department of Veterans' AfEairs 

(DVA). I was able to borrow a cumculum that was k ing used by DVA hospitals 

throughout the United States. 

Meanwhile 1 travelled back to New Brunswick to attend a dementia workshop 

given by Len Fabiano for ouegiving staff in Saint John. I participated in this program to 

become aware of existing training practices. 1 was surprised by the success of the 

program because Fabiam's training style was didactic and theatrical, and not, in my 

opinion, typical of good adult education practices. 

in Virginia 1 attended in-senice training at a nearby Jewish nursing facility, and 

also conducted inservice training at a variety of care facilities throughout the state. Over 

the Christmas period, 1998, while in Ontano, 1 visited six nursing facilities to observe 

caregiver practices. 

Through the Intemet, 1 was able to contact the Rush Presbyterian Alzheimer's 

Disease Research Center in Chicago which became an invaluable source of information. 

This Center manages a lending library where 1 was able to access literature and video 

materials that 1 could not obtain elsewhere. With the variety of materials 1 was able to 



obtain fiam the various sources rnentioned 1 was able to write a review of the literature 

(Chapter Two) and to outhne the new cUmcuîum 1 was developing. 

In 1998,I was hired by the Aizheimer's Association to work on a number of 

different projects. In the f h t ,  1 acted as an evaluator of a national training prognim. This 

gave me the opportunity to observe state of the art training in dementia care. In the 

second project, 1 developed, administered, and reported on the results of a questionnaire 

sent to administrators of long term care facilities in the United States about education and 

training in their facilities. In the third project, 1 developed, facilitated and reported on 

focus groups for caregiven who work in Amencan long terni care facilities. The 

participants in these focus groups reported on their training needs and preferences. 

The data fiom al1 these various activities became the integrated background which 

1 brought to bear on mapping eleven dïïerent curricula 1 wrote an extended report for 

the Alzheimer's Association (Sweetnam, 1999). When 1 came to write this study, I found 

that 1 had difficulty separating out the various sources of information since d l  the sounies 

were munially reinforcing. For this document, therefore, I have prepared a surnmq of 

the quantitative data obtained fiom the New Brunswick survey (Appendix A). The main 

findings h m  the Alzheimer's Association projects (Sweetnarn, 1999) are used in 

Chapter b e  to support, and where appropriate augment, the fmdings from the New 

Brunswick study. 

Throughout 1998 and 1999'1 conducted the curriculum mapping task and wrote 

Chapter Three of this document. During the sarne tirne period, 1 developed the new 



curricuIum which was vdidated late in 1999 by three New Brunswick validators. The 

curriculum was revised and the resuits of the validation were written up as Chapter Four. 

1.5 Limitations 

One limitation has already been describeci in the previous d o n .  The needs 

assessrnent activity gathered data only h m  administrators and not h m  caregivers 

themselves. A second limitation is that the reader rnay find that the tems used in this 

document do not always confom to traditional usage in the Canadian and New 

Brunswick contexts. 1 found that living in Virginia, fai h m  my acadernic home at the 

University of New Brunswick, made it difficult to pursue studies that were exclusively 

aimed at the training of caregivers in New Brunswick. 1 expanded the parameters of the 

study, therefore, to include the training practices I emuntered in the United States. 1 

believe that the addition of the insights 1 gained h m  my experiences in another 

jurisdiction has enhanced the curriculum materials I have developed. As a consultant and 

corporate trainer, 1 have been involved in the development of a similar curriculum for 

caregivers for the Alzheimer's Association. Because I have drawn on both Canadian and 

Amencan experiences, the terms used in the curriculum 1 have developed may reflect this 

fact. With the help of rny supervisor and the validators, 1 have tried to keep the 

terminology and trainhg practices consistent with Canadian usage. 



1.6 Definitioas 

For s t anâanb t io~  the use of ternis will accord with the following dennitions: 

Caregiver: persons who are paid workers in a long term care facility and who care for 

residents with Alzheimer's Disease. The training has been developed specifically for 

those who do not have more than one year of professional training in their caregiving 

functions, but the training couid be adapted for other persons, such as nursing staff, 

administrators, food service personnel and custodians, who work in long term care 

facilities. 

Training: in the field of education, aaining is defhed as the act or process of helping an 

adult leamer develop knowledge and skills related to a specific occupation or 

occupational task. While the term is commonly used by adult educators in the field of 

human resource development, it is not as commonly used in the field of nursing. 

Dementia: a general tem which is used to describe disordered cognitive processes (e.g., 

irnpaired reasoning and memory) and personality changes. The cause of the dementia can 

be organic in nature such as occur in Alzheimer's Disease or vascuiar diseases (e.g., 

stroke) or fùnctiond (i.e., non-organic) in nature such as occur in other mental disorders 

such as schizophrenia. In the developed cuniculum in this study, the term dementia 

refers speciflcally to conditions caused by Alzheimer's Disease. Dementia is a collection 

of symptoms that indicate cognitive changes that are not part of the normal aging process. 

A differential diagnosis of the acnial cause of dementia symptoms is ofien difficult and 



the term Alzheimer's Disease tends to be over-used. In long tenn care facilities few 

practical distinctions are made between persons with Alzheimer's Disease and pemns 

with other forms of dementia 

Long term a r e  facüitia: will encompass al1 types of facilities that provide care for 

persons who are admitted for an indefinite length of tirne. This designation avoids 

attempting to categorize facilities in terms of the type of care provided, the type of 

physical facili~y, the costs, and the degree of public funding. 

Resident: Refers to a person who lives in the long tenn care facility and who receives 

care fiom caregivers. 

1.7 Summary and Overview of the Tbesis 

Coping with the difficdties that Alzheimer's Disease presents to our society is an 

enormous challenge. This is especially so for those who shoulder the burden of care most 

directiy -- the caregivers. Those who smer with Aizhehner's Disease have the right to be 

well cared for, loved and valued, and to enjoy life as much as their impairment will allow. 

Caregivers are the unique providers who contribute most directiy to improving the quality 

of life for petsons with Alzheimer's Disease. Health educators. therefore, have a 

responsibility to provide meaningfûi and appropriate educational opportunities for 

caregivers to ensure that they are both enabled and empowered to provide that care. 



Chapter Two of this thesis provides a review of the litmture on Alzheimer's 

Disease. on the contemporary pmctice of delivering care to persons with the disease. on 

the target audience for the developed curriculum, and on adult leaming principles. 

Chapter Three describes the curriculum mapping procedure and reviews eleven cUmcula 

identified for d e l i v e ~ g  training and educationai programs to persons who work with 

individuals with Alzheimer's Disease. Chapter Four describes the validation procedure, 

its results. and the revisions made to the curriculum. Chapter Five presents a conclusion 

and recommendations for fiiture similar endeavours. The developed curriculum, Pride in 

Alzheimer's Cure. is provided as Appendix C. 



Chapter Two 

Literature Review 
2.1 Introduction 

The need for caregiver training for those who attend to Alzheimer's Disease 

residents is ubiquitous and compelling. As the 'boom' generation ages and those already 

in old age live longer, the proportion of those in long term care environments afflicted 

with Alzheimer's Disease will increase dramatically (Rogers, 1998). Since the incidence 

of residents with Alzheimer's Disease in long term care is already between 40 and 60 

percent, and the proportion of the general population with the disease is expected to 

double in the next thirty years, the need for appropriate and quality caregiver training in 

long term care is urgent (Dippel & Hutton, 1996). The most relevant, contemporary and 

available literature sources were reviewed. Most sources were obtahed through the 

Alzheimer's Association and the Alzheimer Society. This chapter describes the disease 

and those who care for individuals who are afflicted by it- 

A curriculum to deal with the specific needs of residents with Alzheimer's 

Disease in long term care environments should include expertise in two knowledge 

bases: 

1. Alzheimer's Disease and how it affects those who have ic  and 

2. the contemporary practice of care. 

The process of writing such a curriculum requires that the writer have expertise in three 

knowledge bases: 



1. the target audience for the developed curriculum - caregivers and their 

characteristics; 

2. the types and adequacy of current learning material; and 

3 - adult learning principles. 

Although these two bodies of kwwledge could be classifieci as separate entities* 

in the process of using them to develop a curriculum, they become intertwined and 

complementary. This ulhately leads to an educational product that is much more than 

the sum of its individuai parts. 

The remainder of this chapter reviews the literature on the five areas identified 

above. Chapter Three reviews existing cmicula designed to train caregivers in long 

term care facilities. 

2.2 Alzheimer's Disease and Its Effects. 

Alzheimer's Disease is a disorder that is detedned by definitive changes in 

brain structures. The exact causes of these changes have not yet been positively 

determined, but it is known that they are derived fiom a number of sources. Alzheimer's 

Disease is not a normal part of aging; rather it is part of a group of diseases or dementia 

characterized by decline in general intellectual function. in Alzheimer's Disease, decline 

is irreversible, degenerative and ultimateIy fatal. 

The definitive abnonnal brain structures in Alzheimer's Disease are called 

plaques and tangles. Plaques are deposits outside neurons (brain cells) in brain tissue. 

They are made h m  parts of a protein called beta amyloid. Tangles are paired filaments 



that have become twisted and tangled inside nemas. Gendly ,  the greater the number 

of tangles in specific parts of the brah, the greater the degree of cognitive impairment. 

Most of the medical cornrnunity adheres to the belief that none of these brain changes 

can be diagnosed definitively without a brain autopsy (Grinspoon, 1998). Others assert 

that "a ciinical diagnosis of Alzheimer's Disease is possible through carefbl history 

taking with a reliable informant and a minimum number of laboratory tests "(Gauthier. 

Panisset, Nalbantoglu, & Poirier, 1 997, p. 1047). 

A clinical diagnosis is based on a number of tests, both physical and 

neurological. Assessrnent guidelines, such as those suggested by the Canadian Medicai 

Association (Gauthier et al., 1997), are used to heip determine the diagnosis. Guidelines 

Vary nom province to province and country to country, and are often not ngorously 

adhered to by general practitioners. 

The following laboratory tests are recommended when Alzheimer's Disease is 

suspected: a cornplete blood count, serurn electrolytes, urine analysis, calcium and 

glucose levels, and thyroid firnction studies (Mace & Rabins, 199 1). A cornplete 

medical history of the person should be given by a reliable source; this may or may not 

be the person suspected of having Alzheimer's Disease. A neurological examination 

should aiso be given and includes a cognitive test, such as the Cognitive Capacity 

Screening Examination, or dinical observations, and a psychiatric screening to test for 

depression or other treatable conditions (Bowlby, 1993; Dippel & Hutton, 1996; 

Gauthier et al., 1997). 



The diagnosis of Alzheimer's Disease was fonnerly one of exclusion - if it is 

not anything else, it must be Alzheimer's. Since 1998, however, the Canadian 

Consensus Codkrence on Dementia (Gauthier et al., 1997), the Amerîcan Association 

for Geriatric Psychiatry, the Alzheimer's Association and the American Geriatric 

Society (Small et al., 1997) have al1 determined that Alzheimer's Disease diagnosis is 

essentially a clinical decision based on a standard battery of tests which d e  out 0 t h  

causes and show a pattern of decline indicative of Alzheimer's Disease. Upon the 

discretion of the physician, any number of additional tests can be considered. 

The resuit of this methodology is thaî Alzheimer's Disease has become the most 

over-diagnosed and misdiagnosed disorder of mental fiinction in old age (National 

Institute of Mental Health, 1994). hdeed, there are more than 70 conditions or 

disorders. some of which are reversible, that closely resemble Alzheimer's Disease. 

These include cùug addiction, aicoholism, brain tumors, head trauma and nutritional 

deficiencies @owlby, 1993; Dippel & Hutton, 1996; Mace & Rabins, 1991 ). 

The difficulty with diagnosing Alzheimer's Disease stems not only nom the lack 

of a definitive laboratory test, but also fiom the variability of its symptoms. The disease 

symptoms are enomously capricious with cognitive abilities and skills present one day, 

and not the next. Moreover, the tasks of daily living which uiclude washing, bathing, 

dressing, toileting and eating can be perfonned one &y, forgotten the ne* and then 

remembered again. As Mace and Rabins (1991) have pointed out, and Fazio' Seman and 

Stansell(1999) have emphasized, the only consistency with Alzheimer's Disease 

syrnptomology is its inconsistency. Despite the variability, people with Alzheimer's 



Disease. as Gauthier et al. (1997) have suggested, deteriorate through reiatively 

predictable stages. 

Alzheimer's Disease can last h m  two to twenty years, with the average 

duration from time of diagnosis to death king approxirnately seven to eight years 

(Bowlby, 1993; Gruetzner, 1992; Rogers, 1998). In order to more accurately diagnosis, 

treat. and detennine the type of dementia, Alzheimer's Disease has been isolated fiom 

many others by categorizing its symptoms into stages. 

Two of the most notable staging tools thaî have k e n  developed are the four 

stage scale of Volicer, Fabiszewski, Rheaune and Lach (1988) and the seven stage 

Global Deterioration Scale of Reisberg (1 983). For the purposes of cognitive testing 

throughout the disease progression and pharmacologicai intewention, the Reisberg scale 

is most widely used. The Alzheimer's Association commonly refers to a simplified three 

stage model (Alzheimer's Disease and Related Disorciers Association, 1996). The 

Alzheimer Society (see http://www.alzheimer.ca/dzlcontent/index4i~~eeng.h~) 

uses both a three stage model and Reisberg's seven stage model depending on the 

audience. In al1 cases, the stages indicate behaviours and inabilities that reflect the 

severity of the disease. The three stage model is described here because it seems most 

appropriate to the educational purpose of the study. 

Fint Stige. The first or early stage of the disease is ofien overlooked or 

misdiagnosecl since the symptoms are often wrongly associated with normal aging. The 

most noticeable characteristic that may occur eariy in the disease progression is the loss 

of short-term memory (Khalsa & Stauth, 1997; Mace & Rabins, 199 1). Events of the 



distant past remain intact; however events tbat occurred in the more recent pst, 

especially if they have little ernotional impact on the person, are forgotten. This problem 

süins innocently enough and progresses to a noticeable state where tasks of daily living 

are either forgotten or repeated several times. People in Stage 1 who have Alzheimer's 

Disease are usually also impakd to some degree by aphasia, a general tenn that 

indicates a condition typifieû by difficdty with language (Bowlby, 1993). This cm be 

manifest in writing (agraphia), in which patients forget how to fonn letters; or in reading 

and understanding, in which little of what has been read or said can be retained, 

especially if they try to explain it. It may also affect speaking, in that patients forget 

their train of thought, and even word hding, in which they forget the name of an 

object. incomctiy replace its name with another, or use a description of its function. 

People in Stage 1 may become lost in familiar places or have difnculties with 

time. Behaviourally, they may be depressed, have mood swings, a d o r  personality 

changes. They may either become lethargic and lack motivation or become restless, 

suspicious, and aggressive (World Health Organization, 1 994). 

Second Stage. By the second stage many of the above mentioned behaviours 

may worsen and other symptoms will appear; but occasionally, the person will be lucid 

and appear normal. However, most need help with activities of daily living - washing, 

bathing, dressing and toileting (Mace & Rabins, 199 1 ). At this point, wandering, 

disruptions to the sleeplwake cycle, sexual disinhibition, bladder and bowel 

incontinence, and more severe aggressiveness often occur as well (Gruetzner, 1992). It 

is the progression in hquency and severity of these symptoms that make care at home 



diffcult and admission to a long tenn facility an inevitabiliîy for most people (Mace & 

Rabins. 1991 ; Rogers, 1998). 

Third Stage. The third stage is cbracterized by M e r  deterioration or 

exacerbation of the above mentioned symptoms. At this point, physical deterioration 

kcomes m d e s t  as weU. There may be difficuities with gait and balance. The pemn 

may have difficdty eathg or swallowing and may be confineci to a wheelchair or bed. 

Meaningful communication rnay not be possible. Speech becomes limited to ofi 

repeated greetings or colloquialisms. Repetitious behaviours or vocalizations rnay occur. 

The person is likely to become bladder and bowel incontinent, and will usually not 

recognize spouses, chilben, relatives or fiiends (Mace & Rabins, 199 1 ; Rogers, 1998; 

World Health Organization, 1994). 

People who are in the naal stage of Alzheimer's Disease are immobile, bed 

ridden, unable to communicate orally, and rnay need to be fed. When the patient is no 

longer able to smile, respond with "yes" or "no" or react to pain, the final stage of the 

disease is near. Death is usually a result of pneumonia or other infections (Khalsa & 

Stauth. 1 997). 

Designating the stage of the disease for an individual is ofien difficult. The 

individual rnay show symptoms of one stage but be in another. Stages rnay overlap. 

Assigning a stage to a person with Alzheimer's Disease rnay be of little consequence 

and can actually aid in depersonalizing the individual (Fazio, Seman & Stansell, 1999; 

Seman & Stansell, 1995). Furthemore, the disease is progressive in the sense that losses 

are cumulative and so gradual that it is difficult and sometimes erroneous to place an 



individual in one particular stage or another. Rather than limiting a person with 

Aizheimer's Disease to what is indicated by their stage, it is more appropriate to access 

the abilities they still have and enjoy doing (Bell & Troxel 1997). 

23 Contemporary Caregiving 

Two schools of thought exist today concemhg the most appropriate culture of 

care for those with Alzheimer's Disease and related dementia The most recently 

deveIoped school of thought advocates a 'psycho-social' cu1tu.e of care that is based on 

a positive relationship between the caregiver and the person with the disease; and on 

personalized care practices and mutines based on the needs and abilities of the 

individual with the disease (Kitwood, 1997). The older, more established school of 

thought is a d l e d  'medical or custodial model' in which care is based on 

established schedules, treatments and job descriptions (Johnson, 1 994; Kitwood, 1 997). 

Psycho-Social Model. The 'psycho-social' model of care has several advocates 

who share a similar philosophy toward care. The Eden Alternative created by Dr. 

William Thomas (Tavormina, 1999) recognizes that those who live in long term care 

facilities s s e r  h m  loneliness, helplessness, and boredom, and that these emotions 

cause needless saering.  Thomas believes in creating environments in which the human 

spirit is nurtured, fare is compassionate, and the irnprovement of the redent 's  quality 

of life is an on-going process. Fabiano (1 998) and Fazio, Seman and Stansell(1999) 

have spoken about the need to abandon care that is rehabilitation- based and move 

toward a supportive therapy where the maintenance of personal self-worth is fostered. 



This psycho-social model of aire has severai components and an inter-relational 

dynamic (KitwOOd, 1997). This new culture of care shouid involve positive 

interpersonal relationships between caregivers and those they care for. Furthemore. care 

plans should be created with individual interests, needs, and desires of the person with 

dementia in mind. The kind of care delivered shouid concentrate on the maintenance of 

abilities rather than focussing on disabilities. Care should be compassionate and 

nurhiring, and the self-understanding of caregivers is used as a resource for the delivery 

of quality care (Dippel & Hutton, 1 996; Fabiano, 1 998; Gwyther, 1 985). A psycho- 

social model of care does not focus on highly technical medical or phamiacological 

interventions alone, but on combining the high tech approach with understanding and 

respect. This aew culture of care requires a paradigm shift in one's approach to care 

( K i t w d  1997). 

Medical Model. The advocates for the traditional or medical model of care 

represent a culture within which Alzheimer's Disease is thought of as a degenerative 

disease that eventually demoys personality and identity. In this approach, the pathology 

of the disease and how to treat it are more important issues than the patient's individual 

needs (Kitwood, 1997). Hence, in the medical model of care the personhood of those 

who have Alzheimer's Disease ofien becomes lost in the science and practice of 

medicine. Because there is no cure or rehabilitation for the disease, good quality care 

consists of competently addressing physical care through providing for basic needs 

rather than addressing the complexity of the person (Kitwood, 1997). 



LeDuc (1 993) and J o h n  (1 994) are even more explicit in their descriptions of 

a medicai or custodial model of care. They speak of care that is organized by schedules 

in which residents become variables tbat must be fitted iao the agenda. This produces a 

situation in which the person with the disase, despite disabilities and formidable 

cognitive limitations, must confom to a pre-established system. The medical model 

fosters an attitude of care which makes scheduling more important than the resident and 

employs caregivcrs who are not expected to think independently because the schedule 

informs them what to do next. 

In the medical model, the physical demsulds on the caregiver are many, but the 

mental challenges are few, except for the enonnous stress that they endure. Caregivers 

are tasked with an unredistic number of assignments and heavy physical work. 

Caregïvers such as these have little control, need few skills and are little iaspired to 

improve any quality of life save their own (Kitwood, 1997). 

The shifi h m  a medical model to a psycho-social mode1 can cesult in resistance 

to change. The medical model represents many years of established care routines, 

budgets, and standard resident-to-staff ratios h t  are difficult to displace. In reality, any 

organizational change is difficult, especially when the advocated changes represent non- 

alignment with the current trends of standardization and coa reduction (Kitwood, 

1997). Seman and Stansell(1995) have suggested that we have to be carefid to not keep 

doing what we have always done just because it has always been done that way. They 

advise that following established routines csn become barriers rather than effective 

mechanisms in the provision of quality are .  



However, as 'baby boomers' age, attitudes toward aging will change with them, 

Corporations whose business is long term care cannot af5ord to ignore the values of this 

large, well-educated, well-informecl, and influentid generation (Popcom, 1992). 

Families who are placing loved ones in long term care are lwking for much more h m  

caregivers than a basic fulfilhnent of biological needs. Kitwood suggests tbat caregivers 

who have only good basic feeding and toilethg skills can no longer be considered as 

able to deliver quality care. Families search for excellent care when îhey are attempting 

to place loved ones. Administrators who ignore such requirements, do so at their p e d  

(Kitwood, 1997). 

Kitwood (1 997), in reference to chaoging the culture of care, has referred to the 

paradigm shifi as a moral imperative; and Tavomina (1 999) has spoken of the 

philosophy of the Eden Alternative as "doing the nght thing." The philosophy of 

providing care in a dementia setting has evolved drarnatically in recent years; however, 

the basic education of caregivers has not. In recent years, money for education and 

training has traditionally been a budget area which is cut in hard economic times. 

Educators of caregivers have struggled to direct dwindling dollars toward training 

related to the new culture of c m .  

2.4 The Buràeo of Crirgiving 

Caregivers, regardless of the mode1 of care, must cope with certain behaviours 

h m  residents that are very challenging. Such behaviours ofien become stressors and 

include: repeated questioning, catastrophic reactions (those which are more dramatic 



than would norxnaily be expected), angry reactious both to offas of assistance or to w t  

king offered assistance (Mace & Rabins, 1 99 1 ); suspiciousness, accusations, 

hallucinations. inappropriate vocaîhtions, and restlessness (Bowlby, 1 993). Sometimes 

the resident will shadow the caregiver by closely watching or following him or her, or 

may refuse to bathe, groom or change clothes (Greutmer, 1992). Often patients may 

wander. refbse to eat, rummage, hoarà, swear, make inappropriate sexuai advances to 

caregivers or other patients, or rnay be bowel and bladder incontinent (Greutmer, 1992; 

Gwyther, 1985; Mace & Rabins, I99l). Other stressors include unreasonable demands 

by the employer, the resident or the family. 

At times. the bea efforts of caregivers can uaiatentionally make the disabilities 

of their patients worse. For example, adherence to an inappropriate schedule may expect 

too much of the resident and cause fhstration and undue hardship. On the other b d ,  

expecting too linle of residents or doing too much for hem, robs them of their 

remaining abilities and self-respect. Caregivers may speak too soffly; or the resident 

may not have a caregiver who can speak their f k t  language. Such conditions adverscly 

affect the ability of the resident to cope with their own disease and with the 

environment. Caregivers need to be aware of how their own expectations, culture, 

beliefs, and lifestyle differ h m  that of the residents so that the caregiver can adapt. 

Someone affiicted with Aizheirner's Disease cannot make such adaptations (Bell & 

Troxel, 1997; Bowlby 1993; Fazio, Seman & Stansell, 1999; Kitwood, 1997; Seman Br 

Stansell, 1995). 



2.5 The Target Audience for Training O 

The people who are most directly involved in the care of those with Alzheimer's 

Disease in a long term care facility are caregivers. In this study , the term "caregiver" is 

used to describe persons who work with individuai residents to provide for personal and 

basic daily living needs such as feeding, dressing, toileting and personal grooming. 

Most such persons have less than 12 months, or no preparatory training. Most receive 

initial on-the-job training fiom their employer, some receive m e r  training (e.g, first 

aid. CPR) related to specific knowledge and skills through govement-employer co- 

operative programs. In order to create a training curriculum for caregivers, it is 

important to understand the characteristics of both the caregiver population, and the 

environment in which they work. 

Caregïvers are in a position of king able to dïrectly affect the quality of life that 

persons with dementia enjoy. They provide the majority of care and have more contact 

with residents than anyone else, including the family. In fact, it has k e n  established that 

caregivers in the long tem care environment provide the vast majority of nursing home 

care in general (Austrom, 1 996). 

The most important element in a good special care program is the staff. The way 

caregivers' jobs are described wouid lead some to think othenvise. Caregiver work is 

unredistic in tenns of the demands made on the tirne and abilities of the worker. 

Caregiving work is also u n d m  in tenns of the physical and mental demands on 

the workers Furthermore, caregivers are pooriy paid, are offered little career 

advancement, and receive little recognition (Austrom, 1996; Foner, 1994; Kane & 



Caplan, 1990; Szwabo & Stein, 1993). Some of the characteristics which affect training, 

as well as the quality of caregiving include: cultural dflerences, family income, 

academic history, gender, age and stress level. 

2.5.1 Culhwal dinemaces 

Caregivers who work in long term care represent a segment of the workhg 

population with particular characteristics and inherent needs as adult learners. In large 

urban areas, the majority of caregivers are young and generally represent ethnic and 

racial minorities. such as Afiican/Canadian, Hispanie, Oriental, or  whatever dominant 

minority is represented in that area (Tellis-Nayak & Tellis-Nayak, 1 989; Foner, 1 994). 

In contrast, caregivers fiom rural areas are usually white and older. Universally, as 

Patterson (1990) has pointed out, caregivers tend to be women. 

The issue of ethnicity and cultural differences have implications for caregiver 

training that have not been well studied. Caregivers may be new immigrants fkom 

cultures far different than those of their residents, with different values and different 

understandings of families, aging, behaviour, and dementia. They may have little 

understanding of a disease that is not recognized in the country of their birth or they may 

have little comprehension of, and poor attitudes toward, families who piace loved ones 

in institutions (ESeck, Ortigara, Mercer & Shue, 1999). 

These individuals may not be proficient in speaking, understanding or reading 

the language used in training activities. Ofien such learners are astute at covering up 

their limitations, so facilitators must carefblly observe and thoughtfiilly prepare training 



that capitalizes on the caregivers strengths and minimilles their diffidties (Tellis- 

Nayak & Tellis-Nayak, 1 989). 

Educators should aiso take into account that caregivers are caring for persons of 

a different generation; and this, in itself, may pose another cultural diffetence which can 

affect training. For example, a non-Caucasian 21-year-old woman may have dificdty 

caring for an 80-year-old man fiom a small New Brunswick town, whose residual racist 

attitudes were acceptable 50 years ago. To this end, Beck et al. (1999) and Mercer, 

Heacock and Beck (1993) have recommended that educators be sensitive not only to the 

cultural milieu of residents and caregivers, but also to their social milieu. 

2.5.2 Famüy income. 

Accordhg to Mercer, Heacock and Beck (1993) and Foner (1994), caregivers 

come from lower-incorne familia. Single parenthooc& poor health, child support 

concems, household arrangements, transportation costs, and money management al1 

have implications for such caregivers. Educators of caregivers must recognize these 

characteristics in the adult leamers in their programs before they can begin to recognize 

the impact such differences have in both training and the workplace. Low income, 

single mothers with children, when employed as caregivers, face tremendous pressures, 

and may have had to overcorne great difficdties in their lives. Leamers who have corne 

fiom dificuit or abusive backgrounds may have special leaming needs, and rnay need 

extensive support in order to learn (MacKeracher, 1996). They may need special support 

in connecting new material to its application in dieu workplace. 



2 Acadernic bistory 

in terms of acadernic background, the majority of caregivers have completed (or 

nearly so) high school, but very few have any fiiaher education (Mercer, Heacock & 

Beck 1993). Bcck et al. (1999) have reportai that caregivers are ofien non-traditional 

learners who sometimes possess limited reading skills. Caregivers, therefore, need 

learning materials adapted to a hi& school reading level and l e h g  activities that 

avoid excessive use of lecture-based instruction and content-basxi assessments. 

Facilitators need to adjust their methods to take advantage of the resourcefhiness, past 

experience, and existing knowledge of their learners (MacKeracher, 1996). 

2.5.4 Cender and age 

Since the vast majority of caregivers are women, speciai attention needs to be 

afEorded to their learning needs, leaming styles and leaming strengths. Women in 

training programs may need special attention or require specific facilitation skills in 

order to find their voice, and to expand their ways of leaming or knowing (Belenky, 

Clinchy, Goldberger & Tarde, 1986). Women tend to learn better in an environment in 

which they can establish a connection with other learners. OAen learning is more 

successfiil when life stories or narratives are shared and validated amongst others. The 

process of leaming best suited to many women may be a collective or collaborative 

process. For these women, hituce learning needs to be grounded in past experiences. 

Collaborative leaming is more likely to occur where small groups of individuals learn to 

tmst each other and the facilitator (MacKeracher, 1996). 



Caregivers can range in age from the early twenties to the tate sixties. This range 

poses additional challenges to facilitators No studies were f o d  which examine the 

differençes between the training needs of older women caregivers and their younger 

counterparts. Catefid consideration must be given so that teaching methods that are 

appropriate for a younger population do not supersede the needs of the older leamers, or 

vice versa. 

2.5.5 Stress 

Stress reduction is an area of great concem in leaming how to cope with caring 

for someone with Alzheimer's Disease (Greutmer, 1992; KitwOOd, 1997; Mace & 

Rabins. 1991). Those who work in long tenn care may sufCer bumout due to king 

overburdened with chronic work-related stress. Stress adversely afXects the quality of 

care delivered by mgivers.  Those who s e e r  h m  stress tend to call in sick, corne in 

late, or quit (Heine, 1986). However, training can provide opporhjnities to interact with 

peers, thereby enhancing career development, providing time for reflection and thought, 

and counteracting the negative aspects of chronic stress (Hamdy, Tumbull, Norman & 

Lancaster, 1 990). 

Experts in the field point out that, as the nurnber of those with dementia 

hcreases, the need for caregiver training wiii also dramatically increase (Beck et al., 

1999; Whall et al., 1999). The challenge is  to provide meaningfil training through a 

curriculum that addresses the needs and strengths of these special leamers. 



2.6 Training Program for Caregivers 

To date. those who work with residents with Alzheimer's Disease receive little 

training (Kitwood, 1997). Those who do attend formal training programs receive 

training that concentrates on the technical aspects of are, training consistent with the 

medical mode1 of care (Dippel & Hutton, 1996). Hays and Dowling-Williams (1997) 

bave argued that professional schools for caregivea do not provide speciaiized training 

in caring for those with Alzheimer's Disease and other fonns of dementia, or for those 

who are over 65 years of age. The authors added that caregivers receive no training in 

providing support for the families of those with Alzheimer's Disease nor in how to deal 

with a family's potentially unrealistic expectations. They also do not receive training in 

stress relief for thernselves, for those with Alzheiemer's Disease, or for their families. 

Finaily. they are iittle prepared by their trauiing to deal with either the aggressive 

behaviour of some patients or the combined effects of their physical and mental 

deterioration. 

As Schiff (1 994) has pointed out, people with Alzheimer's Disease and relatcd 

dementia need specific and special kinds of care that support their self-esteem and 

dignity. Such care calls for specid training. As Kitwood (1997) has lamented, the well- 

k i n g  and training of caregivers have been sadly neglected. Among care workers who 

responded to a a d y  of care practices in Ontario's homes for the aged, about 55 per cent 

received insuff~cient training. This particular deficiency was one of  the three most 

serious concems for staffmembers (Flett Consulting Group, 1992). 



LeDuc (1993) has clarîfied the lack of iraiuing in Canada by explauiing that, 

aithough materials are available, facilities often do not make use of such materials and 

few are available in French. She cited such problems as the cost of matdals, knowledge 

of the matenals' existence. poor marketing of materials, poor knowiedge of outside 

resources, lack of professional expertise to facilitate training, inappropriateness of 

materids for use in leaderless groups lack of self-directeci materials lack of fûnding, 

and the lack of staff to replace those who arr attendhg training. Mace (1996) has 

commented that dementia training materials have only existed for 15 years, that 

dernentia training is immensely challenging, and b t  there is a long way to go in 

providing training in which leaming has a practical application and is evaluated in tems 

of the actual delivery of care. Dippel and Hutton (1996) have claimed that the gap in 

training is not always because of the lack of materials, but because existing materiais are 

not immediately applicable, and this for a variety of reasons. 

In Ontario, administrators who responded to a study directed at special care units 

for dementia residents (Flett Consulting Group, 1992) reported that their most serious 

concem was the need for staff to be absent fiom work to attend training sessions 

(87.8%). Others reported that staff were too busy on the f lwr  to participate (78.3%), 

that there were no fiinds for staff training (67.9%), and that the expertise available to 

lead sessions in their area was not available (6 1.1 %). 

Administrators often believed that money for training caregivers is money poorly 

spent. They based this belief on the fact that the high turnover rate - varying h m  40- 

70% (Austrom, 1996) to 70-1 00% (Mercer, Heacock & Beck, 1993) -- among 



caregivers in long terrn care &es the docation of budget money to staff training a 

waste. Such short-sightedness, however, f i l s  to recognize that training may lower stress 

for caregivers, increase morale, result in fewer sick days, and lower the rates of 

absenteeism and turnover. The singie most important element in a good special care 

program is the staff(Kaplan, 1998). Kitwood (1997) has affmned that those who ignore 

the well-king of caregivers do so at their p d ,  as caregiver ignorance wili become 

manifest sooner or later in the care provided to long term dementia residents. 

