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J. RICHARD GOLDSTEIN, M.D. 
COMMISSIONER 

§tate of New tftrsty 
DEPARTMENT OF HEALTH 

JOHN FITCH PLAZA 
CN 360, TRENTON, N.J. 08625 

July 25, 1986 

Honorable Thomas H. Kean, Governor 
State of New Jersey 
State House 
Trenton, New Jersey 08625 

Dear Governor Kean: 

As Chairman of the Alzheimer's Disease Study Commission, I am pleased to 
present you with a summary of the Commission's findings and our recommendations 
which we believe to be an integral part of a comprehensive program to address 
the problems connected with Alzheimer's disease. 

We estimate that approximately 230,000 residents of New Jersey suffer from 
cognitive impairment. Studies based on small samples indicate that 10% - 20% 
of the elderly with symptoms of dementia have reversible conditions. Alzheimer's 
disease and multi-infarct dementia account for 80% of the irreversible dementias. 

Several of the Commission's primary recommendations, such as the development 
of an Alzheimer's Disease and Related Disorders Resource Center and the establish­
ment of a diagnostic center for the cognitively impaired, have already been 
accomplished. Another recommendation is for the increase of adult day care and 
respite programs in New Jersey. Legislation has been introduced in both the 
Senate and the Assembly for the expansion of these services. 

The members of the Alzheimer's Disease Study Commission appreciate and share 
your concerns for the problems faced by victims of this devastating disease. We 
believe the adoption of the recommendations contained in this report will be 
beneficial to both the victims of Alzheimer's disease and related disorders and 
their families. 

ichard Goldstein, M.D. 
te Commissioner of Health 

New Jersey is an Equal Opportunity Employer 
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Executive Summary 

Alzheimer's disease is a degenerative, irreversible disease 
characterized by intellectual deterioration, disorganization of 
the personality and the inability to carry out activities of 
daily living. While there is great variability between 
Alzheimer's patients, it is generally accepted that they progress 
through a process of cognitive decline. Each level of cognitive 
function is marked by recognizable clinical characteristics that 
affect the functional capacity of the patient. The disease may 
last anywhere between two and twenty years. There is no cure for 
the disease at this point in time. 

Recognizing the impact Alzheimer's disease has on both the victim 
and the caretaker, Governor Thomas H. Kean signed Assembly Bill 
3638 on September 29, 1983, establishing an Alzheimer's Disease 
Study Commission. The responsibilities of the Commission includ­
ed examining the incidence of Alzheimer's disease in New Jersey, 
the needs of victims and their families and the availability and 
affordability of services. 

The Commission membership consisted of the Commissioners of the 
Departments of Health, Human Services, and Community Affairs, two 
State Senators and two members of the General Assembly, as well 
as seven citizen members. 

The first meeting of the Commission was held on July 12, 1984. 
Dr. J. Richard Goldstein, Commissioner of Health, was elected 
Chairman of the Commission. One of the first actions of the 
Commission was to convene a series of three public hearings to 
which professionals and family members were invited. 

As a result of the public hearings, the devastating impact on the 
individual and family members was brought to the attention of the 
Commission. 

Obtaining an early diagnosis of Alzheimer's disease was identi­
fied as a major problem encountered by victims and their fami­
lies. A diagnostic tool specific for Alzheimer's disease does 
not currently exist. Therefore, physicians treating clients with 
a suspected dementia work by a process of elimination. Many 
reversible conditions can mimic Alzheimer's disease and the 
ramification of mislabeling a client can be catastrophic to all 
those involved. Family caregivers and professionals alike 
expressed the need for a more informed medical community. 

Despite the burdens of caregiving the desire to keep the Al­
zheimer's disease victim at home for as long as possible was well 
affirmed by many giving testimony. Successful home care, how­
ever, can be draining and requires community resources which 
assist and support the primary care providers. The caretaker, 
usually a family member, must constantly monitor the Alzheimer 
victim's activity. The constant monitoring does not leave much 
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personal time for the caregi.ver; this in turn leads to an in­
crease in the level of stress for caregivers. 

A problem identified by almost every individual providing testi­
mony was the financial strains which are inflicted on the victims 
and their families. The long-term effects of Alzheimer's disease 
most often require support such as custodial care, social ser­
vices, counseling and support and respite for family caregivers. 
Subsidized funding for the chronically ill individual who re­
quires these services but does not require "skilled care" is 
currently non-existent for a large portion of the United States 
population. 

As a result of the poignant testimony at these hearings, the 
Commission adopted the following recommendations: 

The State of New Jersey should support the establishment of 
a statewide resource directory for family caregivers and 
health and human service providers. 

The State of New Jersey should develop an Alzheimer's 
Disease and Related Disorder Resource Center which will link 
Alzheimer's victims and their families with appropriate 
programs and services to meet their complexity of needs. 

The State of New Jersey should support the establishment of 
a diagnostic center for the cognitively impaired. The first 
diagnostic center would be affiliated with the University of 
Medicine and Dentistry of New Jersey - Robert Wood Johnson 
Medical School. 

The State of New Jersey should provide support for the 
expansion of adult day care programs and should provide for 
and coordinate the utilization of existing services for both 
in home and out of home respite care in order to furnish 
relief and support to family and other unpaid care providers 
of those afflicted with Alzheimer's disease or a related 
disorder. 

The State Department of Health in collaboration with the 
various health related professional associations (i.e., 
physicians, nurses, social workers and occupational thera­
pists), members of the clergy, the Departments of Community 
Affairs and Human Services, and the Alzheimer's Disease 
Support Network should develop and implement seminars and/or 
workshops on issues relevant to Alzheimer's disease and 
related disorders. Continuing education programs should be 
targeted towards a multidisciplinary audience and should, 
when appropriate, include family or other nonpaid 
caregivers. 

A study should be undertaken by the Department of Insurance 
on developing a long-term private insurance product for 
Alzheimer's disease patients. 

i:i 
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The New Jersey Department of Health should develop a bro­
chure to give information to caretakers of Alzheimer's 
patients about autopsy costs, brain banks and other resourc­
es available to them. 

The New Jersey Department of Health should 
lines for the care of Alzheimer patients in 
These guidelines would include methods to 
specific problems encountered in the care 
patients. 

develop guide­
nursing homes. 
deal with the 

of Alzheimer 

Efforts should be taken to expand Medicare to cover chronic 
illness. 

The Department of Higher Education should work with the 
various professional schools in New Jersey (medical, nursing 
and allied health professionals) to see that information 
related to Alzheimer's disease and related disorders be 
included in the curricula. The Department of Higher Educa­
tion should further use its influence to have questions 
concerning Alzheimer's disease and related disorders includ­
ed on state licensing board examinations. 

We encourage 
etiology and 
disorders. 

both federal and private research 
treatment of Alzheimer's disease and 

. .. .. .. .. 

into the 
related 
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PURPOSE OF COMMISSION 

With the passage of Public Law 1983, Chapter 352 (see Appendix I) 
the Alzheimer's Disease Study Commission was formed. This 
legislation was sponsored by Assemblyman David Schwartz and 
signed by Governor Thomas H. Kean on September 29, 1983. The 
responsibilities of the S'tudy Commission included examining the 
incidence of the disease in New Jersey, the needs of the victims 
and their families and the availability and affordability of ser­
vices. The contents of this report contain the work of the 
Commission up to this point in time. 

INTRODUCTION 

History. Pathology and Etiology of Alzheimer's Disease 

Alzheimer's disease is a degenerative, irreversible disease 
characterized by intellectual deterioration, disorganization of 
the personality and inability to carry out activities of daily 
living. A number of terms and disease processes have been used 
to describe the changes that occur with Alzheimer's disease, 
including, but not limited to, "senility," "senile dementia," 
"hardening of the arteries," and "organic brain syndrome." 

The condition was first described in Germany in 1907 by Dr. Alois 
Alzheimer, for whom the disease was named. Onset can occur in 
middle or later life, however, the risk of having the disease 
increases exponentially with aging (Emr & Schneider, 1985). 
Diagnosis of Alzheimer's disease is one of exclusion, since 
definitive diagnosis can only be confirmed through examination of 
brain tissue. The pathologic findings include: 

1. Neurofibrillary tangles: tangles of threadlike nerve fibers 
tangled upon themselves and laying in the cell bodies of the 
neurons. 

2. Neuritic (senile) plaques: deposits of starch-like protein 
on the nerve fibers that interfere with transmission of 
information between the nerve cells. 

3. Atrophy of the brain: due to neurofibrillary tangles that 
develop in the cerebral cortex. 

The etiology of the disease is still unknown, although a number 
of theories have been postulated as possible factors: heredity, 
aluminum deposits, an auto immune response, a neurotransmitter 
deficiency, trauma (Katzman, 1986), and slow growing viruses 
(Butler & Emr, 1982). 

1 
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Disease Progression 

While there is great variability between Alzheimer's patients, it 
is generally accepted that they progress through a series of 
cognitive declines. Dr. Barry Reisberg, M.D., Clinical Director 
of the Geriatric Study and Treatment Program at the New York 
University Medical Center has identified seven stages of cogni­
tive decline which include: 

1. normal 
2. normal age forgetfulness 
3. early confusional 
4. late confusional 
5. early dementia 
6. middle dementia 
7. late dementia 

Each level of cognitive function is marked by recognizable 
clinical characteristics that affect the functional capacity of 
the patient. It should be noted that Dr. Reisberg's stages of 
cognitive decline is one of several theories about the pro­
gression of the disease; not all persons with dementia progress 
in the same manner. (See Appendix II). 

Affect of Alzheimer's Pisease on Caretakers 

As the cognitive ability of the Alzheimer's disease victim begins 
to decline, the caretaker role becomes more complex. Early in 
the disease, the associated symptoms such as memory loss are 
often more troubling to the patient, and often the family is not 
aware of any change in the patient's behavior. As the disease 
progresses and the patient begins to lose the ability to do 
routine tasks such as marketing and managing personal finances, 
the caretaker must assume these responsibilities and check on the 
patient regularly. Care and supervision become a full time 
responsibility. At this time caretakers may need, at the mini­
mum, part time help to care for the patient. Eventually, the 
responsibility for caring for the Alzheimer's patient in advanced 
stages becomes overwhelming. The caretakers must devote their 
life to someone who can't even remember their name. If no help 
is available, institutionalization may be the only alternative. 
Both Alzheimer's patients and their caretakers need sustained, 
long-term, comprehensive, appropriate and affordable services 
during all stages of the illness. 

Prevalence of the disease 

New Jerseyans 65 and older represented 12.3% of the state's 
population, or about 1 in every 8 persons in 1983. Nationally, 
residents over 65 years were 11.7% of the population in that 
year. (Aging in New Jersey, p.3). 

2 
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There are considerable numbers of old people entering the ranks 
of New Jersey's senior population yearly. In 1980, 67,812 
persons reached the age of 65 and 47,490 persons in the over 65 
group died, a net increase of 20,314 older New Jerseyans (56 per 
day) (Aging in New Jersey, p.5). New Jersey is the ninth highest 
ranking state in numbers of older people, and the overall older 
population has been increasing five times faster than the total 
state population (Aging in New Jersey, p.6-7). Within ranks of 
New Jersey's older population, those 75 and older are projected 
to increase more than 13% by year 2000. The over 85 group is 
growing the fastest and is expected to double in number and 
population between 1980 and 2000. The growth of this age group 
is important in relation to Alzheimer's disease since the ·risk of 
having cognitive impairments increases with age. 

The recent Report of the Secretary's Task Force on Alzheimer's 
Disease. 1984. considered the issues of the incidence and preva­
lence of dementia. It identified the difficulty of recognizing 
the early stages of Alzheimer's disease as a major problem in 
determining the incidence. This report avoids presenting one 
incidence rate, recognizing that the existing studies which 
venture estimates are not comparable. For example, one study 
conducted in Rochester, Minnesota, reported an annual incidence 
of 110 new cases per 100,000 residents over the age of 29 years. 
A Swedish study, estimated the annual incidence of "senile 
psychosis" to be 380 per 100,000 persons age 60 and older. 

Likewise, there is no concensus regarding estimates of the preva­
lence of dementia. Research studies conducted in Europe yield 
estimates ranging from 2.9 to 21.6 percent in the elderly, using 
various criteria. 

Essentially, the lack of conclusive data on dementia is due to 
the difficulty in obtaining a definitive diagnosis. The Task 
Force Report addresses this problem: 

At the present time, the definitive diagnosis of 
Alzheimer's disease is based upon the observation 
at autopsy or biopsy of large numbers of neuro­
fibrillary tangles and senile plaques in the 
cerebral cortex of clinically demented indi­
viduals. The clinical diagnosis is made in 
progressively dementing individuals in whom other 
known causes for the cognitive and memory impair­
ment have been excluded. Nevertheless, even 
with the best information available, it is often 
difficult to distinguish the specific Alzheimer's 
disease patient, particularly early in the course 
of the disease, from multi-infarct dementia, 
depression, or other functional states. 

Another factor contributing to the difficulty in diagnosing the 
disease and in accumulating accurate data is the lack of mental 

3 
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status tests that are not biased by "social class, motivation, 
attention, communication problems, emotional disorders, physical 
health, and reaction to the test situation itself". Therefore, 
the Task Force cautions that a diagnosis of dementia should not 
be made on the basis of any single test. 

The National Institute of Mental Health is currently funding a 
five site Epidemiologic Catchment Area Study (ECA) of the preva­
lence of mental disorders in six major categories. Persons with 
Alzheimer's disease and related disorders are included under the 
category labeled cognitive impairment. Preliminary findings, 
which were reported in a recent volume of the Archives of General 
Psychiatry, (Myers, et al., 1984), reveal the prevalence of 
cognitive impairment to be as follows for the population age 65 
years and older in three of the sites:* 

New Haven 
Baltimore 
St. Louis 

*Note 

Severe 
Males Females 

% % 

6.3 
5.7 
4.6 

4.2 
4.8 
3.6 

Males 
% 

11 • 5 
14.2 
18.4 

M.ili 
Females 

% 

11 • 6 
16.6 
15.0 

The ECA study assessed cognitive impairment with a 
widely-used screening instrument. It should be noted, 
however, that the instrument does not differentiate 
Alzheimer's disease and other disorders from other 
cognitive dysfunctions, some of which are treatable. 
Because prevalence in other sites may not strictly 
apply to New Jersey, the prevalence of cognitive 
impairment found in the three ECA study sites should be 
viewed as providing no more than a likely range for 
New Jersey. 

Because the prevalence of cognitive impairment increases sharply 
with age beyond age 75, less rough estimates are obtained from 
prevalence rates by smaller age groups than age 65+ considered 
all together. This takes into account any important differences 
in the age structure of the populations. Table I, based on 
prevalence rates for ten-year age groups in the New Haven site, 
reports the estimation of 43,162 residents of New Jersey with 
severe cognitive impairment and 189,298 residents with mild 
cognitive impairment. 

The National Institute on Aging's Consensus Task Force on Senil­
ity, 1980, determined that "intellectual impairment in the 
elderly may be due to conditions that can be cured, to conditions 
that with our current state of knowledge show an inexorable 
downhill course, or to conditions that can be ameliorated with 

4 
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treatment". Studies based on small samples indicate that 10%-20% 
of the elderly with symptoms of dementia have reversible condi­
tions. As many as 100 reversible conditions can present symptoms 
of dementia (depression, head injury, high fever, poor nutrition, 
adverse drug reaction, etc.) (United States Department of Health 
and Human Services, 1981). Alzheimer's disease and multi-infarct 
dementia account for approximately 80% of the irreversible 
dementias (Task Force, 1980). Other causes of irreversible 
dementia include Pick's disease, Huntington's disease, Parkin­
son's disease, Creutzfeldt-Jakob disease, etc. 

Age Range 

45-54 
55-64 
65-7 4 
75-84 
85+ 

Notes: 

TABLE I 

Estimated Number of New Jersey Residents 
With Cognitive Impairment 

a. 

1985 Projected Sever;ely Impaired Milgly Impaired 
Population a % N % N 

779,400 0.6 4,676 5.8 45,205 
814,200 1 • 0 8' 142 3.2 26,054 
573,600 1 • 1 6,310 8.2 47,035 
283,600 4.0 11,344 17.4 49,346 

84,600 15.0 l~.29Q 25.6 Zl.258 
43,162 189,298 

New Jersey Department of Labor, Division of 
Planning and Research, Office of Demographic and 
Economic Analysis, "New Jersey Revised Total and 
Age and Sex Population Projections, 1985-2000," 
July, 1983. 

b. Prevalence of cognitive impairment, New Haven site 
of the Epidemiological Catchment Area Study, 
Charles E. Holzer, III et al, An Epidemiologic 
Assessment of Cognitive Impairment in a Community 
Population, in Research in Community and Mental 
Health, Vol. 4, Greenwich, Conn.: JAI Press, 
1984. 

