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PUBLI C A W A R E N E S S  OF A L Z H E I M E R ’ S DISEASE 

has increased dramatically within the last ten years. The words 
‘‘Alzheimer’s disease” conjure up images of a hideous, debili­

tating condition that has been referred to as the ‘‘disease of the century” 
(Thomas 1983), the ‘‘mind robber” (Froelich 1986), the ‘‘never-ending 
funeral” (Cutler 1986), ‘‘a slow death of the mind” (Clark et al. 1984) 
and one of the gravest problems that elderly persons, researchers, and 
government must face in the upcoming decades (Cohen 1983a).

In concert with this increased public awareness, the disease has 
emerged from an obscure, rarely applied medical diagnosis to its 
characterization as the fourth or fifth leading cause of death in the 
United States in little  more than 12 years. This emergence has resulted 
from: (1) scientific research causing a shift in the biomedical concep­
tualization of Alzheimer’s disease that resulted in the characterization 
of the disease as a major social and health problem; (2) the activities 
of a handful of neuroscientists with interests in promoting the disease; 
(3) the intersection of the interests of these scientists with the interests 
of representatives of the National Institute on Aging (NIA); (4) the 
interaction between scientists, NIA representatives, and care givers 
of persons with Alzheimer’s disease and related dementias in the 
formation of an advocacy organization— the Alzheimer’s Disease and 
Related Disorders Association (ADRDA)— that formed the basis of a 
social movement devoted to providing support to care givers and to
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advocating increased funding for research into the disease; and (5) the 
interaction of members of ADRDA and representatives of NIA with 
patrons, the media, and representatives of Congress to increase aw âre- 
ness of the disease and, from this, an increase in the level of funding 
available for research into the disease.

Those within the NIA who were involved in the development of 
Alzheimer’s disease research funding creatively forged alliances with 
individuals and groups that were instrumental in mobilizing resources 
to support increased biomedical research into the disease. The necessity 
of raising scientific and public awareness of Alzheimer’s disease was 
based on an understanding of the importance of a categorical disease 
focus for increasing biomedical research funds from Congress. It was 
feared that without a disease-specific focus, it would be difficult to 
develop a solid constituency that would advocate increased funding 
for Alzheimer’s disease-related research.

The aggregation of funds and labor directed toward research on 
Alzheimer’s disease was in itially accomplished through increasing re­
search activity within the NIH, and was facilitated by the interests 
and efforts of biomedical researchers. NIA staff were crucial in pro­
moting the development of a national organization for Alzheimer’s 
disease advocacy efforts that actively encouraged biomedical research 
resource development. ADRDA provided a framework to sustain the 
constituency necessary to advocate increased biomedical research fund­
ing for the disease from Congress.

The alliances that were formed between scientists, representatives 
of government agencies, patrons, the media, and members of the 
general public and Congress were crucial to the ascendancy of Alz­
heimer’s disease. These alliances, however, fundamentally required the 
development of a unifying construct that provided a focus for political 
action. This unifying construct was the shift in the biomedical con­
ceptualization of Alzheimer’s disease that allowed the inclusion of 
greater numbers of potential victims by the elimination of age as a 
primary disease criterion, and countered the popular assumption of 
the identity between cognitive decline and aging. The elimination of 
the age criterion was central because it contributed to the transfor­
mation of what had been generally considered “senility” into a specific 
disease with specific pathological characteristics and symptoms. This 
transformation was central in focusing the interests and activities of 
a variety of social collectivities with differing but related interests in
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that it served as a legitimate framework around which collective action 
could be mobilized and policies to address the problem of Alzheimer’s 
disease could be developed.

Alzheimer's Disease and Senile Dementia: 
The Historical Context

Increased public awareness of Alzheimer’s diseaseTU S. Senate 1980; 
U.S. House of Representatives Select Committee on Aging 1982, 
1983a, 1983b, 1984, 1985a, 1985b, 1986a, 1986b, 1986c, 1986d; 
Cutler 1986; Kane 1986) must be viewed within the environment of 
biomedical research that provided the basis for claims that this disease 
is a critical problem. The work of biomedical researchers set the stage 
for recasting the disease from a relatively rare phenomenon to the 
“fourth or fifth most common cause of death in the United States’' 
(Katzman 1976). But to understand fully this definitional transfor­
mation, it must be contextualized within the historical development 
of conceptualizations of dementia associated with old age.

The earliest reference to dementia associated with aging occurs about 
500 B.C. The Greek lawmaker Solon revised the practice of dividing 
an inheritance among family members by allowing the designation 
of nonfamilial heirs, providing the judgment of the nonfiunilial heir 
not be impaired by old age. Plato (427—347 B .C .) referred to dementia 
in advanced age as a reasonable excuse for the commission of cenain 
crimes, but Hippocrates (460.^-377.^ B .C .) did not include it among 
his inventory of mental disorders, most likely because senile dementia 
was considered a routine part of the aging process (Torack 1983).

In the first century A.D. the Roman medical writer Celsus intro­
duced the terms delirium and dementia in his work De medkina (Cohen 
1983b). The Roman physician Galen (A.D. 129—199) added *mo- 
rosis’' (dementia) to the list of medical diseases and specified old age 
as one of the situations in which it occurred. Galen was not wholly 
translated into Latin until the fourteenth century but by that time 
the mind was thought to be located in the heart or diaphragm and 
mental disturbances were thought to be a manifestation of witchcraft 
(Torack 1983).

In the sixteenth, seventeenth, and eighteenth centuries the writings 
of medical practitioners noted aspects of what is now called senile
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dementia and referred to symptoms such as forgetfulness, dulling of 
the senses, failing judgment, and return to a child-like state. At the 
turn of the eighteenth century the clinical recognition of dementia 
evolved rapidly and in 1797 Pinel coined the term “demence” (Torack 
1983). But it was Esquirol, a student of Pinel, who first defined 
senile dementia in 1838 (Torack 1983).

In the mid-nineteenth century nosologies became based on specific 
localized disease entities and the belief arose tliat disease left clearly 
identifiable traces on body tissue. As part of this nosological trend, 
physicians began to develop a definition of old age that separated it 
medically from all other age groups. The belief that diseases would 
manifest similar symptoms in all persons was supplanted by the notion 
that diseases would affect people differently according to their stage 
of life. The work of Schwann and Virchow in 1858 reinforced the 
notion of tissue degeneration through their examination of cellular 
structure (Haber 1983). Their work led to the concept that the aged 
were unable efficiently to replace dying cells, resulting in inevitable 
deterioration. Because of an inability to explain or deter this cell 
degeneration, the clinical characterization of the entire stage of se­
nescence began to be viewed as a medical problem. “Growing old 
was itself the source of inevitable organic alterations that constituted 
the pathological state known as old age” (Haber 1983).