Studies that report on the outcome of training for caregivers suggest positive 

results. Teri. Baer, Orr, and Reifler (1991) reported that, with a two-day training 

program, 86% of staff who were trained indicated that the training provided them with 

new skills in working with those with dementia. As well 87% were making daily use 

of the reference manual that was used to train them. Aronstein, Olsen and Schulman 

(1 996) studied the training of caregivers in the behavioural management of residents 

with Alzheimer's Disease and reported that the project was very successfid. 

Another study (Maas, Buckwalter, Swanson & Mobily, 1994) examined the 

effects of educational programming and fond  that a positive correlation existed 

between training and job satisfaction. This study suggested that education for those who 

care for people with Alzheimer's Disease is also related with lower rates of 

absenteeism. 

A comprehensive search was completed for studies conducted in North America 

and England that specifically evaluated resulting changes in the delivery of care. In the 

areas searched, no recent studies were found which specifically evaluated the quality of 



care and the quality of life for tesidents following caregiver training. An article by Beck 

et al. (1 999) reviewed six studies conducted in Sweden that specifically evaluated the 

effects of training caregivers in tenns of impmvement to the quality of life of residents. 

These studies indicated a positive correlation betweeu the training k t  caregivers 

received and measurable improvements in the care delivered to those with Alzheimer's 

Disease and related dementia, 

2.7 Adult Learning Principlcs 

With current caregiving philosophy in mind, Alzheimer's Disease content in 

hand. and the needs of the caregiver at heart, the next step in the curriculum writing 

process was to tie the three bases of knowledge to sound addt leaming principles. The 

literature available in the field of adult leaming is very extensive; only nine p~ciples ,  

those most direcdy applicable to educating caregivers in long term care facilities, have 

been selected fbm among the many available. (Apps, 199 1 ; Mace, 1 996; MacKeracher, 

1996; Zemke & Zernke, 1988). 

These principles are described in greater detail in the sub-sections that follow: 

1. L e d g  is leamer centred. 

2. Learning is an on-going process. 

3. Leamhg is cumulative. 

4. Leamhg is goal-onented. 

5,  Individuals leam in different ways. 

6. Exnotions shape the learning experience. 



7. Reflection is important in learning. 

8. Learning is based on leamer activity. 

9. Women and men leam differentiy. 

2.7.1 Learning W ïearner centreci 

The psycho-social model of care is centred on the needs, interests and desires of 

the person receiving the care. Just as caregivers need to learn that care should be person- 

centred. the training they participate in shouid be leamer-centred. That is, the needs, 

desires and abilities of the learnea must be the impetus for not only the content of the 

training, but also for the methodology. The training must contain information that 

caregivers will use, either in a ski11 or as a tool to aid comprehension If the information 

is not relevant to their experience, it will neither be valued nor retained (Giiley & 

Boughton, 1996). 

2.7.2 Learning is an on-going process. 

Care that is person-centred is an on-going process. The caregiver must 

continuously leam about the changing needs of those receiving the care. The programs 

through which the related training is delivered must emphasize that the learning 

associated with the psycho-social model of care is also on-going. 

Just as a person cannot become known to someone in an eight hour shiR neither 

cm the skills or the knowledge a caregiver ne& to be proficient in their profession be 

Iearned in a one-tirne effort. If they wish to make theïr job easier and their delivery of 

care better, caregivers must continue to leam new skills, new ways of coping, and new 



characteristics about theu residents. Good caregivers need to understand that learning is 

a process. not a task to be started and completed (MacKemcher, 19%). Caregivers will 

continue to learn. deliberately or not, throughout their working lives. 

2.73 Learning is cumulative 

Consistent with the principle that leaming is an ongoing process is the notion 

that leaniing is cumulative. Caregivers bring a variety of valuable life experiences and 

skills to the caregiving profession. Zemke and Zemke (1988), Hekelman, Segall and 

Wykle (1 989) and Mace (1996) have advised that curriculum should build on existing 

skills and strengths. Theory about experiential learning tells us that al1 leamers corne to 

a learning situation with some relevant background; they rarely enter a learning program 

with a blank slate (Kolb, 1993). Each leamhg event is built on previous knowledge and 

contributes to the next leaming event. G d  facilitation suats leamers h m  their pre- 

existing knowledge base so that new leaming rests securely and squerely on what the 

learner aiready knows (Apps, 199 1). 

2.7.4 Learning is goal-ariented 

Learning for caregivers should be goal oriented (MacKeracher, 1996; Zemke & 

Zemke, 1988). Caregivers will want to l e m  knowledge and skills that make their jobs 

easier to perfom, that make sense, and that offer personal benefits to them. As Svinicki 

and Dixon (1 987) have pointed out, l e d g  is more meaningfbl when it is immediately 

applicable in related experiences. Motivation to learn is increased when the knowledge 

and skiils to be leanied are clearly perceived as having irnmediate value and c m  be 

successfully applied in real life settings early in training. 



Traditional didactic, theoretical appmaches to training ma)' not be applicable to 

caregivers' needs. Leamers, according to Zemke and Zemke (1 988) and MacKeracher 

(1 996). leam better when they can incorporate their new knowledge and skills through 

concrete pmtices. Turner (1 996) bas pointed out that oniy 17% of leamers in workplnce 

training programs are 'information leamers' - that is, people who read texts, listen to 

lectures. and team througfi the traditional school experiences. Workplace training, 

therefore. should incorporate many opportunities to put knowledge and skills into 

practical use in concrete situations. 

2.7.5 Individuah learn in dinerent ways 

How adults take in information, select relevant information, and incorporate new 

material into existing knowledge is cailed a leaming style (MacKeracher, 1996). Each 

individual has a preferred style or way of learning that may or may not be consistent 

with the styles of the facilitator or of other leamers in their group. 

Because individuals leam in different ways, it is necessary to incorporate a 

number of different leamhg strategies and methods into any training program to ensure 

that d l  types of leamers have an opportunity to learn, in theu preferred style. Grant, 

Kane. Potthoff and Ryden (1996) and Hekelman, Segall and Wykle (1989) have found 

that a diversity of training techniques develops more effective training programs. The 

training methods include discussion, role playing, guided imagery, brain-storming, 

lecture, and journal writing. 

Beck et al. (1999) have suggested that most caregivers are non-traditional 

leamers who learn better in alternative classroom arrangements. The discussion of 



caregiver characteristics points out that they may not be high academic achievers. Some 

caregivers have not succeeded in the traditionai academic sense, some may have trouble 

with reading skills, and some may read, write and speak in a language other than 

English or French. Leamers with such characteristics need special consideration in the 

design of leamhg pmgrams. 

2.7.6 Emotions sbape the tearning experience 

Adult learning is a risky business. Leamers need a d i e  place to discover, 

practice and discuss new learning (MacKeracher, 1996). Learners will not l e m  in an 

environment in which they are fearfid of reprisal for voiced opinions, they feel that their 

efforts will be mocked or they fear they will 'fail' in leaming tasks. Leamhg can be 

uncornfortable when it requires the use of new and untested knowledge or skills. OAen 

leaming requires unleaming, in which one set of ideas or behaviours must be replaced 

with another. Leamers may need considerable support to overcome their fear of moving 

fiom the known to the unknown and to deai with any fears related to potential failure 

(Beatty & Wolf, 1996; Gilley & Boughton, 1996; Zemke & Zemke, 1988). 

Given the caregiver profile described earlier in this chapter, facilitators must 

diligently work to create a leaming environment that is conducive to learning. In this 

environment, leamers must be assured that their self-respect can be maintained, their 

existing knowledge will be validated, and their efforts will be applauded. Learners must 

feel fk to interact, to be accepted, and to trust the other members of the group and the 

facilitator (Giliey & Boughton, 1996). 



2.7.7 Refïection is important in Ieacning 

Kitwood (1997) and the Flett Consulting Group (1 992) have indicated that the 

teaching methods incorporated in caregiver training should include self-reflection 

exercises. They maintained that self-reflection promotes keen observation of one's own 

behaviour. MacKeracher (1 996) bas suggested that reflection offers an o p p o d t y  to 

figure out what worked, what didn't, and why. Close observation of their owa behaviour 

should help caregivers become more aware of their mngths and their own training 

needs. 

Boyd and Fales (1983) have maintained that the key to applying learning, 

changing behaviour and learning h m  experience, lies in reflection. This process calls 

for an examination of what is leamed in relation to one's self and one's existing 

behaviour. The authors claimed that the use of self-reflection distinguishes between 

those who participe in training, yet continue to repeat old behaviours, and those who 

participate and whose behaviour changes. 

Thatcher (1 990) has advocated debriefing, a process which adds a social aspect 

to self-reflection as a means to make learning more meaningful. He suggested that the 

critical point in learning is the change, h m  initial behaviours to new or revised 

behaviours, which occurs after a learning activity. Since such change rarely takes place 

in isolation, Thatcher suggested that a pst-learning discussion with othea about what 

has o c c d  fùndamentally adds to the leaming experience. 



2.7.8 Learning is baseà on !amer activity 

Actively involving participants in leaming events is crucial to its success 

(Zemke & Zemke, 1988)- Adults need to have some control over what, and how, 

learning occurs. Whall et al. (1999) and Knowles (1980) have found that whenever 

leamers are included in the planning or modification of the leaming pmcess, they are 

more interested and cooperative. Active leamhg involves discussion, mie playing, and 

ski11 practise. The opposite of active learning is more passive and includes listening 

(without discussion), reading, and observing others without trying things out for oneself. 

2.7.9 Women and men leam dinerentiy 

Learning principles that apply to women are important in this discussion since 

caregivers are predominantly women. How women leam can be fiindarnentaliy ditrerent 

than men. MacKeracher (1996) has suggested that women base their leamhg on their 

own experiences, on making connections with other leamers, and on using the collective 

perspective of others to validate theù own leaming. Training, then, should entail using 

techniques to foster rapport, to provide opportunities to search for and share lcnowledge 

based on personal experiences and to encourage small group activities to foster group 

cohesion and trust. 

2.8 Faciiitating Principles 

From a fxilitator's point of view, having an awareness that the leamers will 

probably leam in a different manner than themselves is crucial to the success of the 

caregiver leaming process. Without carehil introspection concerning how to teach the 



leamers in question, faEilitators may unconsciously slip into training styles and methods 

through which they themselves leam best. Facilitaiors' self-awareness in terms of their 

own strengths and limitations, and their beliefs and rnisconcepti~ns~ are critical to 

training with the leamers' goals in mind. This notion is clearly illustnited by Tellis- 

Nayak and Tellis-Nayak (1989) who advocated two basic facilitating priaciples: use a 

variety of teaching practices and do no ham. 

2.8.1 Variety of delivery formats 

Grant et al. (1 W6), as well as Nayak and Tellis-Nayak (1 989). have advised that 

an assortment of training appmaches should be used to provide caregiving learning 

experiences. They suggested that training should include discussions, videos, reading 

materials role-playing and training manuals. MacKeracher (1996) added that new 

information should be presented thmugh a variety of semes and experiences. New 

information that is repeated through a multiplicity of modalities is more Likely to be 

learned and retained than information that is presented in only one way. 

2.8.2 Do no barm 

Mace (1 Y96), as well as Nayak and Tellis-Nayak (1 989), has suggested that 

training shouid not do any h m .  This notion is based on the Hippocratic oath that 

physicians must take in order to practice medicine. As a principle for training adult 

leamers to be caregivers, the phrase has multiple meanings. Training should give 

caregivers the tools to do their job better - that is to deliver a better quality of dementia 

care. Training that 'does no hami' should be training that fïrst and foremost does not 

harm the resident, and dws not put the caregiver in hann's way as care is delivered. 



Training should stn've to improve the selfeeem and self-worth of the lemers- not 

h m  by diminishing esteem or self-worth. It should give the caregiver pnde in newly- 

acknowledged talents and new-found skiils in the practice of caregiving. 

2.9 Summary 

As the review of the current literature makes clear, th- is a compelling need to 

develop better training for caregivers of persons with Alzheimer's Disease. However, 

long before a conscientious facilitator attempts to train a group of learners in the 

detivery of a better quality of c m ,  a fiamework to construct a curriculum needs to be 

established. This h e w o r k  should be based on several factors. 

F- the h e w o r k  should be based on a practical, working knowledge of 

Alzheimer's Di- and how it is manifested in those who reside in long term care 

facilities. Second, the characteristics of the caregiver must be understood. Those in 

caregiving work face unique and difficult challenges and possess mung strengths and 

unrecognized abifities. Ethicai training requires recognition and acceptance of these 

caregiver characteristics. 

Third, the framework must be based on sound sdult leaming principles. Nine 

leaming principles were selected, fiom among the many expounded in the literature, as 

the most salient to caregiver training. Such principles are ofien ignored in c ~ c u l u r n  

development. Few studies make reference to adult learners and fewer curricula are 

actuaily based on the art of helping adults learn. 



Finally, training caregivers in the care of petsons with Alzheimer's Disease 

within workplace settings is a relatively new concept. To avoid reinventhg the wheel, a 

comprehensive search was conducted to examine the most current efforts in training 

caregivers. Existing programs were examined to reveal thek successes, failtires, 

difficulties and omissions. This review is presented in Chapter Three. 



Chapter Three 

Curriculum Development 
3.1 Introduction 

This chapter outlines the approach 1 used to obtain the information necessary to 

develop a curriculum for caregivers working with persons with Alzheimer's Disease in 

long term care facilities. Two major tasks are describeci. The h t  task involved 

gathering data about the needs of the target audience for the training. The second task 

involved identifjhg, reviewing and assessing existing curricula on the topic of 

Alzheimer's Disease and related dementia 

3.2 Needs Assessrnent 

Early in the study, 1 decided that 1 needed to gather some data on the needs of the 

target audience for the training within the New Brunswick context. With the assistance 

of Rachael Clair, Executive Director of the New Brunswick Association of Nursing 

Homes, 1 developed a questionnaire to be mailed to and completed by the administrators 

of the homes which were members of the association. The questionnaire was tmnslated 

into French; and the two linguistic versions were mailed to 62 homes, 41 English and 

2 1 French. The r e m  rate was 1 00%. Gathering data fkom administrators was an 

expedient procedure related to lack of fun& and tirne. If time and resources had 

pemitîed, data wodd also have been gathered from caregivers directly. 

ï h e  daîa h m  the questionnaires is shown in Appendix A as frequency counts 

for each question. The results indicate the following: 

The majority of respondents (90%) believed training about carhg for 

residents with Alzheimer's Disease was needed and that such training was 

very important (77%). 

The most preferred format (44%) was two to ttvee hou sessions delivered 

during the day with in-house training preferred. 



The most appropriate total number of hours for such training was deemed to 

be between six and twehe hous (45%). 

The most appropriate reading level for materials to be used in such a training 

program would be about grade 1 1 since the majority of caregivers were 

reponed to have more than grade 10 education. 

Since the majonty of caregivers had five or more years of expenence, any 

training program would need to take that experience into account. 

Only 16% wanted training materials in the French lanpage only. while 45% 

wanted materials in English only and 39% wauted materials in both 

languages. 

The content desired for such training included: 

How to work with families (100%) 

How to work with dficult resident behaviours (1 Wh) 

How to cope with daily living activities for residents (90%) 

Knowledge about Alzheimer's Disease (87%) 

Dealing with the stress of caregiving (80%) 

Open-ended responses to the final question indicated that major concems 

among the responding administrators were: Unprovhg communications 

among employees and between employees, residents and family membea; 

enhancing co-operative work activities; and reducing stress and any resdting 

burn-out among caregivers. 

Additional information about caregiver needs came for two projects completed 

for the Alzheimer's Association (Sweetnam,I 999). These projects gathered data 

through questionnaires and focus groups. Although the resulting data were gathered in a 

different context and are not considered to be part of this nidy, the ideas expressed by 

the participants do not conflict with, indeed tend to reinforce and expanci, the ideas 

gathered in New Brunswick. These ideas include: 

keeping each training session to less than three hours; 



basing evaluation of the training on improvements in the quality of resident 

iife; 

providing certif?cates and recognizable tokens for successful participants; 

using role plays, case d i e s ,  experiential leaniing activities and videos as 

the dominant teaching strategies rather than lectures; 

dividing the curriculum into modules with bridging activities leading from 

one module to tbe next; and 

providing information about the effect of drugs. 

The American caregivers in the Alzheimer's Association project reported that 

those who do the most hands-on resident care are the l e s t  educated and receive the least 

training to carry out their taslcs. They viewed this lack of training as contributing to 

their fiutration over low pay, lack of recognition and stress, and as resulting in high 

employee tumaver (Sweetnam, 1999). The American administrators in the Alzheimer's 

Association project believed that training wouid improve the work environment by 

helping individual staffmernbers to connect with CO-workers and to share the burden of 

the work; and that any improvement in caregiver kmwledge, skill and behaviour would 

result in a reduction of the difficult behaviours demonstrated by residenis 

(S weetnarn, 1 999). 

3 3  Cumculum Mapping 

The second major task carried out in preparation for developing a curriculum 

was to review and assess existing cunicda. In the late 1960s, Morrissett, Stevens and 

Woodley (1969) proposed a systematic means for analyzing curriculum materials and 

structured teaching-leaming transactions. Their mode1 is based on thRe components of 

any stnictured learning situation: (1) inputs or the ingredients - teachers, leamers, 

materials, and context - that go into a structured learning situation; (2) transactions or 

the events that occur within and among the inputs; and (3) outcornes or the mdting 

changes which can be attributed to the stnictwed leamhg situation. If the cumculum 

developer choses to focus on making changes in one of the four basic inputs, then the 



other three inputs would be considered as antecedent conditions, or elements of the 

teaching-leaming situation which would be taken as given and not subject to specid 

attention or to manipulation. 

For this study, the focus was placed on the development of teaching and learning 

materials. Therefore, the characteristic features of the participants in the training, of the 

facilitator, and of the context in which the aalliing would occur were considered as 

antecedent conditions. These features, some of which were identified in the needs 

assessment activities. needed to be taken into account in developing the materials: and 

the major focus of the curriculum development activity would be on designing a 

rationale, objectives, teaching strategies, iearning materials, and assessment methods 

suitable for the antecedent conditions and the planned outcornes. Morrissett, Stevens 

and Woodley (1969) have argwd that the best method for understanding the major 

features to be included in new cUmcuium materials is to analyse existlig curriculun 

matenals. 

With this advice in minci, 1 conducted a Iibrary search and taiked to nurnerous 

persons in both the Alzheimer Society (Canada) a d  the Alzheimer's Association (U.S.) 

to identify as many existing c ~ c u l a  on the topic of Alzheimer's Disease as possible. 

By the end of the research gathering phase, I had accumulated 15 curricula that had been 

used to train a variety of caregivers who work with individuaîs who have Alzheimer's 

Disease and related dementia. Four of these curricula were not directly related to 

training caregivers and were excluded fiom the assessment and cornparison process. 

The following eleven curricula were chosen for their applicability to the target audience 

for the training 1 was planning and for their relevant content. 

Training the Trainer: Building Creotive Caregivers (McGillick 1997) 

Dementia in Long Term Setting: Training for Dignity (Hanser, 1994) 

Just for the Summer (Alzheimer's Disease and Related Disorciers 
Association, 1 99 1 ) 

r For Those Who Take Care: An Alzheimer's Diseuse Training Program for 
Nursing Assistants (Helm & Wekstin (1 995) 



Keys to M e r  Care: A Training Program for Nwsing Home Stslp-Caring for 
People with Alzheimer S Disease and Related Denrentia (Consult Services 
Incorporated, 1993) 

Provider Ibttemhe Workshop: Training for Professional Caregivers 
(Alzheimer's Disease and Related Disorders Association, 1 993) 

Caring for People wilh Alzheimer S Disease: A Training Manuai for Direct 
Care Providers (Andresen, 1995) 

Optimum Care of the Nursing Home Resident with Alzheimm 's Diseasei 
Giving a Little Eitra (Gwyther & Ballard, 1990) 

Alzheimer 's Disease - Pieces of the P d e :  A Training Program for Direct 
Service Staffand Fami& Caregivers (Barba, Ebnnann, Koff, Myers, Parker 
& Scott, 1990) 

Activiw bas& Alzheimer 's Cure: Building a Theruputic Progrant 
(Alzheimer's Disease and Related Disorders Association, 1997) 

Alzheimer's Diseue: Care a! Home (Alzheimer Society of Canada, 1996) 

In order to review these materials, a number of criteria with specific parameters 

were selected to o r g h  the process. 1 developed these criteria based on my initial 

reading and analysis of the curricula and on my understanding of adult leaming 

principles. The materials were assessed h m  three perspectives: the applicability to the 

caregiver, the needs of the facilitator, and the invesmient required by the organization. 

From the caregiver perspective, each curriculum was examined in terms of: 

Content - Cwricula were evaluated according to the usefblness, accuracy, 

originality and relevance of the information to the performance of caregiver's work. 

Curricula were also evaluated in terms of whaî material was not provided that 

should have been. 



Variety - Since learaers take in Somation, select relevant information and 

incorporate new material into existing knowledge in personal and unique ways. the 

cunicla were evaluated according to the variety, originality, appropriateness and 

quaiity of the Ieaming tasks employed. 

Evaluation - Curricula were evaluated on the basis of whether leamers were given 

an opportunity to share what they had learned, examine whether the knowledge they 

had gained was accurate andior to question the relative success of newly acquired 

knowledge and skiIIs. Curricula were also assessed according to the kind and quality 

of evaluation segment. 

Language - The results of the needs assessrnent indicated that most caregivers have 

a high school reading level. Curricula were evaluated according to the complexity of 

words and sentence structure used in handouts, leamer instructions, and lecture 

activities. 

From the facilitator's perspective, each curriculum was examineci in tenns of: 

Flow - Activities in a learning environment should follow a logicai progression 

with one learning event leading or building upon another. Each curriculum was 

assessed in terms of how well one activity led to another, how well one module led 

into the next, and how information presented in one module built upon the 

information presented in the previous module. 

Variety - In order to address different leaming styles and to hold the interest of the 

participants and the facilitaior, a facilitator needs to use a variety of rralliing 

techniques. Curricula were assessed according to the variety and quality of teaching 



techniques employed. Assessments were also based upon an attention to the physicai 

and emotional environment t h u g h  the use of music, voice intonation, and 

alternative facilitation personnel. 

Clarity - Clarity refers to the simplicity and accuracy with which instructions are 

d e n  and material is presented. Curricula were evaluated for the clarity of 

facilitator's guidance and facilitators' instructions to the leamers. 

Readability - If the curriculum is actually used to teach h m  in h n t  of a group of 

Iearners, the facilitator needs to be able to see the words, r a d  it and follow the 

instructions as they are written. CurricuIa were assessed in terms of whether the 

material was aesthetically pleasing to the eye with a font size that was visible h m  

an upright position. The material reviewed also had to make sense, be interesthg 

and be easy to read. 

From the organkational perspective, each curriculum was examined in tenns of: 

Cost - Curricula were evaluated depending on the price of the curriculum (if 

available), amount of logistical support (room availability, learner supplies and 

audio-visual equipment), costs incurred for time off for personnel for organization 

and facilitation and cost associated with time off for learner participation. 

Tirne commitrnent - Curricula were evaluated in terms of the expenditure of hours 

spent in organization, preparation, attendance and evaiuation by leamers and 

facilitators. 

Value added - The aim of providing training is to improve the q d t y  of uup 

provided by the caregiver to those that they care for. Dependhg on the value of the 



material to the learners, the amount of wotk for the facilitator and the financial 

expenditure of the organization, the curricula were evaluated to determine if the 

trainhg was worih the effort. 

For the benefit of the reader, the assessment of the eleven curricula is 

surnmarized in Table 1 (see p. 53). A description of the assessment of each curriculum 

and additional relevant information is provided in the next eleven sub-sections- 

33.1 Tmining the T'miner: Building Cmaiivr Cangkrs 

This curriculum was written by the staffof the St. Louis, Misssouri Chapter of 

the Alzheimer's Association (McGillick, 1997). It prirnarily uses material that is mass 

produced by the national office of the Alzheimer's Association, and is easy to access 

and readiiy available. The curriculum is cornprehensive and includes eleven modules, 

three of which are meant to be used by facilitators to enhance their presentatïon skills. It 

is one of the few curricuium reviewed that contained information about the teaching 

process and its application to adult learners. 

Applicability to the Caregiver 

No distinction was made between the various kinds of caregivers. This 

curriculum is meant to be used with a variety of caregivers whether they are professional 

staff  in long terni care, family caregivers, volunteers, or homeîare paid M. Therefore, 

more content areas are included than are usefid to those who work in a long t em  care 

setting. No evaluation methods are included in this curriculum. The material and the 

handouts intended for the caregivers are not appropriate for their academic level. Many 

could be used by nurses and doctors, social workers and the Iike. The curriculum is 





composeci of disparate parts hooked together, but g e n d l y  based on a common theme. 

The leamhg strategies are baseci primarily on didactic meth& such as lectures; and 

occasional case studies that ernploy altemate learning methods. 

Needs of the Facilitaior 

The curriculum reads like a resource book with a number of tools to be used 

depending on the skill level and the teaching style of the facilitator. In that sense, there 

is really no flow or continuity, except by cornmon theme. It appears that the format is 

meant to be didactic and that learner input is expected to be minimal. Each module 

contains a helpfùl bibliography that adds background reading to the content. 

In terms of clarity and ease of following, there is little to differentiate one page 

from another. Margins are very narrow making the material look congested and dificuit 

to read. There are also few font adaptations, markers or icons to break the monotony of 

text. 

Because the material has been culled fiom a number of different sources and 

authors, it is difficult to follow. Some pages are filled fiont and back, while other page 

backs are blank. Despite layout and format problems, 1 found some articles to be 

excellent. in addition, drawings and potential learner handouts are provided. This 

curriculum exists as a large resource manual from which a facilitator could make his or 

her own curriculum. Therefore the success of whatever is taught fiom this curriculum 

rests largely on the strengths of the facilitator and his or her teaching abilities. 

Lesson plans, leamer objectives, and learning activities are included for each 

module. This layout works very well as an outliw but not very well as a complete lesson 



plan, and would work best if the group leader is a very sWed  nicilitator. The outiines 

are the type of plans that teacherdfaclitators wodd make for themselves for their &y- 

to-day work. It is not the type of plan that would be usefùi to a neophyte trainet. 

Organizationa1 Investment 

This curriculum would require a signifigicant time invesmient to prepare for 

individuai training sessions. Each module offers suggestions to follow but dtirnately the 

facilitator must plan how the t h e  is to be used beforehand. Additionally, costs of 

photocopying would be substantial since there is little leamer-genaated material. Much 

of the teaching time would be spent either teaching by lecture or explaining handouts 

that would be used to supplement lectures. 

It is difficult to assess cost to the organization in temis of release tirne fiom 

work for participants as there is no indication of the tirne required for each activity or of 

the appropnate class size. 

33.2 Dementia in the Long term S d n g :  Trainingfor Dignlty 

This curriculum was written by Suzanne Hanser (1994) for the Alzheimer's 

Association of the Greater San Francisco Bay Area Chapter. It was created for use 

within long term care settings without differentiating between types of health-care 

professionals (e.g., nurses, therapists, etc.) in the workplace. It was developed to be used 

in-house, iacorporatuig selected staff h m  al1 spectra of care and to be delivered within 

the confines of staf f  shIA changes and resident/sta ratios. Al1 staff are required to 

attend and if absence is unavoidable, make-up sessions are arranged. 



This c ~ c u l u m  is impressive because of its conciseness and organization. There 

are seven modules with additional sections dedicated to pre and p s t  assessments. There 

is also a reference section which includes 13 "Just the Facts" information sheets 

published by the Alzheimer's Association to be used as referencrs and handouts. The 

reference section includes three videotape suggestions. 

Appücability to the Caregiver 

Because the c ~ c u i u m  was developed to be used without regard to the needs of 

a particular occupational group, there are inherent difficulties with unredistic 

expectations. Forcing caregivers to interact with nursing management in a leaming 

environment may be a good idea in theory but rnay not work as well as expected in 

practice. Some examples of redistic diffIculties that would be encountered in this khd 

of training include: fear of judgment over academic performance, fear of reprisal for 

differences of opinions, relucuuice of supervisors to interact with supervisees, and 

difficulty addressing greatly disparate leaming needs. 

The curriculum indudes a number of excellent learning opportunities that take 

advantage of various iearning styles. The learner has the opportunity to brainstorm, 

share in group seîîings, fsce experiential learning situations, watch videotapes, and react 

to each leaming session by way of post-session evaluation fonns. The expectations of 

learner achievements are very clear and there are many opportunities for caregivers to 

use their caregiving experiences. 



Needs of the Facïiitator 

Training for Dignity is very well laid out and easy to follow. Plans are clearly 

defned. Material is organized so that the facilitator is aware of the objectives, the 

materials needed, and the progression fkom one activity to another. Activities are 

numbered. as are the pages. Estimatecl tirne fiames are given for each activity as weli as 

an elapsed time indication - a great addition when timing is crucial. Continuity is 

evident fiom one module to another. Similar formats are used with each session ending 

with evaluations- One evaluation form is given to the leamers, while the other captures 

the reaction of the facilitator. However, little time is given for lemers to complete their 

forms and no time is given for completing the façilitator evaluation. As a result, 

meanuigfül data rnay not be obtaiwd from this process of evaluation. As Knowles 

(1980) has suggested, information gleaned h m  such evaluation forms may be more a 

reaction than a reflective comment on the leaning. 

Orgnnizational Investment 

Use of Training for Dignity requires an extended organizational cornmitment to 

training. The overall objectives of the training suite that "the effectiveness of long tenn 

care is enhanced when al1 levels of staff leam and apply the skills and techniques 

included in this trainingy' (Hansery 1994, p.5). Moreover, since al1 staff are required to 

attend, staffing mdcations, and room and t h e  ailotrnents are obligations undertaken 

by the organization. No indications are provided about the nurnber of leamers per 

session, so cost and staffhg are diicuit to predict. This c ~ c d u m  awards certificates 

to the facilities which complete staff training, but oEers no recognition to the 



individuals who complete the training. The curriculum presents a very ambitious 

endeavour considering the objective of training al1 staff in al1 seven module areas. 

333  Just for the Summer 

This c ~ c u l u r n  was producecl by the Alzheimer's Association (Aizheimer's 

Disease and Related Disordea Association, 1991), with recognition given to the Los 

Angeles Chapter for its contribution. It was chosen to be reviewed for several reasons. It 

demonstrates how particular teaching methods could be clearly organized to suit the 

needs of a specific leaming group. 

Just for the Summer primarily targets family education, specifically the teenagers 

in farnilies that are affected by Alzheimer's Disease. In addition to providing 

knowledge, the cUmcuium was developed in the hope that it would inspire volunteer 

recruitment and public service amongst teens in general. Nevertheless, the manual 

explains that the curriculum would be applicable to other settings, including chiirehes, 

colleges, and community youth groups such as Junior Achievement, 4 4 ,  and Boy and 

Girl Scouts. 

Applicability to the Caregiver 

The ctirriculum is based on reviewing a videotape followed by opportunities to 

role-play, solve cases, and discuss issues of dementia with peers. Handouts for the 

leamers are age and academically appropriate with graphics and bolded text to hold 

visual interest. The ptdpost test is based on a truelfalse questionnaire. Altemate 

evaluation processes are based on discussion questions and case studies. 



Needs of the Facilitritor 

Materiais included for the facilitator are excellent. The manuai outliaes a 

number of 'lesson plans' which detail activities that can be empioyed as well as tirne 

requirements. Background readings are included in the text a s  well as a comprehensive 

bibliography. The inclusion of refmnce material saves considerable time that would 

otherwise have to be spent searching for materials. Brief descriptions of each activity 

are provided. These instructions are so brief that oniy trained facilitators could use them 

with ease. 

The format of the curriculum is clearly laid out and easy to follow. The three- 

inch margins and visual white space make the text uncrowded and easy to read. 

Organizational Investment 

Organizational hvestment is not a factor with this curriculum. Participants are 

not ernployees who must be granted release tirne. The inclusion of handoue reference 

material, activity descriptions and lesson plans in the package means that minimal time 

will be needed for preparation provided the teachedfaclitator is experienced. 

33.4 For Those Wibo Take Care: An Alzheimer's Disease Training Program 

/or Nursing Assistants. 

This curriculum was written by Helm and Wekstin (1995) at the Alzheimer's 

Disease Research Center of the Sanders-Brown Center on Aging at the University of 

Kentucky. This centre is one of the 27 Centers of Alzheimer's Disease Research 

facilities found throughout the United States fùnded by the National l n s t i ~ e  on Aging. 



The manual was crrated on the premise that those who deliver care most directly 

to persons with Alzheimer's Disease are those most able to positively affect the quality 

of tife of those individuals. The developers maintain that a better trained assistant 

delivers a better quality of care. Their philosophy of care is focused on the resident 

rather than on the tasks of caring for the resident. This pattern of thought is consistent 

with the 'psychosocial' philosophy discussed in Chapter Two. 

Applicabiiity to the Caregiver 

The curriculum has been divided into seven modules with the first module 

directed toward normal aging. In fact, there are constant references throughout the 

manual that contrast normal aging to aging with dementia The leamer content is not 

academically appropnate and many of the handouts and prdpost-tests use language that 

is more appropriate for college graduates than for caregivers with only a high school 

education. Furthemore, handouts are visually minspire& readllig as ifthey were 

created as medical text book matenal. Tfie matenal is presented for auditory learners, 

with little apparent understanding of diffeient leaming styles (e.g., auditory vs. visual 

learners) or adult learning p~ciples .  The curriculum does not adequately address 

learner needs and goals. 

The evaluations are based on pre- and pst-test resuits using truelfalse questions. 