HISTORY OF THE COMMISSION 

Recognizing the impact Alzheimer's disease has on the victim and 
caretaker, Governor Thomas H. Kean signed Assembly Bill 3638 on 

5 
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September 29, 1983 establishing an Alzheimer's Disease Study 
Commission. 

The Commission membership consists of the Commissioners of the 
Departments of Health, Human Services, and Community Affairs, two 
State Senators and two members of the General Assembly, as well 
as seven citizen members (See Appendix III). 

The duties of the Commission are: 

To study the extent and severity of the incidence of 
Alzheimer's disease in New Jersey with consideration of 
the specialized needs and facilities for the care of 
those afflicted. 

To study the needs of the victims and their families, 
the availability and affordabili ty of long-term care 
arrangements, including in home care and other alterna­
tives to institutionalization. 

To gather and disseminate data and information re­
garding the care and treatment of persons with the 
disease, to stimulate awareness and provide accurate 
data for health professionals and governmental policy­
makers having responsibilities relevant to this 
problem. 

The first meeting of the Commission was held on July 12, 1984. 
Dr. J. Richard Goldstein, Commissioner of Health, was elected 
Chairman of the Commission. At the initial meeting of the 
Commission it was decided to establish three task forces composed 
of Commission members to pursue the objectives of the Commission. 
The three task forces were to study the problems related to 
Alzheimer's disease in New Jersey, develop findings in this 
regard and make recommendations as to future courses of action to 
respond to this problem. 

One of the recommendations of the Task Force on Resources was 
that public hearings be held in various places throughout the 
state to hear testimony regarding the needs and problems of 
Alzheimer's patients and their families in New Jersey. As a 
result of the public hearings and the Task Force findings in 
general, recommendations were made to improve the diagnosis, 
treatment and care of Alzheimer's patients in the state. In 
addition, Commission members have continued to participate in a 
number of professional and educational programs throughout the 
state regarding Alzheimer's disease. 

6 
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SUMMARY OF TASK FORCES 

Needs Assessment Task Force 

Commission Members: 

Barbara Wolfson - Chairperson 
Deborah Figgins 

Others: 

Mary Breckenridge, Ph.D 
Medical School 

UMDNJ Robert Wood Johnson 

John Toner, Ph.D - Columbia University, Long Term Care 
Gerontology Center 

Angela Waff - Department of Human Services 
Rickey Greene - Department of Health 
Dierdre Fisher - Department of Health 
Joan Wagner - Department of Health 

The purpose of the Needs Assessment Task Force was to determine 
the incidence, prevalence and mortality associated with Al­
zheimer's disease and related disorders in New Jersey. 

After much discussion concerning the scarcity of reliable data in 
New Jersey, it was decided to extrapolate from the findings of 
previous studies and apply these estimates to New Jersey's 
population. (See pp. 5 for prevalence of dementia in 
New Jersey.) 

In addition, the Task Force developed the following recommen­
dations: 

The State should set aside funding for a research study to 
be conducted to determine the incidence and prevalence of 
dementing illness among New Jersey's population. 

The State should develop regional centers for the diagnosis 
and management of Alzheimer's disease. These centers should 
include a data collection component. 

Legislation should be introduced ·mandating that insurance 
companies operating within New Jersey include coverage for 
the diagnosis and management of Alzheimer's disease and 
related disorders. 

The State should develop 
dementia and offer them 
workers. 

7 
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The State should establish demonstration programs to test 
the cost effectiveness of various treatment modalities (day 
care, respite care, etc.) on patients with dementing di­
sease. In addition to providing assistance to the patient 
and the caregiver, the staff of these programs could share 
their experience and train additional professionals in the 
most appropriate methods of managing this population. 

The State should compensate the family for the cost of an 
autopsy to verify the diagnosis of Alzheimer's disease. 

Resource Task Force 

Commission Members: 

Assemblyman David Schwartz - co-chairperson 
Deborah Figgins - co-chairperson 
Assemblyman Nicholas Felice 
Hugh Koops 
Helena Meade 
Donna Rooney 
Terry Tanenbaum 

Others: 

Hadijah Carlyle - Aide to Assemblyman Schwartz 
Dierdre Fisher - Department of Health 
Rickey Greene - Department of Health 
Lorraine Lesiak - Department of Health 
Angela Waff - Department of Human Services 

The purposes of the Resource Task Force were to: 

Identify health and social service resources available to 
the victims of Alzheimers disease and related disorders and 
barriers to effective treatment. 

Examine problems faced by Alzheimer's disease and related 
disorders victims and their families. 

Initial recommendations were: 

The Department of Health should conduct a survey of 
licensed health facilities to determine admission 
policies, treatment cost, training of personnel and the 
utilization rates. (See Appendix IV) 

To conduct public hearings which would enable the Task 
Force to inform the Legislature and Governor of the 
findings regarding the resources and problems relating 
to Alzheimer's disease. 

8 
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Medical Task Force 

Commission Members: 

Frank Snope, M.D. - Chairman 
Helena Meade 
Donna Rooney 
Terry Tanenbaum 
Joan Mintz - Deputy Director, Division on Aging 
Martin Epstein, M.D. - Chief Medical Consultant, Department 

of Human Services 

Others: 

Rickey Greene - Department of Health 
Leslie Marter - Department of Health 
Dierdre Fisher - Department of Health 
Joan Wagner - Department of Health 

The purpose of the Medical Task Force was to assess the diag­
nostic, evaluation and treatment criteria appropriate for Al­
zheimer's disease and related disorders victims. 

The Task Force developed the following recommendations: 

• 

The State of New Jersey should consider establishing 
three regional centers for the diagnosis, study and 
management of Alzheimer's disease and related dis­
orders. The centers should be affiliated with the 
campuses of the University of Medicine and Dentistry of 
New Jersey. 

The State of New Jersey should immediately undertake a 
series of educational activities for health profes­
sionals in the diagnosis and management of Alzheimer's 
disease and related disorders. 

Alzheimer's 
designated 
years. 

disease and 
a reportable 

related 
disease 

disorders should be 
for a period of five 

SUMMARY OF TESTIMONY GIVEN AT THE PUBLIC HEARINGS 

The following summary highlights the concerns of 63 
who gave testimony at the three public hearings 
zheimer' s Disease Study Commission. Approximately 
including both interested professionals and family 
were in attendance throughout the hearings which were 

individuals 
of the Al-
150 people, 
caregivers, 
held on: 

November 7, 1984, at Essex County College, Newark, 
New Jersey; 
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November 28, 1984, at UMDNJ Robert Wood Johnson Medical 
School,New Brunswick, New Jersey and 

December 5, 1984, at Stockton State College, Pomona, 
New Jersey. 

Of the 63 individuals 
family caregivers and 
fessionals. 

providing 
twenty-five 

testimony, thirty-eight 
represented interested 

were 
pro-

The following enumerates the major 
public inquiries. These concerns 

concerns voiced 
emphasized the 

at these 
need for 

improved: 

Education 

Education of Health Care Providers and the General 
Public 

Financial Assistance/Availability of Insurance 

Legal Counseling 

Accurate Diagnosis 

Community Based Services 

Coordination of Care 

Respite Care 

Day Care 

Family Support and Counseling 

Nursing Home Policies 

Research 

Family caregivers were adamant about the need for improved 
education of both professional and nonprofessional individuals 
caring for victims of Alzheimer's disease. Physicians, nurses, 
social workers, therapists, clergy, homemaker-home health aides, 
and family care providers were specifically identified as priori­
ties for improved education. 

Physicians, it was reported, often lack knowledge about the 
disease, appropriate diagnostic workup, and the availability of 
community resources which may be of benefit to the client and/or 
the family. 

Medical and 
term care 

nursing personnel in 
institutions, on 
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acknowledged to family members their lack of knowledge about Al­
zheimer's disease. 

Likewise, during the home stage of care, a stage which is de­
sirable by most for as long as feasible, nurses and home health 
aides admittedly lacked training concerning specific interven­
tions for the Alzheimer disease victim. 

Family caregivers voiced reluctance to allow home health care 
providers in their home with limited, if any, knowledge about 
Alzheimer's disease. One gentleman utilized a video-taped 
program about the disease for the numerous aides coming to care 
for his wife. A lack of continuity in aide assignment was 
identified as a common occurrence within home health agencies, a 
situation which creates additional stress on the victim and their 
family. 

Specific geriatric/gerontological course content is not clearly 
identifiable in the curriculum of many health-related profes­
sional schools. The elderly population is the most rapidly 
growing segment of our population and accounts for a dispropor­
tionate percentage of the clientele serviced by the health care 
system. Hence, it was recommended that specific training related 
to the needs and health problems of the older adult should be 
mandated by the Department of Higher Education and/or various 
disciplines. Furthermore, specific training about Alzheimer's 
disease should be required for those presently involved in the 
care of geriatric clients via continuing education programs 
throughout the health care system. 

The availability of effective educational programs on Alzheimer's 
disease was another area of concern. One suggestion for meeting 
this need for information statewide and which warrants considera­
tion by the Alzheimer's Disease Study Commission was the de­
velopment of regional training centers. Attracting instructors 
and/or speakers with expertise in the management of Alzheimer's 
disease is at best difficult. The development of regional 
multi-purpose training centers would be a positive step towards 
making accurate, updated information available to care providers 
about this devastating disease and the specialized approaches 
necessary to manage the symptoms and behavior imposed by the 
disease. 

Financial Assistance 

A problem identified by almost every individual providing testi­
mony, both family caregivers and professionals alike, was the 
financial strains which Alzheimer's disease all too often in­
flicts on its victims and their families. The long term effects 
of a chronic illness such as Alzheimer's disease requires, most 
often, support in terms of custodial care, social services, 
counseling, and support and respite for family care providers. 
Subsidized funding for the chronically ill individual who 
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requires these services but does not require "skilled care" is 
currently non-existent for a large portion of the United States 
population. 

Only those who are extremely wealthy or qualify for Medicaid can 
afford the necessary care to maintain the client at home or in an 
institution (i.e., the 15,000-40,000 or more dollars per year 
needed to care for the Alzheimer's disease victim who, once 
diagnosed or exhibiting behavioral symptoms, generally has a life 
expectancy up to 10 years or greater). 

One alternative is to apply for municipal welfare, an action 
providing additional trauma for many individuals, and in the end, 
financial aid still may be infeasible. 

Professionals from long term care institutions, home health 
agencies, and day care facilities shared the financial concern of 
family care providers. While their goal is to provide quality 
high level care, reimbursement constraints for "non-skilled" care 
make admission of Alzheimer's victims a financially draining 
situation. One speaker recommended that it was time for the 
"arbitrary and restrictive" interpretation of the terminology 
"skilled" versus "custodial" care to be reassessed; current 
definitions of these terms and current policy disqualifies 
Alzheimer's victims from benefits from most private insurance 
plans and Medicare. Even Medicaid reimbursement is based on the 
level of "skill" required to care for the individual. Hence, 
those agencies accepting clients receiving Medicaid are reim­
bursed for the lower rate of "non-skilled" care despite the 
reality that specialized skill is required to care for the 
individual with Alzheimer's disease and his/her family. 

Legal counseling for the elderly is available and can help avert 
some of these problems if initiated early in the course of the 
the disease or preferably as a part of routine planning for 
advancing age. Legal counseling should be a part of the referral 
process. 

Clearly, the message provided by those individuals making state­
ments at these public hearings is that a need exists for the 
Legislature to explore and support measures to assist families in 
meeting the exorbitant costs inflicted by this devastating 
disease. 

Diagnosis 

Obtaining an early diagnosis of Alzheimer's disease has been 
identified as a major problem encountered by victims and their 
families. A diagnostic tool specific for Alzheimer's disease 
does not currently exist; therefore, physicians treating clients 
with a suspected dementia work by a process of elimination. Many 
reversible conditions can mimic Alzheimer's disease and the 
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ramifications of mislabeling a client can be catastrophic for all 
those involved. 

Family caregivers and professionals alike expressed the need for 
a more informed medical community. Physicians responsible for 
providing a diagnosis should have knowledge of and access to 
those having the expertise and equipment necessary to adequately 
assess those individuals presenting the symptoms congruent with 
dementia. 

At the time of the public hearings, New Jersey did not have a 
diagnostic center designed to meet the needs of those affected by 
Alzheimer's disease. Family members reported traveling to-Phila­
delphia, New York, and Maryland in order to obtain a compre­
hensive diagnostic evaluation. The creation of one or more 
diagnostic centers in New Jersey may mean an earlier and more 
accurate diagnosis. Early diagnosis is essential to the effec­
tive and efficient long range planning required by those affected 
by this disease. In addition, these diagnostic centers have the 
potential to provide a secondary gain of being established 
training sites for health care professionals. 

Community Seryices 

Despite the burdens of caregiving, the desire to keep the Al­
zheimer's disease victim at home for as long as possible was well 
affirmed by many providing testimony. Successful home care, 
however, can be draining and requires community resources which 
assist and support the primary care providers. 

Unfortunately, many family caregivers and professionals are 
unfamiliar with the mechanism of receiving information about 
available community resources. Individuals are all too often 
passed from one potential information source to another without 
obtaining answers and/or help in identifying specific local 
resources. 

Several viable suggestions were proposed by those providing 
testimony to help bridge this information gap. Many participants 
thought that a statewide clearinghouse for information and 
referral would be beneficial. Likewise, improved dissemination 
of information pertinent to Alzheimer's disease and better 
utilization of the existent network serving the older population 
in New Jersey were suggested as perhaps the "best possible" 
resource for a standardized information and referral system. 

A plea for improved availability of community-based services was 
also expressed by those testifying. The need for day care 
programs designed for Alzheimer's disease victims and other forms 
of in-home and/or institutional respite care for family care 
providers was clearly identified as a desirable community ser­
vice. Most day care centers operate Monday through Friday 
between the hours of 9:00 A.M. to 4:00 P.M. Family care 
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providers expressed the hope 
meet the needs of those care 
day care has the potential 
improved functional level, 
victims and provide a period 
family caregivers. 

that new programs be developed to 
providers who must work. Effective 
to reap multiple benefits such as 
self-esteem and dignity for the 
of rest or reprieve for stressed 

Support within the community is perhaps best exemplified by the 
work being done by the various Alzheimer's disease support groups 
which have emerged throughout the state and the nation. Advocacy 
for these support groups was requested as they currently provide 
the vast majority of counseling provided to family caregivers. 

Nursing Home Concerns 

The decision to place the Alzheimer's victim in a nursing home is 
difficult at best and often comes about as family or friends 
gradually realize the long-term consequences of mental decline. 
A curious blend of grief, guilt, and relief is associated with 
the decision to relinquish the direct responsibility of care to 
professionals in a nursing home. 

Choosing a desirable institution to provide for the multiple and 
specialized needs of the Alzheimer victim has been identified as 
a time consuming and frustrating process by many. Families are 
confronted with long waiting lists, institutions who have only a 
limited number of beds for confused individuals, and all too 
often, nursing homes who refuse to accept patients with dementia. 
Even if one finds a home which will accept an Alzheimer's disease 
victim, many institutions will not accept Medicaid clients. Some 
nursing homes in New Jersey will refuse to keep a client who has 
exhausted all of his/her private pay funds. 

Legislation which will prohibit some of these current policies 
and practices was requested by those concerned individuals 
present at the public hearings. 

Support for the development of special units or programs designed 
to meet the specific needs of the Alzheimer's disease victims 
within existing nursing homes, was also requested. Several 
programs currently exist in New Jersey long term care institu­
tions and may eventually serve as role models towards quality 
care. 

Research 

Finally, there was a plea for continued research into the causes, 
treatment, and day to day management of Alzheimer's disease. 
Those providing testimony expressed a desire and willingness to 
participate in clinical studies if available. Victims and care 
providers alike are desperate in their need to find and do 
something which may promote a positive change in the quality of 
their lives. (For excerpts of actual testimony, see Appendix V.) 
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ROLE OF THE HEALTH DEPARTMENT 

Staff from the Gerontology Program of the New Jersey State 
Department of Health were assigned the responsibility of acting 
as resource persons to the Commission. They planned the Commis­
sion meetings, identified and obtained resources, and answered 
numerous public inquiries concerning the Commission's activities 
and resources available for persons with dementia in New Jersey. 

The first activity performed by staff was to design and mail a 
survey on Alzheimer's disease and related disorders to all. state 
directors of aging, leading medical and social researchers in the 
field of dementia and the various federal agencies that serve the • elderly. They were asked to provide information concerning the 
following: 

incidence of Alzheimer's disease 

financial impact of Alzheimer's disease on health and 
social service systems 

financial assistance currently available to victims and 
their caregivers 

needs of the victims and caregivers 

state legislation or special studies pertaining to 
Alzheimer's disease 

model programs .addressing needs of the victim and 
caregiver 

current research 

specialized 
caregivers. 

training for professionals and/or 

The survey, which was disseminated in August, 1984, yielded 
considerable technical information concerning research in pro­
gress. However, it was disappointing to discover that most 
states did not have any specialized services or statistics on 
Alzheimer's disease. Many indicated that they worked closely 
with affiliates of the Alzheimer's Disease and Related Disorders 
Association and referred inquiries to them. 