Until the development of the cell-degeneration theory of senescence, 
anatomical abnormalities associated with senile dementia remained 
unrecognized. By 1864 W ilks outlined the first definitive description 
of brain atrophy associated with senile dementia that subsequently 
became a regular feature of the pathology of dementia (Torack 1983, 
26). In 1868 Binswanger introduced the term “presenile dementia” 
(Cohen 1983b) and in 1906 the German neuropathologist Alois Alz­
heimer described a characteristic set of clinical and neuropathological 
findings that represented the beginnings of the disease known today 
as Alzheimer’s disease.

In Alzheimer’s description he reviewed the case of a middle-aged 
woman whose symptoms began with memory loss and disorientation 
followed by depression, hallucinations and, within five years, dementia 
and death. Pathological examination of the brain revealed atrophy and 
lesions in the area of the cerebral cortex and an unusual clumping 
and distortion of cortical neurofibrils (Alzheimer 1907). In addition 
to Alzheimer’s orginial case the Italian neuropathologist Perusini, a
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colleague of Alzheimer’s at the Laboratory of Anatomy of the Psy­
chiatric and Neurologic Clinic in Munich reported three additional 
cases of the disease in 1910 (Amaducci, Rocca, and Schoenberg 1986). 
Between 1907 and 1911 a total of 13 cases were reported (Torack 
1978).

Emile Kraepelin, one of the foremost organic psychiatrists of his 
time, proposed the condition be named after his neuropathologist, 
Alzheimer (Torack 1978; Braceland 1957). In 1910 Kraepelin intro­
duced the condition “Alzheimer’s disease” in the eighth edition of 
his four-volume classic textbook Psychiatric: ein Lehrhuch filr  Studierende 
und Arzte. Amaducci, Rocca, and Schoenberg (1986) have suggested 
that Alzheimer in itially did not believe that the pathological changes 
he identified in the brain of the middle-aged woman represented a 
distinct disease, and that it was Kraepelin who decided to classify 
the pathological changes as a disease separate from senile dementia. 
This interpretation loses some of its plausibility when considering the 
following statement that appeared in Alzheimer’s 1907 article, Uber 
eine eigenartige Erkrankung der Hirnrinde [On a Peculiar Disease of 
the Cerebral Cortex}, published three years prior to the appearance 
of Kraepelin’s endorsement:

Clinically the patient presented such an unusual picture that the 
case could not be categorized under any known diseases. Anatom­
ically the findings were different from all other known disease 
processes. . . .  In summary, we are apparently confronted with a 
distinctive disease process. An increasing number of unusual diseases 
have been discovered during the past few years. These observations 
show that we should not be satisfied to take a clinically unclear 
case and, by making great efforts, fit it into one of the known 
disease categories.

There is also evidence to suggest that Kraepelin was not convinced 
that Alzheimer’s disease was an entity that was entirely separate from 
senile dementia. In his discussion of Alzheimer’s disease in the eighth 
edition of Psychiatric: cin Lehrhuch fu r  Studierende und Arzte Kraepelin 
(1910) notes:

The clinical significance of Alzheimer’s disease is at present still 
unclear. W hile the anatomical findings suggest that this condition
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deals with an especially severe form of senile dementia, some cir­
cumstances speak to a certain extent against this, namely that the 
disease may arise even at the end of the 5th decade. One would 
describe such cases at least in terms of “Senium Praecox,’’ if  not 
more preferably that this disease is more or less independent of 
age.

Alzheimer’s viewpoint that the disease was a distinct entity and not 
an example of the early onset of “senility” was consistent with a 
process known as “abiotrophy” that was popular in the early nineteenth 
century. Abiotrophy referred to a process where it was believed that 
the neural or muscular systems of some people prematurely degenerate 
because of hereditary defects (Gowers 1902). Alzheimer established a 
conceptual distinction between senile and presenile forms of dementia 
that was not evident prior to his work (Torack 1978).

The clinical classification of Alzheimer’s disease as an entity distinct 
from causes of dementia associated with aging was also consistent 
with the conceptualization of senescence that influenced medical think­
ing during the late eighteenth and early nineteenth centuries. Growing 
old was itself considered the source of inevitable organic alterations 
that constituted the pathological state of senescense. The development 
of a theory that suggested that a disease constituted the “early” onset 
of growing old would have been untenable. The importance of this 
medical conception of senescense is central to an understanding of the 
acceptance of Alzheimer’s claim that the pathological changes he 
identified constituted evidence of an independent disease entity (Fox 
1986; Beach 1987).

The distinction between Alzheimer’s disease and senile dementia 
has historically been the subject of debate (Fuller and Klopp 1912; 
Schnitzler 1911; Barrett 1913), partially because of differences in the 
interpretation of the significance of the histological changes (changes 
in cellular structure or organization) associated with the disease. Alz­
heimer was the first to describe the characteristic features of the disease, 
neurofibrillary tangles in the cerebral cortex associated with senile 
plaques, but there has been contention over whether these findings 
represented a distinct disease process.

By the end of 1912 more than 45 articles representing examinations 
of tissue from at least 500 brains appeared in the medical literature 
reporting senile plaques and neurofibrillary tangles in all forms of
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dementing disease (Torack 1978) and similar reports continued well 
into the twentieth century (Critchley 1933; Boyd 1936; Jervis and 
Soltz 1936; Marchand 1940; Newton 1948; Sjogren 1952; Green et 
al. 1952; Thompson 1969; Merritt 1970). Other conditions in which 
they were found included posttraumatic dementia, cerebral arterio­
sclerosis, cerebro-cerebellar arteriolar amyloidosis, amyotrophic lateral 
sclerosis, Down’s syndrome, toxic conditions, dementia pugilisticia, 
postencephalitic Parkinsonism, and phenacetin abuse (Bucci 1963; 
Slaby and W yatt 1974). Data have also been published from autopsies 
of patients with the neurofibrillary plaques and tangles who did not 
exhibit the typical mental deterioration (Gellerstedt 1933).