This f m a t  is used to develop tests to be completed at the end of each module. There is 

little t h e  included for discussion with pers or personal reflection. Such evaluations are 

based on short-term recall and have limited usefùlness as a tool to inspire better care. 



Needs of the Facilitator 

The material is well organizedd, well laid out, and easy to follow. For 

experienced trainers, teachers, and facilitators of university level courses, the curriculum 

would be quite appropnate. The language choices are surprisingly difficult, even though 

the authors allude to the low grade reading abilities of some caregivers and state that 

they have taken this into consideration in the preparation of materials. 

Few experiential and sensory activities are included in the curriculum to add 

variety to the didactic teachiig method used predominantly throughou~ Not enough 

information is provided to adequately prepare facilitators or participants in the few 

experiential activities that are included Participants are not informed about what to 

expect, how they might feel or how they should react to various activities. No debriehg 

oppomuiities are provided following emotionaily charged activities. Good adult leaming 

pnnciples state that zdult lemers do better when they are prepared for what wili happen 

in a learning activity and when they can taik about theu experiences following 

emotionally c h g e d  activities (MacKeracher, 1 996). 

A number of overheads support the lecture materials. They are easy to read but 

are unimaginative. The overheads appear to be a continuation of text rather than points 

to be clarified by the facilitator or to arouse curiosity or thought in the leamer. 

Organizatiooal Investmeot 

The writers have tried to adapt the curriculum to the needs of facilities by 

offering different scheduiing options. The curriculum recornmends that caregivers be 

required to attend aI1 seven sessions, which presents difficulties for staffing 



arrangements and make-up sessions. Class size is not addressed which may make the 

organization and preparation of sessions difficult. 

For some facilitators, the use of an academic, tmdfdse, evaluative tool is 

remsurance that training for caregivers works. Depending on the objective of the 

facility, the type of training implied in such evaluative techniques rnay suit their needs 

admirably. However, if the facility is searching for a way to irnprove how caregivers 

think about residents and about the quality of care that they deliver, the true/false testing 

is not suitable. 

This kind of climculurn requires excellent teaching and facilitating skills, 

someihing that is often lacking in those who do training in long term care facilities. 

Careful attention needs to be paid to the skills of the traïner since the aim of this 

curriculum could be undermineci drastically through well-intentioned, but 

inexperienced, facilitators. 

33.5 K q s  to Better Cure: A Training Progrant for Nursing Honte Stag 

Caring for People with Aikheimar 's DiSeose and Related Dementia. 

This curriculum, published by Consult Services Incorporated in Narbeth, 

Pennsylvania (1 993), was difficult to access. Consult SeMces Inc. is a private Company 

and was reluctant to let the m a n d s  be reviewed for academic purposes. A copy was 

finally obtained through the Amencan Veterans' Association Hospital Library where it 

had been purchased for use for their large dementia care programs throughout the 

United States. 



Applicabiiity to the Camgiver 

This package defines its audience as al1 direct service sta f f  including: nurses 

aides, licenced practical nurses, registed nurses, occupational therapists, physical 

therapists and others. By attempting to appeal to such a wide variety of occupational 

groups, the leamhg needs of specific groupd are ignored. This material does not appear 

to address the needs of direct caregivers. 

This cu.miculurn is text-based, meaning that most of the materia1 in the manual is 

included as actual text that is read to (or by) the leamer. This type of auditory 

presentation is likely to cause some caregivers to lose interest quickly. When videos are 

presented, the facilitator's role is to offer an explanation to fiirther augment learning. 

The handouts are complicated, comprehensive, unimaginative, lengthy, and the type 

font is too small. Lists of complex conditions and diseases are of Little use to caregivers. 

The evaluation segment of this curriculum is of the true/false type. Poor readers 

may have difficulty with it. The test is taken home by the leamers who have time to 

reflect on their learning. Additionally, t h e  is given in the lesson plan of each module to 

discuss the previous module's test. 

Needs of the Facilitator 

Despite the prepondenuice of the lecture teaching method, other strategies are 

also incorporated. Videotapes of actual care practice in real facilities offer a realistic 

view of how others provide care. In some of the 13 modules, family guests are brought 

into the learning. in other instances, efforts are made to initiate large group discussions. 



The modules are very àifficult to read; the materid is cramped for space and the 

margins are too narrow. It appears as if the materiai is intended to be read to the learners 

h m  stari to finish. An experienced facilitator wodd throw out the tem and use oniy the 

outline to deliver the material; inexperienced facilitators might be tempted to read he 

text fiom beginning to end. The material is written in such a way that it would be 

difficult to vaqr h m  the text or to stop and start again in the middle of the text. 

Organizational Investment 

At $2,500 (US.), the curriculum package is expensive and few facilities would 

be able to aftiord it. Further, its lack of availabiïity tbrough alternative sources rnakes it 

improbable that fa~ilities without a large training budget would use i t  Additionally, 

thirteen modules would requirp a huge investment in personnel and organizational 

strategies to support the use of this comprehensive îraining endeavor. 

33.6 Provider Intensive Workskop: Tmhing/or hqfessional Curegives 

This cuI.icuium was deveioped by the Atlanta Chapter of Alzheimer's 

Association (Alzheimer's Disease and Related Disorders Association, 1993) for their 

training staff to provide in-service training for caregivers. The package modules include: 

an overview of Alzheimer's Disease; communication and behavioural challenges; 

impact of the disease on the family; and care strategies related to hygiene. safety, and 

nutrition. This package is a 'no frills' basic resource book that has been prepared with 

adequate content knowledge for those who care for someone with Alzheimer's Disease 

but without the explanations and descriptions that would typiify a more facilitator- 

fiendly document. 



Applicabiliîy to tbe Caregjver 

The material containeci in this manual is appropriate for most caregivers. The 

module topics are pertinent to caregivers and the material is written so that it is easily 

understood. A variety of instructional methods are used throughout the manual; 

however the poor instructions for fwilitators suggest that little benefit would accrue to 

the leamers in these activities. No efforts are made to inspire reflection, nor are there 

any module-by-module evaluative measures. 

A prdpost-test is used to evaluate the recall of content, presumably with the 

intention of proving that learning has o c c m d .  Differences in pre- / post-test scores 

may indicate a change in knowledge about the disease but has little to do with change 

in the quality of care delivered to the person with Alzheimer's Disease. 

N d s  of tbe Facilitator 

The manual uses text boxes, bullets, and bolded text. It is extremely difficult to 

tell which materials are instructionid statements to be spoken to the learning group and 

which are background reading for the facilitator's own use. Despite a variety of 

interesting activity suggestions, very little Somat ion  is provided to adequately prepare 

43 the facilitator for the material to be taught. 

Overall time frames are given for each module. However, how the time is 

allocated within the module is unknown. The facilitator is Iefi to figure out what 

material is important, how long it should take, what instructions shouid be given, and 

what material should be covered. It is difficult to read since the guidelines are portrayecl 

in a confiising manner. A great deal of effort is recommended to elicit learner response. 



However. asking leamers how they 'feel' d e r  every activity is, in my opinion, neither 

productive nor conducive to meaningful learning. Periodicaiiy the recommended 

activities are counter-productive. For example, in the comm~cation module, the 

leaming event is a story that is read to the participants about how a mother relates to her 

kindergarten-aged son. The point conceming the fact that ~ Q Y  one communicates is just 

as important as w 3  one communicates is well taken; however, the mother-son context 

is completely inappropriate. Practitioners of dementia care work need to be encouraged 

to overcome the myth that people with Alzheimer's Disease revert back to childhood. 

The mother-son activity, by uiference, perpetuates this myth. 

Organizational Investment 

The use of NO-hour time blocks is consistent with results obtained h m  my 

sweys. However, this curriculum is not ctear about what is to be accomplished within 

this time fiame. Class size, organizattion, and facilitation requVements are not 

addressed. Significant tirne would be needed to prepare overheads, since none are 

indudeci. and to develop suitable lesson plans. 

3-3. 7 Caring for People with Aldeirner's Diseuse: A Training Munual for 

Direct Cure Providem 

This curriculum was prepared by Gayle Anciresen (1995). Packaged in a very 

unusual manner, the curriculum resulted fiom a collaboration of no less than six 

partnerships between two large groups of continuhg health care educators. 



Applicability to the Caregiver 

This curriculum was written for nurses, nursing assistants, social workers. 

dietitians, activity directors, and al1 other staff having any contact with people with 

Alzheimer's Disease. While the intent of reaching such a broad base is admirable. the 

possibility of writing curriculum that is appropnate for such a wide range of workers is 

impossible. Between groups there are widely varying degrees of skills, role 

expectations, responsibilities and academic backgrounds. The language, learning 

activities, and content that are appropriate for one group may not be appropriate for 

another group. For exarnple, sections concerning medication for depression and 

behaviour amelioration are inappropriate for front-line caregivers and housekeepers. 

Some of the material is confushg because it includes content that, upon reading, is 

clearly more appropriate for family caregivers than for professionals in long term care 

facilities. 

Each module is completed with a content-based test in multiple choice or fill-in- 

the-blank format. Each module al= includes an evaiuation questionnaire to be 

completed just prior to the end of the session. This questionnaire concerns the qualiîy of 

the instruction and appropnateness of the content. 

Needs of the Facilitator 

Unlike other curricula, Cming for People with Alzheimer 6 Diseaxe devotes a 

section to adult teaching and 1e-g principles. This section is included because there 

are no instructions for teaching the modules other ihan stating the objectives of each 

module. The adult leaming and teaching material that is included is content based and 



may be background reading for the facilitator, or in some cases may be used as 

handouts. No guides are provided about individual teaching techniques or activity 

progressions. This format is appropriate only for those who are experienced trainers 

since each module in the package seems to .serve as a content resource with the teacbing 

methods determinecl by the facilitator 

The Instnictor's Guide mentions that the modules are meant to be used in one- 

or two-hour sections; however, no time indicators are made throughout the modules. 

The manual is easy to read and appears comprehensive, although as a teaching tool there 

is little to guide the facilitator. 

OrganizationaI Investment 

There are no instructions for how to orgauize a group of leamers, how to 

determine group size, or how to prepare the leaming environment. Facilitators will need 

to invest considerable t h e  to prepare for each session, but little is known of the 

organizational coxnmitment since little information is given. Overheads must be 

prepared as only paper copies are given, and al1 handouts must be prepared and 

photocopied for individual use. 

The last difficulty that plagues this otheNvise good c ~ c u i u r n  is the manner in 

which it is packaged. The manual is actually a six by eight-inch bound book. This 

format makes photocopying next to impossible and the suggestions for cutting dong the 

dotted line to access overheads is, in my opinion, unrealistic and unusable. 



33.8 OptUnum Cure of the Nurshg Home Resident w M  AlilLeimer's 

Diseme: Giving Q LWe Ewtro 

This curriculum was written by the prolific and Rspected authors, Lisa Gwyther 

and Edna Ballard. of Duke University (1990). This curriculum has excellent content 

material with well chosen topic areas that are appropriate for the target population. It 

has a single cornpanion video that depicts a &y in the life of a caregiver. The video is 

unusual and drives home the point that caregiver work is both hard and invaluable. 

Applicability to the Caregiver 

The content of the curriculum is easily read and is appropriate for the needs of 

direct caregivers. Much of the material is very practical and examples are continually 

drawn h m  teal life situations and famil and caregiver comments. 

Needs of the Facilitatoi 

This curriculum is actuaily an excellent resouire manual. There are a number of 

topics that have been expertly summarized so that the language and content is 

appropriate for the target audience. The clarity that is apparent in the writing &ses h m  

a vast practical working knowledge of the topic. 

The curriculum is very well organized into three separate areas that cover an 

overview of the disease, the transition to the nursing home, and a number of behavioural 

manifestations. The section of behavioural manifestations includes a survey of a number 

of difficulties encountered by caregivers and suggestions to ameliorate situations. It also 

includes information about activities, safety, and a large number of appendices that are 

suggested as possible handouîs. However, the handouts read like pages fiom a textbook 



with littie to make them visually appeaihg. The curriculum also activeiy incorporates 

material that is pertinent to f d e s  and includes a section that refers to the poorly 

addressed needs of those in later stages of dementia. A sample evaiuation form is 

included to determine reaction to and w N n e s s  of the training. 

However excelient the content is in this manual, it is not a teaching manual. 

How the training should be arrangeci, what material to incorporate, what to leave out, 

what tirne fiames are involved, instructions, and teaching guides are ai i  areas that are 

simply not addressed. As if to recti@ this oversight, a foreword is included that contains 

principles for training and suggestions for matenal and props. 

Organizational Investment 

Despite the lack of any teaching guidelines, the importance of logistics is 

mentioned including such factors as room size and layout, lighting, seating and comfon 

These topics are often neglected in other crimcula Little mention is made of the 

adrninistrator or management investment. No mention is made of staff recogni~on for 

training, staffing concenu during training, or guidelines for who or how many should 

attend training. The faciiitator must make a large investment in time because training 

methods need to be detennined, individuai module objectives set, method(s) of 

evaluation ascertained, handouts prepared and photocopieci, activities decided on to 

permit logical flow, and a method of leaming progression identified. 



33.9 Alrkeinur's Distase - Pieces of the P d c :  A Truiaiw Pmgrumfor 

Direct Service Siofland F d y  Caqiucrs 

A team of six authon developed this c ~ c u l u m  at the Arizona Long Term Care 

Gerontology Center at the University of Arizona (Barba, Ehrmann, KoK Myers, Parker 

& Scott. L99O). The curriculum incorporates five specXcaüy-produced videotapes. This 

comprehensive manual was site-tested with over 700 participants. The five videotapes 

can be used as stand alone modules for those who desire self study. The curriculum is 

comprehensive in the sense that al1 materials used in training are included in the 

package. 

Applicability to the Caregnter 

There is more content material included in Pieces of the P d e  than a cürect 

caregiver needs to know. Despite the complexity of some of the topics, each is 

expiained sirnply and at a level that the average rerader could understand. For example, 

the module that concems medications, which in other curricda quickly spirals into 

phamiacological language, has appmpnate caregiver leaming objectives. Thox learning 

objectives are targeted at improving observation and reporting skills for possible side 

effects or toxicity in those king cared for. Unfomuuitely, the accompanying handout 

has a dizzying array of diagnoses, medications and possible side effects that is far 

beyond the needs or abilities of caregivers. 

Throughout the manuai there are a varïety of teaching techniques suggested to 

appeal to a spectrum of leamhg abilities. Role playing, large group discussions, large 

group activities, watching videotapes, visualization and expenential activities are used 



periodically in many modules. Additiondy, the authors emphasize the variabiity of 

learner strengths and the need to adapt and remain flexible to accommodate leamer 

needs. 

Needs of the Faciïitator 

Pieces of the Puzzle is more 'facilitator fnendly' than most other curricula- The 

introduction outlines each module, gives guidelines for training, and explains how the 

videotapes are to be incorporatecl into the curriculum. The authors emphasize the need 

for facilitator preparedness and the importance of a sense of humour and enthusiasm for 

the topic. 

Each module is given an overail time h e  but individual times for activities 

are not given. The material is clearly laid out and has enough white space to make the 

material easy to d The text uses a larger font, bolded text and text boxes to indicate 

activities with participants. The instructions for activities such a large group discussion 

are very bnef and probably more appropriate for an experienced facilitator. Despite the 

numerous points at which learners are asked to participate, the curriculum is again one 

that is prirnady didactic in nature. The text of matenal to be covered is included dong 

4 t h  learner instructions. This style of presentation is, in my opinion, nearly impossible 

to use or follow when actually teaching, unless the facilitator is reading the matenal to 

the participants. 

Organizational Investment 

NI of the materials that are required to teach this curriculum are included in the 

teaching package. The parameters for class size, thne, location, and equipment needs are 



supplied. No method of evaluation is provided, nor is the topic even adàressed. M e r  

the objectives of each module are clearly stated, the content material reverts to resource 

type text. 

The package is expensive to purchase and the intent is for the leamer to corne 

away with a 'study package' thaî is fairly extensive. The cost of paper copying, video 

equipment, etc. would quickly spiral out of mach of many facilities. In terms of tirne, 16 

hours of training is an extensive cornmitment h m  both personnel and management 

Substantial time is required for the faciiitator to prepare lesson plans anaor outiines. 

The authors state that the order in which the modules are presented can be 

modified because they are interdependent and inter-related. The fïrst module concems 

stress and there is no clear relationship to the second module on disease overview. The 

module conceming medication appears beîween safety and activities of daily living, in 

the middle of the curriculum. Little reference is made throughout the curriculum that 

explains how one module is comected to another. 

3.3.10 Activity Besed Al@eimer Cam Building a Therupeutic Program 

This curriculum is one of three that have been created by the Alzheimer's 

Association (Alzheimer's Disease and Related Disorders Association, 1997). One of the 

five-year mandates in the Training and Education Department of the Alzheimer's 

Association is a concentrateci effort to develop curricula to train selected audiences in 

the delivery of qudity dementia cate. Activity Based Aizheimer's Care (ABAC) 

represents their third curriculum and focuses on the delivery of rneaningfiil care through 

the broad concept of meanin- activities. The concept logically targets recreational 



therapist professionais but the rationaie sttïves to include caregivers as a very important 

part of the team that delivers quality dementia care. 

Applicabiüty to the Cangiver 

The c ~ c u l u m  uses language and structure that is appropnate for al1 learnea 

including caregivers. The authors go to gmat lengths to ensure that definitions me clear 

and objectives are stated in language tbat is easily understood. Many activities are 

included that are rneant to stimulate interest and incorporate a number of learner 

strengths. Leamers have the opportunity to do srnall group work, large group discussion, 

experiential activities, visualization exercises, and table 'hopping' - a process whereby 

leamers who sit in small groups at round tables have the opportunity to move to another 

table to improve theu ability to network and l e m  h m  others in a controlled and ' d e '  

environment, 

The evaluation tool was recently revised to move away h m  an assessment of 

the content learned to a more reflective learning tool. The participants in the pilots of 

this cun=iculum were unequivocal in their comments conceming the evaluation segment 

of the training. They stated that there was Little to be gained h m  regurgitating the 

words used in their training manuals. What they wanted was a way to express what they 

learned in terms related to their own caregiving practises. 

Needs of tbe Facilitatoi 

The material in the curriculum is very well prepared and obviously incorporates 

practical fiicilitation techniques. The material is prepared so that it is not read to the 

participants. This curriculum is the only one reviewed that is designed so that it is 



possible to facilitate training, use the manuai, and not have to read the rnatenal to the 

leamers. 

The modules are designed with interconnections so that each builds on the 

previous modules. There is good use of bold text, text boxes, and symbols to designate 

the use of an overhead, participant manual, or haadout There is ample white space and 

wide margins which would accomodate hand written facilitator notes. Activities are also 

given spbols and time b e s .  Unfottunately, the amount of material to be covered 

does not correspond to the amount of tirne given. Since this fact occurs early in the fïrst 

module in the training, the lack of time to complete training becomes omnipresent 

throughout the training day. 

The training is meant to be delivered by two faîilitators. This proves much less 

taxing to the facilitator and is much more interesthg for the participant. Sdficient 

breaks are incorporated into appropriate places between each module and each module 

begins with an icebreaker tbat relates to the material which follows. 

Organizational inves tmen t 

The curriculum cannot be purchased at this the .  It is king taught throughout 

the United States by a number of trained professionals employed by the Aizheimer's 

Association. It requires an organizationd cornmitment to send personnel to the training. 

This requires a diserent type of organizational cornmitment than training that is 

provided at the faciiity by an in-house trainer tbrough purchased trainhg packages. This 

kind of training is very expensive. However, despite the travelling and registration costs, 

there are a number of advantages, one of wbich is the networking encouraged by the 



program. In my opinion, the quaiity of training is exceilenî, the content is current. the 

take-home documents are useful, and the benefits of hding out what others are doing 

and biinging the ideas back home greatly outweigh the costs. Furthemore, one module 

specifically addresses the issue of teamwork and how to incorporate what the participant 

has learned at the workplace. The curriculum not only aims to improve the delivery of a 

better quality of are, but aiso endeavors to train participants to act as facilitators for co- 

workers. Thus the leamers r e m  to their workplaces with better caregiving skills, well 

acquainted with participants fiom other facilities who can help them çolve problems, 

and are also empowered to act as a facilitator/trainer/mentor for the improvement of 

other caregivers within their facility. 

33.1 1 Alzheimer Disease: Cure At Home 

This curriculum (Alzheimer Society of Canaàa, 1996) was created with the 

input h m  many branches of the Alzheimer Society, Homesupport Canada and a large 

nwnber of individual contributors. It was developed as a result of needs assessrnent 

completed by 28 1 agencies and 53 home support workers, plus 68 1 agencies who 

compieted a pre-swey. Of d l  the curricula reviewed, Cure A t  Honte represents the 

largest collaboration and the most extensive research in curriculum development in 

either the United States or Canada The result is one of the best curricula fiom the point 

of view of leamer appropriateness, variety of teaching and learning strategies, attention 

to culturai and ethnic diversity, and content applicability. 



Applicability to the Caregiver 

The content of this curriculum is directed toward caregivers who are employed 

in the private homes of those with Alzheimer's Disease. Both the fourch and fifth 

modules. Working wirh FonriZies and The Home Environment, contain a number of 

training issues that are not appropriate for learners who work in long term care facilities. 

Despite the obvious limitations which preclude its usage in institutional settings, the 

language is appropriate for the academic levels of caregivers and a vast array of leaming 

activities have k e n  included to acco~nmodate a variety of Iearning styles. 

Each module contains an evaluation form with tnidfalse responses. The authors 

suggest that it can either be used as a evaluative or group review tool. There are also 

separate instnictions for self-study and selfkvaluation for those who want to use the 

curriculum in that way. 

This curriculum is very comprehensive. It includes seven modules with a 

nurnber of topics ùicluded in each module. The buidet that houes the learner materials 

is large and curnbersome. Adding videotapes to the matenal makes a large and awkward 

package to carry. The participant manual on its own is too large to be a resource which 

could be used at work. 1 believe that it is meant to be used and passed on to the next 

participant. A number of pages look like possible handouts but are not labelled as such. 

It would be up to the individual facilitator to decide what to copy and what to leave as 

text. 



Neeàs of the Facilitator 

This curriculum includes an entire section that thoroughly prepares the facilitator 

for training. The authoa suggest that the lemer and the facilitator binders are needed to 

be used at the same time while facilitating since none of the leamer materiais are 

included in the instmctor's binder. This creates a v a y  awhvard bundle to manage 

during training sessions. Additionally, the page nurnbering is inconsistent with each 

topic within each module having its own set of page numbers. 

The facilitator receives instructions on how to facilitate a number of teaching 

techniques fiom role playing to group discussion. A bibliography of training techniques 

as well as a bibliography for each module is included. The authoa have also included an 

evaluation form to be used at the end of each module to collect feedback fiom the 

participants. 

Each module contains a chart which outlines the topic objectives, the materials 

and time required. It also States the teaching strategies used and clearly outlines, for the 

facilitator, the material, with suggestions for activities and activity options. Each topic 

ends with a reinforcement type of activity. Time for each topic in each module varies 

with total time per module, but generall y requires approximately two hours. Each topic 

is arranged as a stand alone topic. No information is provided to determine where breaks 

should go. Although topics are related by subject matter in the modules, there are really 

no bridges h m  one topic to another. 

Despite the quality of instniction and the variety of teaching methods. the 

curriculum needs visual improvements. Type font and white space is more than 



adequate, but the readability would be greatly enhanceci by the use of text boxes to 

enclose group activities and instructions. The curriculum would also benefit by the 

addition of some numerical or aiphabeticd order to activities within each topic since 

there does not appear to be a break or a 'finishz to one activity before another one starts. 

OrganizationaL Investment 

With eight modules, including 27 topics and an inîruductory module, Care Ar 

Home represents a comprehensive commitment in terms of tirne, personnel, logistics, 

and money fiom the organization, facilitatodtrainer, and participant perspective. The 

self-study aspect of this curriculum must be viewed as a redistic dtemative. Copying 

costs would be prohibitive if dl participants were to receive participant rnanuals. Since 

no overheads are included with the package, time and money would need to be devoted 

to their development. Despite the extensiveness and the quality of the Care At Home 

curriculum, it would, distically, have to be adapted and condensed in order to satise 

participants' needs and administrative concerns. 

3.4 Summary of Cumcula Mapping 

When al1 eleven curricula were compared and contrasted, several themes 

emerged. 1 had been warned that many curriculum writers were guilty of reinventhg the 

wheel. hdeed, the content for many of the curricula was identical. For al1 but three, the 

training materials included resource information that read like text books. They were not 

training materials at dl, but rather background reading for training activities. 

The use of most of these curricula for training purposes would be impossible 



without considerable modification by an experienced facilitator. Most calleci for reading 

and primarïly lecture-type teaching methods h m  the fziiitator and stmng iîstening 

comprehension skills h m  the leamers. Not only is this type of teaching extremely 

bonng for a fxilitator, it is nearly impossible for caregivers to learn successfüily. Little 

attention was paid to adult iearning principles that cal1 for a variety of teaching 

strategies that appeal to different kinds of leamers, a concentration on practical ski11 

acquisition, group discussion, personal reflection, or opportunities for application of 

new skills. 

What was lacking in al1 but three curricula was a working knowledge of the 

learning needs of the caregiver. Unfortunately, the three curricula that appropriately 

addressed leamer needs were not exactiy appropriate for caregivers in long terni care. 

Jusifor the Summer focused on high schml students, Activity Based Alzheimer Care 

prirnarily addressed activity therapists, a d  the Care A t  Home cumculum targeted 

caregivers who provide dementia care in private homes. 

The curricuia review proved vital fiom a developmental perspective. In addition 

to confinning what content was necessary, the &ew was indispensable for 

illuminating the areas in various curricula that were not addressed. 1 would not be 

'reinventing the wheel' if 1 applied the plentifid content material to the real area of 

unmet need - caregiver-specific curriculum. Like Momssett, Stevens and Woodley 

(1 969) 1 discovend that aithough content is important, there are other necessary inputs 

in any educational endeavor, and these include the leamers, the facilitator and the 

organizational context. 



3.5 Cumculum Dcvelopaent 

With a large number of cmicula in haad, a vast accumulation of literature, and 

the results of Canadian and American needs assessments at my disposal, the creation of 

Pride in Alzheimer 's Care proceeded slowly. 1 seemed in danger at al1 tirnes of 

drowning in resources that dealt with content, and in being ovenvhelmed with my own 

desire to be creative. My airn was to create a learning environment that would inspire a 

change in behaviour by emotionally, sensorily and cognitively engaging adult leamers. 

Fortunately, the definitive results of the needs assessments provided the parameters 

around which the curriculum could be organized. 

Despite the notion that training cunicula for caregiving already existeci, the 

needs assessments clearly established a requirement for Alzheimer-specific caregiver 

training. The reliability of this need was definitely established by asking the wune 

question, in a different manner, at two points in the questionnaires. Responses 

consistently and unequivocally showed that caregiver training was important and 

needed. 

The questionnaire results also showed that training should be conducted in 

smaller tirne segments, with the majorïty of respondents choosing 2-3 hours or less of 

training delivered at a time. Additionally, the questionnaire results showed that the 

curriculum should be geared to an academic level of no greater than the 1 1 th or 12th 

grade and probably lower. Caregivers in New Brunswick tend to include a large cohon 

of caregivers who are between 30 and 50 years old, with a substantial number (37%) 

over 50 years of age. 



From an educator's point of view, the shortest time b e s  (one hour or less) do 

not necessarily deliver the best quality of training. Therefore, 1 decided that the 

curriculum should be desieed in short moddes (two to three hours), within which there 

would also be op t iod  activities that could make the meeting time shorter, if necessary. 

Less significant activities could be eliminated if time cornmitments were criticai. 

I paid carefùi attention to the language that 1 used throughout the modules, not 

only in the information that 1 was asking facilitators to communicate to the learners, but 

also in the handouts for leamer use. The choice of sentence structure and word use 

needed to be typified by easy understanding, brevity and conciseness, and to never be 

condescending. 

From the needs assessment results on age, gender, and level of education, I was 

also aware tbat many wegivers are non-traditionai leamers. That is, the potential 

participants would have been away h m  an academic environment for a long tirne, had 

never aspired to hi& academic achievement levels, were working in a ianguage that was 

not their mother tongue, and/or were apprehensive and doubtfhl about the benefits of 

classroom leaming. To address such issues within the currriculum, 1 attempted to 

minimize lecturing and text book reading and maximize active learner participation 

through small group work. 

The New Brunswick needs assessment indicated that the majority of caregivers 

had five or more years of experience. The curriculum attempts to draw on the praftical 

skills and pre-exïsiing knowledge that was already working successfully for the 

participants, by accessing real situations and people. This approach has the additional 



benefit of acknowtedging and respecting the l e a w s '  personal experience and practical 

knowledge. 

1 was concerned that learning that was acquired with each module would not be 

lost as more material was presented with each new module. To that end, 1 created a 

bridging piece that camed over personal reflections fiom the previous week to group 

discussion in the next session. 1 also tried to incorporate many newly-acquired skills into 

each new module's sessions. For this reason, communication skills leamed in the fmt 

module would augment learning in subsequent moduies. This would, in tum, have an 

impact on the participants' ability to deai with stress and successfùlly interact with 

families. 

Nearly one-third of respondents to the New Brunswick needs assessment 

indicated that the total time devoted to Alzheimer's trainùig should be maximized at 12 

hours, although a substantial number thought that it should continue for up to 18 hours. 

in order to satisQ basic training requirements, I decided to Iimit the modules to four 

segments, that would nui for two to three hours. An additional module dealing with 

challenging behaviours could be added, as caregivea became more familiar with using 

their newly-recognized skills with their residents. 

1 suspected that when 1 created the needs assessment questionnaire and 

conducted the focus groups, I wouid begin to see content areas identified that needed to 

be included. Despite requesting preferences in questionnaires and asking for desired 

content areas in numerous focus groups, little consensus emerged as to relative 

importance. Every area seemed important. The content areas suggested as possible 



topics in the survey resuits received nearly equal distribution; however, 1 was not able to 

address al1 these content amas, principally because of t h e  constraints. 

As suggested earIier, content areas that were not addressed in these modules 

could be dealt with by adding a second round of training. Such t&hg couid more fully 

address the complicated tasks of daily living, such as bathing; challenging behaviours, 

such as sexual advances; and medication problems, including problems of dmg toxicity 

and over medication. 

1 decided to limit the caregiver group size to approximately eight 

participants-This number of leamers is not intimidating and allows a degree of dety  in 

experimentïng with new leaming. Idedy, 1 wanted the participants to come fiom 

difSerent facilities to maximize networking and idea exchanges. However, drawing 

leamers fiom digerent shifts within the institution would also be an option. 

Given the parameters describeci above, 1 mggled  with making the leaming fun, 

original, appropriate, logical, and cumulative. 1 knew that what 1 was not creating was 

just as important as what I was creating. 1 tried to use the facilitator as a guide, rather 

than a howledge expert. 1 wanted, in the original teaching application, the participants 

to provide the major sources of expertise. 1 did not realize when 1 started just how 

dificult it would be to make something simple. 

Chapter Four outlines the validation procedure and the changes that were made 

in the cwicuium. 



Chapter Four 

Validation 
4.1 Introduction 

1 created a validation questionnaire to be used by three validatoa whose names 

were unknown to me at that time. The purpose of the vaiidation was to do a 

comprehensive assessrnent of the curriculum in tems of the appropriateness of content, 

support materials. teaching methods, and leaming activities. nie questionnaire (see 

Appendix B) allowed reviewers to rate items dong a continuum of given responses, or 

to provide open-ended comments. The validation included sections for general 

impressions of the entire document and module-specific comments. 

The three validators were chosen for their knowledge about Alzheimer's 

Disease. for theu experience in developing educationd programs for adult leamers, and 

for their understanding of the issues related to long terni care: The validators selected by 

my thesis supervisor were: 

Mary Dupuis, bfessor of Nursing, University of New Brunswick 

Mary Lou Arsenauit, adult educator and consultant to the Alzheimer Society 

of New Brunswick 

Rachel Clair, Executive Director, New Brunswick Association of Nursing 

Homes 

Al1 three validatoa received a complete curriculum package. This included 

facilitator and leamer materials, teaching supplies such as overheads and handouts, 

video-tapes, dice, game pieces and a game board. Included in each curriculum package 



was the validation questionnaire. Each reviewer completed the questionnaire and 

retumed it to Professor MacKeracher wbo reviewed the results and forwarded them to 

me with her corrunents, 

Many of the validators' comments were based on ciifferences of opinion about 

my choice of activities. My supeMsor and 1 agreed that many of the alterantives 

suggested by the validators were equally as plausible and useful as the choices 1 had 

made. 1 assumed that if the alternatives proposed were equally good, 1 could use my 

original design and test it out at a later time. After the testing, 1 could then reconsider 

my choice. 

1 reviewed and organized the validators' cornments and then decided which 

points needed to be addressed and which suggestions needed to be incorporated in the 

reviseà curriculum. The revised curriculum is provided as Appendix F. Once the 

curriculum has been tested al1 the concems describeci in this chapter will be revisited. 

The major sections in this chpter address the assessrnent of the individual 

modules and the general overall impressions of the validators. in each section, the 

concerns are first listed and then addressed individually. In some cases, my comments 

address several concerns taken together. 



4.2 Moduleone 

The following concems were raised by the validators: 

Module One should occur &et Module Two. 

There should be a brief introductory overview of communication 

theory. 

There should be a revision of semantics so that commULUcation is 

better desaibed as a shareâ rather than solitary practice. 

Revision of Overhead 1 -3 to separate resident fkom caregiver actions 

Revision of Handout 1.2 to address individual needs and abilities. 

Revision of visualization exercise in order to address a wider 

audience. 

Clarification of "Geîting It Right" brainstorming discussion. 

Revision of " D o h g  It Right" de-play time allotment to give 

adequate tirne for preparation and discussion. 