The next task that was undertaken was to conduct a literature 
search. Contact was also initiated between staff and the re­
gional Long Term Care Gerontology Centers funded by the 
United States Administration on Aging. From the Centers, 
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information was received concerning their training activities and 
research. 

Contact was initiated between the Department and the national 
office of the Alzheimer's Disease and Related Disorders Associa­
tion (ADRDA). They provided us with copies or their newsletter 
which identified new legislation being considered in other 
states. 

The ADRDA lobbyist in Washington, D.C. informed staff of new 
federal legislation which would impact on Alzheimer's disease. 
Subsequently, copies of all state and federal legislation were 
obtained, analyzed and a summary was prepared and distributed to 
the members of the Commission. 

Staff from the Gerontology Program visited the COPSA Day Hospital 
at the University of Medicine and Dentistry - Robert Wood Johnson 
Medical School, Community Mental Health Center. COPSA staff have 
been extremely generous with their time and expertise. They and 
representatives of the Alzheimer's Disease Support Network, a 
statewide organization of self-help support groups for care­
givers, helped staff identify existing resources for victims and 
family caregivers. Additional assistance was obtained from the 
New Jersey Self-Help Clearinghouse. As a result, lists of 
self-help groups for family caregivers and day care centers that 
would accept persons with dementia were developed and widely 
distributed. These ultimately were expanded into Alzheimer's 
Disease:_ A New Jersey Directory of Services for Family Care­
Q:ivers and Health and Human Service Providers, which was de­
veloped in collaboration with the New Jersey Division on Aging. 

The Commission, on July 12, 1984, convened for the first time and 
formulated three task forces: 

1. Needs Assessment 
2. Resources 
3. Medical 

The first task force attempted to obtain New Jersey specific data 
on incidence and prevalence. Staff were unable to identify any 
one data base that had reliable information on persons with 
dementia. One problem identified was the fact that most insur­
ance policies will not reimburse for chronic care. Thus many 
persons with Alzheimer's disease are not eligible for care, 
unless they are also being treated for an acute condition 
(e.g., pneumonia, falls, etc.). Thus, we were unable to obtain 
any reliable data from the Hospital Discharge Abstracts, since 
the primary and secondary diagnosis most usually involves an 
acute condition. Staff conducted a survey of Long Term Care 
Facilities (See Appendix IV) to determine the incidence of 
dementia in nursing homes and residential health care facilities. 
One problem we experienced was that although we provided appro­
priate codes from the Diagnostic and Statistic Manual· III, and 
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the International Classification of Diseases, 9th revision, many 
residents had been admitted prior to these revised manuals, and 
the codes for their admitting diagnoses were not necessarily 
compatible. Finally, staff reviewed Vital Statistics for 1982 in 
the hope of identifying deaths from various forms of dementia. 
In that year, a total of 46,899 persons who were age 65 or older 
expired in New Jersey. Only 86 death certificates ( .18%) indi­
cated that the primary cause of death was a form of dementia. 
Most physicians will not list dementia as a cause of death unless 
a brain autopsy is performed. 

To determine the prevalence of Alzheimer's disease and related 
disorders in New Jersey, consultation was sought from from Mary 
Breckenridge, Ph.D. of the University of Medicine and Dentistry 
and John Toner, Ph.D. of the Columbia Long Term Care Gerontology 
Center. It was decided to apply the preliminary findings from 
the National Institute of Mental Health funded Epidemiologic 
Catchment Area Study to New Jersey's population (Seep. 4). 

The Task Force on Resources decided to convene three public 
hearings to allow family caregivers and health professionals an 
o p port u n it y to i d en t i fy pro b 1 ems they en count e r and to offer 
recommendations. A letter was sent from Commissioner Goldstein 
to most professional organizations in the state informing them of 
the public hearings and inviting them to testify. Among those 
invited included: New Jersey Medical Society, New Jersey State 
Nurses Association, Home Health Agency Assembly of New Jersey, 
Home Care Council of New Jersey, Offices on Aging, New Jersey 
Hospital Association, National Association of Social Workers, the 
two nursing home associations, and pharmaceutical and insurance 
companies. Invitations were also sent to Alzheimer's Disease and 
Related Disorders Association and leading gerontologists in the 
tri-state area. The various self-help groups ·were contacted and 
encouraged to attend. Finally, the Office of the Commissioner 
issued a press release which was widely covered by the media. 
See p. 10 for a summary of the testimony at the three public 
hearings. 

The Medical Task Force examined the availability of medical 
personnel with expertise to diagnose dementia and the training 
needs of caregivers and health professionals. This task force 
recommended the establishment of three diagnostic centers affil­
iated with the University of Medicine and Dentistry and that the 
Department of Health develop a training program for caregivers 
and health professionals on the management of the patient with 
dementia. 

Staff from the Gerontology Program subsequently contacted all 
dementia diagnostic centers in the tri-state area to learn more 
about their testing procedures, staffing patterns, and their 
operational costs. This information was summarized, presented to 
the Commission, and later incorporated into the resource 
directory. 
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A site visit was conducted to the New York City Alzheimer's 
Resource Center, which is operated by the New York City Depart­
ment for the Aging. This program functions as a clearinghouse 
for information and referrals for family caregivers and the 
professional community. Staff from the Alzheimer's Resource 
Center were extremely cooperative and provided valuable 
assistance. 

Dr. Goldstein, Commissioner of Health and Ann Zahora, Director of 
New Jersey Division on Aging met with representatives of the 
Brookdale Foundation of New York City to discuss plans to educate 
the public and professional community in the diagnosis and 
management of dementia. The Department of Health (Gerontology 
Program) and the Department of Community Affairs (Division on 
Aging) submitted a grant application to the Brookdale Foundation 
which was funded for $53,000. These funds were used to develop 
and publish Alzheimer's Pisease; A New Jersey Directory of 
Seryices for Family Caregiyers and Health and Human Seryice 
Providers, to sponsor the Governor's Conference on Alzheimer's 
disease and related disorders which was held on November 19, 
1985, at the Hyatt Regency Hotel in Princeton, New Jersey (See 
Appendix VI), and for specialized educational seminars for 
physicians and homemaker-home health aides. 

Another training conference was held on June 17, 1985. This 
conference, which was co-sponsored by the Home Care Council of 
New Jersey, was titled Home Management of Patients with Dementia 
(See Appendix VII). This conference, which was attended by 200 
persons, was specially designed to meet the needs of staff from 
home health agencies and visiting homemaker agencies. 

Gerontology Program staff worked closely with Commission members 
and the New Jersey Alzheimer's Disease Support Network in parti­
cipating in numerous educational programs through-out the state. 
Among the presentations were: Adult Day Care Association, Garden 
State AHEC, New Jersey State Nurses Association (Constituency 3), 
Storer Cable Network, 3 seminars to train the trainers of 
homemaker-home health aides, and various other audiences, in­
cluding support groups. Finally, the Department of Health, 
Gerontology Program, and the Home Health Agency Assembly of 
New Jersey were successful in obtaining a grant from the 
United States Public Health Service to train public health nurses 
in gerontology. Seven hours of the 35 hour curriculum are 
devoted to the diagnosis and management of the patient with 
dementia. In the first year, approximately 400 nurses will be 
trained under this project. 

Legislation was introduced in the General Assembly (A-2463) which 
would appropriate $1,000,000 to the Department of Health for the 
purchase of adult day care services for individuals with de­
mentia. The Department supports this legislation and believes 
that day care may promote a better quality of life for the victim 
by maintaining an optimal level of functioning for a longer 
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period of time. As a result of this bill, the Gerontology 
Program staff met with representatives of the Adult Day Care 
Association on several occasions to discuss the need for licen­
sure of adult day care centers. 

On April 30, 1985, Dr. Goldstein appeared before the Joint 
Appropriations Committee of the New Jersey Legislature. He 
testified in support of a resolution introduced to allocate 
monies to the Department to establish an Alzheimer's Disease 
Diagnostic Center and an Alzheimer's Disease Resource Center. As 
a result of the Department's support and advocacy from the 
Alzheimer's Disease Support Network, the Department of Health 
received an appropriation of $500,000 for Fiscal Year 1986. 

The Department of Health awarded a contract of $500,000 to the 
University of Medicine and Dentistry - Rutgers Medical School 
CMHC to develop the COPSA Institute for Alzheimer's Disease and 
Related Disorders. The institute includes an Alzheimer's Disease 
Resource Center as well as a Diagnostic Center (See Appendix 
VIII). 

On October 28, 1985, Congressman Matthew Rinaldo convened a 
hearing of the House Select Committee on Aging in Elizabeth, 
New Jersey to discuss the problems encountered by victims of 
Alzheimer's disease. Commissioner Goldstein attended and in­
formed the Committee of the activities of the Alzheimer's Disease 
Study Commission and the needs that were identified at the 
Commission's public hearings. 

Two final staff activities were working with the Governor's 
Office to proclaim November, 1985, as Alzheimer's disease and 
related disorders month (See Appendix IX), and preparation of the 
feature article on Alzheimer's disease in Healthline for January/ 
February, 1986. Healthl ine is the Department of Health's news­
letter and has a distribution of almost 2,000 health care pro­
viders (See Appendix X). 

RECOMMENDATIONS. RATIONALE AND ACCOMPLISHMENTS 

Recommendation 11 

The State of New Jersey should support the establishment of a 
statewide resource directory for family caregivers and health and 
human service providers. 

Rationale 

A statewide resource directory would be a valuable instrument in 
providing information to family care providers and the health 
care community about existent resources and community or insti­
tutional services which may help families cope with the problems 
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imposed by the disease. Linking the victims to appropriate 
resources can be vital in maintaining their dignity and optimal 
level of functioning. 

Accomplishment 

In November 1985, the Alzheimer's Disease Directory of Services 
for Family Caregivers and Health and Human Service Providers was 
published and subsequently distributed at the Governor's Con­
ference on Alzheimer's Disease and Related Disorders. It was 
developed co-jointly by the New Jersey Department of Health, 
Gerontology Program and the New Jersey Department of Community 
Affairs, Division on Aging. It includes current information 
about the types of resources available in specific geographic 
areas which might be of assistance to families and victims of 
Alzheimer's disease and related disorders. The project was 
funded with monies from the Brookdale Foundation Grant. The 
original printing consisted of 2,000 copies which were distri­
buted throughout the state. The Resource Directory is presently 
being updated and an additional 2,000 copies will be printed. 

Recommendation D2 

The State of New Jersey should develop an Alzheimer's Disease and 
Related Disorder Resource Center which will link Alzheimer's 
victims and their families with appropriate programs and services 
to meet their complexity of needs. The Commission recommends 
that $150,000 be appropriated for this purpose. 

Rationale 

Family care providers and professionals alike are often un­
familiar with the mechanism of obtaining required knowledge about 
available health and social services for those affected by 
Alzheimer's disease. Individuals are all too often passed from 
one potential information source to another without obtaining 
answers and/or in identifying specific local resources. 

The establishment of a statewide resource center would augment 
the valuable efforts of the caregiver support groups and result 
in improved access and utilization of community based services 
(i.e., day care, respite care). The development of educational 
materials and programs focused towards assisting those persons, 
family or otherwise, requesting help from the resource center 
will lead to an increased awareness and understanding of the 
problems associated with Alzheimer's disease and related dis­
orders and hopefully to a reduction in stress related to the 
altered lifestyle imposed by the disease. 

The expertise of those at the resource center would also be 
further utilized by direct involvement in training workshops and 
seminars for professionals. This will lead to improved diagnosis 
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and management of persons with irreversible dementias and a 
better plan for service delivery. 

Recommendation 13 

The State of New Jersey should support the establishment of a 
diagnostic center for the cognitively impaired. The first 
diagnostic center would be affiliated with UMDNJ - Robert Wood 
Johnson Medical School. 

A multidisciplinary approach to the assessment process is deemed 
most appropriate and will facilitate effective and efficient 
long-range planning for the victim and family affected ·by Al­
zheimer's disease or a related dementia. The Commission recom­
mends that $600,000 be appropriated for the diagnostic center. 

Rationale 

Obtaining an early diagnosis of Alzheimer's disease has been 
identified as a major problem encountered by victims and their 
families. A diagnostic tool or test specific for Alzheimer's 
disease does not currently exist. Therefore, physicians treating 
clients with a suspected dementia work by a process of elimina­
tion. Many reversible conditions can mimic Alzheimer's disease 
and the ramifications of mislabeling a client can be catastrophic 
for all those involved. 

Family care providers and professionals alike express the need 
for a more informed medical community. Physicians responsible 
for providing a diagnosis should have knowledge of and access to 
those having the expertise and equipment necessary to adequately 
assess those individuals presenting with symptoms congruent with 
dementia. Hence the diagnostic center would not only provide an 
invaluable service to dementia victims and their' families, but 
would also have the potential of becoming an established training 
site for health care professionals who deal with the cognitively 
impaired. 

The State of New Jersey does not currently have a diagnostic 
center designed to meet the needs of those affected by Al­
zheimer's disease. Family members are forced to travel to 
neighboring states in order to obtain this specialized evalua­
tion. Long trips are difficult for dementia victims and their 
families. 

Accomplishment 

In October 1985, the Institute for Alzheimer's Disease and 
Related Disorders was established at the University of Medicine 
and Dentistry of New Jersey, Robert Wood Johnson Medical School 
in Piscataway, New Jersey. This project was funded by a supple­
mental appropriation of $500,000 in the State budget for Fiscal 
Year 1986, to the University of Medicine and Dentistry of 
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New Jersey, Robert Wood Johnson Medical School, through the 
Department of Health. A total of $600,000 was appropriated for 
the Institute for Fiscal Year 1987. The Institute provides the 
following services: 

a. Resource Center 

The Resource Center maintains a current directory 
of services available to Alzheimer's victims and 
their families and disseminates this information 
throughout the state. It has an 800-toll free 
number which enables family caregivers, profes­
sionals and the general public to obtain informa­
tion relevant to all aspects of Alzheimer's 
disease through a central clearinghouse. It also 
provides crisis counseling and education of family 
caregivers and health professionals. 

b. Diagnostic Clinic 

The Diagnostic Clinic utilizes a multi­
disciplinary approach to evaluate and plan appro­
priate methods of treatment for Alzheimer's 
victims. The evaluation includes a comprehensive 
work-up to differentiate reversible from irrevers­
ible dementias. 

c. Day Care 

The Day Care program is designed specifically for 
dementia patients. It evaluates the ability of 
the dementia patient to perform activities of 
daily living and provides rehabilitation and 
constant monitoring of the patient's status. In 
addition it offers support services and education 
to both formal and informal caretakers. 

d. Consultation and Training 

It provides a training site for hands on profes­
sional education, as well as consultation, educa­
tion and training for family members, health 
professionals and others who work with dementia 
patients. 

Recommendation U4 

The State of New Jersey should provide support for the expansion 
of adult day care programs and should provide for and coordinate 
the utilization of existing services for both in home and out of 
home respite care in order to furnish relief and support to 
family and other unpaid care providers of those afflicted with 
Alzheimer's disease or a related disorder. The Commission 
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recommends that $3,000,000.00 be appropriated for day care and 
respite care services. 

Rationale 

Family or other caregivers who provide care in the home are 
frequently under substantial stress, physically, emotionally, and 
financially. 

The demands and responsibilities of the caregiving role may be 
overwhelming to the individual who may also be coping with their 
own aging. The caregiver often has failing health, and may 
rapidly be depleting their financial resources. Younger or 
middle age caregivers also suffer the strains inherent in caring 
for the progressively declining victim of Alzheimer's disease or 
a related disorder. The concurrent roles of being a spouse, 
parent, and/or full or partial breadwinner can result in turmoil 
for all family members. Respite care and other community based 
supportive services such as adult day care could relieve some of 
these stresses, maintain and strengthen the family unit, and 
postpone or prevent institutionalization. 

Day care programs can provide relief from the steadily increasing 
responsibilities of caring for the dementia victim at home. 
Unfortunately, many existent programs limit or deny admission to 
victims of dementia. The physical and behavioral manifestations 
of the disease may necessitate greater staff - client ratios and 
a specialized program of activities. 

Only a few day care programs designed to meet the special needs 
of dementia victims and their families currently exist in 
New Jersey. Experience has shown, however, that two to three 
days of attendance each week not only lightens the emotional and 
physical burdens experienced by family members but may also 
promote a better quality of lif~ for the victims by maintaining 
an optimal level of functioning for a longer period of time. 