Alzheimer’s disease has historically been conceptualized as a pre- 
senile form of dementia and its distinction from senile dementia was 
based upon the age of dementia symptom onset. In the case of presenile 
dementia of the Alzheimer’s type, symptoms can be identified between 
40 and 60 years of age while senile dementia was generally used as 
the diagnostic category if the symptoms appeared after the age of 60 
(Roth 1981) or 65 (Katzman and Karasu 1975). As w ill be described 
more fully below, the elimination of age of onset as the criterion 
separating Alzheimer’s disease from senile dementia was one of the 
most crucial developments resulting from increased scientific knowl­
edge regarding the disease.

The suggested elimination of age of onset as the criterion separating 
Alzheimer’s disease from senile dementia was not an example of a 
paradigm shift in the Kuhnian sense for two reasons. First, there were 
questions regarding the validity of the distinction beginning from 
Alzheimer’s first characterization of the disease in 1907, and second, 
subsequent research related to the disease occurred within the confines 
of “normal science” (Kuhn 1970). Rather, it was primarily due to 
the application of newly developing technologies, principally the elec­
tron microscope, to the study of neurological diseases. More impor­
tant, the reconceptualization set the stage for the development of a 
social movement around which awareness of the disease and mecha­
nisms to promote it as an important social and health problem could 
be developed.

In the next section I w ill analyze how a social movement was 
constructed around the phenomenon of Alzheimer’s disease. I will 
utilize McCarthy and Zald’s (1987a) notion of “resource mobilization ”
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to examine the conditions under which Alzheimer’s disease emerged 
from a relatively obscure medical diagnosis to its current character­
ization as a leading cause of death in the United States.

The Emergence of the Alzheimer’s Disease 
Social Movement

A social movement is “a set of opinions and beliefs in a population 
representing preferences for changing some elements of the social 
structure or reward distribution, or both, of a society” (McCarthy and 
Zald 1987). In the case of those involved in mobilizing the Alz­
heimer’s disease social movement, changes in elements of both social 
structure and reward distribution were desired. Social structural 
changes that were, and continue to be, a goal of this social movement 
include shifts in the allocation of health and social service resources 
for persons with the disease and their care givers. The goal of changes 
in reward distribution primarily involve increasing biomedical research 
funds into areas that are directly related to finding methods to retard 
or cure the progression of the disease.

McCarthy and Zald (1987) have developed a resource mobilization 
perspective in an attempt to conceptualize the salient dimensions of 
social movements. This perspective, in contrast to the influential social 
psychological orientations of Gurr (1970), Turner and Killian (1957), 
and Smelser (1963), which assume '‘that shared grievances and gen­
eralized beliefs (loose ideologies) about the causes and possible means 
of reducing grievances are important preconditions for the emergence 
of a social movement in a collectivity” (McCarthy and Zald 1987), 
provides the foreground for the selection of incentives, cost-reducing 
mechanisms or structures, and career benefits that lead to collective 
behavior. The former perspective highlights social psychological fac­
tors relevant to the emergence of social movements while the latter 
emphasizes social structural conditions and processes contributing to 
their emergence. Although I w ill primarily concentrate on examining 
social structural conditions that influenced the emergence of the Alz­
heimer’s disease movement, I w ill also analyze social psychological 
factors such as shared grievances and generalized beliefs that contrib­
uted to the emergence of the movement.

McCarthy and Zald (1987) outline five salient dimensions of re­
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source mobilization theory which help to explain the emergence of 
social movements. These dimensions include: (1) the necessity for the 
aggregation of money and labor resources; (2) the necessity for some 
form of organization to obtain the required resources; (3) the necessity 
of involvement on the part of individuals and organizations from 
outside the social movement collectivity; (4) an understanding of the 
movement of resources away from specific social movements and to­
ward other social movements; and (5) a sensitivity to the costs and 
rewards in explaining individual and organizational involvement in 
social movement activity.

These dimensions of resource mobilization theory primarily focus 
upon structural conditions that influence the emergence of social move­
ments. They w ill be used as guideposts to indicate the salient social 
structural conditions that influenced the emergence of Alzheimer’s 
disease as a social problem which resulted in the creation of a social 
movement. Although the work of biomedical scientists that I will 
discuss in the next section predate the emergence of the Alzheimer’s 
disease movement, their actions provided crucial preconditions that 
facilitated the emergence of the disease as a social and health problem.

The Seeds of a Social and Health Problem

In the early 1960s Robert Terry, then an associate professor of neu­
ropathology at Albert Einstein College of Medicine, Bronx, New 
York, was given the task of applying electron microscope technology 
to the examination of a variety of neurological disorders such as Tay 
Sachs disease and Pick’s disease by Saul Korey, a neurologist and 
neurochemist then at Einstein. Both Terry and Korey were interested 
in investigating human diseases of the nervous system, especially those 
affecting the brain. But the use of an electron microscope required 
obtaining very fresh tissue which meant that brain biopsies were 
necessary. The use of brain biopsies was not (and still is not) a common 
procedure in the United State, but was nonetheless required to obtain 
the needed tissue samples.

But certain constraints to performing brain biopsies were evident. 
First, to minimize the possibility of significantly harming a patient, 
only diseases that were progressive and fatal were selected. Second, 
the disease had to manifest its characteristics throughout the brain 
rather than in a focal area. This was required because to do a biopsy
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the surgeon had to select an area of the brain that was relatively 
accessible and in which the loss of a gram of tissue would not affect 
the patient. Third, the disease had to manifest a structural abnormality 
that could be conclusively diagnosed (R. Terry personal communi­
cation, June 14, 1986).

Few diseases of the brain met these criteria. Certain viral diseases 
did, but Terry and Korey were not interested in examining those 
types of disease because they were the province of microbiologists and 
virologists. Two other major groups of diseases fulfilled these three 
criteria. One group was the storage diseases— such as Tay Sachs dis­
ease—that are inherited disorders in which there is an enzyme defi­
ciency resulting in an inability to metabolize particular lipids. The 
second group were the dementias such as Alzheimer’s disease, con­
sidered at the time to be a rare presenile disorder, and Pick’s disease.

Terry and Korey began examining the storage diseases, especially 
Tay Sachs, and their research was progressing well when Korey died 
unexpectedly. Korey’s death resulted in Terry’s abandoning the ex­
amination of the storage diseases because research into these diseases 
required expertise in neurochemistry, which Korey had provided. 
Terry did not have the resources to hire a lipid chemist, so he aban­
doned his research on storage diseases and concentrated on Alzheimer’s 
disease.