Revision of "Doing It Right" role play group numbers to address 

performance anxiety. 

Revision of goals fiom topics to be discussed. 

1 took considerable time to respond to the first concem - that Module One 

should occur after Module Two. 1 recognize that the validators' concem was the 

provision of a d e  leaming environment and that such an envimnment could be created 

more easily by easing leamers into the process by starting with Module Two. While 



such an approach might be more cornmonplace, 1 think that it disregards several other 

concems - that the use of learner tirne and institutional resources is imp-t; that the 

major objective of the cinnculum is to support expenential leaming; and that the 

majority of learners are assumed to be somewhat experienced in the provision of care 

for patients with Aizheimer's Disease. 1 aiso think that the choice of the beginning 

module is a personal as well as professional choice. Therefore, the revised curriculum 

retains the original order of the modules. Once the curriculum has been tested. this 

concem will be revisited. 

Other reasons for making the decision to retain the order of the modules are: 

1 was concerned that some learners might have out-ofhte learning skills, 

speciai learning needs, or poor academic backgrounds. 1 wanted to begin the 

c ~ c u i u m  with a topic which was familiar to the leamers and which they could 

discuss on an equal footing with other learners and on the basis of their personal 

experience. 1 wanted them to have concrete subject matter to talk about when 

they first came together as a leaming group. 

In addition to beginning with famiiiar content, the learning activities begin by 

having the leamers working in pairs to reduce the possible distress of talking in 

the larger group. 

On the basis of my research and experience with caregivea, the fùndamental and 

moa important skill they can learn or improve upon is communication. They 

need to understand the importance of communicating skills, particularly in 

relation to those who have Alzheimer's Disease. 1 believe that kginning the 



leaming program with practical skiils and knowledge tbat caregivers use ofien in 

their work life is more usetid than beghning with academic knowledge. 

The leamers need to become aware of the many communicating skills they 

already possess to effectively deal with many problem behaviours and of the 

skills in which they need improvement. 

Learning to communicate effectively with each 0th- is as important for 

caregivers as learning to communicate with those who have Alzheimer's 

D isease. 

The goal of Module One is to help leamers develop cornmunicating skills early 

in the process so that these skills can be used in later modules. 1 also wanted the 

leamers to develop new skills and knowledge which could be immediately tested 

in the workplace. 

If communicating skills are improved early in the learning program, the 

occurrence of incidents of severe resident behaviours may well dedine in both 

fkequency and severity. 

The second concem - the need for a brief introductory oveMew of 

communication theory - addresses the issue of the starting point and order of learning 

activities to reflect the experiential leamhg cycle described by Kolb (1 993). 

MacKeracher (1 996) points out that facilitators tend to begin teaching activities with the 

experiential learning phase which most closely reflects their own learning style. 

Beginning with academic knowledge reflects an assimilator leaming style; since my 



leamhg sîyle is that of an accommodator, 1 prefer to begin with a more active, 

experiential activity. The choice of the beguining activity is another matter of personal 

choice. Basai on my experknce of workïng with caregivers, 1 think that they are more 

likely to use the converger, accommodator or diverger learning styles which suggest that 

beginning with an experiential activity is more suitable for them than beginnïng with an 

academic activity. 

Concerns 3 and 4 - to better describe communication as a shared rather than a 

solitary practice and to separate resident and caregiver actions - seem contradictory. 

The overhead was pqared on the basis of the needs of both groups. Instructions to the 

facilitator have been expanded to include this point. 

Concem 5 - that Handout 1.2 should address individual needs and abilities - is 
similar. 1 had assumed that Handout 1.2 did address individual needs. Again, 

instructions for the facilitator have k e n  expanded to include this point. 

Concern 6 - that the visualization activity address a wider audience - seems 

inappropriate since this program was designed to meet the needs of caregivers and the 

visualization activity addresses these needs rather than those of others who might work 

in other kinds of residential facilities. The design of any activity will always meet the 

needs of some groups more than other groups. The d e  of the visualization exercise is 

to momentarily induce a state of anxiety and agitation that ofien occurs in person with 



Alzheimer's Disease. I believe that creating a benign enviromnent wouid undennine the 

usefiilness of the activity. The faciliîator has been instructed to ensure that the 

debriehg that follows the visualization activity deflses any personal risk or anxiety 

that may be incurred as a resdt of the activity. 

Concem 7 - clari-g the inst~~ctions for the brainstorming activity associateci 

with "Getting it Right" - has led me to add the following instructions to more 

adequateiy address the issues that are not covered on the leamers' lists but are covered 

in the handout and vice versa.. 

- if participants suggest a point that is not on Handout 1.2 Tips for 

Communicating with a Person who bas Alzheimer's Dïsease, the facilitator 

will take the tirne to aclmowledge it and ask the participants to explaia 

- To ensure comprehension, as the lia is king read, ask for examples if 

appropnate. 

Concem 8 - increasing the tirne allotment for the "Doing It Right" de-play -- is 
accepted and the tirne has been increased nom 15 minutes to 30 minutes. 

Concem 9 - addrcssing performance anxiety in the "Doing it Right" d e  play - 
is also accepted. The instnictions to the facilitators include an option to fom larger 

groUPS- 



Concem 10 - the tenn "goals" to be changed to "discussion topics" - is 

accepted. The terni has been changed in this and the other three modules. 

Module Two 

The following concems were raised by the validators: 

The content of the module needs to be expanded to include: 

the prevdence of Alzheimer's Disease and why this is such an important 

issue for the health care system 

b the disease process according to stages and associated losses 

the normal course of the disease 

b other types of dementia 

w major risk factors 

current drug treatments 

differential diagnosing 

w commonly encountered challenging behaviours (such as aggression and 

combativeness) that are most stressful to long term care staff . 

Process difficulties of having two presentations occurring at the same tirne 

Concem voiced about the use of a Diagnostic Cognitive Test 

Concerns about clue wording and the relative usefulness of a crossword p d e  

for caregiver leamers with limited kmwledge of Alzheimer's Disease. 

Difference of opinion over choice of ski11 in "Making Connections". 

Encourage the use of videotapes. 



While 1 agree with the sentiment expressed in the nrst concern - tbat the content 

of the module needs to be expanded - 1 have chosen to not include such an expansion in 

the curriculum for the following reasons: 

The overall goal of the leaming program is to provide highly experientid 

and learner-centreci activities, The content of Module Two, therefore, needs 

to focus on information that is directly relateci to the learners' roles as 

caregivers. The suggested additions to the content seem to be less practical 

and more academic in nature. 

With limited t h e  and administrative budget constraints, the ideal of fully 

addressing infornation about Alzheimer's Disease must be superceded by 

the necessity to be redistic. Some leamkg topics had to be sacrificed. 

The topics were chosen to portray a basic understanding of the disease so 

that the challenges to leaming would not be unrealistic to the p d c d  needs 

of the learners. 

The second concem - that there may be processing difficulties of h a d g  two 

presentations occurring at the sarne time - was considered carefûlly. This activity is 

meant to be executed exactly as written; that is, two group presentation are occurring 

simultaneously. This experientid activity is meant to simulate the reality of residents 

with Aizheimer's Disease who are trying to cope with compmmised physical and 

cognitive deficits and often with two or more activities occurring simultaneously in their 

daily life. Who knows what 'other' voices those with dementia hear? Residents who live 



on wards must often cope with activities which may be separateci visually, but not 

auditorally, by a fabric curiain. In dining mms and activity areas they are often 

overwhelmed with multiple voices, noise and confusion over which they have little 

controi. I wanted this activity to capture some of those difficulties even ifit led to a 

'messy' activity. This point has been included in the instnictions to the facilitator. 

The third concem involved the use of a Diagnostic Cognitive Test as a learning 

activity. I acknowledge that Folstein's Mini-Mental status test is the test most ofien used 

in the clinical diagnosis of dementia. The instructions clearly state that this test is 

similar to other cognitive tests used by physicians to help make a diagnosis of 

Alzheimer's Disease. Nevertheless, the point of this activity, as outlined in the 

Facilitator Notes, was that it was meant to be used as an experiential activity to simulate 

what a cognitive testing procedure can be like h m  the point of view of those with 

Alzheimer's Disease. In order to address the reviewer's concem that the diagnostic 

process is complex and comprehensive, as indeed it is, 1 have included a facilitator 

reference note that outhes other tests that are o b  used in the diagnostic process. 

Concem 4 - about clue wording and the relative usefûlness of a crossword 

puzzle for caregiver leamers with limited knowledge of Alzheimer's Disease. When the 

crossword puzzle was developed, careful attention was paid to word usage, the general 

population's knowledge of the disease, and alternative teaching strategies that would 

capture the abilities and interests of the leamers. When the puzzle is completed, there is 



only one word that would not be part of lay person's knowledge. The aim of this activity 

is to foster learner activity through thinking about the causes of the disease and peer 

discussion. A lecture by the facilitator might be used but reflects a l e s  active and less 

learner-centred teaching method. in order to address specinc concems with the 

crossword clues. the following changes have been made: 

Horizontal 3. Wording is changed from "Having Alzheimer's Disease is a 

m- challenge." to "Having Alzheimer's Disease is a m and physical 

challenge." 

w Horizontal 4. Wording is changed fiom "Alzheimer's Disease can only be 

definitely proved with an ," to "Alzheimer's Disease can now be 

diagnosed with up to 95% accuracy. Formerly, it could only be definitively 

diagnosed by an (dissection and examination after death)." 

Horizontal 10. Wording is changed fiom "Some say that the opposite of bacteria 

might cause Alzheimer's Disease" to "Some say that a v may cause 

Alzheimer's Disease." 

Vertical 4. Wording is changed from " Some say that a deep sadness late in life 

can trigger Alzheimer's Disease." to "A deep sadness, described as Y 

fiequentiy accompanies Alzheimer' s Disease in its early stages." 

Concem 5 is a difference of opinion over choice of ski11 in "Making 

Connections''. In the handout "Making Connections" my aim was to make caregivers 

aware of a nurnber of possibilities that rnight interfere with a resident completing a 



reiatively simply s a ,  such as drying dishes. Residents will have difncuity with 

complex or new tasks, as do many of the general population. Caregivers ofhm have 

difficulty with understanding tesidents who remember how to do a simple task one day 

and not the next Those with Alzheimer's Disease often forget or remember only pieces 

of the simplest of skills. in designing the handout, the specinc ski11 is irrelevant; 

however the physical, cognitive, and emotionai processes of the resident with 

Alzheimer's Disease are not. The purpose of the activity is to make caregivers aware 

that what outwardly appears simple to them may not be so to those with Alzheimer's 

Disease. 

Concem 6 - Encourages the use of video-tapes. A number of videotapes about 

Alzheimer's Disease are available. While videotapes are easy to use, they cal1 for little 

leamer activity. 1 believe that in terms of applyhg the information learned in this 

module to a work situation, a videotape wouid have limited usefulness. 

4.4 Module Three 

The following concems were raised by the validators: 

1. Content missing about non-work related stress and its impact on 

caregiver behaviour in the workplace. 

2. Content missing in sections on "Knowing what stress is." 

3. Use of personal pronouns probiematic 

4. Relaxation exercise tends to be over-used. 



5. Suggestion that aggressive behaviour in residents is a more important topic than 

methods to deal with stress* 

The first two concerns - about misshg content - were considered carefblly. I 

agree that d l  of these issues are extremely important. in view of general caregiver 

profiles, stress h m  personai life can play a large role in the kind and quality of care 

that a caregiver is able to give îhose with dementia, With that realization in minci, and a 

Iimited time f'rame within which to deliver this module, I struggled with what 

information and which learning events would most benefit caregivers. 1 chose to reduce 

the topic of stress to its most basic tenets and promote learning activities that would 

have the greatest impact on the participants. According to adult leaming principles, 

those leaming activities would need to have a relational, interactive component. The 

activities would have to build upon their earlier experiences, be practid, relevant, and 

fun. 1 believe the leamers would gain more h m  the planned activities than h m  what 1 

sacrificed in th~wry. 

The third concem - over the use of personal pronouns in the Sources of Stress 

Activity - is accepted. 1 agree that in this activity participants should not use personal 

pronoms. References to personal pronouns has been changed. 

The fourth concem - about the over-utilization of the relaxation activity was not 

accepted. Had 1 been writing curriculum for those with educational backgrounds like 

myself, 1 wodd probabiy agree that a relaxation exercise like this might be over utilized. 



Considering the academic histories and life experiences of the caregiving population in 

general, 1 do not believe this to be the case. 1 doubt that these individuais would have 

ever had the opportunity to leam any relaxation techniques. In my opinion, the least 

beneficial teaching method for caregivers, considering the topic, wouid be a lecture on 

stress theory and little or no t h e  to practice relaxation techniques or to discuss 

alternatives to stress relief with peers. 

The fifth concem - that agpssive behaviour in residents is a more important 

topic than methods to cope with stress - was given car& consideration. One validator 

stated that most staff stress cornes h m  work load and patient acuity, not h m  resident 

behaviours, although dificuit behaviours are disturbing to the caregivers. 1 agree, but 1 

do not see these as eithedor issues, because bodi topics are important. Those who suffer 

fiom high levels of negative stress are less able to attend to the needs of others. Their 

personal needs are so great that their ability to deliver a high quality of care to someone 

else, let alone someone with impaired cognitive skills, is diminished. It is apparent h m  

this that there is a greater imperative to deliver a module on the stress of caregiving, 

than a module on aggressive behaviour. 

If1 was going to develop a second curriculum to follow this one7 1 would include 

a module on challenging behaviours. It is my hope that caregivers who leam from this 

curriculum will dernonstrate improved communication techniques, greater knowledge 

about the disease, have a better relationship with families and exhibit more capable care 

potential, because of adequate stress relief. In consequence, 1 thuik that the incidence 



and severity of challenging behaviours would decrease, thereby decreasing the 

impeiative for leaming to 'manage' resident behaviour. 

4.5 Module Four 

The folbwing points were raisecl by the reviewers: 

Missing program summary wrapup and participant evaluation of 

program 

Missing explicit recognition of previous experience of family 

members coping with Alzheimer's Disease and a loved one at home 

and that family caregiven remain caregivers after a loved one has 

been institutionaiized. 

Concem over incorrect use of tenn "Director of Nurses". 

Inappropriateness of the b o d  game as a leaming tool and 

suggestion that case studies be used in place of the game. 

Suggestion that family members be given a list of questions that will 

be asked ahead of tirne. 

Concern over phrase 'deaiing' with families. 

Concem over quality of videotape. 

Each of the points will be addressed in the following sub-sections: 

4.5.1 Program wrap-up and participant evaluation of program. 

I agree that tirne should be given for the program sumrnary and evaluation. 1 

have added 30 minutes to the fourth module which will include the following written 

99 



evaluative activity and large group discussion. The summaxy and evaluation will directly 

follow the reflective activity. 

Pride in Alzheimer's Cam Evaluation 30 minutes 

1. During this program, 1 leamed the fiindamental components of 

giving care to those with Alzheimer's Disease. 

Strongly Agree AlF= Disagree SmngIy Disagree 

2. During this program, 1 leamed how to communicate better with those 

whom 1 care for who have Alzheimer's Disease. 

Strongly Agree Ali?= Di sagree Strongly Disagree 

3. During this program, I leamed about Alzheimer's Disease and how it 

affects those with the disease. 

Strongly Agree A&?= Disagree Strongly Disagree 

4. During this program, 1 leamed about severai methods to reduce 

stress. 

Strongly Agree A p e  Disagree Smngly Disagree 

5. During this program, 1 learned about the impact of Alzheimer's 

Disease on families. 

S trongly Agree Ag= Disagree Strongly Disagree 

6. I found the content material in this program excellent. 

Strongly Agree AlFe  Disagree Strongly Disagree 



7, The information that 1 learned in this program will be usefiil to me at 

work- 

Strongly Agree AF Disagree Strongly Disagree 

8. The learning activities used in this program added to my 

understanding of the content materials. 

Stron@~ AF Disagree S trongly Disagree 

9. The facilitator was able to expiain the material clearly. 

Strongly Agree Ali?= Disagree Strongly Disagree 

10. The facilitator used teaching strategies that helped me to l e m  

Strongly Agree & F e  Disagree Strongly Disagree 

1 1. This program has changed the way that 1 give care to those with 

Alzheimer's Disease 

Strongly Agree AtFe Disagree S trongly Disagree 

12. 1 would recornmend tbis program to other caregivers. 

Strongly Agree Ag= Di sagree Strongly Disagree 

Wrap-up Discussion 

Preparaîïon: 

None 



Facilitator Notes: 

This activity is meant to help participants think about the whole program; about 

what aspects have been most meanin@ to them and what aspects could be 

improved; and to bring closure to the tirne speat together. 

Method: 

Find a seat that places you amongst the participants or closes a U-shaped 

seating arrangement. 

Inforni the participants that this activity will bring an end to your time 

together and that you are lwking forward to sharing their final îhoughts. 

Tell them chat you wouid like them to take a few moments and reflect on 

al1 four sessions. Tell them that you would Like to know just two things. 

Ask them to think about the first question: Ifyou could change anything 

about the program in general, what would it be? 

When they have had a few moments to reflect, tell them that you would 

like to go around the room and give cveryone an opportwiity to speak. 

After everyone who wishes to has spoken, ask them to think about the 

second question: How will you deliver care to residents that is different 

now than before you had this program? 

M e r  giving the participants a chance to reflect, ask each in turn for their 

comments. 

Ask if anyone has anything more that they would like to say. 

Thank them very much for coming. 



10 minutes 

4.5.2 Previous experience of family membem in coping with Alzheimer's 

This reviewer makes a very good point and 1 agree that the issue of the ffamly's 

previous caregiving experience and ongoing caregiving concerns despite a loved one's 

institutionalization has not been stated explicitly. In order to rectiQ this oversight, 1 

have included the following mini-lecture that should be given to the participants prior to 

the visit of guest family(ies). 

Mini-lecture 

Preparatioa 

w Working with Families (Overhead 4.2) 

Facilitator review of mini-lecture notes: The Role of the Farnily in 

Alzheimer's Care 

Facilitator Notes: 

This mini-lecture wiii serve two purposes. It will emphasize the d e s  that family 

mernbers have played in the care of their loved ones and will serve as an 

introduction to the family visit that will occur just d e r  this mini-lecture. 

Method: 

b Use the facilitator notes "Tbe Role of tbe Family h Alzheimer's Care" 

to develop your mini-lecture. Do not read the notes - use hem to develop 

your talk for the leamers. 

w Put up Working with Famiiies (Overhead 4.2) Present the facts simply. 

Do not use complicated words or sentence structure. Refer to the 



ovehead as you speak. It is your prompt for the progression of the mini- 

lecture. 

b Tell the participants that they may take notes. 

Facilitritor Preambie Notes: 

The Role of the Family in Alzheimer's Care 

The Caregiver 

Alzheimer's Disease not only affects the person with the disease, but 

their entire family. Those who work in the Alzheimer's field cal1 family 

caregivers 'the second patient' This is because the care that they provide to their 

loved one is unending, consumjng, stressful, exhaustive, and often leads to a 

quick decline in their own health. Alzheimer's Disesse also affects the strengths 

and weakneses of existing f e l y  rplationships. Throughout the course of the 

disease, families are forced to cope with an unending range of conflicting and 

difficult emotions. 

Caregivers cope with feelings of anger as the disease their loved one is 

experiencing places increasing demands upon them. OAen those with 

Alzheimer's Disease can appear deceptively well, yet still make difficult and 

unrealistic demands upon the caregivers. These unreasonable demands often 

cause anger and guilt. Feelings of guilt are compounded by feelings of k ing 

overburdened with care concerns. More guilt may be added if other family and 

fkiendship roles must be neglected. 



Caregiven are ofien burdened with feelings of embarrassrnent because of 

the unusual behaviours of their loved one. They may feel that having a family 

member with a mental health disease means the famiiy has been disgraced. 

Caregivers s a e r  h frustration at king able to do so little, about 

having so little control over their own lives, and about the indecision that ofien 

accompanies the decisions they must make about the fùture. 0th- feel 

abandoned as fnends and family mernbers turn away. Many caregivers becorne 

depresseci, isolated, and unsure about whom to tuxn to. Caregivers grieve for the 

loss of their normal way of living, and of the companionship of the person with 

the disease. This grieving is confused by the fact that the person is still dive in 

body but gracîually slipping away in person. Adding to this confusion is the fact 

that on some days, their ioved one behaves n o d y .  Such days can cause 

caregivers to wonder if there is a problem, if it will go away, or if it is they 

themselves who are the problem. 

Once the disease has progressed to the point where the caregiver can no 

longer care for their loved one at home, they experience tremendous guilt about 

placement in long term care. Their stress may increase if they feel guilty about 

having 'given up' on theu loved one and if they feel they have failed as a 

caregiver. Family memben and fnends may not understand that the caregiver's 

home life has detenorated, thereby adding to the caregiver's unhappiness. 

F d y  caregivers whose loved ones reside in long term care do not stop 

king caregivers. Some caregivers 'double-up' their caregiving role once the 



loved one has been institutioaaIized, in order to placate their own feelings of 

guilt. Many caregivers experience difficulty in letting go of theu roies or their 

relationships. 

The Famiiy 

Three types of contlicts generaily exist within families who struggle 

with Alzheimer's Disease. First, some family members may disagree over the 

severity of the disease and the course of action to be taken. Second, they may 

disagree over the roles of the main caregive*) and other family membea. 

Some farnily members disappear, others fulfill caregiving roles, while still others 

choose to help in less direct ways than hands-on caregiving. Third, other 

difficulties aise when the main caregiver becomes overburdened and resentfbl 

of the enormity of the task. Roles shift once again as the disease progresses, and 

placement in long term care becomes an option. 

4.5.3 Incorrect use of the term Director of Nurses 

I agree that 'Director of Nurses' is not correct and it has been changed in al1 

cases to 'Director of Nursing' . 

4.5.4 Appropriateness of a board game as a leamimg tooL 

While 1 do not agree that the bard game is inappropriate, 1 have included a case 

study as an option. 

Option 2: Case Study 20 minutes 

Maurice Cameron, 75 years old, was admitted to the local nursing home 

one year ago. He was an amiable, pleasuit man diagnosed with Alzheimer's 



Disease. At the t h e  of admission, he received only the dnig Arisept for the 

disease, which he had been accepting very well. He had lived in the local area 

and his wife and one of his two daughters iived nearby. 

His f i e ,  Eva, visited faithfiilly every &y and stayed several hours. She 

was a sweet old lady who had nothing but kind things to say to the staff. At 

tirnes, Maurice was verbally abusive to his wife. If she did not arrive at the 

appointed hour each day, he would become agitated and bother the M w i t h  

constant demands, asking where his wife was, and why wouldn't they let him 

phone her. When they gave in and phoned his wife so that he could talk to her, 

he would become very abusive to his wife. Some of these d i s  were întercepted 

by the staff and they found his wife cryhg on the telephone. 

After several months, the staff noticed that Maurice seemed considerably 

worse. He made less sense when he talked, started cxying more often, and would 

become much more agitated and aggressive during the night. The staff  tried 

medicating him at night. However, this had no effect on him during the night 

and he became more confused during the day. One cold winter night, he was 

found at the entrance to the home m g  to get back in. He had obviously 

escaped through a coded dwr and had fond  his way back to the entrance. No 

one had noticed his absence. When asked why he had left, he replied that he had 

wanted to check his bird feeder outside his window. Mer that incident, he was 

labelled an "escape nsk" and was constantly watched by the staff. 



The staffnoticed that his wife, Eva, started to deteriorate as well. When 

she visited she did not look well, and during one visit, she collapsed. An 

ambulance was called and she was taken to the hospital. The second day &er 

this incident, Eva arrived back at the nursing home to resume visiting her 

husband on a daily basis. Each tirne she visited, she would ask the staff how her 

husband had been. The staff wodd t m W y  tell her what events had taken 

place since her Iast visit. She seerned to take the news weli each t h e  when it 

was given, although afkr several weeks she began to look terrible, started losing 

weight, and often cned as she was leaving the facility. 

Maurice's children visited irregularly. His elder daughter was surly and 

complained ofken to the staff about the poor qudity of care that her father was 

receiving. The other daughter lived so fiu away that she phoned more tban she 

visited. When she called, she ofken asked how her father was. The staff reported 

for a long time that al1 was well. More recently, when Maurice had become an 

escape risk and a problem for the staff, they were less forthcoming. Finally, the 

administration and staff wanted him removed fiom the faciliîy to a locked unit at 

another facility. The family did not want hirn moved and did not want hirn given 

night medication. 

Questions for discussion: 

What role does each member of Maurice's family play? 

What did the staff do well in this case? 

What errors did the staff make with Maurice's care, i f  any? 



What could the stafî  have done differently? 

What would you have done if Maurice were part of your work assignment during 

the day? During the night? 

Preparation: 

Sufficient copies of the Case Study and accompanying questions. 

Facilitator Notes: 

The aim of this activity is for participants to become aware of the role of 

farnily members of those they care for and how those roles can impact care. The 

questions are meant to create discussion about w h t  occurred in the case, what 

role caregivers played, and what role they should or should not have played. The 

questions also ask the participants to put themselves into the situation and reflect 

what they rnight have done if they were the caregivers in question. 

It is important for facilitators to understand that their role in this activity 

is to guide the participants' exploration of the questions. It is inappropriate for 

facilitators to assign guilt, or to assume there is a correct answer. This case study 

explores the conundnims that many caregivers face in the delivery of care. It 

serves to illustrate that often care concem have no easy answers. 

Method: 

Pass out the case study and questions to the participants- 

b Ask for a parîicipant to Rad the case study or read it out loud yourself. 

b Ask participants to tind a partner. When they have found a partner, ask 

them to read the questions together and discuss them. 



w Give the leamers 5 minutes to discuss theu answers. 

Open the discussion to the floor and lead the discussion of the questions, 

ensuring that as many participants as possible have the opportunity to 

speak. 

Give the group 10 minutes to explore their ansvers. Thadc them for theu 

ansvers and have them move on to the final activity. 

4.5.5 Prepare famiiy members ahead of tirne. 

This is a very good idea and the following list of possible questions will be 

included in the curriculum to be given to families before attending the group 

session: 

Questions for Visiting Family 

Thank you so much for agreeing to attend our Pride in Alzheimer's Care 

Course. The following is a list of possible questions that may be asked of you 

when you Wit our training program. If you are uncornfortable about answering 

any of the following questions, please let me know at the following nurnber C - 

- _) and 1 will ensure that the question(s) will not be asked. ---- 

1. Would ~ O U  tell us about yourselp! 

2. Would you teii us about your loved one, the member of your 

family who has Alzheimer' s Disease? 

3. Would you tell us how Alzheimer's Disease has afkted your 

famil y? 



4. Wouid you tell us how your loved one came to be placed in long 

tenn care? 

5. ifyou would not mhd, would you tell us how you felt about 

piacing your loved one in long term care? 

6. Can you tell us  what you like best about where your loved one 

now resides? 

7.1s there some element of care that you wish you could change at 

the facility where your loved one resides? 

8. What is one thing that you wish caregivers knew about your loved 

one? 

9. If you could give one piece of advice to those who care for your 

loved one, what would it be? 

4.5.6 Concern over phrase 'dealing with families.' 

1 agree that the word usage is inappropriate and al1 references have been changed 

to more appropriate wording. 

4.5.7 Concern over quaüty of video-tape. 

1 agree that the quality of the video-tape was not what 1 had hoped for. 1 searched 

extemively to find a videotape that would portray the feelings of the families who live 

with loved ones who have Aizheimer's Disease. Unforhmately, the video-tape which 1 

selected for this module was not of the best quality and therefore the dubbed version of 

my original, despite my best attempts, was not much better. For the final version of the 



cumculua 1 will attempt to obtain a better copy of the tape and wül provide a lia of 

other videotape tesources which could be used by the facilkitor. 

4.6 Summary 

The changes outlined in Chapter Four have been incorporateci in the curriculum 

which appears as Appendix F. Once the curriculum has been tested, the moduies will 

again be reviewed and revised as necessary. Chapter Five provides a sumrnary of the 

project and recommendations for fbrther activities. 



Chapter Five 

Conclusion 
5.1 Introduction 

Delivering good quality care to those who have Alzheimer's Disease and related 

dementia is a dificdt task. It requïres tremendous amounts of caregiver patience. 

knowledge, communication skill, ingenuity, and self-knowledge. Recognizing the 

important skills to be a g d  caregiver is easy; on the other hand, developing a 

curriculum that teaches these skills and leads to having those skills practiced by adult 

learners in the workplace, is quite a different matter. 

in this chapter. 1 summarize the process 1 undertook to create a training 

curriculum for those who work in long term c m ,  and who provide a kind of care that 

pemiits those who live with Alzheimer's Disease to enjoy the highest quality of life that 

their dwase progression allows. 1 then relate what 1 learned about doing this kind of 

research and the process of curriculum vaiidation that followed. Finally, 1 describe my 

pians for the fiiture of the curriculum. 

5.2 Process Summary 

Writing curricuium for those with Alzheimer's Disease demands knowledge in 

several content areas. For this endeavour I needed expertise in several large fields of 

knowledge: the nature of Alzheimer's Disease, the nature of care provided to persons 

with Alzheimer's Disease, and adult learning principles. First, 1 researched Alzheimer's 

Disease and related dementia, primarily in areas that related to the impact of the disease 



upon the individual and caregivers (including families). Throughout this study, 1 

became increasingly aware of the necessity to Werentiate beween various philosophies 

of providing care and the impact of these different approaches upon training caregivers. 

Tiien 1 used my Adult Education studies to target the needs of the caregiver leamer. to 

assess current training materials, and to apply addt Iearning principles to the 

development of an original training curriculum. 

In order to make sure that 1 was addressing the actual needs of caregivers. 1 

conducted a survey of home administrators in New Brunswick. 1 augmented this data 

with information gathered as part of a project 1 conducted with the Alzheimer's 

Association at several sites in the U.S. The results of this information gathenng process 

gave me the parameters around whïch the content for the curriculum was created. 

1 reviewed available curricda designed to train caregivers about working with 

persons with Alzheimer's disease and related dementia. Eleven cwricula were selected 

and assessed in ternis of critena related to perspectives of the caregivers, the facilitator, 

and the organizations sponsoring the training. 

1 developed a curricuium consisting of four three-hour modules focusing on: 

communication skills, knowledge of Alzheimer's Disease, stress, and working with 

families. The curriculum was validated by three knowledgeable New Brunswickers and 

revised. 



5.3 Recommendations to Tbose who would Dcvclop Curricuia 

Writing curriculum is difficult, the-consuming work It requires a vast 

accumulation of knowledge and endless research. The field of dementia training is 

relatively young and training materials are difficult to ilin& despite anecdotal evidence 

to the contrary. in my search for curricula, 1 was sure that there was always a better 

curriculum .out there' and that 1 just had not found it yet. After years of searching, 1 had 

not found the perfect materials, and in the interim, other materials were created and so 

the search for the ultimate curriculum never ended. Also, research in Alzheimer's 

Disease and dementia is rapidly developing. Medical breakthroughs made some of the 

curriculum matenal redundant practically before it was written, let alone validated. 

There cornes a point when the search rnust end and the writing must begin. Students 

who plan to write a curriculum would do well to understand h m  the beginning that the 

perfect curriculum is non-existent. 

Dwindling budgets make administrators in long tenn care facilities less and less 

concerned with providing quality training for staffmembers who may leave after a short 

time. From an administrative perspective, training should take the least possible time 

and cost the least amount of money. Adult educators know that teaching methods, like 

reflective practice and group discussion which take tirne and offer few easily 

identifiable evaluation mesures for administrators, are ofien the most productive part of 

a caregiver's leaming process. Since my goal was to produce a curriculum that would 

be topical, practical and useful, I ofien found myself caught between the ethical 



extremes of writing good learning materials h m  an adult edudon  perspective, and 

squeezing the materials into the tightest possible parameters of minute-time chunks and 

fewest dollars allocated by administrators. Mer aii, 1 o f b  thought, what good are 

excellent materials if they are never used? 

I have learned thaî curriculum writing is a task that is usually not an individual 

endeavaur. The task, if done properly, is just too monumental. Having a team to work 

together on difficult areas would have made a tremendous difference. It is possible to be 

creative when working alone, but it is easier to be more creative when working with 

othen. Access to university resources such as copiers, libraries, and collegial friendships 

would al1 have made the process easier and much more enjoyable. 

Finally, any curriculum, in my opinion, should always be comidered a 'work in 

progress' that will continualiy be adapted and revked. As adult leaming practice 

becomes more sophisticated, as dementia discoveries are made, and as changes in 

dementia care practice evolve, the need for amenciments to any curriculum will, and 

indeed. should continue, No matter how good a curriculum is, it will aiways contain 

activities that do not create the learning environment the writer is expecting. There will 

always be contexts, leamers, and facilitators for whom the curriculum will not be 

suitable. There will always be adrninistrators who insist on minimal training and who 

allocate inadequate personnel or training dollars. There will always be leamers who are 

anxious about leaming or who believe they do not neeà more training. There will even 

be facilitators who have Little understanding of adult leaming principles and see little 

devance in teaching and leaming practices that differ from theu own experiences. 



5.4 Validation Recommendations 

For those who have dBïculty with others critiquing their work, the validation 

process c m  be hard to swallow and digest. When 1 developed the validation 

questionnaire, 1 thought that it should be a comprehensive rwiew of each individuai 

module. and of the curriculum as a whole. In retrospect, 1 expected to receive 

suggestions that wodd cal1 for minor revisions but not suggestions that would require 

an aimost complete revision and rethinking of some modules. 

In writing a validation questionnaire, 1 would advise the author to know the 

people for whom it is king developed. 1 wrote the questionnaire without a conscious 

awareness of how the questions might be interpreted, or indeed, answered. 1 stnictured 

the questionnaire around responses that I might give to another in the same situation. 