Day care centers which recognize the unique needs of the client 
with dementia and their families also provide an avenue for 
family members to gain mutual support and exchange ideas for 
coping with and managing the behaviors characteristic of 
dementia. 

The formulation of demonstration projects in day care for the 
cognitively impaired adult will furnish a valuable service to 
New Jerseyans. These model programs sh~uld also serve as train­
ing sites for those providing care in a variety of settings to 
individuals with Alzheimer's disease or a related disorder. 
Hence, they have the potential to perpetuate a service which may 
postpone nursing home placement and provide a better quality of 
life for both the victims and their families. 
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Accomplishment 

Legislation has been introduced in both the Senate (S-2252) and 
the Assembly ( A-2463) which would appropriate 1 ,050,000.00 from 
the General Fund to the Department of Health to be used for the 
purchase of adult day care services for persons with Alzheimer's 
disease. An appropriation of $50,000.00 is included to contract 
for the development of the training program required under this 
act. 

These bills also require: 

(a) that family support groups should be established by 
each grantee; 

(b) individuals who cannot afford the entire cost of the 
program should be assisted in accordance with a sliding 
fee scale; 

(c) services should be provided to assist family members, 
including counseling and referral to other resources. 

Legislation (S-2167) has also been introduced in the Senate which 
would appropriate $1,000,000.00 to the Department of Human 
Services which would establish in-home and out-of-home respite 
care services for functionally impaired persons. Caregivers of 
individuals with a form of dementia would be eligible to receive 
respite care services. 

Recommendation D5 

The State Department of Health in collaboration with the various 
health related professional associations (i.e., physicians, 
nurses, social workers and occupational therapists), members of 
the clergy, the Departments of Community Affairs and Human 
Services, and the Alzheimer's Disease Support Network should 
develop and implement seminars and/or workshops on issues rele­
vant to Alzheimer's disease and related disorders. Continuing 
education programs should be targeted towards a multidisciplinary 
audience and should, when appropriate, include family or other 
nonpaid caregivers. The Commission recommends that $50,000.00 be 
appropriated to the Department of Health for the development of a 
training program for nursing home staff on the management of 
dementia. 

Rationale 

Individuals providing testimony at the three Alzheimer's Disease 
Study Commission public hearings were adamant about the need for 
improved education of both professional and nonprofessional care 
providers for victims of Alzheimer's disease. 
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Information 
workup, the 
strategies 
dementing 
among care 

about the disease process, appropriate diagnostic 
availability of community resources, and concrete 

for managing the behaviors characteristic of a 
illness were identified as major knowledge deficits 
providers. 

Educational attention to Alzheimer's disease is most deserving as 
this disease is reaching catastrophic proportions. While experts 
formerly believed that the incidence of Alzheimer's disease was 
low and only occurred in individuals under 65, this disorder is 
now recognized as the most common cause of severe intellectual 
impairment in older adults. 

Educating those who care for older adults or an elderly family 
member is a priority and can occur in a variety of settings. 

Accomplishment 

In June 1985, the Home Care Council of New Jersey and New Jersey 
State Department of Health, Gerontology Program co-sponsored a 
seminar· on home management of patients with dementia. This 
conference focused on issues related to the day to day management 
of noninstitutionalized individuals with a dementing illness. 
Those attending the seminar included nurses, social workers, 
homemaker/home health aides, therapists, nutritionists, and 
family members, who provide care in the home. This conference 
was attended by approximately 200 people. 

In November 1985, the New Jersey Department of Health, the New 
Jersey Department of Community Affairs and the Brookdale 
Foundation co-sponsored the New Jersey Statewide Conference on 
Alzheimer's Disease. The funding was made available through the 
Brookdale Foundation. The conference focused on the dissemin­
ation of information about Alzheimer's disease and related 
disorders to professionals and the public. It brought together 
national and state experts on Alzheimer's disease. It also gave 
an opportunity to discuss the state's plan for services to 
Alzheimer's disease victims and their families. This conference 
was attended by more than 400 people, including health care 
professionals and family caretakers. 

Through funds from the Brookdale Grant, education and training 
programs will be offered to homemamker-home health aides in the 
care and management of dementia. In addition plans are currently 
being formulated to provide physician training through roving 
symposia and day long seminars. 

Recommendation 16 

A study should be undertaken by the Department of Insurance on 
developing a long-term private insurance product for Alzheimer's 
disease patients. 
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Rationale 

Alzheimer's disease is a chronic condition and most insurance 
policies only cover acute/skilled care. The need for investiga­
tion into long-term insurance is important because of the finan­
cial burden placed on the Alzheimer's victims and their care­
takers. The cost of institutional care for patients with de­
mentia has been estimated to exceed $25 billion a year (Katzman, 
1986). It is only after a person becomes impoverished, can they 
obtain any type of assistance, such as medicaid. 

Recommendation 11 

The New Jersey Department of Health should develop a brochure to 
give information to caretakers of Alzheimer's patients about 
autopsy costs, brain banks and other resources available to them. 

Rationale 

Many families wish to have autopsies done in order to aid re­
search programs that would identify the causes and treatment 
methods for Alzheimer's disease. Arrangements for the autopsy 
procedure should be made in advance. However, there is little 
information available to the public regarding autopsy costs, 
brain banks, and the procedures involved in utilizing these 
services (See Appendix XI). 

Accomplishment 

The New Jersey Department of Health's Gerontology Program has 
begun to investigate the costs and problems entailed in having 
autopsies performed on people tentatively diagnosed as having 
Alzheimer's disease. In Fiscal Year 1987, the Gerontology 
Program will develop a brochure regarding autopsy costs, brain 
banks and the resources available to families who wish to have 
autopsies performed. 

Recommendation 18 

The New Jersey Department of Health should develop guidelines for 
the care of Alzheimer patients in nursing homes. These guide­
lines would include methods to deal with the specific problems 
encountered in the care of Alzheimer patients. 

Rationale 

Many nursing homes will not accept Alzheimer's disease patients 
because of behavioral changes which result in the need for a 
higher number of nursing care hours. These guidelines would 
assist nursing homes in developing programs and/or services to 
adequately care for Alzheimer patients and potentially reduce the 
nursing care hours needed to care for these patients. 
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Recommendation 19 

Efforts should be taken to expand Medicare to cover chronic 
illness. 

Rationale 

Alzheimer's disease is a chronic illness and Medicare only 
reimburses for acute care. The cost of caring for an Alzheimer's 
disease victim can financially destroy a family. The cost of 
care increases as the disease progresses. In the later stages, 
custodial services such as bathing, dressing and feeding are 
needed which are not covered by Medicare. Consequently, if the 
caregiver must continue to work, a paid helper must be hired and 
be paid by the victim or by the caregiver. Other non-covered 
expenses include respite care, day care services and medical 
surgical supplies. 

Recommendation 110 

The Department of Higher Education should work with the various 
professional schools in New Jersey (medical, nursing and allied 
health professionals) to see that information related to 
Alzheimer's disease and related disorders be included in the 
curricula. The Department of Higher Education should further use 
its influence to have questions concerning Alzheimer's disease 
and related disorders included on state licensing board examina­
tions. 

Rationale 

If this information is included in the 
sensitize health professionals to the 
zheimer's disease and would result in 
treatment plans. 

Recommendation I 11 

curriculum, it would 
various facets of Al­

better diagnosis and 

We encourage 
etiology and 
disorders. 

both federal and private research concerning the 
treatment of Alzheimer's disease and related 

Rationale 

This research is necessary in order to p~event the proliferation 
of Alzheimer's disease and to reduce the economic, social and 
psychological effects associated with this illness. 
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GLOSSARY 

Activities of Daily Living: 

Those actions performed on a day to day basis in order to 
maintain a level of functioning. 

Adult Day Care: 

The provision of medical care and treatment and/or socially 
supportive services to older persons in one site, usually 
during work hours when the primary caregiver is otherwise 
occupied. 

Alzheimer's Disease: 

A progressive brain disease of unknown causes which results 
in global cognitive impairment. 

Autopsy: 

The post mortem examination of a body. 

Biopsy: 

A diagnostic examination of a piece of tissue removed from a 
living subject. 

Caretaker: 

A family member or significant other who assists another 
person in managing their activities of daily living. 

Cognitive Impairment: 

A deterioration of the mental processes of thought, memory, 
comprehension, and reasoning. 

Conservatorship: 

A limited form of guardianship where the conservator is only 
responsible for financial matters of the person involved. 

Diagnosis: 

The act or process of deciding the nature of a disease by 
examination and observation. 
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Guardianship: 

A legal process by which another person assumes total 
responsibility for the welfare of another. The person 
involved becomes a ward of the guardian. 

Homemaker-Home Health Aide: 

An individual certified by the State Department of Health as 
having satisfactorily completed a training course approved 
by the Department and employed by a public or private agency 
licensed as a Homemaker-Home Health Aide Agency in the state 
of New Jersey. 

Medicaid: 

A federal and state program for health care costs for those 
low income persons who qualify. Limits are set on the cash 
and non-cash resources a person may have. 

Medicare: 

An entitlement program under Social Security for persons 65 
and older eligible for Social Security and for permanently 
disabled younger persons. Part A covers some of the costs 
associated with hospital and post-hospital nursing home or 
home health care. Part B, purchased with a monthly premium, 
is a supplemental insurance covering physician and other 
non-hospital costs. 

Mental Status Test: 

Usually a standardized procedure (e.g. Fals te in MMSE) with 
the primary purpose of gathering data to determine etiology, 
diagnosis, prognosis and treatment of mental status 
disorders. 

Neurofibrillary Tangle: 

Tangled threadlike nerve fibers lying in the cell bodies of 
the neurons. 

Neuritic (Senile) Placques: 

Deposits of starch-like protein on the nerve fibers that 
interfere with transmission of information between the nerve 
cells. 

Respite Care: 

Arrangements for a specific period of relief from the 
regular responsibilities of care of another. 
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APPENDIX I 

PUBLIC LAW 1983, CHAPTER 352 
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[CHAPTER 2M. ALZHEIMER'S DISEASE NEW] 

Chapter h~CJding tditonallr mppli«L 

SectiOII 
26;lM-l. LeJislative findinp and declarations. 
l6:lM-2. Alzheimer's disease study commission; membenhip; vacancies; compensatioa. 
:6:lM-3. Chairman. 
26:lM-4. Duties of commission. 
26:lM-'. Employees.. 
l6:lM-6. . Hearinp; findinp and recommendations. 

Chapter Mculing lditoriallr nppli«l 

26:2M-t. LeciJiatiYe ftndlnp and declaratlona 
The Legislature rmda and determines: 
a. In recent yean Alzheimer's disease has come to be recognized u preuntinr a 

medical and social problem of grave dimenaiona. 
b. A degenerative and fatal brain disease of undetermined origin, Alzheimer's 

disease currently affects four million people in the United States, some u rounr u 
40, causing progressive memory loss, confusion, inability to communicate, extreme 
personality change, and eventual inability to perform the most basic tuks. 

c. !If o effective treatment for this disease is at present known, and proper care 
for persona afflicted with it is difficult and expensive to procure; coping with the 
needs of those afflicted becomes more arduous aa the disease prorresaes; and 
adequate care for those afflicted is beyond the means of many families. 

d. It is appropriate that State Government take due cognizance of this significant 
problem in the field of public health and social welfare; that it take such meaaurH 
as may be feasible and appropriate to ease the burdens of the afflicted and their 
families; and that it facilitate the study and awareness of means to care for the 
victims of Alzheimer's disease and of present or prospective approaches to the 
treatment of the disease. 
L.1983, c. 352, § 1, eff. Sept. 29, 1983. 

Auembly Committee On Adnr Statement 
A.uembly, No. 3638-1.1983, e. 352 

Thia bill c:reatea a commiaaion to atady Ahheimer'a diaeue aDd the aocia1 &Del medical 
needa which result from it. Memben of the commiuion would indude the CommiMjoe. 

en ot Health, Human Semce. &Del Community Atfain, ex~fficio. two Senaton, two 
A.uemblymen and seven citiuna includinr three health professional., and family 
memben or lepl iU&rdian.a of penona afflicted with the dileue. 

The bill directa the commiaaion to promptly prepare an initial report and other reportl 
as ita studiet1 progreu, and requests it to report to the Governor and the Legialature 
reeommendationa for governmental action or proposed legialaaon to assist and alleviate 
the needa of victims of Alzheimer's diaeue and their familiae. 

Two technical amendmenta were adopted by the committee. 

11tle of Act: 
An Act to crea&e the AJzhcimer's Disalc Study 

Comnu111011. L.l9U, c. 3 ,2.• 

26:2M-2. Alzheimer.'• dlaeue study commlulon; membership; vaeanclea; com­
peruatlon 

a. There is created the Alzheimer's Disease Study Commission, which shall 
conaist of: . 

(1) The Commissioners of the Departments of Health, Hu:~ian Services and Com­
munity Affairs, who shall serve during their continuane~ in thejr respective offices; 

(2) Two members of the Senate, who shall not be of the same political party, to be 
appointed by the President of the Senate, and who shall serve during their continu­
ance in office aa Senators; 

(3) Two members of the General Aaaembly, who shall not be of the same political 
party, to be appoi.Dted by the Speaker of the General Asaembly, and who shall serve 
during their continuance in office u members of the General Assembly; 

(4) Seven citizen members, ineludinr no more than three hea!tb profesaionala who 
are currently involved in direct services to victima of Alzheimer's disease, to be 
appointed by the Governor, who shall be ehosen from amonr persona who by reuon 
of family relationahip or lepl guard.ianahip bear, or have borne, responsibility m 
caring for victiml of Alzheimer' a diseue. 

b. Vacancies in the membership of the commiuion shall be filled in the same · 
manner u the original appointmenta were made. 

c. Members of the commiuion shall serve without compensation, but shall be 
entitled to reimbursement for actual expenses neceaaarily incurred in carryinr out 
their duties as members of the commiaaion. 

L.1983, c. 352, § 2, eff. Sept. 29, 1983. 

se a Committee swemeat to Alllmbly, 
No. 363~L.l913, c. 352. tee f 26:2M-l. 
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28:2M-3. Chairmaa 
The commission shall organize as soon as may be practicable alter the appoint­

ment of ita members and shall seleet a chairman from among ita members and a 
secretary who need not.be a member of the commission. 
L.1983, e. 352, § 3, eff. sept. 29, 1983 . 

. s~ Committee statement to AJeembly, 
No. 3638-L.191l, c. 3'2. see t 26:2M-1. 

26:2M-4. Dutle. of eommiulon 
It shall be the duty of the commission: 
a. To study the extent and severity of the inc:idenee of Alzheimer's disease in thia 

State, with due consideration to the consequent need for specialized modes and 
facilities for the care of those afflicted; 

b. To study the needs of both the vic:tima of the diseue and their familiea, the 
availability and affordability of long-term care arrangementl, ineludinr in-home care 
and other altemativea to institutionalization; 

c. To gather and disseminate data and infonnation relative to the care and 
treatment of persona afflicted with this disease, so as to stimulate awareness and 
provide accurate data for health care professionals and governmental policymakers 
having responsibilities· relevant to this problem. 
L.l983, c. 352, § 4, eff. Sept. 29, 1983. 

Stateme•t: Committee statement to Assembly, 
No. 3638-L.l983, c. 3,2, see § 26:2M-1. 

'Z6:2M-6. Employee. 
The commission shall be entitled to call to ·its assistance and avail itself of the 

services of such employees of any State, county or municipal department, board, 
bureau, commission or agency as it may require and as may be available to it for the 
purposes of carrying out its duties under this act, and to employ such stenographic 
and clerical assistants and incur such traveling and other miscellaneous expenses as 
it may deem necessary in order to perform its duties, and as may be within the limita 
of funds appropriated or otherwise made available to it for those purposes. 
L.1983, c. 352, § 5, eff. Sept. 29, 1983. 

State.at: Committee statement to Auembly, 
No. 36J8-L.l983, c. 3'2. see t 26:2M-1. 

26:2M~. H~arinp; ftndlnp and recommenclationa 

The commission may meet and hold hearings at such place or places as it shall 
designate during the sessions or recesses of the Legislature, and shall report itl 
findings and recommendations to the Governor and the U!gislature, accompanyinr 
the same with any legislative billa which it may desire to recommend for adoption by 
the Legislature, as soon as may be practicable alter its appointment and organiza­
tion, and from time to time thereafter as it may deem appropriate in the development 
of its studies punuant to section 4 of this act.l 

L.1983, c. 352, § 6, eff. Sept. 29, 1983. 
1 Section 26:2M~. 

s~ Committee swement to Asaembly, 
No. 36J8-L.l913, c. 3'2. see t 26:2M-1. 
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APPENDIX II 

THE GLOBAL DETERIORATION SCALE FOR 

ASSESSMENT OF PRIMARY DEGENERATIVE DEMENTIA 
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Global Deterioration Scale (GDS) for Ag~-Associated 
Cognitive Dec! ine and Alzheimer'~ Disease~ 

Clinrcal characterrstrcs 

No subJe<:trve complarnts of memory dehcll. No memory delic1t evident on chn1ca1 lnter­
v•ew. 