Dr. Terry became aware of an experimental model that could be 
applied to his research on Alzheimer’s disease and this, in conjunction 
with Saul Korey’s untimely death, cemented his research interests:

I was invited to the first Pan American Congress of Neurology in 
Lima, Peru, in the early 1960s. And . . a distinguished exper­
imental neuropathologist spoke about a model for the development 
of vacuolization in neuronal cell bodies. . . .  I had just studied 
and published a few cases of Creutzfeld-Jakob disease . . . and that 
disease is characterized by vacuoles in the neurons. So I was in­
terested in the model. . . I tried the technique . . . and at the 
electron microscopic level they weren’t vacuoles at all. They were 
masses of filaments in the neurons. They looked reminiscent of 
human neurofibrillary tangles. I had a human disease with an 
experimental model. I had no competition, and plenty of things 
to do with it. . . .  These are the sorts of stimuli that lock a 
neuropathologist or an experimentalist into a line of research. I 
found it so fascinating with so many possibilities to look at that
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I gave up all other aspects of research (R. Terry personal com­
munication, June 14, 1986).

As a result of the application of electron microscopy, a perceptibly 
different understanding of the biological structure of Alzheimer’s dis­
ease began to develop (Kidd 1963; Terry 1963). The application of 
this technology occurred within the context of the occupational struc­
ture of academic medicine which rewards productive research and 
publication through various career benefits such as occupational pres­
tige, personal prestige, economic incentives, and economic security 
( i.e ., tenure).

But merely generating knowledge regarding the phenomenon was 
not sufficient to facilitate the emergence of a social movement. It was 
not until approximately ten years later, in the early 1970s, that interest 
in Alzheimer’s disease began to develop beyond the relatively limited 
confines of the group of scientists involved in neuroscience research 
related to the disease. The development of increased awareness of 
Alzheimer’s disease signalled the beginning of the elevation of the 
disease to the level of a significant social and health problem.

The spread of interest in the disease beyond the scientific community 
coincided with the development of a social infrastructure that was 
critical for the mobilization of the Alzheimer’s disease social move­
ment. Social infrastructures within a society (e .g ., economic, religious, 
political, scientific) refer to “preexisting structures of organization and 
communication that characterize cohesive, on-going, face-to-face 
groups’’ (McCarthy and Zald 1987). Preexisting structures of orga­
nization and communication can include preexisting ties, commu­
nication networks, secondary relations, and indigenous organized 
strength (McCarthy 1987).

The most notable social infrastructure for the development of the 
Alzheimer’s disease movement was the scientific infrastructure pro­
vided by the National Institutes of Health (NIH). W ith the creation 
of the NIA a component of the existing scientific infrastructure pro­
vided by the NIH was added that provided the economic, labor, and 
political resources necessary for the characterization of Alzheimer’s 
disease as a social and health problem of significance. A central reason 
for this was that the leadership within the NIA recognized the im­
portance of a disease-specific or “categorical” approach to increasing 
funding for biomedical research.
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The categorical approach to funding biomedical research has been 
a strategy effectively developed and used by Mary Lasker and Florence 
Mahoney in the late 1940s. The efforts of these two women in the 
post-World W ar II period were largely responsible for the emergence 
of the NIH from a relatively obscure division of the Public Health 
Service, primarily involved in cancer research, to the world’s largest 
medical research center. They introduced modern advertising tech­
niques to fundraising and subsequently developed key allies in Con­
gress who would support biomedical research (Starr 1982). Although 
mass fund raising for medical research was already an extremely suc­
cessful tool in the 1940s and biomedical research had emerged as 
popular cause in the 1930s, Mahoney and Lasker contributed signif­
icantly to increasing funding for medical research from Congress, 
especially for cancer research (Rettig 1977). Their activities were 
guided by two convictions. First, the American people would actively 
support increases in funding for medical research when the benefits 
of such activity were dramatized. Second, the federal government 
must be a major participant in the on-going support of medical 
research (Strickland 1972).

The legitimacy of biomedical research in the post-Second World 
War period was directly related to research successes during the war 
years such as finding a substitute for quinine in the treatment of 
malaria (the Japanese had seized the sources of quinine in the Pacific), 
isolating therapeutically useful derivatives for blood, and improving 
the strains and media for producing penicillin. But a major postwar 
research success, and probably the most influential in terms of ce­
menting the public’s faith in medical research, was the development 
of the Salk and Sabin vaccines for polio in the early 1950s (Starr 
1982).

It was within this historical environment that support for biomed­
ical research expanded dramatically, reflected in the NIH’s rapid 
budget growth in the 1950s and 1960s. In 1950 the NIH budget 
was $46.3 million and by I960 it had increased to $400 million 
(Starr 1982). In the late 1960s the rate of the NIH budget growth 
began to decline as federal priorities in health were shifted from 
research to medical training and the delivery of health services (Rettig 
1977). The primary exceptions to these reductions in the NIH budget 
growth during the late 1960s and early 1970s were funds allocated 
for the National Cancer Institute through the National Cancer Act
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of 1971 and funds for the National Heart and Lung Institute through 
the National Heart, Lung and Blood Act of 1972. The National 
Cancer Act increased the already-existing pressures toward categorical 
research appropriations and was the legislation after which the Na­
tional Heart, Lung and Blood Act of 1972 was patterned (Rettig 
1977). By 1984 the NIH budget had grown to $4.4 billion (U.S. 
Department of Health and Human Services 1984a).

Prior to the emergence of the NIA other institutes within the NIH, 
most notably the National Institute of Neurological and Communi­
cative Disorders and Stroke (NINCDS) and the National Institute of 
Mental Health (NIMH), served as the social infrastructure that was 
crucial to the subsequent mobilization of the Alzheimer’s disease 
movement. These were the primary resource (e .g ., facilities, funding, 
and labor) bases scientists in itially utilized to increase knowledge of 
Alzheimer’s disease. As I noted earlier, the arena in which much of 
the research activity occurred was academic medicine and included 
labor related to obtaining grants, conducting research, and dissemi­
nating research findings through conferences and publications. Re­
searchers working in academic medicine subsequently emerged as some 
of the most avid supporters and directors of the Alzheimer’s disease 
movement.