Since 1 am the kind of tacher who uses positive reinforcement to guide leaniing, 1 

expected to receive only positive feedback and was unprepared for sorne of the negative 

feedback 1 received. 

1 wodd also recommend, if possible, a validation procedure that occurs over a 

period of time. In my case, for instance, it would have been preferable to receive the 

validation one moduie at a time. I would have been much more prepared to change or 

adapt the modules one at a time. 



5.5 Future Eadeavours 

5.5.1 Future Training 

Since 1 work for the Alzheimer's Association 1 will have the opportunïty to test 

the curriculum as it is written. During the autumn of 2000, I will be o f f e ~ g  Pride Ni 

AIzheimer S Cure in the Williamsburg, Virginia, mea. It will be offered free of charge 

(as are al1 prograrns administered by the Aizheimer's Association in the Hampton Roads 

Chapter) to a nurnber of assisted and skilled living facilities. The numbers of 

participants will be limited to eight people, enrolled on a fim corne, first served basis. 

Although the details are not lbalized, I expect to teach the program once a week for a 

penod of four weeks. Participants can either volunteer for the program or be asked to 

attend by their facilities. 1 will be asking a colleague to attend to give feedback. 

5.5.2 Revisions 

At this point, 1 know that the curriculum wiii be more valuable and more widely 

used by facilities if the content of each module is limited to one (ideally ffom an 

administrator7s perspective) to two hour tirne blocks. 1 intend to use the training 

experience as outlined above as a guide to determine what material can be eliminated in 

the module and what must remain to maintain the integrity of the content and 

rneaningfilness to the leamers. 

5.5.3 Translation 

I had originally intended to offer the curriculum in both French and English in 

New Brunswick However, I have found that current computer translation software is 

not good enough to develop a translation of the program that will adequately address the 



needs of those who work in long tenn care in New Bnmswick. If it is possible to find 

the necessary funding, 1 would be pleased to be able to have the c ~ c u l u m  availabie for 

the use of French-speaking caregivers. 

5.5.4 Curriculum availability 

The Alzheimer Society of New Brunswick and the New Bnïnswick Association 

of Nursing Homes were very helpfid to me as 1 began my research in curriculum 

development at the University of New Brunswick. 1 intend to make the curriculum 

available for their use. 1 believe that the curriculum package will work most effectively 

if 1 can be involved in the initial training of potential facilitators. 

5.6 Conclusion 

As baby-boomers age, Alzheimer's Disease becomes more significant daily. 

This devastating disease which is quietly populating the halls and comdors of long term 

care facilities everywhere, is quickly becoming the disease of our time - too huge to 

ignore. As the incidence of Alzheimer's Disease escalates, the need for training 

caregivers who can deliver compassionate dementia care is critical. Caregiving for those 

with dementia requires specialized training that incorporates understanding and respect 

for those with the disease and is based on the Learning needs and special strengths of 

those who deliver the care. We need to train caregivers well; the c m  that is given may 

well be for us. 
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Needs Assessment: 

New Brunswick Association of Nurshg Homes 

The purpose of this study was to determine the needs for training in member 
homes in the New Brunswick Association of Nursing Homes. The questionnaire was 
mailed to 62 nursing homes; return rate was 100Y0. Except where indicated, the 
numerical values represent fiequency counts. 

- -  - -- - - -  

Training for Caregivers of Alzheimer's Patients 
La Formation Para-Professionelle pour la maladie d'Alzheimer 

(TOTAL: 62 homes in NB - 41 English, 21 Fraaqais) 

Q-1 
Do members of your staff require specific training for working with 
patients with Alzheimer's Disease and other related dementias? 
Avez-vous besoin d'une éducation speciaiisé pour votre personnel qui 
prend soin des patients souffrant de la maladie d'Alzheimer? 

Q-2 
How would you prefer that your staff receive trainmg? Avez-vous une 
préférence concernant la méthode de l'éducation? 

Self study at home // L'éducarion par soi-même 
chez soi. 
2-3 hour srnail group sessions in the evening // Une 
séance de 2-3 heures en petit groupe le sou. 
2-3 hour small group sessions during the &y // Une 
séance de 2-3 heures en petit p u p e  pendant la 
journée- 
Full day session on weekdays // Une journée 
complete pendant la semaine 
Full day session on weekend // Une journée 
complete pendant le fin de semaine 
Other (please speciw) // Autres suggestions? 

Toul 

62 



9.3 
At what academic level would the training be m m  appropriate? Quel 
niveau scolaire serait souhaitable pour cette formation? 

Grade 8 or below // Le 8iéme niveau ou moins 
Grade 9- 10 11 Entre 9- l Oiéme niveau 
Grade II-12// Entre 11-12iémer' h iveau 
Above Grade 12 // Plus que le 12iéme niveau 

Q-4 
What percentage of your staff is: Quel pourcentage de vos employés a: 

Under 30 yeats of age // Moins de 30 ans 
30-50 years of  age // Entre 30 et 50 ans 
Over 50 years of age // Plus de  50 ans 

9 -5  
How many hours of training do you think your staff members need? 
Combien d'heures pensez-vous de- être consacrés a l'éducation de 
la maladie d'Alzheimers? 

Less than six hours 11 Moins de six heures 
Between 6 and 12 hours // Entre 6 et 12 heures 
Between 12 and 18 hours // Entre 12 et 18 heures 
More than 18 hows // Plus de  t 8 heures 

4.6 
Would you prefer training material to be provided in ... Préfétiez-vous 
que la documentation soit écrite en ... 

English only // anglais 
French only // fiançais 
Both English and French // tous les deux 

Q-7 
How many years of practical caregiving experience does your staff 
have? Combien d'années d'expérience vos aides saignantes ont-elles? 

Less than one year // Moins d'un an 
One to two years // Entre un et deux ans 
T h  to four years // Entre trois et quaare ans 
Five years or more // Cinq ans ou plus 

Englisb 

6 
16 
13 
6 

English 

O 
3 
7 

3 1 

Français 

3 
10 
8 

Toul 

8% 
55% 
3 70/0 

Total 

10 
28 
18 
6 

Tot.1 

28 
10 
24 

Total 

O 
3 
9 
50 



Q-8 
How important do you think such training will be for your staff! Quel 
degré d'importance devrait être accordé à cette formation? 

Very important 11 Trés important 
lmpoitant // important 
Not important // Pas important 

Q-9 
The following represent training sessions. Please check al1 that would 
be of interest to your staff members. Les titres suivants sugg&ent les 
sujets possibles, Veuillez vérifier ce qui -t d'intéret à votre 
personnel. 

Alzheimer's Disease: What it is, // La maladie 
d'Alzheimer: qu'est-ce que c'est- 
How to work with families // Comment travailler 
avec les fimilles. 
Difficult behaviours // Le comportement difficile du 
patient 
Daily living // Les activités quotidiennes. 
The stress of  caregiving // La tension nerveuse chez 
les aides soipantes. 

Q.10 
Please comment generaliy on how the training and education of 
caregivers could be improved. Est-ce qu'il y a des sujets qui devraient 
être étudiés mais qui n'ont pas été mentionnés cidessous? 

Most common responsts rclated to communications 
and stress (bum-out) among caregiving staff. 
Next most comrnon responses related to approaches 
to the resident, involving integration of  staff with 
patient, understanding the patient's history and 
effectively dealing with families. 

Englisb 

32 
8 
1 

Englùb 

38 

41 

41 
39 

36 

- 
Tom1 

48 
13 
1 

- 
Total 
100% 

20% 

23% 

23% 
1 7% 

1 8% 



Appendis B 

Validation Questionnaire 

1. Does this c ~ c u I u m  fblfill the airn of providing basic training for caregivers of 

people with Alzheimer's Disease in long term care? 

Please explain: 

Eval- 

3 . How well does the reflective writing or story telling by caregivers, as outlined in 

the reflections activity in each module, fulfill the evaluation component of the training? 

Very Successfully Successfully Adequate Not adequate Inappropriate 

Please describe other methods of evaluation that would better suit the needs of 

caregivers. 



MODULE ONE 

Please add any additional cornments about Module One at the end- 

Content 

1 .  1s the content appropriate for the needs of the leamers? 
Too basic Appropriate Too complex 

2. What content is missing from this module? 

3. Are the stated objectives in this module met? 
Very Well Indeed Adequately Just  Barely Not at al1 

Support Materials 

1 .  Do the overheads add to the presentation of the content? 
Excellent Very Good Good Not Very Good Poor 

2. Are the overheads clear and easy to read? 
Excellent Very Good Good Not Very Good Poor 



3. Are the handouts valuable to the learner? 
Excellent Very Good Good Not V e q  G d  Poor 

4. Are the handouts visuaily attractive, and easy to rad? 
Excellent Very Good Good k t  Very G d  Poor 

Teaching Methods 

1. Do the teaching methods address different learning styles? O Yes ONo  
If no, please explain: 

2. Do the teaching methods successfully convey the content to the leamers? 
O Yes O N 0  

If no, please explain: 

3 Are there other teachiog methods that could have been employed in this module? 

Worth 

1. In your opinion, what experiences, knowledge, or activity, included in this module, 
wodd be most meaningfid for a caregiver? 

2. In your opinion, what experiences, knowledge or activity, included in this module, 
would be lest  meaningful for a caregiver? 



Timing and Sequence 

1. 1s the progression of activities within the module logical? 
if no, please explain: 

O Yes DNo 

2. Has adequate time been allowed for each activity in the module? O Yes O No 
I f  no, please explain: 

Please add additional comments on Module One: 

The questions for Modules Two, Three and Four were identical to those rsked for 
Module One. 
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Pride in Alzheimer's Care 

In traduction 

Pride in Alzheimer% Cam is a unique training curriculum that was developed 

with two guiding principles in mind. The first principle States that those who live with 

dementia deserve to receive care that JuJtains their nghts, preserves their dignity and 

maintains th& pnde of themselves. The content of this curriculum teaches that care for 

those who live with dementia rnust be individualized, iuiaptive and person-centered. 

The temn 4'p~ni:entred" means that care fits the needs of the person, rather than the 

person being expected to fit the expectations of the care. Indeed, every effort is made to 

enable participants in the training to leam through the eyes and hearts of the people 

living with Alzheimer's Disease. 

The second critical principle of this training is that caregivrs as leamers deserve 

to receive training that suits their unique needs, strengths and challenges; that is, each 

training session should be "leamer-centered." This curriculum was developed to deliver 

training that is theoretically sound, practical, learner-centered and fun. It is intendeci to 

draw on the experiences and insights of staff already "on the job." This training helps 

caregivrs leam essential skills and knowledge, so that they can be proud of the care 

they give. To ignore the needs of staEwho provide direct service would compromise 

the quality of the care delivered and thus the quality of life enjoyed by those living with 

Alzheimer's Disease. 

This curriculum, then, delivers training that not only preserves the "pride" of 

those who live with Alzheimer's Disease but also pays carefil attention to the "pride" 

with which knowledgeable direct care providers deliver their care. 



Audience 

This cUmcuium was Wnttai primarily for caregivers who work in long term care 

facilities, but who may have little experience workhg with residents with dementia 

However, the cuniculum is written in such a way that all those who have direct contact 

with people who have Alzheimer's Disease and related dementia will benefit h m  the 

training. 

Facilitator 

The facilitator is an integral part of the curriculum. The facilitator should have 

some experience in delivering training, should be enthsiastic, should corne to each 

session well prepared? and should have an adequate knowledge of the material. 

Additionally, facilitators should have expertise in drawing out life experiences h m  

participants and helphg them become aware of the wisdom of their personal and 

practical knowledge. 

Physical Setthg 

If possible, training should be held in a room that is sound proofed to overhead 

paging systems and individual resident alarms. Personal pagers, beepers, and telephones 

should be either tumed off or tumed to silent alarm to minimize interruptions. The room 

should be equipped with tables arranged in a U-shape to facilitate face-to-face contact 

and discussion. 

Psychological Setting 

Leaming is a nsky business, and participants need a psychologically "safè" 

place in which to leam. Participants need to be reassured that there is no such thing as a 

stupid question or m e r ,  and need to be told that every participant is expected to 

extend this same consideration to every 0 t h  person in the group. 



Confidentiality is also an important aspect of this training. Since the participants 

will be discussing situations and residents h m  their own place of work and theu own 

performance, they need to be assureâ that their conversations will not be discussed or 

repeated outside the context of the training sessions. 

Lastly, learning should be fun. Participants are making a tirne cornmitment to 

the training sessions - at least eight of th& precious non-working hom. The subject 

matter and often the worlcing conditions are ver-  serious because they are, d e r  ail, 

caring for those with a progressive, non-reversible disease. Therefore, leaming about 

how to h d  joy and happiness in carhg for those who live with Alzheimer's Disease is, 

and ought to be, a priority. 

Preparation 

Pride in Aizheimer's Care is a very interactive training program. The materials 

have been prepared with carefbl attention to the leamhg n& and specific requests of 

caregivers themselves. The facilitator must become completely familiar with the 

program before implementation. 

Each module contains activities that are meant to be used comecutively, because 

each activity complements the previous one. Time *es are suggested for every 

activity. The tirne assignecl to the coffee break and the refiective activity in each module 

are flexible and should be used to make adjustments to the approxirnate t h e  of 180 

minutes planned for each session. 

The cuIricuium has been written to accommodate eight to ten participants per 

session. To maximize peer leamhg, participants should attend from different facilities. 



Manuai Feritures 

The Manual is divided into four moddes. These modules are: 

1. Communicating in Alzheimer's Care 

II. What is Alzheimer's Disease 

m. Stress in the Workplace 

W .  Worlring with Families 

Each module contains a specific list of materiais and equipment needed to 

complete the training. In addition to this list, the faciritator will need one copy of each 

overhead transparency and sufncient copies of each handout. If the facility in which the 

training is being conducted does not have an overhead projector, the overhead 

transparencies can be US& to create handouts for the participants. 

Each activity includes special notes to the facilitator to cl&@ the intent of the 

activity as well as a comprehemive method that outlines, step by step, exactly how to 

facilitate the learning process. 

Since individual leamers are diEerent in their prefemd approaches to iearning 

(sornetimes called a leaming style), the progtam has incorporated a variety of activities. 

In general, four types of activities are provided. Those which begin: 

with a discussion of ideas presented through reading, talks or lectures; 

by using ideas to develop alternative methods for doing something; 

with an actwl experience or testing out of an alternative strategy; and 

with thinking about, reflecting on and discussing an expezience 

Evaluation 

Each module includes a personal reflective activity that is integral to the learning 

process. Writing or telling a story of their own experiences at work incorporates 

learning at several levels. In this activity, participants should be encouraged to think 

about what they have leamed, to try the new learning out in actual practice, to figure out 



whether such trials worked or not, and in the saféty of the training group, to tell others 

what happenecl. More leaming is fostered in the group by discussion, l d g  h m  

others' experiences, and getting feedback on how to do it better. This kind of reflective 

activity also evaluates whether the knowledge and skills that each module purports to 

teach have been understood, and are being used in the work setting. 

A general program evaluation is included at the end of the last module. The 

evaluation is a subjective questionnaire that captures reactions rather than specific 

content responses. More expressive namative responses are captured in the program 

surnmary and wrâp-up. 



Module 1: Communicating in Alzheimer's Care 

MODULE 1: 

COMMUNICATING IN ALZHEIMER'S CARE 

Time Reaiiired 

180 minutes 

20 minute .break included 

Facilitator Pre~aration - General 

Flip chart, paper, masking tape and regular and dry erase (water 

soluble) markers 

Appropriate number of copies of Module I Handouts 1.1 - 1 -4 

Tape player and quiet music cassette 

Overhead Projector and Module 1 Overheads 1.1-1.5 

Extra writing materials bens and paper) 

Optional: One 'squoosh' bail (soft 2 inch pliable balls) for each 

table of participants to relieve stress throughout session 

Optional: Bag of Hard Candies used as condiments (to be evenly 

distributed amongst leamers' tables) 

Package of 3x5 inch cards 



Introductions 

Module 1: Communicating in Alzheimer's Care 

25 minutes 

Preparation: 

Overhead projector and screen set up ahead of tirne 

Overbead 1.1 : Cartoon: For Better of for Worse 

Method: 

Introduce yourseIf. Welcome the learners and express enthusiasm for 

the program that the leamers are about to begin. 

Put up Overhead 1.1: Cartoon: For Better or for Worse 

Share the joke with the group. 

Ask the participants to number amund the group 1,1,2,2,3,3,4,4, etc. 

Those with the same number f o m  a pair. 

Ask the participants in each pair to introduce themselves to each other 

and to share a specsc difficulty that they have had communicating 

with a resident in their facility. Tell them when they have f i shed  

introducing themselves to each other, they will be called on to 

introduce their partner and their partaer's difnculty to the rest of the 

PUP-  

Give the participants 10 minutes to talk. 

Go around the large group and give each person 1 minute to introduce 

their partner. 

Thank them for their introductions and tell the group that they will be 

learning some ways to help them communicate better with their 

residents. 



NOTE TO USERS 
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Agenda 

Module 1: Communïcating in Alzheimer's Cam 

2 minutes 

Preparaüon: 

Flip chart paper, masking tape, and markers. 

Prepare a flip chart page ahead of time showing the Agenda (Flip 

chart 1.1 : Agenda). 

Post the Agenda in a prominent place in the rwm using masking tape 

and leave it up for the duration of the session. 

Method: 

Go over the agenda, mentionhg that most of the time wiU be spent on: 

P identiwng the problems in communication, 

leaming how to fix these, and 

P practising new skills. 

Add that the group may not complete al1 items on the agenda 

Tell the leamers that the group will take time to discuss the important 

issues 



M d d e  I: Commimicating in Alzheimer's Care 

Flip chart 1.1: Agenda 

Introductions 

Agenda 

Discussion Topics 

CommWUcation Problems - 

Helps and Hindrauces 

Visualisation Activiîy 

- BREAK - 

Mini-Lecture 

Communicating: "Getting It Right" 

Communicating: "Doing It Right" 

Reflections 

25 minutes 

2 minutes 

3 minutes 

30 minutes 

30 minutes 

20 minutes 

5 minutes 

25 minutes 

30 minutes 

10 minutes 
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Discussion Topics 3 minutes 

Preparation: 

Overhead projector and screen set up ahead of time 

Overhead 1.2: Discussion Topics or prepare a fiip chart ahead of time 

showing the discussion topics of the module. 

Method: 

Put up Overhead 1.2: Disc~ssiou Topics 

State that during this session we will talk about: 

4 What gets in the way of listening and understanding 

4 How to talk to persans with Alzheimer's Disease 

4 How to listen to persons with Alzheimer's Disease 
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Communication Problems 30 minutes 

Preparation: 

Overhead projeetor and screen set up ahead of time 

Overhead 1.3: Common Problems in Communication 

Dry erase or water soluble pens for overhead 

Facilitator Notes: 

As a result of this activity, leamers will understand that 0th- share 

sirnilar problems and that there is more to listening than paying attention. 

Communication is a shared practise that tends to be taken for granted 

between cognitively intact individuais. Caregivers need to be especially 

aware of the complexity of the communication process, and its interactive 

components, so that they can effectively compensate for those who have 

Alzheimer's Disease. 

Method: 

Put the group into the same pairs as in the Introduction activity. 

Ask the participants to think back, now, to the Introduction activity 

they just did and discuss, in pairs, the problems they had with 

cotmnunicating with their resident. 

' Ask them to make two columns on a sheet of paper. At the top of one 

column put the title "What does my resident do (or not do) that 

contributes to the problem?" On the other column put the title "What 

do 1 do (or not do) that contributes to the problem?" 
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Tell them b t  as they are discussing their communication difficulties 

with their partner, they should make notes in the appropnate colurnns. 

Give hem 10 minutes to discuss their problems and make notes. 

Put up the Overhead 13: Common Problems in Communication 

and briefly explain. 

Go amund the room and ask each pair for one of the items they have 

entered on either of the two columns they have developed. 

Look for a simila. problem on the overhead. 

Appoint a volunteer to put a star beside the most similar problem on 

the overhead with a dry erase marker so it can be erased later 

Keep going around the group until al1 problems are recordeci. 

Look for problems that have been identifid with many stars, others 

that have none and discuss them with the group. 



Overhead 1.3 

Common Problems in Communicating 

Ignoring Faking Attention No Eye Contact 

Distracting behaviour Getting Ready 

Selective Listening Negativity Noisy Environment 

Non-verbal language Feelings about the other person 

Fatigue Voice Talking down or over 
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Visuaiisatioa Activity: The World of 30 minutes 
a Resident with Alzheimer's Disease 

Preparation: 

The material on the next two pages is a script that you are going to 

read to the participants of your p u p .  

Practice reading the script out loud to yourself several times ahead of 

time. Try out différent pacing/speech, vocal expressions, etc. 

It should be read siowly, pausing between sentences. However do not 

pause too long or participants will go to sleep. 

Prepare Fiip cbart 1.2: Discussion Questions ahead of time listing 

the discussion questions that appear following the script and have this 

page ready to display once you have finished reading the script. 

Facilitator Notes: 

This activity requires a high degree of involvement fiom the facilitator and 

the learners. You should take time to emphasise the importance of losing 

oneself in the memory. How much the leamer gets out of the exercise is 

proportional to how vividly they are able to visualise. The success of this 

exercise is also based on the expression that you can convey in reading the 

passage. This certainly may be potentially threatening for sorne 

participants. Careful attention should be given to debriefing the 

participants after the activity. Ensure that emotions and issues are 

acknowledged before moving on to the next module. 
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Methd: 

Tell the participants to relax and assume the most cornfortable position 

they can. Tell the leamers that they are to imagine themselves as the 

person with Alzheimer's Disease and to really let themselves 'get into' 

the situation that they hear being described. 

Tell them that after this activity, they will be asked to write d o m  

some of their reactions and feelings to the situation. 

Invite them to close their eyes and listen carefûlly. 

Read the script slowly and pause between sentences to give your 

listeners time to visualize your words. 

The script should take approximately 5 minutes to read. 

Post the fiip chart list of discussion questions when the visualization is 

over. 

Ask the participants to consider the answers to the questions first 

quietly by themselves, then to share these answers with their partner. 

Finally, ask participants to share some of their responses with the large 

group. 

“...Yeu are sitting near a window in a recliner. It is so 

sunny that you have had to squint for a long time. You 

finally close your eyes..... You can feel the heat of the sun 

on your face. You can hear father's voice, "get along Doll, 

git up Jip.." urging the horses to get the load in and the lazy 

clumphf, clumphf, clumphf of the horses moving slowly 

toward the barn. You can see Momma's back swing 
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dom, swish up, and over her shouider with the fork fded 

with hay, again, and agah, and again, just like the last two 

thousand times that it has today. The back of your neck is 

wet with sweat but you are too üred from the hayin' to 

bother to wipe it away. 

Suddenly, someone you don't know is standing in 

front of you, speaking a t  you. You just can't make out 

who is there. The glare from the sun is bbd ing  you. 

You don't recognise anyone. You are frozen in fear 

because Momma warned you about bobos who would 

just as soon as k W  you as look at you. Momma had 

said to run away from them but you can't move. 

Something else is sald but you just caught the end of a 

few words. You didn't understand, you didn't hear 

the first part. Words again, louder and louder. 

Someone is trying to grab your arm. 

VOO NEE GO VADROOM?! 

You have no idea what is being said. Louder and faster, 

you hear. 

VOO NEE GO VADROOM!!!! 
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You sense that someone is angry and in a huny. 

You do not know what to Say. YOU canY think of any 

words. You are scared and alone, so alone. .. Just as 

quickly, silence again. You crn feel your fear like a rope 

around your neck... 

Gong pause) 

How are you feeling right now? 

(Long pause) 

What made you feel that way? 

(Long pause) 

Let yourself drift back to the sunshine, When you are ready 

open your eyes slowly and corne back to the here and now." 

When eveyone has opened their eyes, ask them to think quietly for a few 

minutes about how they feel. Then ask them to turn their attention to the 

questions on the fiip chart and spend a few minutes, at k t  quietly by 

themselves, thinking about theu responses and then share these answers 

with their partners. Finaliy, discuss the questions as a group allowuig 

sufficient time for those who need to work through strong reactions to the 

activïty. Keep in mind that there may be some individuals for who this 

activïty causes more intense reactions. 
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Fïip chart 1.2: Discussion Questions 

How did you feel during the activity? 

What did the speaker Say or do that made you feel that way? 

What could the speaker have done d i n d y ?  

If you were the resident, what would you have done? 

While you are getthg your tea, coffee, juice, think and talic about 

the ways that you have seen residents react the same way that you 

did in this activity. 

- BREAK- 20 minutes 
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Mini-Lecture: s minutes 

Aging and Alzheimer's Disease 

Preparatioa: 

Overhead Projector and screen set up 

Dry erase or water soluble Pens 

Overhead 1.4: Aging and Alzheimer's Disease: Effeets on 

Communication 

Photocopies of Handout 1.1: Aging and Alzheimer's Disease: 

Effects on Communication 

Facilitator Notes: 

This mini-lecture will wmiidate facts about aging and Alzheimer's 

Disease. Learners should have some awareness of the resident's worid and 

understand some of the difficulties they face. Learners should also have an 

awareness of the importance of good communicating skills. 

Keep the mini-lecture to a maximum of 10 minutes - shorter would be 

even better. 

Method: 

Give out Handoat 1.1: Aging and Alzheimer's Disease: Effects on 

Communication 

Use the facilitator notes C L H o ~  Aging and Alzheimer's Disease 

ALfects Communicationn to develop your talk for the learners. Do not 

read the notes - use them. 

Present the facts simply. Do not use complicated words or sentence 

structure. 
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Tell the leamers to use the handout to write d o m a  the important 

points as you talk. 

Put up Overhead 1.4: Aghg and Alzheimer's Diseue: Effects on 

Cornmuniation 

To review, ask participants to help you fi11 in your overhead aAer you 

have talked. Ask the leamers, "What are three factors that can affect 

communication in people who are aging normally?,, Using the dry 

erase or water soluble Pen, fi11 in the overhead with responses given by 

the participants. Then ask the leamers, "What are some factors that 

affect communication in people with Alzheimer's Disease?'FilI in the 

overhead with responses given by the participants. 
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Handout 1.1: Aghg and Alzheimer's Disease: 

(factors 

Effects on Communication 

that mav occur in natural aging) 

Alzheimer's Disease (factors that mav occur in resident's with 

Alzheimer's Disease -- some days more, some days less) 
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Facilitator Mini-Lecture Notes: 
How Aging and Alzheimer's Disease AfKect 

Communication 

Aging is a healthy state of being. In normal aging, the slight declines in 

vision, hearing and response time are not severe enough to impair 

communication to any noticeable degree. However, when nomal aging 

effects are combined with disease, accident, lzck of fitness and poor 

nutritional choices, communication rnay deteriorate more noticeably. 

NORMAL AGING: (Factors that mav occur) 

1. Vision Loss - rnay begin in the late 30s leading fmt to a need 

for reading glasses. Many older persons have difficulty focusing on 

objects close at hand, and less problem focusing on objects farther away. 

The age-related changes rnay combine with existing vision conditions (i.e., 

near-sighteà, farîighted, astigmatism). Adapting to changes between light 

and dark takes longer with increasing age. As people age, there rnay be 

increases in diseases of the eye, such as cataracts and glaucoma. 

Older persons with poor vision rnay have difficulty communicating 

if they cannot clearly see those with whom they are tallang, cannot see 

printed material, have difficulty writing, and cannot easily disceni facial or 

body expressions. 

2. Hearing Loss - begins in the twenties and declines very 

gradually so that by age 65, some individuals may have up to 70 per cent 

hearing loss. In fact, most older aduits have some degree of hearing loss. 

Such losses rnay a e c t  their conversational ability. Men often have greater 

hearing losses than women, likely due to environmental conditions. 
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Generally the loss is typified by a decrease in the ability to hear sounds at 

higher pitches (e-g., hissing soumis such as sh, th, f, ch); consonants are 

harder to hear than vowels; and it is harder to filter out back-gromd noise. 

As weii, it becomes more di5cult to locate the source of sounds. 

3. Slow d o m  of physical response t h e  - The time needed to 

process stimuli, (visual, smell, taste, hearing, pain, touch, temperature, 

muscular tensions, and balance) becomes longer with increasing age. This 

is especially tme in novel or emergency situations. Response time is 

affecte& not only in the time it takes to receive and process the 

information, but also in the time it takes to physicaliy react to stimulation. 

Although there may be a slowing in processing, the accuracy and 

effectiveness of the response may not be impaired at dl. Nevertheiess, 

there is significant stress involveci (e-g., anxiety about being slow) which 

may m e r  decrease mponse tirne. 

ALZHEIMER'S DISEASE: (Communication difficulties that mav occur 

in AD, either alone, in combination, and in varying degrees of severity and 

fiequency) 

1. Confusion - The person with Alzheimer's Disease has difficulty 

in expressing him or herself, words become jurnbled and lack grammatical 

structure or sense. Standard greetings and oRen used expressions may be 

perfectly intact giving others the impression that the pmon is cognitively 

well whm they actually are not. At other times, a comctly worded 

greeting will be expressed at the wrong or inappropriate time. 

2. Difïicilty in maintainhg concentration - A pmon loses the 

ability to concentnite for longer than a few minutes at a tirne. It is very 

166 
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difficult and ENstrating for a person with Alzheimer's Disease to 

remember what they have just said, find the words to say what they want 

to say, attend to and understand what is being said to thexn. OAen this 

results in jumbled language that makes no sense. Sometimes, people with 

Alzheimer's Disease withdraw h m  hying to communicate because it is 

too difncdt to 'keep it altogether'. 

3. Loss of Memory- Person may ask questions repeatedly. They 

either cannot remernber what was said, or did not understand, or have no 

memory on which to base a response or have no memory of having 

already asked a question. They camiot remember what they said 

themselves, nor can they remember what happened or was said to them. 

4. Cannot find the right words - Things or people an o h  

inconectly labelled. People are caiied "she" and "he", because names are 

forgotten. Conversation is difficult for the person with Alzheimer's 

Disease because, despite the thought being present and the desire to speak, 

the appropriate words are absent. This condition of laoguage impairment 

or aphasia has several subtypes. Receptive aphasia refers to difficulties 

understanding written or spoken language, and expressive aphasia refers to 

difficulties with expressing spoken or written language. 

5. Unabk to put words with objects -This condition which is 

called anomia refers to difnculties with naming or labelling people or 

objects. Things are either mislabeIled or called fhingamajigs or 

whatchmacallits. Words that are used least o h  are the most quickly lost. 

Instead of labels, the thing is described by its fûnction; for example, a fork 

is a "thing that picks up food." 
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6. Rhyming Words - Sometimes words are replaced by other 

words that have the same ending sounds but dinérent beginning sounds. 

For example, "Get me my boaî," might be used instead of "Get me my 

coat." 

7. Failure to anderstand spoken or written words - Often 

people with Alzheimer's Disease cm read written words very weli but 

they have no comprehension of the meaning of the words or they cannot 

make sense of the words that form a sentence. They may be able to 

identify the words 'book, on, and table' however' they may not understand 

or be able to make sense of 'The book is on the table". 

8. Figures of Speech - words that have no literal meaning can be 

very confûsing for those who have forgotten idiomatic expressions or can 

no longer comprehend them. For exemple, 'It is raining cats and dogs.' is 

an idiomatic expression that is understood to mean "It is raining heavily." 

However, to the person with Alzheimer's Disease, the expression, taken 

literally' is cause for great confusion and misinterpretation. 

9. Conversation - There are unwritten d e s  in conversation such 

as turn taking' voice inflections, personal space, eye contact and waiting 

for responses. These may ai l  be forgotten by a person with Alzheimer's 

Disease. Thus normal conversation ceases to exist. What is said to a 

person with Alzheimer's Disease rnay not be understood by them and 

they, in tum, may not be abIe to express thernselves in a way that makes 

any sense to us. 
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Communicating: "Getting It Right" 

Preparation : 

Flip chart paper, markers, masking tape 

Photocopies of Handout 1.2: Tips for Communicating 

Witb a Persan who has Alzheimer's Disease (3 pages) 

Facilitator Notes: 

This is a brainstorming activity. Now that the leamers understand what 

can go wrong in communication with persons with AD, this is an 

opportunity for the leamers to corne up with altematives for "getting it 

right". Handout 1.2: Tips for Communicating with a Person who bas 

Alzheimerys Disease addresses individual needs and abilities. The 

handout is rneant to be used as a resource for caregivers. The k t  page 

deals with caregiver's speech delivery' while the second deals with non- 

verbal communication tips. The third suggests aids for interactive 

communication between someone with Alzheimer's Disease and the 

caregiver. 

Metbod: 

Divide the gmup in haif and give each srnall group flip chart paper. If 

the two groups canuot be separateci so that noise h m  one group does 

not interfere with the other, then it is better to do this as one group. 

Ask them to think about times when they felt that they were 

communicating weii with their AD residents. 

Ask them to write down everything that they thought they were doing 

well. 
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Give them 5 minutes to write down as many points as they can. 

Tell the participants that quantity is more important than quality. 

At the end of 5 minutes, ask each group to tape their sheets to the wall. 

Give out Handout 1.2: Tips for Commrinicating with a Persan who 

has Alzheimer's Disease: A. What 1 can do to Improve my Speech, 

B. What 1 can do ta Improve my Non-verbai Communicrrtion, and 

C. Helping a Resident with Alzheimer's Disease to Communierte 

(3 ~ages) 

Tell the leamers that the handout lis& ways to comrnunicate well with 

people with Alzheimer's Disease. 

Ask for a volunteer to read the points one at a time. 

Ask another volunteer (one h m  each group if you have two gtoups) 

to put a check beside the items on the group fists that are the same as 

or similar to the points on the handout as these points are being read 

out loud. Pause ai the end of each staternent to make sure aii relevant 

points have been checked. 

If participants suggest a point that is not on Handout 1.2, take time to 

acknowledge the suggestion and ask the participant to explain. 