Subtect1ve complamrs of memory aehcrr. most frequently 1n followrng areas: (a) torgerung 
where one has placed famrhar oo,ects: fbi torgeurng names one formerly knew well 
No obtecllve evrdence of memory oetrcrt on cl~nicat 1ntel"'•ew No obtectrve dehcrts rn 
employ.n~nr or soc1al s1tuauons Approprrate concern wrth respect to symptomatology. 

Earliest clear-cui delrc1ts. Manrtesrauons rn more than one of the followrng areas: (a) pa­
rrenr may have gotten rosr when rraverrng to an unfamrhar tocarron. !b) co-wor~<ers be· 
come aware of oauenr s ·e!arrvely poor oerlormance: ICI NOrd and name lrndrng dehcll 
become evroenl to rntrmates. (d) pauent may read a passage or a book and reratn 
relatrverv !rille n1atertal lel oarrent mav :lefT'cnstrare cecreaseo tac:!rty :n remerT"Cerrng 
.~ames l,;oon ·nrroouc:ron rc ,ew oeocre 'n :ar!ent 'T!ay nave rosr or mrspracea an oo· 
1.:cr ot •a•ue. lgl concenrrarron aetrcrt may ee evraent on chnrcal tesrrng 

Obtectrve evrdence ol memory defrc11 oorarned only 'Nrth an ~ntenstve rntervrew conoucreo 
by a tratnea ger•atnc osycn•atnsr Oecreasea oerlormance •n demanarng employment 
and sacral setttngs Denrat begtns to become manifest tn oauent Mrld ro moaerara 
anxrety accomoanres symctoms. 

Clear-cur aetrcrr on careful crrntcat •nrervrew CeftCit manrlesr •n follow•ng areas. (al de· 
creasea knowtecge ol current and recent events. {bl may exh1011 some ae'ICII •n mem· 
ory of ones personal h1story. (CI concentra11on aecf1Ctl etrc1ted on senat substrac11ons. 
(<l) decreas~d aorltty ro travel. hanote finances. ere. 

Frequently no defrcrl 1n tollow•ng areas raJ orrenrattvn ro t1me at1d person: (bl recognrtton 
of fam11tar oersons and laces. (C) ab•trly ro rrave~ to famrltar 1oca110ns. 

lnabthly IO perform como'ex tasks Denial IS camrnanl cetense mecharusm Flattenrng of 
aNect and wrthdrawal from cnauengrng stluallons occur 

Pattenr can no ranger sul"'rve w•rhoul some ass•srance Parrent •s unable aurrng rnte,.new 
to recall a mc1 1or retevanr asoecr of rnetr current trves e g . tl"lerr acaress or teteonone 
number of many years. thea names ot c:ose memoers or thetr fam•ly rsuch as grana· 
chtldren). the name ol rne nrgh scnoor or college trom wn•cn rney graauarea 

Frequently some dtsonenrauon to lime (<late. day of week. season. etc.) or to ota:e An 
educale<l person may have <l111rcully counttng oack tram 40 Oy 45 or tram 20 by 2s 

Persons at th•s stage retatn knowteage ol many maror !acts regardtng rnemser~es and 
orners. Tr.~y rnvanaory know tnetr own names ana generally know tnetr socuses and 
chrtdren s names They reau•re no ass1stance wtrn tOttetrng or eartng, ::>ur may ,.,ave 
some arH1cul!y cnoosrng the orccer ctotn1ng to 'Near ana may occas•onauy C!Othe them· 
serves •morooerly 1 e g . our sl"loes on 1ne wrong !eel. ere ) 

May occasronally larger tne name of tne spouse uoon wnom tl"ley are enrrrely deoenoent 
tor SUI"itval Wrll be •argely unaware of all recent events and e•oenences rn inetr t1ves. 
Aerarn some knowledge of rnetr Past ltves out th1s IS very skercny. Generally unaware 
of thetr surrounarngs. the year. the season. ere May have <l•H•curty counung I rom 10. 
born backward and somet1mes. torward Wrll requtre some assrstance wtrn ac:tvr11es or 
(]arty trvrng. e g may oecome •ncon11nenr wtrl reau"e rraver ass1stance our occas,on· 
ally wrrl OISOiay aOIIIIY to travel 10 tamu•ar 'ocaoons. Otutnal rnythm treauenlly CtS· 
turOed Almost always recarl rl'1err own name FreQuently contrnue ro be aote ro 
drsungUtsh famtltar from untamrhar persons 1n tl'letr envtronment 

Personality and emotronat changes occur rhese are au•to var~able and rnclude· (a) delu· 
s1onat behavtor. e.g., paltenls may accuse rnetr soouse of betng an rmoosror: may talk 
to tmagrnary f1gures rn !he envtronment. or to thetr own rellectton rn tl'le mrrror.: (b) o6-
sesstve .aymproms. e g . person may contrnually reoeat srmo1e cteanrng actrvr!res: (c) 
anxrery s•1mptoms. ag11atton. and even orevrousty nonexrstent vtolent behavror may oc· 
cur: (dl cognrtrve aoulta. r e . loss at Wlllpower oecause an rnarvtdual cannot carry a 
rhoughr long enough ro determ•ne a ouroosetul course of acuon 

All veroal abrhtres are rost Frequently !hero rs no speech al al~nly gruntrng lrconll· 
nent of urrne: requtres ass•slance 1or1et1ng and tecatng. Lose oas•c psychomotor skrlls. 
e g . abrhty to walk The orarn aopears ro no ranger be aole 10 rell 11'1e oody what 10 do. 

Generalized and con1ca1 neurolog•c s•gns and symr:;torT'.S are frequently present. 

Psychometnc 
concomitants 

Average or abOve av· 
erage performance 
for age ana WAIS 
vocabulary score on 
3 of 5 Gurld (41 
memory subtests. 

Below average per­
formance for age 
and WAiS vocabu· 
lary score on 3 of 5 
Gurld subtests. 

One standard devratron 
or greater oelow av· 
erage perlormance 
tor age and WAIS 
vocaoularv score on 
3 of 5 Gurtd memory 
suotesrs. Orten no 
errors on rhe Mental 
Status Ouesrronnarre 
(MSQ) {5) 

Freauent mtstakes on 
:3 or more 11ems on 
MSQ. 

OefrCIIS eYrdent on 
orrel MSO assess· 
men!. 

S- 10 errors on MSQ. 

·· Reisberg, 8. 
1 1 36- 1.1 39, 

Ferris, S.H., de Leon, M.J., and Crook, T., Am. J. Psychiatry, 139: 
1982. 
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APPENDIX III 

MEMBERS OF THE COMMISSION 
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Alzheimer's Disease Study Commission 

Membership 

J. Richard Goldstein, M.D., Chairman 
Commissioner, New Jersey State 
Department of Health, Trenton, 
New Jersey 

George Albanese, Commissioner 
New Jersey Department of Human 
Services, Trenton, New Jersey 
(Replaced by Geoffrey Perseley, 1985) 
(Replaced by Drew Altman, 1986) 
Represented by: Martin Epstein, M.D. 
Chief Medical Consultant 

Nicholas R. Felice 
Assemblyman, District 40 
Fairlawn, New Jersey 
Represented by: Doris Sasadi 
Ramsey, New Jersey 

Garrett W. Hagedorn 
(deceaseed August 9, 1985) 
Senator, District 40 
Midland Park, New Jersey 

Hugh A. Koops, Ph.D. 
New Brunswick, New Jersey 

Helena M. Meade, M.S.W. 
Pennington, New Jersey 

Deborah H. Piggins 
New Brunswick, New Jersey 

Barbara Wolfson, A.C.S.W. 
Lakewood, New Jersey 

Donna Rooney 
Linden, New Jersey 
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John P. Renna, Commissioner 
New Jersey Department of 
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Trenton, New Jersey 
(Replaced by Leonard S. Coleman, Jr., 1986~ 
Represented by: Joan Mintz, M.S.S.W., 
Deputy Director, New Jersey Division 
on Aging 

David C. Schwartz 
Assemblyman, District 17 
New Brunswick, New Jersey 

Joseph Hirkala 
Senator, District 36 
Passaic, New Jersey 

Frank C. Snape, M.D. 
North Brunswick, New Jersey 

Terry Tanenbaum 
Edison, New Jersey 

Ex-officio: 

Dolores G. Cooper 
Assemblywoman, District 2 
Atlantic City, New Jersey 

Carol Knopka, R.N. 
Office of the Ombudsman 
Trenton, New Jersey 
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The· New Jersey State Department of Health was requested 
to determine the incidence and prevalence of Alzheimer's 
Disease and- related disorders in New Jersey. The Department 
was further requested to survey the state's long-term care 
facilities to determine as accurately as possible the number 
of patients affected by these disorders, tteatment costs 
and specialized training of personnel. 

The Department mailed approximately 400 survey forms 
to Skilled Nursing Facilities (SNF), Intermediate Care Facili­
ties (ICF), Residential Health Care Facilities (RHCF), and 
Medical Day Care Centers (MDC). We received 221 returns 
of which 26 were unusable for various reasons. Of those 
returned, the number of facilities by level of care showed 
that 117 were SNF; 97 were ICF-A; 95 were ICF-B; 82 were 
RHCF and 9 were MDC. The discrepency in the results reflects 
that one facility often incorporates several levels of care. 

The surveyed facilities were questioned regarding their 
admission policies. Most facilities indicated that they 
do have an ad miss ion p o 1 icy ; the on 1 y except ions were from 
the Residential Health Care Facilities. No one acknowledged 
having an admission policy specific to Alzheimer's Disease. 
In response to the question "Do you restrict the number 
of patients with a diagnosis of Alzheimer's Disease?", five 
of the SNF/ICF group responded "yes" and 15 of the RHCF/MDC 
"yes". When asked if the agency differentiated care for 
Alzheimer's Disease, 19 of the SNF/ICF group indicated they 
do, as did 12 of the RHCF /MDC group. 

The responding facilities had a total patient census 
of 18,027 of which 323G ( 17.9) persons had a diagnosis of 
Alzheimer's Disease or a Related Disorder. Looking at each 
category by type of facility and source of payment, SNF 
had a total of 4,865 patients of which 1,059 (21.8%) had 
a diagnosis of Alzheimer's Disease or a Related Disorder. 
Medicaid and Self-pay represented the largest source of 
payment (4,428 or 24.5%) had a diagnosis of Alzheimer's 
Disease or Related Disorder. The ICFA & B had a total of 
10,092 patients of which 1906 ( 18.9%) had a diagnosis of 
Alzheimer's Disease or related 'disorder. Medicaid and Self­
pay again represented the largest source of payment for 
this category (9,561 or 94.7%). The RHCF had a total of 
2,564 patients of which 215 (8.4%) had a diagnosis of Alzhei­
mer's Disease or Related Disorder. Self-pay represented 
the largest source of payment for this group (I, 721 or 67. 1%). 
The MDC had a total of 551 patients· of which 50 (9. 1%) had 
a diagnosis of Alzheimer's Disease or Related Disorder. 
Medicaid represented the largest source of payment for the 
MDC category. 
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The breakdown of patients by age and -gender (See Table 
II) show& that there were 3,116 patients involved in this 
section of ·the survey. Of these, 20% were males while 80% 
were females. The SNF/ICF category had a total of 93.9% 
of the patients (585 males and 2,343 females). The RHCF/MDC 
category· had a total of 6.03% of patients (36 males and 
152 females). There is a discrepency in the total because 
agencies did not always provide a breakdown by ~ge and gender. 

The survey requested that information be provided on 
per diem charges. Many facilities did not comply with the 
request, or the information provided indicated they did 
not understand what was wanted. The following information 
is based on the data provided by respondents to this section 
of the survey. The Self-pay and Medicare patients residing 
1n Skilled Nursing Facilities had the highest per diem costs; 
they ranged from $50.00 to $75.00. There were some Self-pay 
an d Me d i c a r e p a t i e n t s w h o f e 1 1 o u ·t s i d e o f t h i s r a n g e . T h e 
Self-pay and Medicare patients in the Intermediate Care 
Facilities showed a wider range of patient care costs ($30.00 
to $60.00). The Residential Health Care Facilities' charges 
averaged 1n the $20.00 to $30.00 range. The Medical Day 
Care costs were about the same for all reimbursements ($27.00 

$30 .00). Medicaid fees under Skilled Nursing Facilities 
fell within the same range as Self-pay, but in many instances 
were about $5.00 to $8.00 less than the Self-pay category. 
In the ICF category, the per diem costs for Medicaid are 
less than the Self-pay; sometimes $6.00 to $12.00 less. 
Medical Day Care under Medicaid is slightly less costly, 
averaging about $27.00. It should be noted that many facili­
ties indicated a flat fee irregardless of funding source. 
A few facilities indicated that besides the flat fee they 
charge patients for such things as dressings, laundry services 
and special equipment, while others stated they will charge 
more for those clients who require greater care, i.e., feed­
ing, incontinence care, etc. 

One section of the survey requested information about 
staff training on Alzheimer's Disease. We again ran into 
the problem of the form not being completed properly, i.e., 
instead of providing the numbers requested, many facilities 
simply checked tne selected category Also, from the comments, 
it seemed that the person completing the form did not under­
stand that we were gathering information about Alzheimer's 
Disease only (i.e., the State requires 8 inservices a year; 
'x' number of hours monthly, etc.). The general impression 
seems to indicate that the staff of most facilities are 
lacking in specialized training about Alzheimer's Disease. 
Many agencies, it must be noted, indicated they had received 
no training, nor had they provided any training to staff. 

In summary, based on the information from the returns 
in long-term care facilities, 17.8% of the total institu­
tionalized_ population have a diagnosis of Alzheimer's Disease 
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or a rleated disorder. Of this population, the age Jistribti~ 
tion shows that patients uuder age 70 totaled 6.1%. The 
70-79 ag~ group was 24. I and the 80+ age group amounted 
to 69.5% of·the patients with dementia. 

The most significant finding confirmed testimony from 
caregivers at the public hearings. There is a lack of train­
ing for employees working in long-term health care facilities, 
especially in relation to Alzheimer's Disease._ This finding 

is consistent in all staffing categories (administration, 
nursing, aides, recreation, social service and other). 

We believe be viewed as 
with dementia 
indicated that 
been admit ted 

that these findings should 
estimate of the population 
facilities. Many facilities 

number of their patients had 
from previous diagnostic manuals. 

a conservative 
~n health care 
a significant 
with diagnoses 
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Type 
Patient 

Self-Pay 

Medicare 

Medicaid 

SSI 

Other 

Category 

Total Patients 

Alzheimer's 
Patients 
Total Patients 

Alzbe1mer' s 
Patients 
Total Patients 

Alzheimer's 
Patients 
Total Patients 

Alzheimer's 
PAt.;,ntA 

Total Patients 

~lzheimer's 
Patients 

Total 
Patients 

Alzheimere's 
Patients 

Survey of tong=Term Care Facilities 

Patient Census 

Type of Facility 

Skilled Inter- Inter-
Nursing mediate mediate Residential Medical 
Facility Care Care Health Care Day Totals 

(SNF) Facili~)-A Facility-B Facility Care 
(ICF-A _(ICF-B) (RHCF) MDC) 

2,142 2,475 895 1,721 160 7,393 

494 623 151 156 21 1,445 

219 42 20 I I I I I I I I I I I 281 

40 13 4 I I I I I I I I I I I 57 

2,286 4,675 1,516 I I I I I 357 8,8)4 

488 909 146 II-III 24 1,567 

11 I I I I I I I I I I 545 I I I I I 556 
, 

- I I I I I I I I I I 48 I I I I I 48 

207 337 1)2 298 34 1,008 

37 53 7 11 5 11) 

4,865 7,529 2,563 2,564 551 
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Survey of Long=Term Care F~cilities 

Number of Alzheimer's Patients by Age and Gender 

: 

Age Group Under 60 60-64 65-69 70-74 75-79 80-84 85 + 

Male SNF 17 19 26 82 112 151 178 I 

~ ICF 0 4 1 3 11 8 9 CD 
'd 
Q 

~ Female RHCF 17 32 65 168 331 629 tl,l01 

MDC 1 7 6 13 34 45 46 

Total 35 62 98 266 488 833 1,334 

Percent 1.1 1.9 3.1 8.5 15.6 26.7 u2.e 
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Diagnos..,tic Criteria for Classification 
as ·Alzheimer's Disease 

For the purpose of this survey, please consider any patient with one of the following 
primary or secondary diagnoses as having Alzheimer's Disease or a Related Disorder: 

ICD- 9 DSMill 

290.0 Senile Dementia, Simple Type 290.00 Primary Degenerative Dementia, 
Senile Onset, Uncomplicated 

290.1 Presenile Dementia 290.10 Primary Degenerative Dementia, 
Presenile Onset, Uncomplicated 

290.11 Primary Degeneratative Dementia, 
Presenile Onset with Delirium, 

290.12 Primary Degenerative Dementia, 
Presenile with Delusions 

290.13 Primary Degenerative Dementia, 
Presenile Onset with Depression 

290.2 Senile Dementia, Depressed or 290.20 Primary Degenerative Dementia, 
Paranoid Type Senile Onset with Delusions 

290.21 Primary Degenerative Dementia, 
Senile Onset with Depression 

290.3 Senile Dementia with Acute 290.30 Primary Degenerative Dementia, 
Confusional State Senile Onset with Delirium 

290.4 Arteriosclerotic Dementia 290.40 Multi-Infarct Dementia 

331.0 Alzheimer's Disease Nothing comparable in DSM-m 

331.1 Picks Disease Nothing comparable in DSM-m 

331.1 Senile Degeneration of the Brain Nothing comparable in DSM-m 

331.3 Communicating Hydrocephalus Nothing comparable in DSM-m 
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Alzhe~mer's Disease Study Commission 

~URVEY OF NURSING HOMES 
WITH ALZHEIMER'S DISEASE CLIENTS 

Name of Facility 

Address of Facility 

Name of Administrator 

Name of Contact Person !Telephone No. 