One of the most notable advocates for Alzheimer’s disease research 
was Dr. Robert Katzman. He was a neurologist, who in the late 
1950s, was working with Dr. Korey at Albert Einstein College of 
Medicine as a postdoctoral fellow. At the time Katzman was involved 
only peripherally in Alzheimer’s disease-related research. In the 1960s 
Katzman’s primary research interest was examining another dementing 
illness, normal pressure hydrocephalus. (Hydrocephalus is a condition 
characterized by an abnormal increase in the amount of fluid in the 
cranium that causes an enlargement of the head, deterioration of the 
brain, and cognitive impairment. The phenomenon was described by 
Hakim and Adams (1965) and Adams et al. (1965) and its manifes­
tations include gait disturbance, progressive dementia, and, later, 
urinary incontinence.) He found, however, that when “we did biopsies 
on them [patients with suspected normal pressure hydrocephalus} 
it turned out that a lot of them really didn’t . . . have normal pressure 
hydrocephalus, they had Alzheimer’s disease’’ (R. Katzman personal 
communication, November 12, 1985).

These findings stimulated Katzman’s interest in studying Alz­
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heimer s disease, and in the early 1970s he began to work clinically 
with Dr. Terry on Alzheimer’s patients. In addition to scientific 
curiosity and the desire to further his career through research, his 
mother-in-law had been diagnosed as having the disease. This was a 
major motivating factor behind both his scientific and personal in­
volvement in this area.

In 1974 Katzman was also attempting to organize an Alzheimer’s 
lay organization in New York City that would expand interest in the 
disease beyond the handful of scientists working in the area. At the 
time he was unsuccessful in establishing the organization because of 
the lack of interest on the part of individuals whose involvement was 
crucial for the development of an organizational structure that could 
procure financial and labor resources to mobilize the Alzheimer’s 
disease social movement.

In 1974, because of his interest in dementia generally and Alz­
heimer’s disease specifically, Katzman prepared a paper for presentation 
at the Houston Neurological Symposium sponsored by the University 
of Texas Health Science Center in Houston. In that paper Katzman 
discussed the general topic of the differential diagnosis of dementia:

And as I started to think about it I looked up some of the epi­
demiological information about dementias and I knew from the 
pathologic data that was coming out that about 50 to 60 percent 
of the cases had Alzheimer’s disease. And I did some simple pro­
jections and started to make some estimates (R. Katzman personal 
communication, November 12, 1985).

In the paper that Katzman had prepared in conjunction with Toksoz 
Karasu (1975), two suggestions were made that emerged as crucial 
in altering the biomedical conceptualization of Alzheimer’s disease by 
recommending the elimination of the historical distinction between 
Alzheimer's disease and senile dementia. The first suggestion, which 
Katzman estimated from existing epidemiological data, was that "se­
nile dementia” was the fourth leading cause of death in the United 
States. The second suggestion, based on the work of Ralph Terry and 
other researchers, was that senile dementia and Alzheimer’s disease 
were the same entity: “W e should like to make the suggestion, 
simplistic as it may be, that we should drop the term ‘senile dementia’ 
and include these cases under the diagnosis of Alzheimer s disease” 
(Katzman and Karasu 1975, 106).
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In that same year the National Institute on Aging was established 
by the Research on Aging Act of 1974 (Public Law 92-296) to develop 
“a plan for a research program on aging designed to coordinate and 
promote research into the biological, medical, psychological, social, 
educational, and economic aspects of ag in g .” The advocates and sup­
porters of an institute devoted to aging research, including Florence 
Mahoney, had encountered numerous obstacles to the creation of an 
aging institute. In the 1960s and 1970s opponents of a separate 
institute for aging research claimed that there were inadequate num­
bers of competent investigators interested in aging research, that too 
many institutes were proliferating, and that the NIH was already 
supporting an adequate aging research effort (Lockett 1983).

Although Florence Mahoney supported the idea of an aging insti­
tute, she could not interest Mary Lasker in the idea, primarily because 
Mrs. Lasker felt that solving the problems of cancer and heart disease 
would solve the problems of aging. There were also conflicts among 
the groups that supported the creation of an institute devoted to 
research in aging. Florence Mahoney felt strongly that the new in­
stitute should focus solely on biomedical research because to devote 
resources to psychosocial and behavioral research would dilute resources 
available for biomedical research. Mrs. Mahoney’s position was in 
direct opposition to many of those involved in gerontological issues 
and research who favored a broader focus for the institute that would 
include the examination of all aspects of the aging process (Lockett 
1983).

A compromise was reached between those supporting a narrowly 
defined focus on biomedical research and those supporting a broader 
mission including psychosocial and behavioral research. The final bill 
that was passed by Congress (H .R. 14424) retained the language of 
the Senate version of the bill calling for biomedical, social, and 
behavioral research. President Nixon vetoed the bill, however, in his 
interest to reduce the size and complexity of the federal government. 
In 1973 the bill was reintroduced essentially unchanged and was again 
passed by Congress in 1974. The bill was sent to President Nixon’s 
desk slightly less than two months before he would leave office as a 
result of Watergate. Not wanting to further alienate a Congress that 
was involved in considering his impeachment, Nixon signed P.L. 93- 
296 on May 31, 1974 (Lockett 1983).

Two years after the passage of the legislation that created the NIA
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an editorial written by Katzman appeared in the April 1976 Archives 
o f Neurology, In this editorial he reiterated his projections that Alz­
heimer’s disease ranked as the fourth or fifth most common cause of 
death in the United States:

Essentially what I was doing in this editorial was taking things to 
their logical conclusion. . . . All I did was say if, in fact, half of 
the cases of senile dementia are due to Alzheimer’s disease, and if 
you project the number of cases of senile dementia on the basis of 
community studies to our population of over 65 today, then it 
becomes a major public health problem and we have to start dealing 
with it. . . .  I was simply making a logical extension. . . . People 
were sort of aware of it, but . . . hadn’t done that simple logical 
extension at that time. And so I was excited about the importance 
of it (R. Katzman personal communication, November 12, 1985).

These relatively simple projections would be echoed in subsequent 
political activities and, tied to estimates of long-term care costs for 
the institutionalized elderly, would emerge as one of the primary 
justifications for increasing federal support for Alzheimer’s disease 
research. The importance of this editorial in focusing attention on 
the problem of Alzheimer’s disease was stressed by Katzman: ‘'I think 
there’s no question that that’s my major contribution. Of the 115 
papers I’ve written, that two-page editorial is clearly the most im­
portant” (R. Katzman personal communication, November 12, 1985).

By suggesting an identity between senile dementia and Alzheimer’s 
disease, Katzman was able to increase by many times the number of 
potential cases of Alzheimer’s disease in the general population. This 
suggestion also challenged the assumption of inevitable cognitive de­
cline associated with growing old. “Senility” became tied to a specific 
disease (i.e ., Alzheimer’s disease) and was disassociated from the com­
monly held belief that growing old itself caused dementia. These 
projections formed the catalyst both for subsequent efforts to define 
the disease as a major social and health problem, and to mobilize 
resources to address the defined problem. Katzman was the first “issue 
entrepreneur” (McCarthy and Zald 1987) for the Alzheimer’s disease 
cause.