If the participants' lists do not have a same or simila. item to the points 

read out, provide an example if appropriate. 

Conclude the activity by praising and ackmwledging how much the 

group already knows about good communicating. 
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Handout 1.2: Tips for Communicating with 
A Person Who Has Alzheimer's Disease 

A. What 1 Can Do To Improve My Speech: 

Think before you speak. 

Speak slowly and clearly. 

Speak to the person as an adult. 

Use the person's name - fonnally at fïrst. Some may have a nickname 

which may eventually be more appropriate. 

Learn what the person likes to be calied. 

Use a fkiendly tone of voice. 

Start your message with a personal compliment such as noticing a 

pretty sweater. 

Speak in simple, short sentences. 

Always intmduce yourself. They may not rernember you. 

Repeat what you have said if it was not understood. Use the same 

words as before. 

Use words that the person will recognize. 

Use positive language: T o u  can do this," rather than 'Don't do that!" 

or "You can't do that." 

Always include the person in the conversation. Do not talk 

about them as  if they were not there. 

Offa only two choices at a time. 

Speak in a straightfoward manner, avoid figures of speech. 

Use an up-beat seuse of humour when appropriate. 

Break tasks down by doing them one step at a time 

Ask questions that have Yes or No answers. 
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B. What 1 can do to Improve my Non-verbal 
Communication 

Approach the person slowly h m  the front and slightly to the side. Do 

not block straight ahead exit - it is threatening. 

Make eye contact; hy to ensure that your head is at their eye level or 

below. 

Start conversations with a Gnendly touch on the hand or ami. 

Give extra time to respond. 

Srnile, be patient. 

Use gestures to help the message be understood 

Keep a cornfortable distance between you and your resident. 

When about to touch the person, go slowly and be deliberate. A lighter 

touch may go unnoticed or be misinterpreted. Be ready to withdraw, if 

the person's body language becomes tense. 

Touch o h ,  if the touch is welcomed. Touch in such a way as to let 

the person know that you care. 

Use actions rather than words to demonstrate or mime what needs to 

be done. Go thmugh the motions. 
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C. Helping a Resident with AD to Communicate , , 
Try to fiil in the missing word. 

Reassure the person and do not argue. 

Emphasise what the person knows and c m  comment on rather 

than what they do not know. 

Start a conversation, rather than wait for them to start - they might not 

know how to start. 

Turn off the television or radio. If this is not possible then tum the 

person away nom the source of the noise and then begi. speaking. 

Watch the person's body language to understand what message is 

trying to be sent. 

Look for a meaning behind the spoken words, especially if the words 

do not make sense or the person is becoming upset with the words that 

he or she is using. 

Appreciate their sense of humour. 

Stay involveci with the conversation by talking back, smiling, nodding 

and maintaining eye contact. 

Give immediate positive feedback. 

If a person forgets or loses their train of thought, repeat the last few 

words of what they were saying or summarïse what they said. 

Give the person plenty of time to reply. 

Understand that what the pmon can do today, they may not be able to 

do or understand tomorrow. What they cannot do today, they rnay well 

be able to do tomorrow. They are not playing games or trying to 

manipulate, so do not lose patience with them. 
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Communicating: "Doing It Right" 30 minutes 

Preparaüon: 

Flip chart and markers 

Have 3x5 inch car& prepared with an activity and a letter (as below) 

on each one. Make sure that you have enough cards so that each pair 

receives a different activity. 

a. Brushing teeth b. Putting on socks c. Eating vegetables 

d. Sweeping a floor e. Face Washing f. Getting into a Bath 

Photocopies of Hmdoat 13: Communicating Demonstration: 

"saying ~t ~ i & t w  

Wyou have 10 participants, there will be 5 presentations, 

and each pair will need 1 handout for assessing each of the 

presentations done by other pairs. (5x4=20 handouts) 

Facilitator Notes: 

This is an opporhmity for the leamers to act on what they know. 

Emphasise that theV presentation c m  be no longer than 2 minutes. Tell 

them that, since they have only a very limited time to present, they may 

choose a very small part of their task to demonstrate their skills. 

Be aware that acting in h n t  of a group is vcry difficult for many leamers. 

Emphasise the importance of practising a new skili. 
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@ Be very encouraging and supportive of all groups. Be available for 

questions and problem solving. Be enthusiastic and vocal about how 

good they will all be, whatever their acting talents. 

OPTION: Depending on individual needs, group size may need to 

increase. If participants are anxious about role playing, increase the 

number of participants in the group to four. Respect the choice of those 

who do not wish to participate. 

Method: 

Ask the leamers to work with a partuer. 

Have each pair choose a card. 

Tell them that you will give them 5 minutes to prepare a demonstration 

showing how they would communicate with a resident to help them 

with the activity descriied on their carci. 

TeU the leamers that one of them is to act the role of the resident and 

the other, the caregiver. 

Pairs will present in the alphabetical order of their cards. 

Have the participants prepare their presentations. 

Before the k t  presentation, inform the leamers that while one pair is 

presenting, the 0th- pairs will be making a list of five good 

communication skills that they see being demonstrated by the pair 

playing the d e s .  As each pair does their demonstration, the other 

participants are to keep track of the good commUIUcation skills that 

they see being demonstrated in the presentation. 

Pass out Haadout 1.3: Communicating Demoastration: "Saying It 

Rigbt". You will need enough copies so that each partnership can 

assess each presentation (see Preparation) 

Tell the leamers that they will have an oppominity to see what others 

have written about their presentation later. 
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Provide copious arnounts of positive reinforcement and encourage the 

use of Handoat 1.2: Tips for Commanicating with Someone with 

Alzheimer's Disease (handed out earlier), 

M e r  each presentation, tell them what a great job they did. 

Give the observers one minute der  each presentation to talk to each 

other about what they have seen. They should write down examples of 

good communication skills on their handouts, if they have not already 

done so. 

Collect the sheets d e r  each presentation. 

When al1 presentatiom have been completed, give out the completed 

feedback sheets to the relevant presenters. 

Allow one minute for the pairs to review their sheets together. 

Put up Overhead 1 .S: Demonstrated Communication S kills 

Ask each pair for one of their good communication skills h m  their 

feedback sheets and write it down on the overhead. Continue around 

the room with each partnership contributhg one ski11 which has not 

already been listed until ali good skills are written on the overhead. 

Go back to theïr posted brainstorming efforts on the wall and ask them 

to compare their brainstormed list of communication skills and their 

own presentation slàlls listed on the overhead. Mention that they have 

demonstrated many of the great skills that they had identified. 

Congratulate them on a job well done! 
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Handout 13: Communication Demonstration: 
'CSaying It Rightn 

List good skills that the caregiver is demonstrating in communicating 

with a person who has Alzheimer's Disease. 

Mention one thing that they could have done better. 
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Reflections 

Module 1: Communicating in Alzheimer's Care 

10 minutes 

Preparation: 

Photocopies of Handout 1.4: Reflections 

Cassette tape of quiet music 

Cassette Player 

Facilitator Notes: 

This is an opportunity for the leamers to put together what they 

have leamed about communication and themselves. Encourage 

the lemers to write as much as they wish. 

Method: 

Tell the learners thaî they have an opportunity now 

to write about what they have learned and what 

it means to them. 

Tell them that this is theü homework for the next 

session. 

Ask them to please brhg their "Refiections" to the next session. 

Give them ten minutes or the time remaining. 

Sincerely and earuestly, thank them for coming. 



Module 1: Communicaîing in Alzhtimet' s Care 

Handout 1.4: Reflections 

What did 1 l e m  about my own ways of communicating? 

How does Alzheimer's Disease S e c t  the way my residents talic to me? 

What are five things that 1 can do to make myself a better communicator 

with residents with Alzheimer's Disease? 

What did 1 not understand today? 

Choose one incident that happened this week that shows that 1 am a good 

cornmunicator. Describe this incident on the back of this page and bring it 

with you for next session. 



Module II: What is Alzheimer's Disease? 

MODULE n: 
WHAT IS ALZHEIMER'S DISEASE? 

Time Reauired 

180 minutes 

0 20 miaute break included 

Facilitator Prenaration - General 

Flip chart, paper, masking tape, markers - regular and dry erase (or 

water soluble) 

Appropriate number of copies of Module II Handouts 2.1-2.7 

Tape player and quiet music cassette 

Overilead Pmjector and Module II Overheads 2.1-2.4 

Extra writing materiais @ens and paper) 

Optional: One 'squish' bal1 (soft 2 inch pliable balls) for each 

table of  participants to relieve stress throughout session 

Optional: Bag of Hard Candies used as condiments (to be evenly 

distributed arnongst leamers' tables) 

Package of fine-tipped water soluble markers 

Cotton balls, 2 pair of oven mitts, two pair of glasses, Vaseline, 

a toothbrush and a pair of shoes 



Welcome Back! 

Module II: What is Alzheimer's Disease? 

2 minutes 

Preparation: 

None 

Method: 

Welcome back the participants and express pleasure that they have retunied for this 

session. 

Tell them that they wiii have a chance to practice their communication skills from 

last session and leam more about Alzheimer's Disease during this session. 

Teii them that, if they want to, bey will have the chance to share their reflections 

h m  the last session wîth the group. 
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Icebreaker- Who Am I? 

Prepriration: 

Masking tape 

Have 3x5 inch car& prepand with names of famous people written on them. Have 

enough cards so that there is one for every participant. 

Examples: Princess Diana Queen Elizabeth 

Mickey Mouse Popeye 

Jean Chretien Monica Lewinsky 

Madonna Bill Clinton 

Céline Dion Shania Twain 

Facilitator Notes: 

This icebreaker is used to practice the commtmication skilis leamed h m  the last 

session and provides an opporninity to naquaint participants with each other. 

Ask participants to find a partner who they did not work with at the 1 s t  session. 

Assign one if they have difficulty. 

Using masking tape, secm a piece of paper with a narne on it ont0 the back of each 

leamer. 

Tell the participants that they are al1 famous people and that they are to try and 

guess who they are. 

They are to ask their partner any kinds of questions with no limit on the numbers of 

questions, but the person who answers can only Say 'YES'or "NO". 

After they have discovered who they are, they c m  join other pairs who have not 

discovered themselves, and help out. 

Allow five minutes for this procedure. 
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Agenda 

Preparation: 

Flip chart paper, masking tape, and markers. 

Prepare a flip chart page ahead of time showing the Agenda (Füp Chart 2.1: 

Agenda). 

Post the Agenda in a prominent place in the room using masking tape and leave it 

up for the duration of the session. 

Method: 
Go over the agenda, mentionhg tbat most of the time wiii be spent on: 

P leaming how Alzheimer's Disease affects the brain 

l+ experiencing part of the diagnostic process 

P recogoinng behaviours that are a resuit of Alzheimer's Disease and those 

behaviours that may be caused by other treatable factors. 

Add that the group may not complete al1 items on the agenda 

Tell the leamers that the group will take time to discuss the important issues. 
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Flip chart 2.1: Agenda 

Welcome Back 

Icebreaker- Who Am I? 

Agenda 

Discussion Topics 

Reflections Review 

2 minutes 

10 minutes 

2 minutes 

3 minutes 

15 minutes 

How the Brain is affected by Alzheimer's Disease 30 minutes 

- BREAK- 20 minutes 

Experiencing Alzheimds Disease 30 minutes 

Diagnostic Activity 25 minutes 

The Causes of Alzheimer's Disease: A CrossvCtod PE!: 10 minutes 

Observing the Behaviours Associated with 

Aizheimer's Disease 25 minutes 

Reflections 8 minutes 



Discussion Topics 

Module IT: What is Alzheimer's Disease? 

3 minutes 

Preparation: 

Set up ovemead pmjector and screen ahead of time 

Overhead 2.1: Discussion Topia for Module II or prepare a flip chart ahead of 

tirne showing the discussion topics of the module. 

Method: 

Put up Overhead 2.1: Discassio~ Topics for Module II 

State that during this session we w i U  taik about: 

What happens in the brain with Alzheimer's Disease 

4 What kinds of behaviours to expect h m  a resident who has Alzheimer's 

Disease 

Trying to understand the world of a person with Alzheimer' s Disease. 



Overhead 2.1: Discussion Topics of Module II: 

Communicating in Alzheimer's Care 

JWhat happens in a brain with 
C Alzheimer's Disease 
00 
4 JWhat kinds of behaviours to expect 

from a resident who has 
Alzheimer's Disease 

JTrying to understand the world of a 
person with Alzheimer' s 
Disease. 
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Reflections Review 15 minutes 

Preparation: 

Extra copies of Handout 1.4: Refledons h m  last session. 

Faciiitator Notes: 

Emphasize that sharing notes or thoughts h m  theu Reflections, although very 

beneficial for dl, are personal choices. 

Use the time judiciously. Try to incorporate the reflections of as many participants as 

possible. Ifthe participants have trouble sharing, do not belabour the issue. Move on to 

the new material. On the other han& if discussions have ovemin the time allotted, try 

and draw conclusions before moving on to the new material. 

Method: 

Ask participants to take out tbeir Reflections from 1st  week. 

State that you are going to ask them to share their thoughts from their reflections. 

Tell them that there are no wrong answers and that they are fkee to talk about their 

own experiences or to add to others' experiences. 

Teii them that they cm share if they want to, but they do not have to. 

Ask them to talk about the incident they wrote about in their reflection. 

Give participants time to answer and be encouraging to everyone. 
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How the Brain is AfKected by 
Alzheimer's Disease 30 minutes 

Preparation: 

Overhead pmjector and screen set up 

Copy of Overhead 2.2: 

Parts of the Br& Affected by Alzheimer's Disease 

Photocopies of Handout 2.1: 

Parts of the Brain Affected by Alzheimer's Disease 

Extra fine-tipped water soluble markers 

Dry erase or water soluble pens 

Facilitator Notes: 

Make sure that you are well acquainted with the script for this activity. The bolded text 

indicates words or sentences that mnst be said. 

Method: 

Give each participant one extra fine-tipped water soluble marker. 

Ask the leamers to make a fist with both hands, hicking the thumb under the hgers. 

Press the base of the han& together so that the fingers touch, and the forearms are 

pressed together h m  wrist to elbow. 

Demonstrate what you would like them to do. 

Tell the participants tbat what they have in h n t  of them is a mode1 of their brain 

as if they are looking at it h m  the b n t .  
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Rit up Overhead 2.2: Parts of the Brain Aneeted by Alzheimer's Disease and 

label the areas with a dry erase or water soluble marker as you talk about them. 

Refei to the overhead as you are tamg about the brain based on the following 

bolded script. Use Overhead Reference 2.2 to ensure you correctly label the 

overhead 

Your forearms represent your spinal cord and your wrists represent your brain 

stem. Just as you have two hands, you have two haIves to your brain, although 

they are very interconneeted to each other. Each side is  roughly the same size 

and shape. Each half is divided roughly into four sections. 

Tell the group that they can use one hand to write with their pens on their other 

hand to label the parts of the b r h .  Ask them to put a star baide the Iabel on 

their hands to show areas of the brain that are most severely aff'ected by 

Alzheimer's Disease. 

Say to the group that the frontal lobe (index fmger and the top of the thumb) is 

directly in front of yoo. It is the part of tbe brah b in charge of organizing, 

planning and canying out ideas. It is badly affected by Alzheimer's Disease. 

Put a star on your index finger and write fiontal lobe on it while 1 put the label on 

the overhead. 

The middle of the back of your hand represents the temporal lobe. It is the part 

of the brain that is in charge of Ianguage and speech. It is badly affected by 

Alzheimer's Disease. 

Label the temporal lobe on the overhead and have participants label the back of their 

hand. 

The back of your fist and your little fhger represents the occipital lobe. It is the 

part of the brain associateci with sight. It is aot badly affected by Alzheimer's 

Disease. Tell the participants to label the occipital lobe on their hand while you 

label it on the overhead. 
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Behind the frontal kbe and above the temponi lobe, about where your second 

finger is laeateà is the parietal lobe. It malces sense of space. This includes your 

thoaghts about spatial orientation, and about your body's position h space and 

any activities that invoIve body orientation - üIcc malking down stairs. It is 

moderately affected in Alzheimer% Disease. 

Tell participants to label the parietal lobe on their hand while you label it on the 

overhead. 

The next part of the brain that we are interested in is the hippocampus. It is located 

about where your second fingers touch the palms of your hands. You can see that it 

is located at about the centre of the brain. The hippocampus controls short and 

long term mernories. It is very badly affected by Alzheimer's Disease. 

Tell them to label the hippocampus on their hami, while you label it on the 

overhead. Tell them to put a star beside it. 

Turn off the overhead projector. 

Give out Handoat 2.1: Parts of the Brain AfFecteà by Alzheimer's Disease. 

From the labels that they have written on their hands, have them label the diagram 

of the brain in front of them. 

Tell them that they may work with a partner if they would like to. 

When they have finished, tum the overhead back on and have them check their 

labels. 
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Overhead 2.2 
Parts of the Brain Affected by Alzheimer's Disease 



Module II: tVhat is Alzheimer's Disease? 

Overhead Reference 2.2 

Parietal, 



ModuIe II: What is .Alzheimer's Disease? 

Handout 2.1 
Parts of the Brain Affected by Alzheimer's Disease 
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Ask that while the participants are enjoying their refieshments during the break, to 

discuss examples of what abilities their residmts have one &y and not the next. 

20 minutes 
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Experiencing Alzheimer's Disease 30 Minutes 

Preparaüon: 

Sufficient photocopies of Handout 2.2: Making Connections 

* 2 blank sheets of fîip chart paper and regular markers 

* Two 3x5 car& "Putting on shoes" written on one carci, and 

"Brushing teeth" written on the other. 

2 pairs of oven mitts, two pairs of glasses with Vaseline on the lem, a pair of shoes, 

a toothbnish and several cotton balls. 

Facilitzitor Notes: 

This activity builds on the information h m  the previous activities - knowing the parts 

of the brah, understanding its fûnctions, and appreciating the complexity of message 

transfer. This is an experiential activity whereby leamers will begin to understand the 

degrees of impairment that a person with Alzheimer's Disease experiences. The 

experience is intended to be confushg and to mimic some of the difficulties and 

problems a resident with Alzheimer's Disease might experience, as well as the 

difficulties a caregiver might have in providing instructions to such a resident 

Method: 

Ask the leamers to think about d l  the thoughts, movements, mernories, 

understanding that go into an act as simple as drying the dishes. 

Give them 1-2 minutes to think about it. 

Pass out Handout 2.2: Making Connections 

Explain that these are some of the difficulties that someone with Alzheimer's 

Disease might experience during this simple task. 

Have a voluateer read each section. 
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Divide the participants into two p u p s  - A and B. 

Tell the groups that they are going to work on an activity that they do not want the 

0th- group to hear about. 

Give one group a card that has "putthg on shoes" and the other group a card that has 

"brushing teeth" Wntten on it. 

Give each group a piece of flip chart papa and markers and ask them to make up a 

list of things that they would Say to a resident to show thern how to do that task. Ask 

them to keep in mind what they know about the disease and how to communicate 

with someone with Alzheimer's Disease. Teil them to not allow the other group to 

hear or see what they write. 

Give each group 5 minutes to generate theu list. 

Ask for a volunteer h m  each group. The volunteer h m  Group A will try to follow 

the instructions h m  Group B. The volunteer h m  Group B will try to follow the 

instructions h m  Group A. 

Put oven mitts, glasses with vaseline on the lem, and cotton batten in the ears of 

each volunteer. Put a pair of shoes near one volunteer and a toothbrush near the 

other volunteer. 

Group A and the volunteer fiom Group B will work in one part of the room. Group 

B and the volunteer h m  Group A will work in another part of the room. 

Both groups will give their instructions to their volunteer at the same time. 

Give both groups 5 minutes to compiete their task or for their volunteer to give up. 

Encourage mernbers of the group to help their volunteer as much as possible 

without achially doing the activity for them. Ask them to remember and use good 

communication skills. 
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After 5 minutes have everyone sit quietly and think about what happened for one or 

two minutes. Then ask each volunteer to descriie the difficulties or problems he/she 

had. Then ask the groups to talk about theV difficulties of problems. 

Ask for comments and suggestions for resohring some of the problems and 

difficulties. Take at least 10 minutes for this discussion. 
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Handout 2.2: Making Connections 

Based upon what you know now about the disease, imagine the problems you rnight 

encounter if you had Alzheimer's Disease and someone asked you to dry the dishes. 

The following is a list of things that you may not have thought of.. .. 

Thinking: 

0 You have damage in short term memory - you forget what was just said. 

You have damage in comprehension - you did not understand the words. 

You have partial damage in auditory processing - you only remembered part of the 

sentence. You only heard the word "dishes" in a sentence - so you get more dishes. 

0 You do not understand - you do not remember what the word "dishes" means. 

You misunderstand - you think dishes are windows - you dry the windows. 

You need a tea towel - you can not rernernber where it is or what it is. 

P hysically : 

You need to stand - your balance is affected so you have difnculty standing in one 

place. 

You need to pick up a towel - your hgers don't get the message h m  your brain. 

You need to straighten your arm toward the dish - your hand goes past the dish. 

You need to open your hand to grasp and pick up the dish - your fhgers do not 

rememba to keep holding the dish. It fds and breaks. 

You need to remember how to dry something - you only dry one side. 

You need to know what to do with the dish when it is dry - you hang ont0 it and will 

not let it go. 

You n a d  to know to pick up another dish - you try to pick up another dish with a 

dish aiready in your haad. 
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You need to remember that when the tea towel is wet, you get another - you refuse 

to let go of the towel. 

Emotional: 

You think that the task is overwhelming - you start to cry. 

You remember drying dishes with your daughter and you miss her - you start to cry. 

You may be angry and fiustrated at your inability to do something so easy - you 

throw the dish or the towel, or both. 

You may be embarrassed by your inability - you walk away by yourself. 

You may remember ail the laughs that you used to have with your brother while you 

did dishes - you start to laugh to yourseIf. 

You used to sing while you did dishes - you start to sing. 
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Diagnostic Activity 

Preparation: 

Photocopies of Handout 2.3: Cognitive Capacity Screen Eumination 
Pens or pencils 

Faciiïtator Notes: 

This is an experiential activity that has two pqoses. The nrJt is ta stress the 

importance of careful, comprehensive, ongoing diagnostic measures to determine 

whether someone bas Alzheimer's Disease. The second is to give the caregiver a 

nidimenw understanding of the mental and exnotional trauma of a person who must 

undergo such a test, especiaily when they are struggling with a degenerative mental 

disease and a possible diagnosis of Alzheimer's Disease. Doctors are advised to conduct 

a number of diagnostic tests in order to more accurately diagnose Alzheimer's Disease. 

These include: 

Detailed History. Taking a detailed history given by someone who knows the 

person well. This history can reveal how the person has changed, what symptoms the 

person is having or other medical problems. The doctor should also perform a physical 

exaphation in order to reveal other health problems that can mimic Alzheimer's 

Disease or make the disease worse. 

Blood Tests. The doctor should also order laboratory tests, which include a 

number of b l d  tests. A complete blood count (or CBC) can detect anaemia (or lack of 

red blood cells) or evidence of infections. Blood chemistry tests c m  check for liver and 

kidney problems, diabetes and a other conditions thai can be treated. 

Thyroid Stuclies. These studies evaluate the fûnction of the thyroid gland, 

because when not fiinctioning properly, it can produce a condition that appears similar 

to Alzheimer's Disease. 
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B 12. Vitamin Biz and folate level tests check for vitamin deficiencies. These 

deficiencies can produce symptoms similar to Alzheimer's Disease and can be 

successfiilly treated. 

Venereal Disease. A test for v e n d  disease looks for syphilis which can cause 

a form of dementia Penicillin c m  be useù to successfùlly treat syphilis. 

Electroencephalogram. The EEG records the el=trïcal activity in the brain, 

including abnormai brain bction.  Aithough the test is painless, the wires that are 

attached to the scalp can be fiightening for the person with Aizheimer's Disease. 

Computexized Tomography. The CT scan is a khd of x-ray that takes a picture 

of the brain. The scan c m  detect strokes, abnomal pooling of blood, tumours and other 

conditions which can cause dementia The CT scan is painless but c m  be confusing for 

the person with Alzheimer's Disease, because they must lie quietly on a table while 

they are moved into a machine which surrounds them. 

Magnetic Resonance Imaging. An MRI produces a picture like that of the CT 

scan. It uses magnetic energy rather than x-rays to produce a picture of the brain and is 

also a painless procedure. Doctors usually order CT scans as a first mort, and if they 

are not satisfied, they may subsequently order an MRI. CT scans are more readily 

available and less expensive, while MRI scans, which are much more expensive, are 

used to solve particular diagnostic questions. 

Method: 

Tell the participants that they are going to give each other a test similar to one 

sometimes used by doctors to diagnose Alzheimer's Disease. 

Ask them to work with the partner they had for the icebreaker activity at the 

beginning of the session. 
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Tell them that anything in brackets is qet said to the person being tested. Tell not to 

heb their partner with the answers. 

Tell the partners that they WU switch roles in 7 minutes even if the testing of one 

person is not finished. 

Mer the leamers have finished, ask them to discuss with each other how they felt 

about taking the test. 

Then in the large group, ask them how they think they would feel if they were 75 

years old taking this test and h e w  they were experiencing some mental 

deterioration. 

Ask the group what other tests they thhk should be done before someone is 

diagnoseci with Alzheimer's Disease. 

Using the Facilitator Notes, explain in basic tenns other tests that c m  be done 

before a diagnosis of Alzheimer's Disease is given. 

Ask the group what points doctors should keep in mind when testing people who 

might have Alzheimer's Disease. 
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Handout 23: Cognitive Capacity Screening Examination 

Instructions: Check items answered correctly. Write incorrect or unusuai answers in 

space provided. If necessary, urge patient to complete the task. 

Introduction to patient: '7 would like to ask you a few questions. Some you will find 

very easy and others may be very hard Just do your best." 

1. What day of the week is this? 

2. What month is this? 

3. What &y of the month is this? 

4. What year is this? 

5. What place is this? 

6. Repeat these numbers: 8 7 2 

7. Say them backwards: 

8. Repeat these numbers: 6 3 7 1 

9. Listen to these numbers: 6 9 4. 

Count fkom 1 to 10 out loud, 

then repeat 6 9 4. 

10. Listen to these numbers: 

8 1 4 3.Counthm 1 to 10 

out loud, then repeat 8 1 4 3. 

1 1. Beginning with Sunday, Say the 

days of the week backwards. 

12.9+3 is: 

13. Add 6 to the previous answer (or "add 6") 

14. Take away 5 h m  the previous a m e r  or 

C'take away 5"). 

Repeat these words aAer me and 

remember them. 



Module II: What is Aizheimer's Disease? 

1 will ask for hem later: 

HAT CAR TREE TWENTY-SIX 

15. The opposite of fast is slow. 

The opposite of  up is: 

16. The opposite of large is: 

17. The opposite of hard is: 

18. An orange and a banamt are both 

Guits. Red and blue are both: 

19. A penny and a dùne are both: 

20. What were those words 1 

asked you to remember? (HAT) 

21. (CAR) 

22. (TREE) 

23. (TWENTY-SIX) 

24. Take 7 fiam IOO. (93) 

25. Then take away 7 h m  what is 

left and keep going. (86) 

26. Minus 7 (79) 

27. Minus 7 (72) 

28. Minus 7 (65) 

29. Minus 7 (58) 

30. Minus7 (51) 

TOTAL CORRECT (maximum score is 30) 

If the patient has a high school education, a score of less than 24 generally indicates 
impaïred intellectual functions. 

Source of test: Cognitive capacity screening examination (Adapted h m  Jacobs, et al., 
by Harndy, R., Tumbull, J., Noman, L., and Lancaster, M. (1990). 

Alzheimer's Diseuse: A Handbook for Caregivers. Baithore, MD: C.V.Mosby. 
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The Causes of Alzheimer's Disease 
- A Crossword Puzzle 

10 minutes 

Preparation: 

Overhead projector and screen set up 

Overhead 2.3: The hizzle 

Suficient photocopies of Handout 2.4: The Puzzie for the participants. 

Sufncient photocopies of Handout 2.5: The Clua 

Overhead 2.4: The Completed Puzzle 

Method: 

Tell the participants that there are several theories and many myths about the causes 

of Alzheimer's Disease. To date the causes for Alzheimer's Disease are not known. 

Research tells us that there are probably several factors that cause Alzheimer's 

Disease. 

Put up Overhead 23: The Puzzie. 

Distribute Handout 2.4: The Puzzle 

Distribute Handout 2.5: The Clues 

Tell the learners that they may work with a partner to complete the crossword. 

When everyoue has finished, or after 7 minutes have passed, put up Overhead 2.5: 

The Completeâ Puzzle. 

Spend two minutes reviewing the answers'to the crossword. 
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Overhead 2.4: The Puzzle 
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Handout 2.4 
The Puzzle 
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Handout 2.5: The CIues 
Across: 

1. Small percentage passed down in families. 

2. We al1 Wear these but we inherit them too 

3. Having Alzheimer's Disease is a m and physical challenge. 

4. Alzheimer's Disease can now be diagnosed with up to 95% accuracy. Fonnerly, it 

could only be dennitively diagwsed with an (dissection and 

examination after death). 

5. Alzheimer's Disease is not when you have a thickening in your arteries. 

6. Alzheimer's Disease always ends in death, it is cailed a disease. 

7. Alzheimer's Disease affects mostly the age group. 

8. It is a myth that this substance that some pots are made out of causes 

Alzheimer's Disease. 

9. There isn't one of these to cure or protect against Alzheimeis Disease. 

10. Some say îhat a v may cause Alzheimer's Disease. 

Down: 

1. Some say that a severe head might be a cause for Alzheimer's 

Disease. 

2. Recently, scientists have discovered that brain cells cm  be made over again. 

Formerly they were thought to be ir 

3. Alzheimer's Disease affects the   lace that stores our past. 

4. A deep sadness, described as , fiequently accompanies ALzheimer's 

Disease in its early stages. 

5. Some Say that there is something in our surroundin~s that rnay cause 

Alzheimer's Disease. 

6. There are more of these who have Alzheimer's Disease, but men get 

Alzheimer's Disease too. However, men die sooner h m  other causes. 
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Overhead 2.4 
The Completed Puzzle 
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Observing Behaviours 
Associated with Alzheimer's Disease 25 minutes 

Preparation: 

Overhead projector and screen set up 

Sufncient photocopies of Handoit 2.6: Strengths and Challenges for Indmduals 

with AIzheimerfs Disease 

Flip chart papa and markers 

Faciïitator Notes: 

This activity has two purposes: First, to promote the participants' abilities to descnbe 

some behaviours that are typical of people with Alzheimer's Disease. Second, to 

attempt to refocus the participants' thoughts away h m  what those with Alzheimer's 

Disease cannot do, toward what they are still capable of doing. 

Method: 

Ask participants with more than two years experience caring for those with 

Alzheimer's Disease to mise their hands. 

Organize pairs so that an experienced caregiver is teamed with one who is less 

experienced. If everyone has more than two years experience, keep the same 

partners as were used in the Diagnostic Testing activity. 

Tell everyone to work with their partner to describe some typical behaviours 

associated with Alzheimer's Disease. On a sheet of paper, they are to list the 

behaviours under two colwnns, one headed "CAN DO" and the other headed 

"HAS DIFFICULTY." 

Give the pairs seven minutes to list their descriptions. 
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Ask each gmq to read one item h m  their CAN DO List while a volunteer records 

al1 items on flip chait paper. Get one response fimm each pair and go mund the 

morn again until ail the behaviours have been recorded. 

Repeat with the HAS DIFFICULTY list. 

Mer the groups have finished recording, ask them to compare the flip chart lia 

with their own List. Ask the participants whether they focused more on the "CAN 

DO list or the "HAS DIFFICULTY" k t .  Which list was longer? Which list was 

more descriptive? 

Pass out Handont 2.6 Strengths and Challenges for Individaals witb 

Alzheimer's Disease. 

Ask participauts to compare their list and the fïip chart list with their handout. 

Ask the large group to suggest ways to rethink some of their HAS DIFFICUL'N 

descriptions to more positively refocus on what people with Alzheimer's Disease 

can do. 



Can Do 
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Flip chart 2.2 
Can Do 1 Has Difficulty 

Has Dimculty 
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Handout 2.6 Strengths and Challenges of Individuals 
with Alzheimer's Disease 

The following is a list of typical abilities and disabilities that occur in persom with 
Alzheimer's Disease. 

THE PERSON "CAN DO" 

can remember events that happened a long time ago. 
remember how to go to the bathroom. 
follow simple directions. 
love and be loved. 
touch and be touched in a fnendly, non-threatening way. 
find humour in fumiy thulgs and has a sense of humour. 
enjoy dancing, singing and music. 
walk for great distances. 
perform many acts of daily living with guidance and patience 
laugh and d e  
can remember many hymns and prayers 
work at familiar simple tasks 
remember parts of tasks 
remember bits of pieces of more recent events 
remember names and fkctions of things h m  long ago 
repeat a task over and over again 
make theniselves understood without the use of spoken language 
can eat while walking 
respond kindly and patiently with mal1 children 
enjoy dogs, cats and 0 t h  pets 
give vivid descriptions of real or unreal situations 
go p ~ t  lengths of t h e  with little sleep 

THE PERSON "HAS DIFFICULW' 

being ignored 
remembering people's names. 

0 reading, writing and understanding what has been rad. 
with same body movements. 
reacting to situations that they have little control over 
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Reflections 8 minutes 

Preparation : 

Sufficient photocopies of Handout 2.7: Reflections 

Cassette tape of quiet music 

Cassette Player 

Facilitator Notes: 

This is an opportunity for the le- to put together what they have leamed about 

Alzheimer's Disease. Encourage the learrners to write as much as they wish. 

Method: 

Tell the leamers that they have an opportunity now to wx-ïte about what they have 

learned and what it means to them. 