Do you have an admission policy? 

Do you have an admission policy specific to Alzheimer's 
Disease and Related Disorders? 

If Yes, please attach your current policy. 

Do you restrict number of patients with a diagnosis of 
Alzheimer's Disease and Related Disorders? 

Do you differentiate care for patients with a diagnosis 
of Alzheimer's Disease and Related Disorders? (If Yes, 
explain under additional comments.} 

Do you wish to receive a copy of the results of this 
survey? 

Additional Comments 

DYes 

DYes 

DYes 

DYes 

DYes 

D No 

D NO 

D No 

D NO 

D NO 

[]Attach add'l sheets if necessary. 
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Type 
Patient 

Self-Pay 

Medicare 

Medicaid 

SSI 

Other 

Category 

Total Patients 

Alzheimer's 
Patients 

To tal Patients 

Alzheimer's 
1 Patients 

I 
I 

J Total Patients I 
I . 

Alzheimer's I 

I 
Patients i 

i 

Total Pa tientsl 

! Alzheimer 's 
1

· Patients 
I : 
1 Total Patients! 
I I 

I Alz~eimer 's 
, Pat~ents 

-
PATIENT CENSUS 

Skilled ~ntermediate Intermediate Residential Medical 
Nursing Care Care Health Care Day 
Facility Facility A Facility B Facility I Care 

(SNF) (ICF-A) (ICF-B) (RHCF) I (HOC) 
I 
I 

I ! I 
I 

I i 
I 

I I I 

I 
! I I I I I 1\ I I I I I I 

! 
! 

I I I I I // I I I I I 
I : 

I I I I I I ;I 
I I 

\ 

I 

1/ I I I I II 
I 

I I I I I 1\ I I I I I I i/ 
! 

I I I I I 
I 

l/ I I I I I 

I I I I 1 

I ! 

If you have other levels of care, please provide appropriate data. 

CJ Attach add'l sheets if necessary. 

AVERAGE LENGTH OF STAY (DAYS) 

Skilled Intermediate Intermediate Residential Medical 

Category Nursing Care Care Health Care Day 
Facility Facility A Facility B Facility 

, 
Care 

(SNF) (ICF-A) (ICF-B) {RHCF) (MDC) 

Total Patient Population I 

Alzheimer's Patients 
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Male 

Female 

Type 
Patient 

Self-Pay 

Medicare 

Medicaid 

SSI 

Other 

~ER OF ALZHEIMER'S PATIENTS BY AGE AND GENDER 

Under 
60 

60 - 64 65 - 69 70 - 74 75 - 79 80 - 84 

PER DIEM CHARGES 

Skilled Intermediate Intermediate Residential 
Nursing Care Care Health Care 

Category 
Facility Facility A Facility B Facility 

(SNF) 
I ( ICF-A) (ICF-B) ( RHCF) I 
I 

Total Patients I 
I 

I 
!Alzheimer's 
Patients I I 

! Total Patients l 
! 

Alzheimer ' s I i 
.Patients I I I 

Total Patientsj 
: 

I 
I 

Alzheimer's I 

I 
I 

I 
I 

Patients l 
I 

Total Patients! 
I I ! 

Alzheimer's 
Patients 

Total Patients I 

l 
Alzheimer's 

I Patients 

85 + 

Medical 
Day 
Care 
(MDC) 

! 
i 
I 

! 

I 

! 

I 

i 
I 

I 
I 
I 

I 

I 
Are there any additional charges for patients diagnosed with Alzheioer•s Disease and 
Related Disorders? 

DYes D No 

If Yes, please explain. 
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~ taff category 

Administration 

Nursing 

Aides 

Recreation 

Social Services 

Other 

Staff Category 

Administration 

Nursing 

Aides 

Recreation 

Social Services 

Other 

STAFF TRAINING ON 

ALZHEIMER'S DISEASE AND RELATED DISORDERS 

NUMBER OF STAFF TRAIUED BY TYPE OF TRAINING 

On-Site Educational I Off-Site I 
Inservice Curriculum Inservice 1 

I 

i 

I I 

I 

I 
I 

i 
I 

I l \ 

I I 

NUMBER OF STAFF TRAINED BY LENGTH OF TRAINING 

I 

4 Hours 
or Less 

I 

1-5 Day 
Seminar/ 
Workshop 
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Semester 

I I 

I 
I 

I 

! 

I 
I 

Other None 

I 
I 
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I 

I 
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Other None 
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APPENDIX V 

EXCERPTS OF ACTUAL TESTIMONY 
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22 

23 

24 

25 

MR. H Thank you, Commission, for 

allowing me to speak this morning. My name 1.s 

E of Fanwood, New Jersey. I have 

a wife that is an Alzheimer's victim. I am also 

1.n the insurance business. I understand what 

e v e r y b o d y s a y s w h e n t h ej s a y t h e r e 1. s n o 1. n s u r a n c e 

to cover this particular disease. I am presently 

on disability leave myself, because of the pressure 

and stress of this particular disease. 

In 1982, around June of 1982, my wife 

suddenly started to do strange things. She 1.s only 

50 years old. Since that time I have gone through 

all the pains that everyone has spoke about here, 

especially Mr. P who I have known before, 

in trying to understand exactly what was wrong with 

her. We initially went to her family doctor, as 

you normally would do. the only reason that he was 

able to determine that there was something wrong 

that was not physical was because she was physically 

in great shape, and when he saw her come back for 
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H - Direct 

her blood test, he noticed how agitated she was, 

and he immediately called me at my office and said, 

"I think you should take your wife to a neurologist." 

I proceeded to do so, and was told by the 

neurologist at that time that she had senile deme~tia. 

We then proceeded to go to several other persons, 

one psychiatrist and a psychologist. 

got the same kind of diagnosis. 

And we still 

We also then were told by the doctor that 

there were more tests necessary. We also at that 

time did have a CAT scan done. And this CAT scan, 

again, showed there was some atrophy taking place 

within the brain. But they always say that we lose 

our brain cells every day. But hers were just 

being lost a little quicker. I never knew what 

this meant, and I didn't understand that at that 

time. 

I proceeded to do as the doctor suggested, 

and put her in the hospital and have her done again. 

So we had second opinions on everything. Again, 

the second opinions proved that she had this 

Alzheimer's disease. 

At that point, since the family physician 

had set up all the contacts for me, I left it to 

him ln a sense, to tell me where to go. He was 
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stymied at that point, because he didn't know what 

you did with Alzheimer's disease, except that we 

had her on Haldol and hydrogen and a couple of other 

drugs they had to counteract one of the others. 

Anyway. I then proceeded to get involved 

with a support network. 

Westfield, New Jersey. 

At that time it was ~n 

At the support network I 

did learn about The 36 Hour Day, which to me has 

been the Bible ~n taking care of my wife. 

I have also videotaped several programs on 

Alzheimer's disease. I have used that videotape 

as a training process for the aides that I have had 

to get to come into the home. 

today, I have an aide at home. 

for my being here 

These aides, of 

course, are very expensive, and nobody can really 

afford them. I couldn't afford them. However, my 

particular insurance contract allows me to pay for 

them. Not everybody's does, but I have one set up 

that allows me to pay for it. And I am having 

trouble with the company to get them to fulfill 

that part of it. But that's something else. 

I have used these training tapes that I 

have videotaped on Alzheimer's disease programs 

to show these particular aides what to do. The 

reason for that is -- and I have gone through all 
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of them -- I contacted every agency, as has Mr. 

p that you can want to know, from P 

through U I think I have a list of them 

here. There are a number of them, and every one that 

has sent me an aide has sent me someone who knows 

nothing about Alzheimer's disease. All they know 

about is, as I said, taking care of cooking, cleaning 

and taking care of the patient as you normally would 

take care of any other patient. 

But an Alzheimer's disease patient is not 

any other patient. An Alzheimer's disease patient 

is one that demands your care and your guidance 

and your love. 

We have been married 32 years now, so that 

I have given her, basically, all the possible love 

I can and could, to the point now that I can't 

physically, mentally, handle the situation. I am 

in the process now of trying to get her in a nursing 

home, because she has become completely, almost 

fetal position. Really, you have to do everything 

for her. She does nothing for herself. 

This caused -- and I have a 17-year old 

daughter. Of course, this has caused a lot of 

problems with us trying to understand what's going 

on, and still trying to make a living for ourselves. 
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It has also caused my son, who recently graduated 

from Lehigh University to take off, because he 

couldn't understand this. At the time that he 

thought his life was supposed to get together, all 

of a sudden, he's got a mother now completely off 

the wall. 

Colorado. 

And he left and went to Boulder, 

But, he ~s now earn~ng a living out ~n 

Boulder, Colorado. 

It has caused a tremendous effect familywise. 

We are now still dealing with this problem, as I 

said, only because I am able to provide the care 

for her through my particular situation. However, 

there ~s a tremendous need to have these home health 

aides, and that's what I have been us~ng, or anyone 

~n a particular position, but home health aides are 

what I have been using, to be trained. They are 

not trained. And this ~s. to me, appalling, that 

you're paying out dollars to these so-called State 

licensed agencies who get a license ~n New Jersey 

to say that they are going to provide care for you, 

and they send you someone who knows nothing about 

your particular situation. 

I have to now, ~n a sense, take off time 

to stay home and, basically, give the whole training 

course to an individual before I can allow her to 
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touch my wife. 

We have a desperate need to have these 

individuals trained, and a Commission such as this, 

I think, it's darn good that we have now available 

to us. Yes, I think, 1n some of the other areas 

that were spoken of this morning, we have need to 

have facilities. 

I am about to put her into P Hospital 

1n Berkeley Heights, which is one of the institutions 

that have been rated very good for nursing home care 

for Alzheimer's patients. But it's been a tremendous 

effort, not only that, but a tremendous waiting list. 

We initially starxed out 300 on the waiting list. 

I just want to say again that the agencies -­

and I really have a problem with them, because I 

have paid a lot of money being somewhat reimbursed, 

but I have paid a lot of money out, and I felt I 

was not getting my dollars' worth for the kind of 

serv1ce that they had to give. 

And we should stress here, the Commission 

should stress providing this particular agency. 

If they are going to be State licensed or take the 

license away from them. And don't let them send 

anybody to an Alzheimer's patient who are not 

strictly qualified to do so. 
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- Direct 

BY MS. R 

2 Q After your wife was diagnosed, were you 

3 informed that there are centers such as the Albert Einstein 

4 Hospital in New York that is doing research with patients, 

5 and with some, quite successfully? 

6 A Unfortunately, no. I had at that time, tried to 

7 ascertain just where and what I might do to get some help. 

8 I say, all my help, initially, came from a support group, 

9 

10 

because nobody else knew anything. And I started with that. 

And I kind of built up. New, I tried to and I just a 

I I few weeks ago, I took her to New York again for the last 

I 2 time for a neurologist. And he just says at this point 

13 that she has -- her curve has gone so fast, so quickly. 

14 He had never seen one so fast and so quickly, that my 

IS best bet for her now was a nursing horne. 

I 6 

I 7 

We had tried the Muhlenberg Hospital Day Care at 

the time that that initially got opened, really. I 'rn 

18 glad to hear now that they are ln a better position to 

19 handle Alzheimer's because at that time they were not. 

20 just couldn't do the things that they had everybody else 

She 

2 I 

22 

doing. 

stage. 

At that period of time, she was in that wandering 

I had to take her off the transportation, because 

23 she would get off at stops and wander off, and they would 

24 

25 

have to go get her and bring her back. And they became 

frightened being liable for that situation. I, therefore, 
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H - Direct 

h~d to start dropping her off myself and bringing her back 

2 home. So, as I said, at that time they were not really 

3 prepared for Alzheimer's. I am glad to here, as I heard 

4 this morning, apparently, that center is better now with 

5 Alzheimer's disease. It's a good center, but they just 

6 weren't good for Alzheimer's disease at that time. 

Q My mother is at F Hospital, and she's 7 

8 been there for four years. If it's any consolation, the 

9 care has been very good. 

10 A I have heard very good things about Runnells and the 

I I care there. I have to thank the Freeholders for helping me 

12 to get her in, because that's a very difficult place to get 

13 into. 

14 

IS BY MS. P 

16 Q How 1s her nurs1ng home care going to be paid 

17 for? 

A I have become pauperised, as someone said this 18 

19 morning. Now I have Medicaid coming 1n. I have mortgaged 

20 everything to the hilt, just paying bills that fall upon 

2 I this. 

22 home. 

23 

24 

25 

And Medicaid now says she qualifies for the nursing 

MS. P 

for Mr. H ? 

Are there any other questions 

Thank you very much. 
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19 r1s. P Okay. Thank you very much. 

20 and D can speak 

21 next because I know you've left Mrs. D at 

22 horne. 

23 
Anc I wonder if you could, you have a 

I 

=ather u~usual circumstance here. If you could 

explain.why you both have to go home to the same 
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23 

person .• 

MS. l1 ~1y name is 

I'm a widow with seven children. And my husbanc 

was a victim of Alzheimer's. He died in July. 

And the reason why is I am now helpinq 

R by sittinq with his wife durinq the day. 

And I had come earlier but things were runninq 

late. 

My husband was 61 when he passed away. He 

wasn't diaqnosed until '79. And lookinq back 

we have come across evidence that he had Alz­

heimer's for 14 years. I had thought maybe 

around ten, but I have talked to people and they 

felt that he had problems way back then. 

Before that he was being treated for 

nerves and tension and stress and everything 

else, and finally I just said to the doctor, 

there's got to be something else wrong. So he 

was put in the hospital and I was happy because 

they·told me that it was not mental. I fiqured, 

oh, how do I qet this man for treatment, you 

know, a very strong healthy man all his life, 

worked hard to support his children. But that 

sa~e evening I got a call from a neurologist who 

said I think your husband has Alzheimer's 
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1 disease, which was Greek to me be~ause I had 

2 never heard of it. And he said, well, we'll run 

3 tests and find out for sure. They did tests and 

4 that's what it was. He said there 0 s nothing 

5 really we can do. It's just going to take its 

6 toll. 

7 I didn't know what to expect. I mean he 

8 told me as much as he knew. And I guess there 

9 wasn't much that he knew about it himself. My 

10 husband worked for another year after he was 

ll diagnosed, but it got to be too hard. They were 

I 

12 very lenient with him. And finally he had to 

13 retire. He went on Social Security and a pension 

1~ 
And things were rough because of bills. I was 

15 trying to work a part-time job, but then it was 

16 getting too hard because -- my daughter was at 

17 home with him, but it got where he was just 

18 taking off. He was looking for me. That's what 

19 we realized after a while, that every tine I'd 
, 

20 
come home I'd find him uptown wandering around 

21 
and as soon as he saw me, of course, he said, oh, 

22 
there you are. 