In that same year a director for the NIA was hired, but finding a 
director for the new institute proved to be a difficult task. Florence 
Mahoney and NIH officials were seeking a biomedical scientist for
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the director position but no suitable candidates were w illing to take 
the job. Frustrated by this state of affairs, Mrs. Mahoney began to 
consider other possibilities. Dr. Robert N. Butler, a practicing clinical 
psychiatrist and gerontologist, was on the early list of possible can­
didates for the director position but had not made the final list. After 
reading his Pulitzer Prize-winning book Why Survive? Being Old in 
America (1975), Mrs. Mahoney met with him and was impressed by 
his wide range of interests and knowledge. She recommended him 
for the position to NIH officials and with the backing of Arthur 
Flemming, an influential Department of Health, Education and Wel­
fare insider, he became director of the NIA on May 1, 1976 (Lockett 
1983).

As the first director of the NIA, Robert Butler was interested in 
the importance of countering public misconceptions about "senility.” 
He had been a practicing psychiatrist and brought with him an interest 
in correcting public misconceptions that not every elderly person is 
functionally and cognitively disabled, and that there are many con­
ditions that lead to dementing disorders or memory loss which are 
not necessarily natural aspects of aging. It was also his desire to correct 
the misconception that all such problems were irreversible.

Butler was interested in the nervous system and felt that research 
in the areas of neuroscience and neurobiology were essential if progress 
was to be made in understanding abnormal cognitive changes asso­
ciated with old age. Because the NIA did not have the resources to 
support significant research in this area at the time, Butler saw that 
these goals could potentially be attained through collaborative efforts 
with the NIMH and the NINCDS. Both institutes had programs 
concerned with examining central nervous system functions and aging 
and had funded research over the years that was related to Alzheimer’s 
disease. At the time Butler’s interest

. . . began not so much with the name Alzheimer’s disease, but 
the question of central nervous system functioning and aging back 
in 1953 and 1954 and 1955. I had occasion to work with the 
National Institute of Mental Health . . . [in] measuring blood flow 
oxygen consumption. . . . We looked at the normal, healthy aged 
in state hospital populations. . . .  It was intriguing that normal, 
healthy people, out of keeping with the expectations, [showed] no 
dramatic changes. In fact, blood flow and oxygen consumption were 
essentially the same in younger people.
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[Subsequently} I . . . personally became interested in nursing 
homes and the character of the people in them, and it was very 
obvious, in both mental hospitals and nursing homes, that there 
were a huge number of elderly people with brain disease. So it 
didn’t take much for me to get interested in Alzheimer’s disease 
(R. Butler personal communication, May 23, 1986).

When established, the NIA was struggling to identify an area into 
which it could direct research efforts. In the initial stages the NIA 
was

. . . attempting to define the scope of the institute’s research agenda 

. . . and began to develop a major program plan entitled: “Our 
Future Selves.’’ The planning process started as soon as the NIA 
was created. In fact, the process was already in place before Butler 
came on board. . .

In the early years, one of the many problems the NIA faced was 
a lack of focus in its research agenda. The institute tried to stimulate 
too many initiatives at the same time. At one time, it had as many 
as 12 research priorities. This shotgun approach to program de­
velopment did not work well (Z. Khachaturian personal commu­
nication, April 16, 1986).

As has historically been the case for other institutes within the NIH, 
it was important for the NIA to develop areas of research specialization. 
From the beginning the NIH resisted a separate institute for aging 
research for a number of reasons. First of all, the NIH argued against 
duplication of administrative services and costs, and was against the 
proliferation of research. Second, the NIH was skeptical of the pos­
sibilities of major breakthroughs in understanding the complex process 
of aging. Third, opposition to the development of a separate institute 
for the study of aging was evident from the wider scientific com­
munity. In addition to the conservatism of scientists in general, and 
the categorical disease orientation of biomedical researchers, there was 
fear that funds for aging research would divert funds from other 
established research areas. This intensified the opposition from the 
scientific community at large (Lockett 1983).

The National Institutes of Health and Alzheimer's Disease

After the publication of his editorial in 1976 Katzman and Terry 
corresponded with Dr. Donald Tower, then director of the National
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Institute of Neurological and Communicative Disorders and Stroke 
(NINCDS). He had also known Tower from previous neuroscience 
projects in which he was involved that had been funded by the 
NINCDS and had collaborated with Tower in writing a textbook of 
neurochemistry in 1969- NINCDS funding supported Dr. Terry’s 
early work which resulted in the application of the electron microscope 
to the study of degenerative neurological diseases, and he had received 
a project grant specifically to study Alzheimer’s disease in 1977.

In a letter that was sent to Tower on April 20, 1976, a copy of 
Katzman’s editorial was enclosed along with the suggestion that a 
conference be held to discuss the problem of dementia. The letter 
outlined gaps in knowledge that currently existed in relation to Alz­
heimer’s disease. Also of importance was the following statement: 
“Specific congressional interest in research in such areas as stroke and 
head injury has been successful in developing centers of investigations; 
perhaps the same techniques should be applied to Alzheimer and 
related diseases” (letter from R. Katzman and R. Terry to D. Tower, 
April 20, 1976).

A disease-specific orientation had been instrumental in the creation 
of the National Cancer Institute (Strickland 1972; Rettig 1977) as 
well as in the creation of other institutes within the NIH. For the 
emerging problem of Alzheimer’s disease, the NINCDS had in Tower 
a director who evidenced a concern with the scientific and public 
health problems that Katzman had outlined. Even more important, 
the neurology institute (as well as the NIA and the NIMH) provided 
the social infrastructure to facilitate the interaction of scientists for 
the purpose of discussing and defining problems with their current 
understanding of the disease. Less than ten years after Katzman and 
Terry sent their letter to Tower to organize this conference, Alz­
heimer’s Disease Research Centers were established under NIA 
sponsorship.

Tower agreed that dementia was a public health problem and 
suggested that Katzman and Terry organize a conference to bring 
“appropriate authorities from around the world” to present the status 
of current research in this area and to identify areas where research, 
information, and resources were needed (letter from D. Tower to R. 
Katzman, May 6, 1976). In Tower’s view the conference (which was 
subsequently expanded into two conferences) was to serve two pur­
poses. First, to provide the NINCDS with information for “program­
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ming and allocation of resources” and, second, to stimulate the in­
terests of program participants as well as others in this problem. A 
copy of the letter was sent by Tower to Robert Butler in order to 
“coordinate their interests (NIA) and ours both in the program of the 
conference as well as the subsequent courses of action arising from 
the conference” (letter from D. Tower to R. Katzman, May 6, 1976).