Tell them that this is their homework for the next session. 

Ask them to please bring their 'Xeflections" to the next session. 

Give them ten minutes or the t h e  rernaining to start the activity. 

Sincerely and eamestly, thank them for coming. 



Module II: What is Alzheimer's Disease? 

Handout 2.7: Reflections 

1 have discovered that residents with Alzheimer's Disease can do.. . 

1 leamed that the parts of the brain most affecteci by Alzheimer's Disease are . . . 

Five behaviours that a resident may demonstrate that tell me that this person may have 
Alzheimer's disease? 

One thing that 1 did not understand today was . . . 

Choose one incident that happened this week that shows how 1 am more aware of the 

effects of Alzheimer's Disease on one of my residents. Describe this incident on the 

back of this page and bring it with you for the next session. 



Module III: Stress in the Workplace 

STRESS IN THE WORKPLACE 

Time Requircd 

180 minutes 

20 minute break included 

Facüititor Preparation - Genenl 

Ftip chart, paper, masking tape, markers - paper and dry erase or 

water soluble markers. 

Sufficient number of copies o f  Module III Handouts 3.1 and 3 -2 

Tape player and quiet music cassette 

Overhead Pmjector and Module III Overhead 3.1 

Extra writing materials (pens and paper) 

Post-it Notes (îwo pads) 

Optional: One 'squish' ball (sofi 2 inch pliable balls) for each 

table of participants to relieve stress throughout session 

Optional: Bag of Hard Candies used as condiments (to be eveniy 

distributed amongst leamers' tables) 



Welcome Back! 

Module Iik Stress in the Workplace 

5 minutes 

Methoà: 

Welcome back the participaats and express pleasure that they have 

retwned for this session. 

Tell them that they will have a chance: 

4 to practice what they have learned about Aizheimr's Disease, 

4 to use what they have leamed fiom the last two sessions, 

to leam about coping with stress during this session. 

Teli them that, if they want to, they will have the oppominity to share 

their reflections from the last session with the group. 



Icebreaker- ABCs 

Module III: Stress in the Workplace 

10 minutes 

Preparation: 

None 

Facilitator Notes: 

The most important aspect of this activity is for the participants to have 

h. By doing so, they will realize that their enjoymmt is contagious. A 

module on the topic of stress cm easily become a reason to gripe, 

cornplain and become depressecl. These are al1 highly contagious negative 

behaviours. This activity serves to illustrate that the opposite is aiso tme. 

Method: 

Divide the group in half. 

Ask each group to take one sheet of fiip chiirt papa and &te the 

aiphabet h m  A to Z down the left-hand side of the page. 

Tell the group that they are to h d  one object that begins with each of 

these letters. These objects need to be something that one of the 

participants in the group is wearing or carrying. Once the object is 

found, it must be put on the table in fiont of them. 

Whichever team completes the alphabet b t  or whichever team has 

the most plausible items at the end of 5 minutes wins. 

The winning team must then read through the alphabet and hold up 

each article as the appropriate letter is read. 

Ask the group how it felt to do the activity and why they did it the way 

they did. 



Agenda 

Module III: Stress in the Workplace 

2 minates 

Preparation: 

Prepare a flip chart page ahead of time showing the Agenda (Flip 

chart 3.1 : Agenda). 

Post the Agenda in a prominent place in the room using masking tape 

and lave it up for the dwation of the session. 

Go over the agenda, mentioning that most of the tirne will be spent on: 

4 Getting to h o w  what stress is 

4 Understanding that people react to stress in different ways 

4 Realizing that caregivers' reactions to stress can affect residents 

4 Finding ways to lower negative stress levels 

Add that the group may not complete aii items on the agenda 

Tell the learners that the group will take time to discuss the important 

issues. 
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Flip cbart 3.1 : Agenda 

Wekome Back 

Icebreaker- ABCs 

Agenda 

Discussion Topics 

Reflection Review 

Sources of Stress 

Reactions to Stress 

- BREAK - 

Stress Relief Demonstrated 

Reflections 

2 minutes 

10 minutes 

2 minutes 

3 minutes 

15 minutes 

35 minutes 

40 minutes 

20 minutes 

40 minutes 

8 minutes 



Discussion Topics 

Module III: Stress in the Worltplace 

3 minutes 

Preparation: 

Overhead pmjector and screen 

Copy of Overhead 3.1: Discussion Topics for Modale III 

Method: 

Put up Overhead 3.1 : Discussion Topics for Module III 

State that during this session we wiii talk about: 

Knowing what stress is 

J Understanding how we react to stress 

J RealiPng that caregivers' reactions to stress can afféct residents 

J Learning ways to Iowa negative stress levels 
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Refiections Review 

Module III: Stress in the Workplace 

15 minutes 

Preparation: 

Extra copies of 6Refiections9 h m  last session. 

Facilitator Notes: 

Emphasize that sharing notes or thoughts h m  their Reflections, although 

very beneficial for dl, are personai choices. 

Use the time judiciously. Try to incorporate the reflections of as many 

participants as possible. If the participants have trouble sharing, do not 

belabour the issue. Move on to the new material. On the other han& if 

discussions have ovemm the time allotted, try and draw conclusions 

before moving on to the new material. 

Method: 

Ask participants to take out their Refiections h m  last session. 

State that you are gohg to ask them to share their thoughts h m  their 

reflections. Tell them that there are no wrong answem and that they are 

fke to taik about th& own experiences or to add to others' 

experiences. 

Tell them t b t  they can share if they want to, but they do not have to. 

Ask them to tak  about the incident they wrote about in their reflection. 

Give participants tirne to m e r  and be encouraging to everyone. 



Sources of Stress 

Preparatian: 

Module III: Stress in the Workplace 

40 minutes 

Flip chart, paper, and markers 

Four pieces of flip chart paper taped to a place where they c m  be 

easily seen and written on. Each piece of flip chart papa should have a 

separate heading: Resident related, Management related, Co-worker 

related, and Farnily Member of resident related. 

Masking Tape 

Facilitaior Notes: 

The fht part of the module's activities asks the leamers to identw 

sources of stress. nie facilitator must make every effort to ensure that this 

process doesn't tum into a negative gripe session. Grouphg stress into 

areas of concern is an effort meant to gai .  distance and objectivity h m  

problems so that caregivers can begin to think rationally about theu 

reaction. nie avoidance of personal pronouns also attempts to make the 

process less personal. 

Next, leamers are asked to generate possible solutions to their sources of 

stress. This pmcess gives a sense of control over the stress response. 

Fuially, participants learn about a variety of ways to cope with stress and 

experience an appropriate activity to relieve stress. 

Use the foliowing reference notes. Do not read the facilitator notes to the 

leamers; use them to develop your brief tak about stress. 



Module Stress in the Workplace 

Facilitator Reference Notes: The Role of Stress in Everyday Life 

The term stress is as misused as it is over-used in today's language. The 

cornmanplace reference and the actual meaning of stress are quite 

different. The foilowing notes attempt to summarize what stress is and 

how we interpret it in our everyday life. 

Stress is a biologicd response rooted in human evolution. When the 

human body responds to a threat, certain physical reactions occur callecl 

the "fight or fight" response. When an individual perceives the presence 

of a threat, the hormone system responds by preparing the body to fight or 

m away. Blood Dow, blood pressure and breathing hcrease. Mental 

fiuictions increase and the senses are enhanced. The muscles which move 

the body in the amis, legs and torso work more efficiently. The immediate 

responses work to preserve our body in the face of danger. If the k t  is 

not immediately resolved, the stress response may go on too long d t i n g  

in confiision, high blood pressure and muscle tension. 

Stress is not altogether a bad thing. Some stress is very heaithy for our 

body. When the perceived threat is successfiilly handles, the resulting 

relief is perceived positively. The resulting positive effects help transmit 

mernories fiom short term to long term storage and elevate mood 

If the initial stress response is perceived negatively (e-g., 1 shouldn't feel 

this way, 1 should have done somethhg different), exnotions such as fear, 

anxiety, and anger cause the body additional stress which is called 

distress. When distress is experienced over a long period of tirne, 

especially when the person has little control over outcomes, the result can 

be a variety of health wncems such as depression, aaxiety, an inability to 
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concentrate, high blood pressure, poor breathing (e.g. asthma), and muscle 

tension which reduces joint mobility. 

Skills for coping with stress are developed on the basis of individuai 

experience. Successful coping skiils are based on the individual's ability 

to accurately perceive the nature of the initial threat and to mentaliy 

control their stress response thugh recognizing it, understanding the 

potential outcomes of distressecl behaviour, developing a social support 

systern to counteract stress, and learning appropriate ways to release 

stressful feelings and tensions. 

Method: 

Refer to the facilitator notes on stress to expand on the following main 

points. 

Tell the leamers that there are 3 parts to stress: 

4 First there are al1 the things that happen every day that can lead to 

stress - everything h m  a daughter going out on her fkst 

babysitting job to a resident hitting and swearing on the way to a 

bath. Some stress is chronic, in that related events happen 

fkquently over long periods of tirne. Other stress is a response to a 

relatively isolated incident or episode. 

4 The second part of being stressed is deciding how to feel about the 

stress. We can choose to ignore some events and episodes and they 

"roll off our bacY or we can choose to become upset. Whatever 

upsets us and is not ignored can intense ow stress responses. 

4 What actions we take as a result of this choice detennine how 

much we feel pressured and 'stressed out'. 

Ask the participants to find a new partner, someone with whom they 

have not worked before. 
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Ask them to think about work and make up a list of things that happen 

that cause them stress. Ask them to write these down under one of four 

headings: 

4' Resident related 

J Management related 

J CO-worker reiated 

4 Residents' family member related 

Tell participants to avoid using personal references to specific other 

persons. For example, they should not Say "Mn. T. constantly follows 

me amund," but rather Say "A resident constantly foilows staff 

around." 

Give the leamers 15 minutes to generate their lists. 

Ask each pair to report their stresses related to Resident related stress. 

Go around the room until ali items are recorded. Ask a volunteer to 

record responses on a prepared flip chart with the heading "Resident 

related." Make sure to capture repeated responses by tallying numbers 

in brackets d e r  the responses. (x3, x4 and so on) 

Repeat with the other three headings. 

Ask the whole group to consider whether the itmes on each list are: 

4 Repetitive (chronic) or episodic (happa once) 

J Solvable or apparently unsolvable 

J Controlled by someone elsc or controlled by oneself 



Reactions to Stress 

Module IiI: Stress in the Workplace 

40 minutes 

Preparaüon: 

Flip chart papa, markers 

masking tape 

Post-it Notes - at least two pads 

Flip chart paper responses h m  Sources of Stress activity 

Facilitator Notes: 

This activity builds upon the results of the previous activity: Sources of 

Stress. It is a two part activity. In the first part, participants will 

brainstorm to generate a üst of many possible altemative responses to the 

event or condition listed - both appropriate and not The idea is to access 

how caregivers actually react to stressful situations. In the second part, the 

participants will evaluate how effective some of their reactions actually 

are. The aim is to uncover positive strategies that some caregivers are 

already using in their facilities. 

Method: 

Tell the participants that they are gohg to use their flip chart papa 

responses h m  the Sources of Stress activity to complete the next 

activity. Carefully, take the flip charts down h m  the wall. 

Divide the group in half and give each group two of the four flip chart 

Lists completed in the previous activity. 

Ask each group to think of al1 their possible reactions to each 

patticuiar stress that has been listed on their flip chart lists. 

Example: Reactions 
Resident related stress - avoid resident 

"A resident constaatly follows staff  around." - tell the resident to leave staff alone 
- ask the TeSident to help push things or 

cany  things, etc. 
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Have the groups either write dùectly on the flip chart paper or use 

Post- it Notes and attach them to the fiip chart paper. Give them 10 

minutes to do as many of the items on their lists as possible. When 

they have finished, tape theu flip chart paper to walls where they are 

easily seen. 

Have a spokesperson h m  each group describe the reactions they have 

written down for one List. Arrange for a different spokesperson for 

each list. 

As discussion proceeds, generate a List, on fiip chart paper, of the most 

effective responses. Title this fiip chart page: Effkctive Responses 

In the large group, work through each list and decide which reactions 

will actually decrease their stress level and explain why. Decide which 

responses will increase their stress level and eliminate them by 

crossing them out with a marker. 

Continue the pmcess with each category until all positive responses 

have been discussed and recorded on the Effective Responses k t .  

During the break tirne ask the participants to talk about ways that they deal 

with stress at work and at home. 

- BREAK - 20 minutes 

Following the break, take 5 minutes to discuss how the most effective 

responses could be characterized. 
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Stress Relief Demonstrated 40 minutes 

Preparation: 

Photocopies of Handout 3.1: Ways ta Relieve Stress at Work 

Cassette tape of quiet relaxing music 

Prepared flip chart questions - Flip chart 3.2: Relaxation Questions 

Facilitator Notes: 

The aim of this activity to present and discuss a number of alternatives to 

stress relief that participants may not have thought of and to participate in 

a simple relaxation activity. 

Prepare for the relaxation activity by reading it aloud to yourself several 

tirnes, with a soothing musical background, until you have found a good 

pace and tone of voice. 

Method: 

Pass out Handout 3.1: Ways to Relieve S b a s  at Work 

Have a volunteer read through each of the six descriptions in Handout 

3.1. 

Ask the participants to circle the headings iisted on theu handout that 

appeal to them or that they currently use.As each description is read 

ask the participants for questions or comments. 

Ask those who use a particdar method to taik about theu experience, 

and theu success or failure with it. After al1 the alternative methods 

have been read and discussed, give the participants five minutes to talk 

with their neighbours about methods that they would like to try or give 
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them the opportunity to talk with those who are already practitioners 

of a particular method. Invite the p u p  to get up and move around to 

tak  with 0th- in the group. 

Mer five minutes, ask the group for their attention and tell them that 

they are now going to participate in a relaxation activity. 

Start a music cassette tape with quiet, relaxhg music - quiet water 

sou& are excellent. 

Ask them to find the most comfortable position that they can in t h e ~  

chairs or, if they feel comfortable doing it, to lie flat on their backs on 

the floor. Tell them to close their eyes, listen carefidly and follow the 

directions. Then read the following script, slowly and quietly, 

remembering to use expression and appropriate pauses. 

Calm your thoughts and b ten  to my voice. Breathe Ii throagh 

your nose and out through your moath. When you breathe in 

count to three and when you breathe out count to three. Reidy. 

Breathe in: two, three. Breathe out: two, three. Breathe in: two, 

three. Out: two, t h m  Again, breathe in: two, three. Out: two, 

three. Keep breathing this way whüe you listen to my V O ~ C ~ .  

Now, when 1 ask you, 1 would iike you to contract or squeeze 

your muscles as bard as you a n  whiie 1 coont to 10. When 1 get to 

ten, 1 woald like you to com~letelv relax those muscles that you 

were coatracting. 

Good. Now when 1 ask you, 1 would Iike you to contract al1 the 

muscles in the toes in your feet. Scrunch them up as bard as you 

Cam and hold, bol& hold this posiüon whüe 1 count to ten. Ready. 

Contract: One ..., two..., three..., four..., five ..., sir..., seven ..., 
eight ..., nine ..., ten .... Now, let the muscles relax ..., let ail the 
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tension go fkom your tocs ..., let it go ..., let it go ..., and r e l u  ail 

your tocs. Feel aU the tension slip away from your fect.... 

Now 1 want you to think about contrricting the muscles in your 

calves. When 1 ask, 1 want you to contract those muscles. Ready? 

Contract. Squeeze, squeeze, squeeze those miiscles whik 1 count to 

ten. One ..., two ..., three ..., four ..., five..., six..., seven ..., eight ..., 
nine..., ten... Good, now let those muscles relax, relas, relax, feel 

al1 the stress leave those muscles, let them feel that they are 

floating free. 

Now, 1 would Uke you to tbhk about contracting the muscles 

in your bum. When 1 mk you to, squeeze these muscles together as 

hard as you can. Ready and squeeze. One ..., two ..., three ..., 
four ..., five ..., si. ..., seven ..., eight ..., nine ..., ten .... C o d ,  now 

relax, relax, relu,  Let the muscles go, fee1 in the tightness slip out 

of those muscles. 

Now, 1 want you to think about contracthg aii the muscles in 

your stomach. Remember to think about your breathing: ... in 

through the nose and out through the mouth. Ready. Contract 

your stomach muscles. One ..., two ..., three ..., four ..., five ..., 
sir ..., seven ..., eight ..., n h e  ..., ten .... Good, now r e l u  ..., relax ..., 
relax.. . Let the muscles go, feel al1 the tightness slip out of those 

muscles.... 

You are doing very well and now 1 want you to continue but 

remember to slowly and cilmty keep breathing in through the 

nose and out thmugh the moath. Now, 1 would like you to thhk 

about making a fit  and squeezing your fisa using both bands as 

harà as you can. Ready? Now, squeeze. One ..., two..., three ..., 
four..., five ..., s u  ..., seven ..., eight ..., nine ..., ten.... Now slowly, 
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open your fit w h h  1 count ta five. Go slowly and by the count of 

Tve, have your fist fully relaxed. One ..., feel the tensions süpphg, 

two ..., three ..., feel your üngers relax, relax four ..., 
f ive. 

Non 1 would Uke you to squeeze your sboulder blades together 

as bard as yon can. Keep breathing slowiy and rhythmically while 

you contract your muscles. Ready and squeeze. One ..., two..., 

three ..., four ..., five ..., s u  ..., seven ..., eight ..., nine ..., ten.... Now 

relax your shoulders slowly and completely. Let all the tension and 

Oghtness slip away. 

Now 1 want you to tighten yoar jaw and face muscles. Imagine 

scrunching yonr face into a little baU while 1 count to ten. Ready, 

scrunch - One ..., two..., three..., four..., five ..., six..., seven..., 

eight ..., nine ..., ten .... Now r e l u  your face and jaw muscles, 

imagine the stress floating away apwards. 

You have done a wonderfiil job and 1 would now Iike you to 

squeeze some muscles together ail at once. When 1 ask yoa to 1 

would like you to squeeze your ankles, legs, bum, stomach, back, 

hands and arms together all together. 1s everyone ready? Now 

squeeze. Hold everything together. One ..., two ..., three ..., four ..., 
five ..., six ..., seven ..., eight ..., nine..., ten .... 

Now slowly let everything go. Relax ..., relar ..., relax ..., relax. 

. . . Feel the wonderfiil weighüessness, the relaxation, the calm. 

Now, think about your breathing. in ..., out..., In..., Out ..., In ..., 
0 ~ t m . m ~  In..., Oiit... 

1 want yori to concentrate on jnst your breathing for a while. 

(silence for 1 minute) 
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Now, 1 am goiig to count to fïve. When 1 reach five, 1 want you 

to slowly open your eyes. Reidy ... One, Two, Three, Four, Five. 

Think about how yoii feel right now. 

Tbiak about the areas of your body that felt the best mer 

contracüng and relaxhg the muscles in that part. 

Give 30 seconds for quiet, individual thought. 

When you are ready ask the learners to slowly get up and rejoin 

everyone at the table. 

If needed, awaken those around you who have fallen asleep by 

gentiy rubbing their arms. 

When you have everyone's attention again, ask them to discuss 

with their neighbour how they felt about this particular exercise. 

Give the participants two minutes for discussion. 

Now ask them, as a large gmup discussion, the questions posed on 

Flip chart 3.2. 

Tell the participants that when they have ten minutes, they can 

follow the same procedure at home, during their coffee or lunch 

breaks to relax and de-stress themselves. 

Also mention that some people take just a few minutes to 

concentrate their relaxation technique on just one or two parts of 

theu body thereby allowing them to use the technique anytime, 

anywhere throughout their working day. 

Summarize this activity by referring the participants back to the 

handout and telling the learners that they now have a number of 

ways to lowk their stress level. Tell them that they now have the 

tools but they must remember to use them. 
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Flip chart 3.2: Relaxation Questions 

How did you feel at the end of this activity? 

1s there one area of your body that feels more relaxed than others? 

Where do you "hold stress?" 

4 When you notice that one particular area seems to hold 

stress more than another, concentrate on reiieving that stress 

when an opportunity presents heu. For example, many people 

need to tighten and relax their shouiders throughout the day, 

because that is where they retain most of their stress. 

Are there other areas that you could have worked more fùlly? 
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Handout 3.1: Ways to Relieve Stress At Work 

Stress Relief is personal work. Each of us, unconsciously or not, use a 

variety of ways to cairn ourselves. The following are a few strategies that 

some people use very successfbily to cope with stressfbl situations at 

work. 

Make a Friend 

Many facilities 'partner' newcomaç for a good reason. Finding your 

way in a new and düficult environment is very sîressful. However, having 

just one fiend who is in a similar situation eases stress substantialiy. 

Being able to ask questions of each other, sharing fears, and being 

encouraging to one another are great ways to reiieve stress. Sometimes, 

sharing stress relief with a gend at work means just a shared coffee break, 

a meaningfbl srnile, or a comforting arm around a shoulder 

Others develop a fnenâship with someone whom they already know at 

the facility, or choose to make fiends with someone whose work habits 

they admire. Some may make a fnend who is experienced and willing to 

share their knowledge and act as a mentor for a newcomer. 

"Alf I had to do w m  see her in the hall for 4 few 
seconds. She had been arorrnd 4 long time and she just 
knew wken I had kaà the biscuit, She wouldpu? her hund 
on wty rrnn as she went ly a ~ d  give it a &le SA,&& I knew 
then, that my load was just a litlle fighter thtu drry. " 
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Keep Yoir Sense of Humour - or Find One 

Caring for those with Alzheimer's Disease is very stressfhl work. 

Somaimes the work is hard, o h  thankless, and fiequently hectic. 

Whether the work makes you miserable or makes you happy is ofim a 

p e ~ n a l  choice, or an act of wiil. It requires an active sesrch to h d  the 

happy, h y  or joyful parts of the day - the events that make your &y a 

better one. At the very least, on a lunch break or on the way home h m  

work, concentrate on or h d  the one happy situation or incident that 

happened at work. Forget the rest. 

tnspedors had just walked through the door 
of the lobby and wete walking toward US. Tkere are lots of 
ihose f a  trees in the lobby. I kad MrS . ..and 1 had 
planned on tamg him out for a w a k  I kad hrrned to hini 
to tell him that he was luoking pretty spi;8ZI. Before I knew 
what happe- ke hadpulled ii out andpeed on one of 
those trees. 

Smile 

Smile at the people you work with and smile at the people you care 

for. SSming is contagious. The muscles we use to srnile also send calrning 

impulses to the brain. You tend to mile more when you are happy and 

relaxed. And the more you srnile the more calming messages are sent to 

the brain. 

Smiles also work to send messages to other people that you are 

happy. For most of us, seeing a happy face simply makes us happier too, 

or at least it arouses our curiosity about what is causing such happiness. 

uSometimes when I corne to work I feel a lot more 
like crying thun smiling. But when I walk through that 
door and see Mm D...smiling at me 'cause 1 am coming 
on ski@ ... W& i# doesn 't &ke long afirr that for me to 
star? sharihg smiles of my own." 
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Getang Away when you are at Work 

Many caregivers report the need for some mental and physicai 

space while at work The greater the stress throughout the day, the greater 

the need for some distance. Some caregivers choose to go for a walk while 

on their breaks, others opt to go to their car for some peace and quiet, 

while others seek out the chape1 in their facility, if they have one. 

Caregivers, giving constautly of themselves to their residents' ne&, 

require breaks throughout the day to care for themselves and their sense of 

well-being. 

" m e n  Z just can 't stand it anymore, Igo  and 
stamd in the broont closet just for a few minutes. I know 
that ir sounds c-, but it is dark and quiet in there and 
tirere &n't onywhere else that is, so 1 just go in thete and 
close my eyes for O fnv minutes, take a few bmaîhs and 
then 1 am r e m  to go again" 

Caregivers do not often take the time to wi te  their stresses or 

troubles down on paper. Take the time to make a list of what is good about 

what you have done today and what is going badly. Often, without 

realizing it, many people allow a short list of what has gone wrong to niin 

a long list of what has gone well. On those days when the 'what's wrong' 

list is longer, just going through the actions of getting it al1 down on papa 

acts as a way to relieve stress. When al1 the items have been listed, choose 

one that c m  be acted upon and do something about it. 

"Funny, Itow you can be thinking thut you are 
having such a rotten doy, but when 1~~ get it down 
on paper, 1 redize that just one lit& thing h m  k e n  
bugpng me aU day." 
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SewTalk 

if no one is telling you what a great job you are doing, then tell 

yourself. Caregivers report that they never hear about the good work that 

they do, just the bad things that happai. Administrators point out that that 

is probably tme. Inspectors and families cal1 administrators who in tum go 

to caregivers when diffïculties arise. When caregivers do not receive any 

th& or appreciation h m  the residents, and hear only about cornplaints 

h m  superïors, they absolutely need to tell themselves that they are good, 

End, worthwhile, hardworking people. 

The message that caregivers give themselves, often unconsciously, 

is a repeat of what others have told them: "slow, dumb, and stupid." It 

takes a conscious effort to Say, repeat and mean statements like: '7 am 

doing as good a job as 1 can," "I am a good person," " 1 am the only one 

who can give Mary a bath without her getting upset." 

UAU the staff think that I am cruw when 1 talk !O 

myself: But, I tell myself, out buri, what a good job 1 tant 
doing. Pr* soon I'm doing a good job ami 1 feel p w  
good about it. m e n  they ask me what 1 am doing, I tell . 

them I'm praying a ~ d  in a way, Iguess, 1 am. " 
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Module m: Stress in the Workplace 

8 minutes 

Preparatioa: 

Photocopies of Handout 2.6: Refidons 

Cassette tape of quiet music 

Cassette Player 

Facilitator Notes: 

This is an opportunity for the leamen to put together what they have 

learned about stress and themselves. Encourage the leamers to write as 

rnuch as they wish. 

Method: 

Tell the leamers that they have an opportunity now to write about what 

they have learned and what it means to them. 

Tell thern that this is theu homework for the next session. 

Ask them to please bring their "Reflections" to the next session. 

Give them ten minutes or the time remaining. 

Sincerely and earaestly, thank them for comiag. 
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Handout 3.2: Reflections 
What did I learn about how 1 handie stress? 

What are some new ways that 1 might try to handle my stress at work? 

What did 1 not understand today? 

Choose one incident that happened this week that shows that 1 am better 

able to manage my reactions to stressfiil situations at work. Describe this 

incident on the back of this page and bring it with you for the next session. 
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MODULE IV: 

WORKING WITH FAMILIES 

Time Reqaired 

180 minutes 

20 minute break included 

Facilitator Preparation - General 

4 Recognizing Family Emotions - two options are possible 

a Option One: Family visitors are invited to attend the training session and 

t& about their experïence of havhg a loved one with Alzheimer's 

Disease living in a long-tenn care facility. 

Option Two: Show video excerpts of Losing 1' Al[: The Reality of 

Alzheimer's Disease or another excerpt of your choice. JXan alternative 

videotape is preferred, make arrangements to obtain it 4-6 weeks in 

advance. 

For either option Handout 4.2: Recognizing Famiïy Emotions to have 

leamers record their reactions. 

4 Cariag Practice with Families 

Option One: Rollercoaster, a board game, which involves responding to 

typical situations which arise with families. Use Handout 4.3: 

Rollercoaster Game and prepared situation cards. 

Option Two: The Risk, a case study, which involves responding to a 

family situation for which there is no simple resolution. Use Handout 

4.4: The Risk - A Case Study. 

4 Flip chart, paper, masking tape and dry erase or water soluble markers 

*' Sufficient photocopies of Module IV Handouts 4.1 - 4.5 
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4 Videotape player and quiet music cassette 

4 Overhead hjector and Module IV OverIieads 4.1 - 4.2 

4 Extra writing materiais @ens and paper) 

4 Smaii game tokais to be moved around a board, dice 

4 Optional: One 'squish' ball (soft 2 inch pliable balls) for each 

table of participants to relieve stress throughout session 

4 Optional: Bag of Hard Candies used as condiments (to be evenly 

distnbuted amongst learners' tables) 



Welcome Back! 

Module IV: Working With Families 

5 minutes 

Method: 

Welcome back the participants and express pleasure that they have retumed for 

this session. 

Tell them that they will have a chance to: 

4 practice what they have leanied about Alzheimer's Disease, 

4 communicate what they have leamed h m  the last three sessions, 

4 relax and enjoy leaming about the emotions that affect the actions of family 

members when visituig or discussing their loved ones, and 

4 l e m  how to partner with families to improve the quality of life for residents. 

Tell them that, if they want to, they wiil have the opportunity to share their 

reflections fiom the last session with the group. 



Icebreaker: What Do 1 Do? 

Module N: Working With Families 

10 minutes 

Preparation: 

Small car& with individual roles printed on them: 

a. Director of Nursing b. Pastor/Priest c. Caregiver 

d. Administraior e. Spouse f. Charge Nurse 

g. Long Distance Farnily Mernber h, Doctor 

i. Activity Professional j. Person with Alzheimer's Disease 

Facilitator Notes: 

This is a game of charades that portrays the characters with whom caregivers 

interact on a daily basis. It will be very interesting to see how the various roles are 

played out More roles can be added by having more than one pmon with 

Alzheimer's Disease. The behaviours and emotions that wili be portrayed in this 

icebreaker are those that will be examined in greater detail lata in this module. 

Method: 

Shuffle the car& and give one to each participant. 

Tell them not to show theu card to anyone. 

Tell them that they will act out the role of the character portrayed on their card 

and the 0 t h  members will guess who they are. 

The person who is 'acting' may not speak, but may use actions, behaviours, and 

emotions to portray their character. 

Tell them that each card has a letter in front of their character. This letter 

determines the order in which they will act out their role. 

Give them one minute to prepare. 

Start alphabetically with 'a ' and allow al1 participants to act. 
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Those who do not wish to act can be replaced by the facilitator. 

Give each participant one minute to portray theV character. If  the participants 

have not guessed, the participant reveals their character. 



Agenda 

Module N: Working With Families 

2 minutes 

Preparation: 

Prepare a fiip chart page ahead of time showing the Agenda (Flip chart 4.1: 

Agenda). 

Post the agenâa in a prominent place in the room using masking tape and leave it 

up for the duration of the session. 

Method: 

Go over the agenda, mentionhg that most of the time will be spent on: 

4 Discovering strategies to work with family memben 

4 Understanding the fears and fnistrations of family memben 

4 Realizing that caregivers' relatiomhips with family members can affect 

residents 

Add that the group may not complete al1 items on the agenda 

Tell the leamers that the gmup will take time to discuss the important issues. 
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FUp chart 4.1: Agenda 

Welcome Back 

Icebreaker - What Do 1 Do 

Agenda 

Discussion Topics 

Reflection Review 

Mini-Lecture 

Recognizing Family Emotions 

Option One: Family Visitors 

Option Two: Vide0 excerpt 

- BREAK - 
Caregiving Practice with Families 

Option One: Rollercoaster -A Board Game 

Option Two: "The Risk" -A Case Study 

Reflections 

Evduation 

Wrap-up Discussion 

5 minutes 

10 minutes 

2 minutes 

3 minutes 

15 minutes 

10 minutes 

45 minutes 

20 minutes 

35 minutes 

8 minutes 

10 minutes 

25 minutes 
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Discussion Topics 3 minutes 

Preparatîon: 

Set up the overhead projector and screen ahead of time 

Show Overhead 4.1: Discussion Topia, or prepare a flip chart ahead of tirne 

showing the goals of the module. 

Methd: 

Put up Overhead 4.1: Discussion Topies for Modale IV 

State that during this session we wiii talk about: 

How families react to placing a family member with Alzheimer's Disease 

into a long term care facility 

4 How caregivers c m  work with families to give the best quaiity care for 

the person who has Alzheimer's disease. 



Overhead 4.1: Discussion Topics of Module IV 

Working With Families 

4 How families react to placing a family member with 

rd Alzheimer's Disease into a long term care facility. 

4 How caregivers can work with families to give the best 

quality care for the person who has Alzheimer's Disease 



Reflections Review 

Module IV: Workmg With Families 

1s minutes 

Preparation: 

Extra copies of 6Refledi~ns Haadout 3.2' h m  last session. 

Faciütator Notes: 

Emphasize that sharing notes or thoughts h m  their Reflections, although ver -  

beneficial for A, are personal choices. 

Use the time judiciously. Try to incorporate the reflections of as many participants as 

possible. If the participants have trouble sharing, do not belabour the issue. Move on 

to the new material. On the other h d ,  if discussions have o v e m  the time allotteci, 

try and draw conclusions before moving on to the new material. 

Method: 

Ask participants to take out their Refkctions h m  last week. 

State that you are going to ask them to share their thoughts h m  their reflections. 

Tell them that there are no wrong answers and that they are i k e  to talk about 

their own experiences or to add to others' experiences. 

Teli them that they can share if they want to, but they do not have to. 

Ask them to taik about the incident they wrote about in their reflection. 

Give participants time to answer and be encouraging to everyone. 
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Mini-Lecture: Working with Famüies 10 minutes 

Preparation 

Set up the overhead projector and screen ahead of t h e  

Overhead 4.2: Working with Families 

Facilitator review of mini-lecture notes: The Role of the Family in Alzheimer's 

Care 

Sufficient copies of Handout 4.1: Working with Families 

Facilitator Notes: 

This mini-lecture will serve two purposes. It will emphasize the d e s  that family 

members have played in the care of their loved ones and will serve as an introduction 

to the family visit that will occur just d e r  this mini-lecture. The bolded text 

indicates words or sentences that mast be said. 

Method: 

Use the facilitaor notes, The Role of the Family in Alzheimer's Care, to 

develop your mini-lecture. Do not read the notes - use them to develop your talk 

for the lemers. 

Put up Overhead 4.2: Working with Families Present the facts simply. Do not 

use complicated words or sentence structure. Refer to the overhead as you speak. 

It is your prompt for the progression of the mini-lecture. 