23 
I eventually had to stop working because 

it was just too much. It was only four hours a 

23 
da~', but I looked forward to going to work I tell 
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1 you. ·But h• got worse. He used to have anxiety 

2 attacks. He used to get violent, but at least 

3 then I knew what it was from. I heard of a 

support group and I got involved.with them and 

5 then the day hospital, which was a big help to 

6 me, at Rutgers. He went for a year. And I had 

7 a problem too, I didn't realize that my husband 

8 couldn't write his name anymore, because I took 

9 care of all the finances even before he quit 

10 work. And all of a sudden it dawned on ~e he 

11 couldn't even sign his name and -- of course 

12 he couldn't talk anymore. Where he worked they 
-

13 kept saying, well, you'll have to get legal 

14 guardianship. So I went looking and I wasn't 

15 familiar with the system. I went to Legal Aid, 

16 which I was not eligible for because of his 

17 income waa just a little above what they would 

18 help. So I had to get a lawyer and then they 

19 had to appoint another lawyer for him. So it , 

20 cost me over a thousand dollars to take him to 

21 
court and have him proved incompetent, which was 

very hard on me. And what -- the money was 

23 
rough too, but I mean I managed to get through 

it. And he started t~ go where I couldn't leave 

23 
him at all. I used to be able to go to the 
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store and leave him with ~aybe the younger child 

you know, the youngest one. But he got to be 

a handful. He became incontinent. He had to be 

bathed, he had to be dressed, he had to be fed 

eventually. He was on medication and we did try 

to regulate it at home, but he had. gotten a 

side affect from one of the ~edications. So 

they suggested that, the doctor from R 

had suggested that we put him on the waiting 

list for Just put him in like for three 

or four weeks, maybe, to regulate his medication. 

So I agreed with that. I figured well that 

would give him -- that it would give me a chance 

to get some rest because I was with him constant-

ly. 

Well, all of a sudden in March he got very 

violent. The medication he was on wasn't help-

ing. And constantly every time I went near him 

he was swinqinq. And then he started throwing 

things. He went after his grandson who he did 

not know was his grandson. And finally I called 

up the day hospital on Monday and I said I can-

not brin~ J in, he's too bad. I cannot take 

h~~ in a car and I wouldn't expect them to take 

care of him. I was afraid somebody would get 
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l hurt. So t~ey ~alled and they pushed 

2 through and they got hirn a bed right away. Well, 

3 to this day I still feel guilty that I did that. 

4 Because once he went into they told me 

5 to come back in about three or four days, just 

6 let him get accustomed to the place. Nell, I 

left him and I went back in about three days. 

8 He no longer knew me. He was sitting in a 

9 geri-chair, constantly screaming. I tried to 

10 help feed him, he constantly swung at me. And 

11 I was going back like every other day. And 

12 some days he looked a little quieter, but he 

was constantly in that chair. He got where he 

1~ 
couldn't walk anymore. And this went on for 

, -
-~ 

six and a half weeks. Finally they said, well, 
I 

16 I'm sorry, there's nothing more we can do for 

1i him. 

His insurance would only cover ten weeks 

19 of mental health, you know, hospitals. And they 

20 felt that it was time now for me to try and find 

21 
a place to put him. And I felt that if I hadn't 

22 
put him there, if I had waited a little longer, 

23 
rnaybe he would have got over this anxiety. Maybe 

he wouldn't have got so violent. But the only 

25 
alternative was -- he wasn't eligible for 
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Medicaid and they said ev•n if he was they 

?=obably wouldn't get a nursing horne to take him 

so he had to go into So they trans-

ported him to and I ~igned the ?apers. 

He was there for eight weeks. I went every othez 

day to see him and watch him deteriorate. And 

o~e day I'd go in he'd be sleeping, another day 

he'd be strapped down, another da7 he'd be con-

stantly screaming. And finally, June 30th, he 

was rushed to ~1edi cal Center \-I here he 

had pneumonia, a very bad infection in the blood 

from bedsores. And I sat and watched him day 

and night for a week. And he passed away. 

Not only that I had a lot of problems with 

rny children, the younger one. I had one child 

who is 16 now who had contemplated suicide. I 

found out it was because he felt that he could 

~ot come to rne because I had so ~any problems 

with his father. He had the fear of his father 

dying and I guess the fear of someone else get-

~ing the disease in the family. So he had to go 

:or help. 7he younger one was constantly in 

trouble ~ith school, so he ~issed the whole year 

a~ school. ~lthough the school was very sy~pa-

~~e~ic and they helped him and they said no sense 

64 



You Are Viewing an Archived Copy from the New Jersey State Library

2 

6 

i 

s 

s 

10 

11 

12 

, ... 

-~ 

l~ 

, ... 
-~ 

16 

1i 

1.6 

19 

20 

... -... .; 

..... 

-­.... --

p~essuring.them. You know, let them lose the 

.year, they'll pick it up. 

My children were all very devastated with 

their father's death and watching him. And I 

feel th~t if I had some help where he. could have 

been kept home, it would have been much easier. 

And once he's out of his horne environment he 

just went 

HS. 

~1S. 

you now? 

down. 

p 

w. . . 
Do we have any questions? 

What could we do to help 

11S. M My tragedy is over. The only 

reason I consented to come here was to try and 

help others. I don't like to see them qo througr. 

what I had to go through. Right now my child~en 

and I are picking up the pieces. I have the six 

boys at home. And we are trying to help each 

other. I do have. a good family, which is good 

and good friends, and a support group which was 
, 

a great help. And the day hospital, I can't 

thank them enough because even at the end I 

used that ti~e to do grocery shoppin; and things 

t~at I couldn't do before that. 

r:s. ? .. Thank you very much . 

65 



You Are Viewing an Archived Copy from the New Jersey State Library

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

23 

MS. R My name is B R And 

I'm from Millville, New Jersey. And I have a 

very short testimony. This was a very emotional 

thing for me to write down. 

Hy name is B R and I am here to 

testify in two roles. Number one, my husband is 

a victim of Alzheimer's disease and also I am 

president of the Cumberland County Alzheimer's 

Support Group. H and I started the group. 

And thank God I found H 

I found it a very difficult assignment 

to spell out in words my feelings about Alzheim-

er's disease. To the victim of this dreadful 

illness life is at best intolerable, but to the 

caregiv~r it is a total devastation. We drive 

ourselves to the point of physical and emotional 

exhaus~ion. We are caregivers 24 hours a day, 

seven days a week. We have to watch our loved 

ones turn into total strangers month by month OI , 

sometimes even week by week. 

My husband was a freeholder in Cumberlanc 

~ounty for six years. He had been on the Boara 

~ 
of Directors of United Jersey Bank for- ·over 20 

years. And in 1957 he was nominated citizen of 

the year in Millville for his community work. 
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And look at him today, he's starting to be a 

living vegetable. This is not my first encounte~ 

with a catastrophic illness. My first husband 

died of cancer 15 years ago, leaving me a widow 

with five children to raise. However, in his 

case his medical bills were very well covered by 

medical insurance. But now dealing with an 

Alzheimer's victim, I have no assurance that I 

will be so fortunate. It scares me to contempla~e 

what is ahead of me financial. Because I!lY hus-

band can no longer work, our financial situation 

has changed drastically in the past two years. 

And because he can no longer function as head of 

the household, I have had to take over as manageY 

of all ou~ finances. Another added burden to 

my role as caregiver. 

Neither Medicare nor most private health 

insurance programs pay for the custodial care 

victims need. My health insurance premiums per 

year are atrociously high and in return I feel 

I am getting very little. 

As a caregiver to a husband, I feel there 

is a great need for male homemakers. Pe·rhaps in 

some way we could attract men into the homemaker 

field. I'm sure my husband would be much more 
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1 comfortable with a man helping him in the bath-

2 room, rather than a strange woman other than 

3 myself. The need for some type of respite care 

4 is dire, especially for someone in the position 

5 I now find myself in. All my children live in 

6 various other states and unable to get to me for 

7 even one full day. So I am literally going it 

8 alone. However, the cost of such respite day 

9 care centers should not be so high we cannot 

10 afford to use them. Maybe some of the casino 

11 
and lottery funds which I understand were to be 

12 used for senior citizens could be allotted to 

13 offset the cost of running day care centers for 

14 
the elderly. 

Alzheiner's disease is now one of the 

16 
major health problems in the United States. And 

17 
as the baby boom population ages, it will become 

18 
an ever increasing problem. I think we must do 

19 
somathing -- do spme drastic planning and prepara 

20 
tion right now in order to take care of the 

21 
elderly in the future. 

22 
Thank you so much for listening to me. 

MS. P Thank you. 
23 

24 
Do you have any specific suggestions about 

what kind of better coordinated care and better 
25 
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subsidized· care we might get? 

HS. R Oh, I'm into this so early. 

I really don't know where to go. At the point 

I am now my husband would I tried a day care 

center. And I just took him there to look at it 

and I had 24 hours of upset that he just wouldn't 

take kindly to the idea of being in a large room 

with a lot of other people like that. He wants 

me continually. I am looking more for homemaker 

care right now. That's not to say I wouldn't 

use a day care center later. And, of course, 

I'm looking into nursing home care eventually. 

But I'm at the point where he's still 

lucid enough to know when I leave hirn. And he 

gets upset a little bit when I do leave him. So 
I 

I'm not so sure, perhaps, like this Mr. H 

said, a day care center wasn't for him, but it 

would be for me, you see, the respite for me. 

l1S. p , Will he accept a stranger 

in the home? 

MS. R Not very well. I had a little 

trouble with that. But I think gradually he's 

getting over the fact that I have -- do bring 

different people in. I have to. You can't live 

this 24 hours a day, seven days a week and not 

69 



You Are Viewing an Archived Copy from the New Jersey State Library

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

go beserk. You really can't. Especially going 

without sleep for weeks on end. One never knows 

what the night is going to bring. 

MS. P 

nights are like. 

r.1s • a 

Would you describe what 

Well, one night I made the 

bed six times completely. The pillows were gone 

I mean I had to start from scratch six times I 

counted between one o'clock and six o'clock. 

And another night I had a real problem. He had 

a -- I don't know whether he had a nightmare. I 

have no idea. And I had a night table and I had 

pushed it as far away from the bed as possible. 

He must have somehow slipped out, hit his head 

here on the night table and I jump up and he's 

just flowing blood down, his whole face was just 

covered'with blood. I do not remember getting a 

rob~ on him. 

clothes on. 

I do not remember putting my 

All, I remember was I was in the 

car and the next thing I was at the hospital. 

And he had seven stitches in his head. 

Well, for four days you can imagine. 

wish the hospital would have kept hirn for at 

I 

least 24 hours. I thought it was rather unfair. 

And when I told them he was an Alzheimer victim, 

70 



You Are Viewing an Archived Copy from the New Jersey State Library

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 

24 

.., .. 
"" .J I 

because they told me to watch for concussion. 

I said how can I watch for concussion when he 

drowses all day long. Well, then watch that his 

eyes don't dialate. So here I am going around 

peering at him all day long to see if his eyes 

were dialating, you know. The nights are pretty 

bad. I got pretty well bruised one night. He 

had-- I don't know. He talks about they. They 

are fighting. 

NS. P Hallucinating. 

HS. R Yes. And I couldn't -- that 

night I just couldn't budge him at all. So, it'~ 

a trauma to live with. 

MS. P Any other questions? 

,NS. T One more question. You 

took your husband to the day care center one tirr~ 

HS. R Just to visit, just to look 

at it. 

HS. T , Was there an Alzheimer's 

there, care center or was it just for aged. 

.r.lS • R· They said they took Al~heimer 

_patients. 

MS. T I see. 

MS. R· But I thought it interesting 

that they were only ever filled 50 percent of 
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their capacity. And when I got there I could 

see why. It was very institutionalized and very 

I just wouldn't put him there. 

US. T 

r1s. R 

for him. 

HS. T 

Okay. 

The atmosphere was not right 

Because my experience 

with the day care center, which was at COPSA, 

was a very positive one. And I'm sad to hear 

that you don't have a similiar kind of a place 

to take him --

MS. R They were very nice. Don't 

misunderstand me. 

MS. T I know that it would 

give you a big help. 

MS. R 

H·S. T 

of environment. 

1·1S. R 

him, no. 

MS. P 
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But not the right kind 

The environment was not for 
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ADDR~--------------------------------PHONE ---------------------------

CITY ---------------------------STATE -------ZIP -----------
FEE: $15.00 per penon (includes coffee break and luncheon) 

SEMINAR SELEcriONS 
NAMES OF A Tl'CNDE~ FEE SESSION I SESSION II 

$ _______ _ 

TOTAL 

Enclosed is a ch«" (no cash plate) for $ for------ reservations. 

RETURN TO: Home Care CouDCil ol New Jeney 
A1TENTION: JEAN HOLTZ (201) 7••·5524 
60S. Fullerton Avenue 
Montclair, New Jeney 07042 
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----~------------------------------PROGRAM-------------------------------------

8:15 

9:u0 

9:15 

9: .. 5 

0:15 

0:30 

.l:OO 

Registration 

Welcome and Introductory Remark:; 

"Alzheimer's Disease: An Overview" 
Miriam Aronson, Ed.D. 

Aui&tant Professor of Neurology 
and Psychiatry 

Albert Einstein College of 
Medicine, N.Y. 

"Dementia: Home Care Issues" 
(a) Home Health Agency Perspective 

Nancy Grippe, R.N., M.P.H. 
Coordanator, Home Health Care 
NJ State Department of Health 

(b) Family Perspective 
Deborah Hanwdl Piggens 

legislative Chair 
Alzheimer's Disease Support 
Network of New Jersey 

Coffee Break 

"Day to Day Management in the Home" 
(a) Structuring the Day 

lsabellevow, A.C.S.W.­
Proaram Director 
Service Proarams for the Aged 
International Center for the 
Disabled, N.Y. 

(b) Techniques for Bathing, Grooming, 
Feeding, and T oileting 

Teddy Kern, M.S., OTR 
Occupational Therapist and 

Medical Coordinator 
Center for Independent living, 

N.Y. 

(c) Personal Experiences of a Family 
Careprovider 

Helena Meade, M.S.W. 
lenninjton, NJ 

lunch - Poolside 

I :00 Luncheon Address 
"Problema of Behavior and Mood" 

Nancy Mace, M.A. 
Co-Author, "The 36-Hour Day" 

l:OO 

AFTERNOON SEMINARS 
(choiu~ of lwo) 

Session I (select one) 
(a) "How Caring for an Impaired Person 

Affects Family Careproviders" 
Moderator: 

Werner W. Boehm, Ph.D. 
Emeritus Professor of 
Social Work 
Rutgers University 

Panel: 
Maryanne Benson 

Family Careprovider 
Newark, NJ 

Louise Saunders 
Family Careprovider 
Newark, NJ 

Florence Meyers 
Family Careprovider 
Milltown, NJ 

Ralph Dey 
Family Careprovider 
Milltown, NJ 

(b) "Helping Families Cope with 
Alzheimer's Disease 

Mildred Potenza, B.S. 
President, Alzheimer's Disease 
Support Network, N.J. 

(c) "Respite Care" 
Patricia A. Henry 

Executive Director 
Visiting Homemaker and 

Health Services, Inc. 
Mt. Holly, NJ 

Susan McGibney, R.N. 
Assistant Director 
Visiting Homemaker Service of 

Hudson County 
Jersey City, NJ 

3:00 Session ll (select one) 
(d) "Adult Day Care" 

Moderator: 
Carol Kurland, M.S.W. 

Administrator, Office of Home 
Office of Home Care Pro.:rams 
Division of Medical Assistance 

and Health Serviet:s 
NJ Department of Human Services 

Panel: 
Eileen Puree 

Program Supervisor, 
COPSA Day Hospital lor the 

Cognuivcly Impaired 
Pi:>eataway, NJ 

Ann Reeves 
Executive Director 
Summit-Area Association for 

Gerontological Endeavor 
New Providence, NJ 

Joyce Spielberger 
Program Coordinator 
Bergen County Adult Day Care 
Paramus, NJ 

(e) "Supervision of Home Heahh Staff" 
Mary Hahn, R.N.,C., Ed.M. 

Resource Coordinator 
ADRDA Tri-County NJ Affiliate 

(f) "Nursing Issues: Advanced Stage 
Dementia" 
linda Fein, R.N. 

COPSA Day Hospital fur the 
Cognitively Impaired 

Piscataway, NJ 

HOME MANAGEMENT 
OF PATIENT ~ WITH DEMENTIA 

Monday,June 17,1985 

Providing care to individuab with a dcmenun.: 
1llness and support for their famihe~ is a growing 
challenge facing home heahh .:arc providers. This 
cunference will focus on issues rdated to the day to 
Jay management of non-institutionalized 1nd1v1d­
uals With a dementing Illness. 

l)I\JECTI\'b: 

I. To identify s(rategie!o for structuring the day 
for the dementia victim in the home. 

2. Examine approaches for providing a ·Sale 
environment within the home. 

3. Explore techni4ues for assisting client's wuh 
activities of daily living. 

4. Provide insights into the affects of a dement­
ing illness on the family. 

5. Discuss resources ro help dementia victims 
and their families cope with the ramifications 
of the illness. 

6. Share information to help supervisors pro­
'" vide instruction, support and guidance to 

those providing direct care in the home. 

WHO SHOULD ATTEND: 

FEE 

Nurses, Homemaker/Home Health Aides, 
Social Workers, Therapists, Nutririonists and 
other health care wurlter:. provaJing care in the 
home. 