The conference, entitled “Alzheimer’s disease— senile dementia and 
related disorders” was held in June 1977, was cosponsored by the 
NINCDS, the National Institute for Mental Health (NIMH), and the 
NIA, and focused on biomedical research (U.S. Senate Special Com­
mittee on Aging, 1979). This conference stimulated “new research 
on the causes and prevalence of senile dementia as well as the options 
for research on treatment approaches” (U.S. Department of Health 
and Human Services 1981; Katzman, Terry, and Bick 1978).

These were the first of a number of subsequent collaborative con­
ference efforts between the NINCDS, the NIMH, and the NIA that 
focused on biomedical research issues related to dementia (U.S. De­
partment of Health and Human Services 1981). These and similar 
conferences were important aspects of the scientific infrastructure pro­
vided by the NIH in that they provided an arena in which participants 
could explore research problems and cement mutual interests in fur­
thering dementia-related research. The increasing involvement of the 
National Institutes of Health in the area of Alzheimer’s disease research 
was crucial for the subsequent success of the Alzheimer’s disease 
movement because it provided a preexisting arena in which the ag­
gregation of money and labor could be mobilized to support further 
investigation into the characteristics of the disease.

One of the most important outcomes of the June 1977 conference 
for the incipient Alzheimer’s movement was the urging by Robert 
Butler of the formation of a “voluntary health organization devoted 
to Alzheimer’s disease and related disorders” (letter from R. Katzman 
to J . Stone, May 23, 1979). This connection with the NIA was 
subsequently to emerge as a critical factor in mobilizing economic, 
political, and labor resources to create an organizational structure to 
obtain the necessary resources to mobilize the incipient Alzheimer’s 
disease movement. The creation of an Alzheimer’s disease movement 
was also important for increasing the legitimacy of the NIA within 
the NIH. This was because of the need for a social collectivity that 
could organize to advocate for increasing funding for a disease that
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the NIA could call its own. The disease-specific approach had worked 
for other institutes within the NIH and it was possible that it could 
work once again. Although the NIA would provide the necessary 
organizational structure for biomedical research development, it was 
not the structure necessary to sustain a constituency to advocate for 
increased Alzheimer's disease research funding. The creation of an 
organization that could mobilize and sustain such a constituency for 
advocacy purposes was crucial if  Alzheimer's disease research efforts 
were to multiply.

The National Institute on Aging and Alzheimer's Disease: 
Categorical Funding and Alliances for Dread Disease

W hile Dr. Butler helped to facilitate the cooperation of other institutes 
within the NIA around activities related to Alzheimer's disease, he 
Was also aware of the need for the NIA to develop a disease-based 
research focus. To this end, Zaven Khachaturian was hired by Butler 
in 1977 to establish the Neurobiology of Aging program. Khacha­
turian was a neurobiologist with a long-standing interest in the neu­
rochemistry of the brain, and was acutely aware of the importance of 
increasing NIA visibility within the NIH, as well as providing a 
more directed approach for NIA research activities. He began to focus 
efforts on research concerned with cognitive changes associated with 
aging “because there was a vacuum, not much was being done, no 
one else was focusing on them" (Z. Khachaturian personal commu­
nication, April 16, 1986).

By 1978 the Neurobiology of Aging program was underway with 
a focus on the biological basis of cognitive changes in normal aging. 
In an attempt to establish the credibility of the program, Khachaturian 
designated as his task convincing scientists who were well known in 
their respective fields to submit proposals to the NIA for projects 
related to the biological basis of cognitive changes in normal aging. 
As no special funds were allocated for research into Alzheimer’s disease 
or neurobiology at the time, the burden was on Khachaturian to 
convince Butler that these were areas worth investigating:

The only way I could develop a viable program was by increasing 
the number of approved projects that could compete successfully 
against other more established programs. The way to accomplish
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that goal was to work with the scientific community and attract 
them to be interested in the problems associated with the aging 
nervous system. So the principal task was to find good scientists 
who could be turned on by neurobiology of aging and Alzheimer’s 
disease research (Z. Khachaturian personal communication, April 
16, 1986).

While Khachaturian facilitated the involvement of the biomedical 
research community in Alzheimer’s disease, Butler primarily focused 
his efforts on representing the NIA to Congress and in developing a 
public constituency to be an advocate for the Alzheimer’s disease 
research cause. Butler was aware of the existence of a number of 
grassroots organizations devoted to addressing issues associated with 
caring for brain-impaired persons. But the organizations were geo­
graphically dispersed and were primarily focusing activity in their 
local areas. W hat was needed was a catalyst to bring their individual 
group efforts into focused collective action.

In the late 1970s the lay organization Katzman had attempted to 
organize in 1974 materialized as he was finally able to obtain the 
legal assistance that he had failed to secure earlier. The creation of 
this organization was instrumental in providing the structure needed 
to facilitate resource (i.e ., labor and money) aggregation for the Alz­
heimer’s disease movement. In December of 1978 the Alzheimer’s 
Disease Society, which Katzman had begun in conjunction with Mr. 
Lonnie W ollin, a New York City attorney, received it ’s tax exempt 
status notification. Katzman had approached W ollin in 1974 to assist 
in establishing the society, but as W ollin remarks:

Though I was legally able to, and had the legal knowledge to do 
so, I just did not go ahead with it. It wasn’t until the third member 
of my family died of Alzheimer’s that . . .  we proceeded to form 
the Alzheimer’s Disease Society (L. W ollin personal communica­
tion, June 6, 1986).

In February of 1979 Katzman requested and obtained $3,000 from 
Dr. Jack W ilder, a professor of psychiatry at the Albert Einstein 
College of Medicine and a colleague of Katzman’s, to begin the 
activities of the Alzheimer’s Disease Society.