Pass out Handout 4.1: Working with Families 

0 Ask the participants to fiii in the blanks on Handout 4.1: Working with 

Families while you are speaking 
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Handout 4.1: Working With Families 

The Caregiver and the Family 

Emotions 

Role change upon placement 

Family confict: 
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Facilitator Mini-Lecture Notes: 

The Role of the Family in Alzheimer's Care 

The Caregiver 

Alzheimer's Disease not ody affects the person with the disease, but their 

entire family. Those who work in the Alzheimer's field cail family caregivers 'the 

second patient.' This is because the care that they provide to their loved one is 

unending, consaming, stresshJ, exhaustive, and often leads to a quick decline in 

their own health. Alzheimer's Disease aise Pffects the strenghs and weaknesses of 

existing family retationships. Throughout the course of the disease, families are 

forced to cope with an unending range of conaicting and ditncult motions. 

Caregivers cope with feelings of anger as the disease their loved one is 

experienchg places increasing demands upon t'hem. Often those with Alzheimer's 

Disease can appear deceptively weU, yet still make difficult and unredistic demands 

upon the caregivers. These unreasonable demands often cause anger and pilt. 

Feelings of guilt are compounded by feelings of being overburdened with care 

concems. More guilt may be added if other family and friendsbip roles must be 

neglected. 

Caregivers are offen burdened with feelings of embarrassrnent because of 

the unusual behaviours of their loved one. They may feel that having a family 

member with a mental health disease means the family has been disgraced. 
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Caregivers SUner h m  fmstration at king able to do so little, about having 

so little coati01 over their own lives, and about the indecision that often 

accompanies the decisions they must make about the hiture. Others feel abandoncd 

as fiends and f a d y  members tum away. Many caregivers become depressed, 

isolated, and unsure about whom to turn to. Caregivers grieve for the loss of their 

nomal way of living, and of the companionship of the person with the disease. This 

grieving is confiued by the fact that the person is sti11 alive in body but graduaily 

slipping away in penon. Adding to this confbsion is the fact that on some days, their 

loved one behaves normally. Such days can cause caregivers to wonder if there is a 

problem, if it wiil go away, or if it is they thernselves who are the problem. 

Once the disease has progressed to the point where the caregiver can no 

longer care for their loved one at home, they experience tremendous guilt about 

placement in long term care. Their stress may increase if they feel guilty about 

having 'given up9 on their loved one and if they feel they have failed as a caregiver. 

Family rnembers and tnends may not understaud that the caregivers home life has 

deteriorateci, thereby adding to the caregiver's unhappiness. 

Family caregivers whose loved ones reside in long term care do not stop 

being caregivers. Some caregivers 'double-up' their caregiving role once the loved 

one has been institutionalized, in order to placate their own feelings of guilt. Many 

caregivers experience difïiculty in Ietting go of their d e s  or theu relationships. 

The Famiîy 

Three types of conflicts g e n d y  exist within families who struggle 

with Alzheimer's Disease. First, some family mernbers may disagree over the 

severity of the disease and the course of action to be bken. Second, they may 

disagree over the roles of the main caregiver(s) and other family members. Some 
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family members disappear, 0th- fiilfill caregiving roles, while still others chwse to 

help in less direct ways than hands-on caregiving. Thhd, other difficuities aise when 

the main caregiver becomes overbardened and resentfhl of the enonnity of the 

task. Roles shifi once again as the disease progresses, a d  placement in long term 

care becomes an option. 
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RecogniPng Family Emotions 45 m i a ~ t e ~  

Generril Preparation: 

Option One - Family Members are invited to aîtend the group. More detailed 

instructions are given below 

Option Two - Excerpts h m  the videotape provided or a selection h m  the 

annotated videotape list pmvided below. 

Flip chart, paper and markers 

Sufficient copies of Handoat 4.2: Recognizing Famiiy Emotions 

Faciîitator Notes: 

Caregivers report that interacting with a tesident's family is ofkm the hardest part of 

their job. When residents enter a facility they bring families with them that have 

highly developed ways of interacting that are often difficult to understand or change. 

Caregivers need to understand some of the typical emotions that families exhibit in 

order to optimize care for the resident and to rationalize behaviours that may be 

rnisdirected toward caregivers. 

These activities will require careful attention on the part of the facilitator. If Option 

One is chosen, family members should be chosen carefiilly, paying attention to both 

the emotional state of the family members and the needs of the leamers. If Option 

Two is chosen, the vide0 excerpts may provoke a powerfbl response h m  the 

leamers. Extra time rnay be needed for debriefing and discussion. 

In either option, learners are asked to identim ernotions that are expressed by family 

members. Since it can be very difficult to detennine which emotion is expressed, the 

learners are asked to provide evideace that justifies their choice. Participants are 
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encouraged to iïsten for the tone of voice, the choice of words and facial expressions 

of family members. 

Since motions are p o w d  motivators to change, participants are asked to suggest 

changes that caregivers could make that would improve the families' situations. This 

activity also asks participants to reflect on their own perspectives on working with 

families and to consider whether a change has occurred as a result of this leaming 

experience. 

The aim of these activities is to give caregïvers an insight hto the world of the 

family which is coping with Alzheimer's Disease. Insights will foster understanding, 

empathy, and tolerance of the f-iY/caregiver interaction. 

These activities may intrude on the break. Either the break time or the game period 

may be cut short to amend the time Limit. 
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Option One: Family Visitors 

Preparation: 

Invite one or two representatives of families which have a Ioved one who lives in 

long term care to visit your group. Let the family member know that they will be 

asked to talk about theK feelings about having their loved one in long temi care. 

Assure them of confidentiality and that their feeiings will be respected. Tell them 

that you will be asking them some questions and that the caregivers may ask 

some questions also. 

The Questions for Visiüng Famiiy (printed below) is a letter with a list of 

questions that have been prepared for the family guests and should be delivered 

to them prior to the visit in orda  that they may adequately prepare their answers. 

The family members can chose to answer the questions or not, accordhg to their 

wishes. 

Sufncient photocopies of Handout 4.2: Recognizing F a d y  Emotions 

Prepare a thank you note for the family member(s) 
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Questions for Visiting Family 

Thank you so much for agreeing to anend out Pride in Alzheimer S 

Care Course! The following is a list of possible questions that may be asked 

of you when you visit our training program. If you are uncornfortable about 

answering any of the following questions, please let me know at the following 

IWIYhr  C - --- - - _) and 1 will ensure that the question(s) will not be 

as ked. 

1. Would you tell us about yourself! 

2. Would you tell us about your loved one, the member of your family 

who has Alzheimer's Disease? 

3. Would you tell us how Alzheimer's Disease has affected your 

famil y? 

4. Would you tell us how your loved one came to be placed in long 

tenn c m ?  

5 .  If you would not rnind, would you tell us how you felt about placing 

your loved one in long tenn care? 

6. Cau you tell us what you like best about where your loved one now 

resides? 

7.1s there some element of care that you wish you could change at he 

facility where your loved one resides? 

8. What is one thing that you wish caregivers knew about your loved 

one? 

9. If you could give one piece of advice to those who care for you loved 

one, what would it be? 
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Metbod: 

Pass out Handout 4.2: RecogniPng F d y  Emotions 

Tell participants what they are going to iisten to family members talk about 

trying to cope with loved ones who have Alzheimer's Disease. They may make 

notes but should concentrate their attention on the visitors. 

h i t e  your guests in and have hem sit where they are most comfortable, either 

arnong the caregivers or facing them. 

Greet the family members and ïntroduce them by name to your leamers. 

Go around the room and have the leamers intmduce themselves to the family 

members. 

Tell the family memben that you are going to ask them a few questions about 

their family mex-nber who has Alzheimer's Disease and their f h l y ' s  reactions to 

the situation. Assure them of confidentiality and of their prerogative to chose to 

not answer any question that they are not comfortable aaswering. 

Tell the families that the leamers will be making some notes in order to organize 

their own thoughts and to leam h m  what is being said. 

The following questions are examples only. Add or delete questions as 

appropriate and to stay within the tirne available. 

Begin by askuig the family members if they would tell about themselves 

and about their family member who has Alzheimer's Disease. 

Ask, "How did your family member corne to be placed in long terrn 

care?" and 'TIow did you feel about this?" 

Ask, "How has Alzheimer's Disease affecteci your family?" 

Ask, "What do you like best about where your loved one lives now?" 

Ask, "What would be one thing that you wish you could change about 

how your loved one is cared for?" 

Ask, 'What is one thùig that you wish caregivers knew about your family 

member?" 
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9 Ask, " What is one piece of advice you would like to give to those who 

care for your loved one?" 

Thank the family members for coming on behaif of yourself and the 

caregivers. Tell them that theü input was very meaningful and has added a new 

dimension to care. 

Escort the family to the door and thank them again for coming. 

Tell the leamers to take a few moments and think about what they have just 

heard fkom the family members. 

Ask them to work with a partner to fil1 out the handout. Give them five minutes. 

In the large group ask what was one emotion that they saw or understood to be 

expressed by the family member. 

Ask the participants why they thought that emotion was expressed. 

Mer each emotion and evidence, ask the participants if they thought there was 

anything that caregivers could do to improve the situation. Ask them if there was 

something that caregivers should not be doing. 

Record their answers on £lip chart paper. 

Ask them to imagine themselves in that family's situation. Ask them if their 

perspective has changed and why (or why not)? 

Ask them to sign the thank you card that you have prepared for the family. 
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During the break tirne ask the participants to talk about theV work experiences with 

f e l y  members who remah involved in the care of their loved one with 

Alzheimer's Disease. 

- BREAK - 20 minutes 
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Option Two: Videotape Excerpts 

Preparaüon: 

The provided videotape excerpts m u t  be carefully previewcd before p u p  

viewing. The activity reqWres that each segment should be started and stopped 

before moving on to the next segment. 

If the provided videotape is not appropriate, a list of suggested videos have been 

included below. They will have to be pre-ordered at least 4-6 weeks before the 

scheduled session. 

Alternative Videotape Resoarces 

Filmakers Library. (1990). You Must Remember This: Inside Alzheimer f 

Disease. New York, NY: Author. 

University of Pittsburgh Medical Center. (1990). Families CaBng. Pittsburgh, 

PA: Alzheimer's Disease Research Center and the Division of Creative Services. 

Elder, P. & Forsythe, J. (1992). Giving Care, Taking Care. Long Beach, CA: 

FHP Foundation. 

Terra Nova Films. (1992). Dealing with Alzheimer's Disease: Facing DzHcult 

Decisions. St. Paul, MN: Ramsey Foundation. 

CatanZant, G. (1993). Mernories of Love. Pittsburgh, PA: Alzheimer's Disease 

Research Centre. 

Method: 

Pass out Handout 4.2: Recognizing Famiiy Emotions 

Tell the participants that they are going to watch short video clips 

about families who are trying to cope with loved ones who have Alzheimer's 

Disease. 
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Mer each segment, stop the video-tape. 

Telî the learners to take a few moments and think about what they have just 

heard h m  the family members. 

Ask them to work with a partner to fili out the handout. Give them one 

minute to discw and then restart the videotape. There are five segments. The 

fifth is optional. 

In the large group ask what was one emotion that they saw or understood to be 

expressed by one of the family member mernbers. 

Ask the participants why they thought that emotion was expressed. 

Mer each emotion and evidence, ask the participants if they thought there was 

anything that they codd do as caregivers to improve the situation for the family. 

Ask them if there was something that they should not be doing. 

Record iheir answers on flip chart paper. 

Ask them to imagine themselves in one of the families' situations. Ask them if 

their perspective on working with families has changeci and why (or why not)? 

In a large group, discuss how they might feel about having a loved one with 

Alzheimer's Disease and having to place that loved one in a long term care 

facility . 

During the break tirne ask the participants to talle about their work expenences with 

farnily mernbers who rernain involved in the care of their loved one with 

Alzheimer's Disease. 

- BREAK - 20 minutes 
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Handout 4.2: Recognizing Family Emotions 

1. Emotion: 

Evidence: 

2. Emotion: 

Evidence: 

3. Emotion: 

Evidence: 

4. Emotion: 

Evidence: 

Word Bank: 
excited happy sad anxious overjoyed lonely 
worried *tic fhe guilty burdened bitter 
distraught angry calm f i d  resentfùl apprehensive 
confiised grief denial stricken anguish overwheimed 
heartache troubled scared relieved agi tated distressed 
indignant offended upset provoked indecisive resigned 
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Caregiving Practice with Famüies 

Ceneraï Preparaüon: 

Option One - Lemers participate in a board game that involves situations in 

which caregivers decide on appropnate interactions with families. More detailed 

instructions are given below. 

Option Two - Leamers participate in a case study for which there is no simple 

resolution. More detailed instructions are given below. 

Sunicient photocopies of Handoat 4.4: LLThe Riskn - A Case Stiidy or 

Handout 4.3: Rollercoaster Game. 

Facilitator Notes: 

Alzheimer's Disease involves not just the person with the disease, but the whole 

family. When a loved one enters a long term care facility, the family offen continues 

to play a large role in their loved one's care. Caregivers who work in the facility find 

that they are not just assigned a new resident, they are also assigned a new family. 

Family members grow to rely on caregivers for the safety, happiness and well-being 

of their loved one with Alzheimer's Disease. It is a tremendous responsibility when 

caregivers are assigned to work with several residents on one shift. Al1 families have 

a history of well-established roles and inter-interpersonal relationships. Caregivers 

can easily become involved in situations in which family dynamics, which have 

evolved over a number of years, must be handled with as much care as must be given 

to the person with the disease. Working with families to provide care for their loved 

ones requires thoughtfûl consideration, tact and diplomacy on the part of the 

caregiver. 

The following two options explore the complicated arena of family relationships and 

caregiving, an arena where there are seldom simple answers. 
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Option One: 35 minutes 
Roiïercoaster - A Board Game for 

Caregivers Working With Families 

Pteparation : 

Small tokens to move around the 'board' 

Sufficient photocopies of Handout 4.3: Rollercoaster Game for each pair of 

participants. 

Question cards photocopied and cut, enough so there is a set for each pair of 

participants. 

Facilitator Notes: 

This game is used to explore a number of specinc situations in which caregivers 

must interact with families. The cards raise questions for which there is more than 

one possible answer, but one response that may be more appropriate than others. The 

aim is to find the most appropriate response with the highest score vaiue. The 

numbers on the bottoms of the car& indicate the answer's score. Better answers 

score higher and poorer responses score lower. This game can be modifieci so that 

more than two players can play at one time. The aim is to reach the 'Happy Resident' 

at the centre. 

Method: 

Each person identifies their own game token and puts it at the 'Start.' 

The car& are placed face down on the board. 

Play follows the board. The fint player selects a card h m  the pile and reads the 

situation and possible responses to the player on the right. The player on the nght 

selects a response, then moves the number of spaces indicated for that response. 
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The player who bas just answaed selects a card and nadj the situation and 

possible responses to the next player on the right- 

Play continues for 20 minutes or until a player reaches the Happy Resident. If a 

pair finishes their game early, they may join in the discussion with 0th- who 

are stili playing. 

When play has stoppecl, the leamers are asked to stop and think quietly for one to 

two minutes about any situation that they had difficulty mering  during the 

game. 

Going around the room, ask participants to talk about the scenarios that they had 

difficulty answering. Encourage others in the group to 

offer their input to clarify difncult situations for caregivers. Explah some of the 

possible responses are better than others. 

Ask the participants what they learned about working with familes? Ask what 

they might try doing differently when they work with residents' families and 

why . 
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Handout 43: Rollercoaster Came 

Start 

. 

Finish 

1 ,  L 

& 
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Questions for the board game follow: 

- - - 

Mrs. S's family has complained to the Director of Nurses that you 
wish Mrs. S Merry Christmas every t h e  you go into the m m  
during the holiday season. Mrs. S is Jewish. What do you do? 

a. Stop speaking to Mis S. when you go into the room. 
b. Simply Say happy holidays instead of Merry Christmas. 
c. Tallc to Mrs. S and her family and h d  out which holidays 

are important to the family and be in good spirit when it is 
appropriate for Mrs. S 

You notice that Mrs. C cornes every &y to see her husband. You 
also notice that she looks more worn out each time you see her. 
The visits with her husband are not easy as he is very angry with 
her at times. What do you do? 

a. Tell Mrs. C to not corne for a while 
b. Reassure Mrs. C that Mr. C is very weli taken care of at 

your facility and that he can manage well on his own. 
c. Ask Mrs. C. what her hobbies are and suggest that she 

should spend some time looking aAer herself. Reassure her 
that her husband is well looked afler. 

Mrs. T has been brought by her daughter for admission to your 
facility today. Mrs. T has been settled into an activity after being 
shown around and it is time for her daughter to leave. The 
daughter looks completely devastated. What do you do? 

a. Get her out the door as fast as possible 
b. Reassure her that she has done the best thing for her mother 

and that her mother will be well looked after. 
c. Ask the daughter is she would like to sit down and observe 

her mother for awhile before she leaves. 
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You have been having a difficuit time getting Mr. B to shave first 
thing in the moming. What do you do? 

a Shave him yourself whether he wants to or not. 
b. Ask his family if there was a particular time or way that 

Mr. B like to shave. 
c. Ask the charge nurse what to do. 

Mrs. S's daughter is always giving ~ O U  advice, whether ~ O U  want 
it or not, about how to care for ber mother. What do you do? 

a Tell the nurse in charge that you are sick of the daughter's 
advice and that you want to be left alone. 

b. Politely agree with everything Mrs. S 's daughter says and 
then do as you have always done for her mother. 

c. Listen to what she says, she may Say something that will 
make your work with her mother much easier. 

Mrs V is upset because every time she comes to visit her sister, she 
is incontinent and wet. She comes looking for you. What do you 
do? 

a Promise to toilet her every hou. even though you know that 
is not a possibility. 

~ b. Explain the toileting procedure to Mrs V and then quietly 
change her sister and bring her back. 

c. Tell Mrs V that her sister is not your patient. 
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- 

The children of Mt. W are trying to fïx up his k m .  They have brought - 

in some fbmiture that has been part of his beciroorn fùrniture for most 
of his life. It is not easy for you to work amund it when you care for 
Mr. W. What do you do? 

a. Cornphin to the nurse in charge that the room is impossible to 
work in. 

b. Compliment the family for trying to make their dad feel at 
home with his own fiirniture. 

c. Compliment the family on their efforts and ask if there is a way 
to arrange the fbmiture to make it easier for their Dad to move 
around. 

a O ,  b.2, c3. 

Mr. X has a large extended family that comes to visit in large groups. 
Mr. X becomes very confiised with multiple conversations and a 
number of people moving about. What should you do? 

a. Suggest to the family, that some might WEe to take a walk 
thughout the building while just one or two visit with W. X 
at one t h e .  

b. Tell the family that they are only confusing thei. Dad by 
coming in big bunches. 

c. Ask to speak to one of the eldest children and mention that you 
have noticed that their Dad becomes pretty upset when there are 
large numbers of visitors at one tirne, but really enjoys their 
Company one at a t h e .  

When Mrs. T visits her husband, she talks in fiont of him, about him as 
if he wasn't there. What do you do? 

a Tell her that you do not like tallang about her husband as if he 
wasn't there. 

b. When you answer her, you make a concentrated effort to 
include her husband in the conversation. 

c. Talk to Mr. T about Mrs. T as if she wasn't there. 

a l ,  b.3, c.0 
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Mr. L cornplains to you that his M e  has been getting worse this 
past year and he can not understand why. What do you do? 

a Explain to him that Alzheimer's Disease is like that; this 
kind of progression is expected. 

b. Become defensive and teil him that you are doing the best 
you can. 

c. Courteously disagree and tell him that she is doing as well 
as can be expected. 

When Mr. C's wife is leaving the facility, he becomes very upset 
and tearfiil. This, in turn, upsets his wife. What do you do? 

a Watch carefully and just before she leaves, distract Mi. C. 
by ashg him to help you take some books, towels, 
laundry, etc. down the hall. 

b. Tell Mr. C that he shouldn't make such a fUss because it 
only upsets his f i e .  

c. Tell Mrs. C it is ok to just Ieave because her husband 
settles down on bis own after a while. 

Mrs. S becomes really upset that her favourite dress is not in her 
closet when her family arrive to visit. The family is upset by the 
seventy of her reaction. What do you do? 

a Remain calm and suggest that she and you go and look for 
it. 

b. Try and reassure everyone at the same tirne. 
c. Redirect ber attention and ask for her advice on which of 

her children is the tallest, prettiest, oldest etc. 
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Mr. V has hit you in the eye a£ter he became upset when he lost his 
teeth. His son is mortined. What shauld you do? 

a Remain dm, give yourselfa short time out and reassure 
the son that you are not angry and that you understand that 
these behaviours are sometimes part of the disease. 

b. Go and get ice for your eye and get someone else to care 
for him for the rest of the shifi. 

c. Teli the son to get a lawyer. 

When Mrs. V's family comes to visit with Mrs. V, they do not 
seem to h o w  what to do. U s d y  they sit al1 in a row and Say 
nothing and no one looks very happy. What should you do? 

a Suggest that Mrs. V show the family some pictures that 
were taken of her at the 1st  Strawbeny Social. 

b. Suggest to the family that the next thne they come, they 
could bring some old picture from Mrs Vs past. 

c. Suggest to the faflziiy that they bring in a family-favourite 
game, or video of a family outing. 

By the t h e  Mr. T's son gets off work and comes to visit his Dad, it is 
often sundowning time for his Dad. The son is very upset that his Dad 
wiIl not sit and visit with him. What do you do? 

a. Tell Mr. T to go and sit down with his son and visit him. 
b. Tell Mr. T's son that this is a part of the disease and perhaps 

the visit would go betts if he walked with his Dad. 
c. Tell Mr. T's son to come back another t h e .  
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Mr. P has found a fk&d in-Mrs. G at your facility. The oAen hold 
han& and occasionally kiss. MIS. P arrives to see Mrs. G 
embracing her husband. She becomes upset What do you do? 

a. Assure Mrs. P that this sometimes happens with 
Alzheimer's Disease and that Mr. P thinks that Mrs. G is 
m. P. 

b. Distract Mr. P and tell him that someone wonderfiil has 
corne to see him. Take him to a pnvate area where you 
have already brought Mrs. P. 

c. Take Mrs. P by the a m  and go up to Mr. P and teil him 
that his wife is here to see him. 

Mrs. B keeps telling her son that she sees children playing outside 
her window. Her son cannot see any childRn and becomes upset 
with her insistence. What do you do? 

a Tell her son that there are no children playing in the area. 
b. Mention to her son, that hallucinations are sometirnes part 

of Alzheimer's Disease and the hallucinations appear 
absolutely real to her Mom. 

c. Explain that sometimes it is better not to argue and better 
still to placate and distract rather than to dwell on the 
hallucination. 

Mr. T's glasses are broken and he says that you broke them. The 
family members are upset and want you to pay for something you 
did not do. What do you do? 

a C o r n n t  Mr. T and tell him that you did not do it. 
b. Ta1.k with the family and explah that you did not do it. 

Also explain that suspiciousness is part of the disease. 
c. Report the incident to your superior. 
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Mrs. J's family visit during the most difti:cult par& of Mrs. J's day. 
They keep her busy and happy despite her desire to pace and 
fidget. The family leaves quietly &er visiting for an hour. What 
do you do? 

a Thank them for coming and helping her with the hardest 
part of her day. 

b. Saynothingtothem. 
c. Tell them how much you appreciate what they do for her. 

It is holiday time and Mrs. B family, who although they live close 
by, do not visit. She is v q  lonely and cries because she misses 
her family so much. Her family cails and asks you how she is. 
What do you do? 

a Tell them how lonely their mother is and ask why they 
don't visit. 

b. Tell them that they make things more difficult for their 
mother by not visiting. 

c. Honestly tell them how their mother is. Do not be 
judgmental. 

W. P calls several times each week, in addition to visiting his 
wife. Each tirne, he asks how she is, what she is doing and if he 
can do anything more. What should you do? 

a Reassure him that his wife is fine and that you will take 
good care of her. 

b. Ask him why he calls so much. 
c. Explain that there is no need to call, as his wife is h e .  
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When Mrs. B's daughter visits, she brings up old family issues that 
often end up upsetting Mrs, B. What shouid you do? 

a Explain to Mrs. B's âaughter that her mother may not be able 
to comprehend the reasoning behind the issues; she only 
recognizes the anger and pain. 

b. Encourage Mrs. B's daughter to talk about other topics that 
are pleasurable for them both. 

c. Suggest that her mother would enjoy a hand massage or 
having her hair brushed. Supply the lotion md bmh. 

When the daughter who lives a thousand miles away calls she asks 
several times how her mother is. How do you respond? 

a Tell her that her mother is fine and keep repeating it, 
b. Tell the daughter honestly, both good and bad what has 

been happening to her mother. 
c. Reassure her that her mother is being well taken care of. 

Emphasize the positive, but do not lie to her. 

Mrs. B is always rummaging through other resident's belongings. 
Other residents and their famiiies are upset. What do you do? 

a. Make a rummaging drawer for Mrs. B. Ask her family to 
bring in old things of hers and put them in the top drawer 
of her dresser. 

b. Ask the family to bring in things and make a m a g e  
drawer with her. Tell her the drawer is filled with things 
that she might need. 

c. Every time she goes into another resident's m m ,  go and 
get her and tell her that she should not be there. 
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You kmw that a care conference is wming up for Mrs. S. What do 
you do for her family? 

a. Nothing. 
b. C d  her f d y  and aicourage them to come for the 

conference. 
c. Send them a routine form letter advising them of the date. 

When Mr. P's son and daughter came to visit, they sat and talked 
earnestly with Mr. P for quite a while. He seemed fine at the time 
but by the next &y, he was terribly upset and inconsolable. What 
should you do? 

a. Cal1 the son and àaughter and ask them if there was 
something that was discussed that could have upset their 
father. 

b. Keep trying to get h m  Mt. P what is wrong. 
c. Ask the family to corne back in and taik with Mr. P. 

Mrs. D's brother wmes to visit her first thing in the morning. 
When he amves she is not dressed, nor is her hair combed. He is 
very upset and tells you that you are not doing your job. What do 
you do? 

a. Explain that his sister is hard to get dong with in the 
monzing and that you cannot do a thing with her without 
getting into a fight. 

b. Explain that Mrs. D likes to get dressed and fixed up after 
her mid-moming snack and you Wce to work with her 
preferred schedule, not yours. 

c. You get her dressed and comb her hair on the spot despite 
her loud verbal protests. 
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Option Two: 'The Risk9- A Case Study 3s minutes 

Preparation: 

Sufficient copies of Handout 4.4: &The Riskn - A Case Study . 

Facilitator Notes: 

The aim of this activity is for participants to become aware of the role of family 

members of those they care for and how those roles can impact care. The questions 

are meant to create discussion about what o c c d  in the case, what role caregivers 

played, and what d e  they should or should not have played. The questions also ask 

the participants to put themselves into the situation and reflect what they might have 

done if they were the caregivers in question. 

It is important for facilitators to understand that their role in this activity is to guide 

the participants' exploration of the questions. It is inappropriate for facilitators to 

assign guilt, or to assume there is a correct answer. This case study explores the 

conundrums that many caregivers face in the delivery of care. It serves to illustrate 

that often care concems have no easy answers. 

Method: 

Pass out the case shidy and questions to the participants. 

Ask for a participant to read the case study or read it out loud yourself. 

Ask participants to find a partner. When they have fond  a 

partner, ask them to read the questions together and discuss them. 

Give the leamers 5 minutes to ctiscuss their answers. 
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Open the discussion to the flcor and lead the discussion of the questions, 

ensuring that as many participants as possible have the opportunity to speak. 

Give the group 10 minutes to explore their answers. Thank them for their 

answers. 
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Handout 4.4: Case Study 

Maurice Camemn, 75 years 014 was admitted to the local Nursing Home one 

year ago. He was an amiable, pleasant man diagnoseci with Alzbeinier7s Disease. At 

the t h e  of admission, he received only the drug Arisept for the disease, which he 

had been accepting very well. He had iived in the local area and his wife and one of 

his two daughters lived nearby. 

His wife, Eva, visited faithfûily every day and stayed several hours. 

She was a sweet old lady who had nothing but kind things to Say to the staff. 

At times, Maurice was verbaily abusive to his wife. Ifshe did not arrive at the 

appointed hour each day, he wouid become agitated and bother the Stanwith 

constant dernands, asking where his wife was, and why wouldn't they let him phone 

her. When they gave in and phoned his wife so that he couid talk to her, he would 

become very abusive to his wife. Some of these calls were intercepted by the staff 

and they found his wife crying on the telephone. 

Mer several months, the staffnoticed that Maurice seemed considerably 

worse. He made C=ss sense when he talked, started crying more often, and wouid 

become much more agitated and aggressive during the night. The staff tried 

medicating him at night. However7 this had no effmt on him during the night and he 

became more confbsed during the day. One cold winter night, he was found at the 

entrance to the home trying to get back in. He had obviously escaped through a 

coded door and had found his way back to the entrance. No one had noticed his 

absence. When asked why he had le& he repiied that he had wanted to check his bKd 

feeder outside his window. After that incident, he was labeled an 'escape risk' and 

was constantly watched by the staff. 

The staff  noticed that his wife, Eva, started to deteriorate as well. When she 

visited, she did not look weli, and during one visit, she collapsed. An ambulance was 
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called and she was taken to the hospital. The second &y after this incident, Eva 

arrived back at the nursing home to resume visiting her husband on a daily basis. 

Each time she visited, she would ask the staff how her husband had been. The stafT 

would truthfûlly tell her what events had taken place since her last Msit. She seerned 

to take the news weli each time when it was given, although a h  several weeks she 

began to look temble, started losuig weight, and o h  cried as she was leaving the 

facility . 
Maurice's childm visited irreguiarly. His elder daughter was surly and 

complained oAen to the d about the poor quality of care that her faîher was 

receiving. The other daughter lived so far away that she phoned more than she 

visited. When she called, she often asked how her father was. The staff reported for a 

long time that al1 was well. More recently, when Maurice had become an escape risk 

and a problem for the sta& they were l e s  forthcoming. Finally, the administration 

and staffwanted him rernoved h m  the facility to a locked unit at another facility. 

The family did not want him moved and did not want him given night medication. 

Questions for discussion: 

What role does each mernber of Maurice's family play? 

What did the staff do well in this case? 

What mors did the staff make with Maurice's care, if any? 

What could the staff have done Merently? 

What would you have done if Maurice were part of your work assignment during the 

day? During the night? 

How does this case change (or not change) the way that you work with residents' 

families and why. 
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Pride in Alzheimer's Care Evaluation 10 muintes 

Preparation: 

Have sufficient copies of Handout 4.5: Pride in Alzheimer Care Evaluation 

for each participant. 

Facilitator Notes: 

This evaluation begins the process of closure to the program. It is made up of two 

components: a reaction questionnaire and a spoken narrative response. 

Tell the participants that the program is comllig to a close and that you would like 

them to t W  carefiiuy for a few moments about the entire program before they 

respond to the questionnaire. Briefly review the modules, mentioning the topic of 

each one, aud particular highlights that corne to mincl. Urge them to take their time 

responding to each question. 

Method: 

Pass out copies of the evaluation. 

Ask participants to complete their evaluation of the course individually. 
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Handout 4.5: Prîde in Alzheimer's Care Evaluation 

1. During this program, 1 leamed the fundamental components of giving care to those 

with Alzheimer's Disease. 

Strongly Agree Ag= Disagree Strongly Disagree 

2. During this program, 1 learned how to communicate better with those whom 1 care 

for who have Alzheimer's Disease. 

Strongly Agree Disagree Strongly Disagree 

3. During this program, 1 leamed about Alzheimer's Disease and how it affects those 

with the disease. 

Strongly Agree ~~ Disagree Strongly Disagree 

4. During this program, 1 leamed about several methods to reduce stress. 

Strongly Agree Agree Disagree Strongly Disagree 

5. During this program, 1 learned about the impact of Alzheimer's Disease on 

families. 

Strongly Agree Agree Disagree Sbngly Disagree 

6.1 found the content material in this program excellent. 

S trongly Agree Agree Disagree Strongly Disagree 

7. The information that 1 learned in this program will be useful to me at work. 

S trongly Agree A F ~  Disagree Strongly Disagree 
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8. The leaming activities used in this program added to my uadersbnding of the 

content materials. 

S ~ @ Y  A w e  AP Disagree Strongly Disagree 

9. The facilitator wiis able to explain the material clearly. 

Strongly Agree & F e  Disagree Strongly Disagree 

10. The facilitator used teaching strategies that heiped me to leam. 

Strongly Agree Agree Disagree Strongly Disagree 

11. This program has changecl the way that 1 give care to those with 

Alzheimer's Disease. 

Stmngly Agree Ag= Disagree Strongly Disagree 

12.1 would recommend this program to other caregivers. 

S trongly Agree Agree Disagree Strongly Disagree 
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25 minutes 

Preparation: 

None 

Facilitator Notes: 

This activity is meant to help participants think about the whole program; about what 

aspects have been most meaningfiil to them and what aspects could be improved; and 

to bring closure to the time spent together. 

Method: 

Find a seat that places you amongst the participants or closes a U-shaped seating 

arrangement. 

Morm the participants that this activity ends to your time together and that you 

are looking forward to sharing thei. final thoughts. 

Tell them that you would like them to take a few moments and refiect on al1 four 

sessions. Tell them that you would like to know just two things. Ask them to 

think about the first question: If you could change anything about the program in 

general, what would it be? 

When they have had a few moments to reflect, tell them that you will go around 

the room and give everyone an opportunity to speak. 

M e r  everyone who wishes to has spoken, ask them to think about the second 

question: How will you deliver care to residents that is different now than before 

you had this program? 

ARer giving the participants a chance to reflect, ask each in tum for their 

comments. 

Ask if anyone has anythhg more they would like to Say. 

Thank them very much for coming. 