$15.00 

co 
1"'--
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COPSA INSTITUTE FOR ALZHEIMER'S DISEASE AND RELA-..-ED DISOHOt.H.~ 

The COPSA Institute for Alzheimer's Disease and Related Disorders provides services statewide to 
persons with dementia, their families and the professionals who work with them. Dementia is a general 
mental deterioration due to organic factors. Manifestations include loss of recent memory, difficulty with 
new experiences, unstable emotions, and a decline in intellectual ability with gradual loss of judgment and 
social skills. 

The following assistance is available through Institute programs: 

RESOURCE CENTER 

- Statewide information and referral for 
families and professionals 

- Ongoing phone counseling 

- Family education and counseling 

- Liaison to family support groups and 
professional service providers 

DIAGNOSTIC CLINIC 

- Diagnostic work-ups for persons with 
memory problems or confusion. 

- Second opinions 

- Coordination of follow-up recommendations 

DAY HOSPITAL PROGRAM 

- Rehabilitation and treatment for dementia 
patients 

- Education and ongoing support for families 

- Training site for hands-on education in 
dementia management 

CONSULTATION & EDUCATION SERVICES 

- Training and seminars on dementing 
illnesses for professionals. 

- Technical assistance on developing 
Alzheimer's programs 

Fees vary according to the type of service and can be adjusted based upon income. There are no fees 
for the Resource Center. Health insurance plans help to cover some Diagnostic Clinic and Day Program 
services. 

FOR FURTHER INFORMATION ABOUT SERVICES CALL: 
1-(800) 424-2494 or (201) 463-4430 

Monday through Friday 
8:30a.m. to 4:30p.m. 
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STATE OF NE-w- ,_JERSEY 

EXECUTIVE DEPARTMENT 

WHEREAS, .the S:ta.:te Vepa.Jt;tmert-t o 6 HeaLth u-tima.-tu .thtLt 
200,000 Jc.U.iderr;U o6 New 1Vt6ey ha.ve a. 6oJUn o6 -<.nte.Uec.-tuai. -UnptUJunen.t 
c.a..U.ed demen.U.a. and cu many M 50,000 ot) thue may be -!leveJtely 
-i.mpa...Uted; and 

WHEREAS, Aizhe.UneJt.'-!l fue.cue. ~ Jc.UpoM-ible 6oJc. 50 -to 60 
peJt.c.en:t o 6 ail c.cu u o 6 dementia.; and 

WHEREAS, .thiA fue.cue. ~ -Uute.ve.lt.6-ib.te .in na.-tulte and ili 
c.a.LU e oJt c.a.LW u ~'tema.-i.n u.nk.nown; and 

WHEREAS, eveJty 6a.mil..y membeJt -<A a0 nec..ted .in -!lome wa.y by the 
de v aA .:ta..Ung c. hang u tha..:t o c. c.wr. .in .the v -<.c..tUn.6 o 6 Atz hei..meJt. ' -!l cf.i.A eM e; 

NOW, THEREFORE, I, THOMAS H. KEAN, Gov~o!t o6 the State o6 
New 1 vrA ey, do heJt.eby p!toclahn 

NOVEMBER, 1985 

ALZHEIMER'S VISEASE ANV RELATEV VISORVERS MONTH 

--<..n New J ~ey, a.nd uJtge. a.U Jtu..i..den.t6 :to .i.e.evtn a.6 mu.c.h a.botd .:the 
fueaAe a.6 po-!l-6..i..ble, :to -!leek. a. .thoJtou.gh cU.a.gno-!ltic. eva.lua.-tion a.nd 
phy-6-<.c.-W.n'-6 a.dv..i..c.e -<-6 a.n --th.te11..ec.tu.ai. -UnpcU.Junent ..<..-~ /~U-6pec.ted, and -<.6 a. 
cU.a.gno-6~ ..i..-6 c.on6-Ut.med, .to obtain the c.ou.Me.t and -6uppoJt.t c.u.Jt.Jtentiy 
Llv£Ul.a.b.te .:th!tough .the numVtoLW 6a.mily -6 e£6 -hel.p gJtou.p-6 6ur:.Gt(.o,U,.ng 
wdrun. -the St.a.te. 

, 
GIVEN, u.ndeJt my ha.nd and the GJc.e.a;t Seal 
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o6 .the S.ta.te o6 New Je.Mey, th-<A 
twe..t6.th day o 6 NovembeJt. -<.n the 
ye.a.Jt o 6 OuJt LoJc.d one. tho~and n-<.ne 
hu.ndJte.d and ugh,ty- 6-<.ve and 0 6 the 
Independence. o6 .the United Statu, 
.the .:two hu.ndJted a.nd .te.rtth. 

C//--­
~ /f 

GOVERNOR 
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Most people experience an 
occasional episode of 
forgetfulness. 

Alzheimer's Risk By Age 
65-74 3 or 4% risk 
75-84 10 or 15% risk 
85 + 20% risk 

8-HEAL THLINE 

A Matter ·of Lifestyle 
This month, "A Matter of Lifestyle" looks 

at a health issue which is not caused by life­
style choices but which does affect the lives 
of an estimated 130,000 New Jerseyans and 
their families: Alzheimer's disease. 

Alzheimer's Disease 
Getting older does not mean getting 

"senile." 
Most people experience an occasional 

episode of forgetfulness-which is a normal 
part of the aging process. In fact, the word 
"senile" is derived from a Latin root that 
simply means "to grow old." For gener­
ations it has been inappropriately linked to 
mental decline in old age. While neuro­
scientists agree that changes do occur in the 
brain as we reach advanced age, they 
emphasize that these changes do not 
seriously affect mental capacities. 

There are however, patterns of memory 
loss that indicate that a real and potentially 
serious problem exists. When memory loss 
affects a person's work or social life-a sec­
retary who cannot remember the names of 
people she has worked along side of for 
many years, or a lawyer who forgets to show 
up in court-it may be an indication of pro­
gressive-intellectual decline. This disease 
process can occur, unfortunately, at any age, 
but early evaluation and diagnosis are essen­
tial because under the umbrella description 
of "senility" are many treatable and poten­
tially reversible causes of confusion and/or 
mental impairment. 

Betweert 50 and 60% of progressive intel­
lectual impairment in the elderly is at­
tributable to Alzheimer's disease, an ir­
reverisble change in the structure and func­
tion of the brain. 

There are however, sev~ral potentially re­
versible causes of confusion and intellectual 
impairment. As many as 15% of all mentally 
impaired elderly have reversible conditions 
which may be caused by developing heart or 
lung disease, diabetes, inadequate nutrition, 
dehydration, an acute infection, depression 
or the effects of multiple medications. Their 
reversible states of confusion generally ap­
pear rather suddenly-over the course of a 
few days or months. Even when the cause is 
not specifically correctable, appropriate 
medical attention may be helpful in another 
20 to 25% of the cases. 

Irreversible causes of intellectual impair­
ment on the other hand, usually occur slowly 
over a period of many months and years. 

84 

What is Alzheimer's Disease? 

Alzheimer's disease, first described in 1906 
by a German physician Alois Alzheimer, 
usually affects the elderly (those age 65 and 
older), but it can strike victims in their late 
40's and 50's as well. 

At first, individuals experience only minor 
and -often almost imperceptible symptoms. 
As the condition progresses, however, there 
are increasing signs of memory loss, con­
fusion, a loss of time or place, reduction in 
interest, irritability, restlessness, and failing 
attention to personal hygiene. Later stages of 
the illness may reveal impairment in speech 
or an inability to recognize common shapes 
or to follow simple directions. Impaired 
judgement, decreased attention span, and a 
total inability to care for oneself eventually 
occur. 

For some time, experts have recognized 
two structural abnormalities found in the 
brain tissue of individuals who have been 
victims of Alzheimer's disease. One is an un­
usual tangle of nerve filaments in the outer 
layers of the brain (cerebral cortex). These 
filaments (called neurofibrillary tangles) ap­
pear in pairs and are twisted around each 
other like braids. The second abnormality is 
a clumping of deteriorating nerve endings 
called plaque. This plaque disrupts the pas­
sage of certain chemicals (acetycholine) re­
sponsible for conveying nerve impulses 
within the brain. Both of these abnormalities 
are found in areas of the brain that are as­
sociated with memory and attention. The 
larger the number of plaques and tangles, the 
greater the disturbance in intellectual func­
tion and memory. But, of course, this medi­
cal proof of Alzheimer's is only available in 
an autopsy and, therefore, of no value in 
diagnosing this disease. 

Research on the hereditary aspects of the 
disease and its possible relationship to high 
aluminum concentrations in the brain, nutri­
tional impairments andjor slow acting trans­
missible viruses is ongoing. About 25% of 
early onset cases appear to be hereditary but 
there is as yet no way to identify susceptible 
people genetically. 

According to several sources the risk of 
developing Alzheimer's disease increase with 
age: 65-74 a 4 or 5% risk; 75-84, a 10 or 15% 
risk; 85 and over, a 20% risk. 

Misdiagnosis is a problem 

Despite a growing awareness of 
Alzheimer's disease among health pro­
fessionals, misdiagnosis is still a problem. 

JANUARY/FEBRUARY 1986 



You Are Viewing an Archived Copy from the New Jersey State Library

First, it is essential that other reversible ill­
nesses which cause memory loss be excluded 
before making a diagnosis of Alzheimer's 
disease. Each individual suspected of 
Alzheimer's disease should have thorough 
physical, neurological and psychiatric evalu­
ations. Cpmputerized tomography (CAT 
scan), electroencephalography and studies of 
the spinal fluid system are often required for 
1n accurate diagnosis, as well as urinalysis, 
:hest x-ray, blood studies, thyroid gland 
functions studies and tests to detect nutri­
:ional deficiencies. 

After other diseases have been eliminated 
1s the possible causes for the symptoms, a 
1rm diagnosis of Alzheimer's disease can 
Jsually be made. Periodic neurological 
!Xamination and psychological testing are 
lseful in evaluating the progress of the dis­
!ase. 

Help for the Caregiver 

"The thirty-six hour day" is the way 
;aregivers have described the impact of tak­
.ng care of an Alzheimer's patient. The 
;aregiver's (usually a spouse or child) burden 
s physical, psychological, financial and emo­
~ional. A detailed study at Duke University 
provided insights into the burden of 
::aregivers, and into the differences between 
;pouse caregivers and child caregivers: 
.pouses were in poorer health, had more 
inancial problems, less leisure time and were 
nore likely to take psychotropic drugs. Chil­
lren reported more stress and more unhap­
llness. 

Surprisingly, putting the Alzheimer's pa­
~ent in a nursing home or long-term care 
Icility didn't ease the emotional. physical, 
nancial or psychological burden. The only 
dvantage it offered was giving the caregiver 
10re time for social or recreational ac­
vities. Many caregivers spent nearly as 
1uch time visiting the patient in the nursing 
orne as they did in caretaking, and all of 
1em experienced the stress of watching a 
>Ved one deteriorate no matter where that 
>Ved one was living. 

There are, however, things that can be 
one to enhance the well-being of caregivers: 

-community groups that offer day care 
respite programs 

A lUll A DV 1eean11 a nv .. ftft~ 

-emm~onal support groups for caregivers 
to share emotions and information 

-shared responsibility for caregivers by 
family members and friends 

Caregivers can learn how to manage the 
Alzheimer patients behavior in order to re­
duce their own stress by establishing regular 
times for meals, chores, bedtime: providing 
a calm environment; keep the patient reality 
oriented with clocks, calendars, reminders: 
speaking to the patient in short simple 
sentences and, of paramount importance, 
taking care of themselves. 

When is it time to consider nursing home 
care? 

• When the home environment is more 
restrictive than a nursing home-with 
the right facility and therapy-would 
be. 

• When the patient would not know the 
difference between home and institu­
tion. 

• When the patient no longer recognizes 
the caregiver and only responds to the 
care. 

• When the care is more than the 
caregiver can physically give. 

For additional information regarding 
Alzheimer's disease contact: 

Alzheimer's Disease and Related 
Disorders Association, Inc. 

360 North Michigan Avenue 
Chicago, Illinois 6060 I 
phontJ: (312) 853-3060 

The Institute for Alzheimer's Disease and 
Related Disorders of the 
Community Mental Health Center 

RtHger's Medical School 
P.O. Box 101 
Piscataway, New Jersey 08854 
phone: (20 1) 463-4442 
The Department of Health in conjunction 

with the Departmenf of Community Affairs 
has just issued a county-by-county guide to 
services for the Alzheimer patient entitled: 
Alzheimer's Disease, a New Jersey Directory 
of Services for Family Care Givers and Health 
and Human Service Proriders. For a copy 
contact: 

The New Jersey Department of Health 
Gerontology Program 
120 Stockton Street 
Trenton, NJ 08625 

(609) 292-8106 

Qr; 

The caregiver needs help in 
what is called "the thirty-six 
hourday. ·· 

Four criteria help in deciding· 
when a patient should be in 
a nursing home. 

State directory ofservices is 
available. 
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The New Jersey Department of Health's Gerontology Program 

was requested to investigate the costs and problems entailed 1n 

having autopsies performed on people tentatively diagnosed as having 

Alzheimer's Disease and of reimbursement to families. 

Literature suggests that autopsies are very important 1n 

that it is the only way a definitive diagnosis of Alzheimer's 

Disease can be made. However, the literature 1s lacking information 

concerning the particulars of obtaining an autopsy. 

At a recent conference at the National Institutes of Health, 

Dr. Neal Cutler stated that 60-70% of the time, the diagnosis of 

of Alzheimer's Disease has been confirmed upon autopsy. At the 

same conference Linda Nee, MSW stated that in Maryland, the findings 

indicate that 20-50% of the people diagnosed with Alzheimer's 

Disease show no evidence at autopsy. She further indicated that 

this has resulted in physicians being hesitant to order autopsies 

for fear of law suits resulting from misdiagnosis. 

In New Jersey, the president of the Pathologist Association, 

Dr. Campos, stated that the national autopsy rate has dropped to 

about 10%. As a result, there has been decreased confirmation 

of diagnosis for those people suspected of having Alzheimer's 

Disease. 

The Medical Examiner's office may be requested to perform 

an autopsy on any and all unusual or suspicious deaths, occuring 

within 24 hours of admission to a hospital and those listed as 

"dead on arrival". The county of residence covers the cost of 

these autopsies. There is no charge to the family. 

87 



You Are Viewing an Archived Copy from the New Jersey State Library

Several area hospitals were contacted. Staff pathologists 

indicated that they perform autopsies if so requested by the 

attending physician and there is no charge. When families request 

an autopsy, one of two approaches are taken. (I) The hospital 

may perform the autopsy if the family signs a permission form and 

and the physician orders the autopsy. In this case the charge 

will vary depending upon hospital policy from $100 to $1,000. 

(2) The family may sign the request and the physician will order 

the autopsy. However, according to the pathologist, the family 

will not be charged, and the cost of the autopsy will be included 

as part of the hospitalization. When families request the autopsy, 

they are billed for services which are made payable to the hospital 

and the pathologist. It was learned that pathologists may work 

on a fee for service basis independent of hospitals and 1n these 

cases they bill family dir~ctly. We were unable to ascertain the 

costs for this serv1ce or the procedure followed or the facilities 

used. 

One neuropathologist who has recently begun employment 1n 

this area (Dr. Douglas Miller) was previously employed as a 
, 

pathology-related researcher 1n the brain bank at Massachusetts 

General in Boston. Viewing the autopsy as one looking at brain 

pathology in Alzheimer's Disease, he indicated that a neuropath-

ologist performing the autopsy would result 1n greater cost - from 

$1,000 to $3,000 per case. He gave a general breakdown of time 

and people utilized ~hich would increase the cost: 2~-4 hrs. 

of gross time for removal and preparation of brain; 1-1~ hrs. 

for tissue preparation; about hour for a histologist to view 

slides; 2-2~ hrfs. for typing and tissue reports and 2-2~ hrs. for 
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other related·duties. 

The Alzheimer's Disease and Related Disorders Association 

Autopsy Assistance Network has a brain bank located at Albert 

Einstein Medical Center. It serves people from New York, 

New Jersey and Connecticut who wish to have their brain tissue 

submitted for research. The cost for this program is borne by 

the family. There are two options which are utilized. First, 

the family can have the entire body shipped to New York by the 

undertaker. The pathologist will remove the brain and the 

remains will be returned to the family for funeral arrangements 

and burial. This is costly to the family since they must pay 

for the transportation. The second option involves the family, 

contracting with a local pathologist/hospital for brain removal, 

preparation and shipment. The Network has a policy procedure 

about how to prepare and ship the brain which must be frozen 

at -70 c. Shipments can on~y be done on Monday and Tuesday since 

the dry ice preparation will not keep over the weekend. In this 

area Federal Express wi~l transport the tissue. It is 

also important to follow the procedure since brain tissue can be 

useful if extracted within 24 hrs. of death. 

The brain bank prepares the slides so they can be used in 

research. The slides are made available to others doing research. 
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