The next step was to organize a board of directors for the society. 
Katzman’s colleague, Robert Terry, asked Jerome Stone, a successful
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Chicago businessman, if he would be w illing to sit on the Lay Board 
of Directors for the organization (letter from R. Terry to J . Stone, 
March 15, 1979). A number of years earlier Terry had met Stone, 
whose wife had been diagnosed as having the disease, and at that 
time the two had discussed the need for a society dedicated to Alz­
heimer’s disease. Stone was interested in such an organization because 
of the difficulties he experienced in obtaining accurate information 
concerning his wife’s illness:

Frankly, we didn’t know what this thing was, we just went around 
from our family doctor who then said, well, sounds like this could 
be a little  bit of depression. I think maybe she could use some 
counseling, psychotherapy and, you know, just give her a lot of 
loving and affection and everything w ill be all right. Common, he 
says, in women whose children have left the nest, post-menopausal 
and so on. So you see, we found that regular family physicians, 
internists, really did not know what Alzheimer’s disease was. . . .

There was no literature on Alzheimer’s disease, certainly no 
literature for the layman, there was no technical training for doctors, 
neurologists, anything. There were no nursing aides for Alzheimer’s 
and, consequently, we were in a vacuum (J. Stone personal com­
munication, October 30, 1986).

Terry outlined the goals of the society (i.e ., information dissem­
ination to physicians and families and encouragement and support of 
research) and, in addition to requesting that Stone be on the society’s 
Lay Board, asked for his assistance in “getting this Alzheimer’s Disease 
Society started toward an effective role in this country” (letter from 
R. Terry to J .  Stone, March 15, 1979). Stone subsequently agreed 
to be on the Lay Board (letter from R. Katzman to J . Stone, May 
23, 1979) and in May of 1979 Katzman expanded upon the two goals 
of the society briefly mentioned in Terry’s earlier letter. The central 
focus of the society was the support of biomedical research in the area 
of Alzheimer’s disease. As Katzman noted:

The goals of the Alzheimer’s Disease Society are to provide education 
to the public and information to the medical profession. . . . The 
major objective of the Society, however, is to support research in 
Alzheimer’s disease and related disorders both by giving direct 
research support to scientists and by using whatever leverage may 
be developed to help increase the [funds from the] National In-
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stitutes of Health for this disease (letter from R. Katzman to 
J . Stone, May 23, 1979).

At the same time Katzman, at the suggestion of Robert Butler, 
requested Florence Mahoney to join the Lay Board of the society “in 
response both to Dr. Butler’s statement [made at the 1977 interna­
tional research conference] and to the urging of relatives of patients 
and interested physicians” (letter from R. Katzman to F. Mahoney, 
March 26, 1979). As noted earlier, Mrs. Mahoney was instrumental 
in hiring Butler as the director of the NIA and she had a long­
standing interest in health issues, including birth control, mental 
health, and biomedical research. Another connection that supported 
Katzman’s request for Florence Mahoney’s assistance was through Dr. 
F. Marott Sinex, a biochemist at Boston University, who was involved 
with the society as a member of the Medical and Scientific Advisory 
Board. Sinex had long been involved in aging research and had been 
a strong advocate for creating the NIA and for increased federal 
funding for aging research. He had a continuing association with 
Florence Mahoney in their related activities which ultimately led to 
the creation of the NIA (Lockett, 1983). To increase awareness of the 
scientific community in the newly formed society, Katzman was able 
to have an announcement published in the journal Neurology which 
noted that “the interest of the neurological community in this or­
ganization would be greatly appreciated” (letter from R. Katzman to 
L. Rowland, May 14, 1979).

There were a number of sim ilar “grassroots” groups organized in 
diverse geographical regions of the United States that were also fo­
cusing on problems associated with brain-impaired persons. In ad­
dition to Katzman’s group (Alzheimer’s Disease Society) in New York, 
there were organizations in California (Family Survival Project), Wash­
ington (Alzheimer’s Support Information Service Team [ASIST]), 
Pennsylvania (Chronic Organic Brain Syndrome Society [COBSS]), 
Ohio (Alzheimer’s Disease Association), Massachusetts (Massachusetts 
Society against Dementia), and Minnesota (Association for Alzheimer’s 
and Related Diseases [AARD]).

Three of these groups were started by scientists who were present 
at the 1977 conference organized by Katzman and Robert Terry at 
which Robert Butler urged the formation of a voluntary organization 
dedicated to Alzheimer’s disease and related disorders. The others
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were started by family members whose relatives had Alzheimer’s dis­
ease or a related disorder and who had repeatedly experienced diffi­
culties in obtaining accurate diagnoses as well as financial, emotional, 
medical, and social support. Such experiences were a common mo­
tivating force behind the development of these local organizations. 
These experiences represented the “shared grievances’’ and deprivation 
that was a primary social psychological motivation behind family 
members’ willingness to form an organization to mobilize collectively 
to address the problems they were facing. Many of the family members 
had been so devastated emotionally and financially by having to care 
for a loved one with the disease that the benefits of organized action 
outweighed the costs associated with such action.

Robert Butler was instrumental in bringing these groups together 
because in his view they had to organize into a national group to be 
effective. He was also interested in claiming Alzheimer’s disease as 
one of the major research areas for the NIA so that funding for research 
into this disease would be channeled through his newly formed 
organization:

I decided that we had to make it [Alzheimer’s disease] a household 
word. And the reason I felt that, is that’s how the pieces get 
identified as a national priority. And I call it the health politics 
of anguish. People don’t die from basic research, they don’t suffer 
from basic research. They suffer from specific diseases (R. Butler 
personal communication. May 23, 1986).

Butler was implementing what he knew was an appropriate strategy 
to secure budgetary increases for the NIA. Targeting a specific disease 
for research efforts had historically been an effective technique to secure 
public support and funding for the NIH.

On October 29, 1979, Butler, in conjunction with Donald Tower 
at the NINCDS, persuaded representatives from these groups to come 
to Washington for a meeting. Butler had arranged for representatives 
of the Epilepsy Foundation to attend the meeting to emphasize the 
importance of combining into a single national organization to be 
effective. It was at this meeting that the foundation for a national 
Alzheimer’s disease advocacy organization (later known as the Alz­
heimer’s Disease and Related Disorders Association [ADRDA] and 
then the Alzheimer’s Association) was laid.

A point of contention emerged at this first meeting which would
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subsequently threaten the stability of the organization and would re- 
emerge as a critical issue throughout the formative stages of the 
movement s development. As Martha Fenchak Bell, representing the 
Organic Brain Syndrome Society of Pittsburgh at the time, notes:

we had . . . two . . . agendas coming to this national meeting, 
the medical community and the consumers. And both had very 
specific agendas that they wanted addressed and obviously the med­
ical community, because of their interest, wanted very much to 
have a cure, a treatment, and medications developed for the disease 
to be halted. And as consumers my group came from a back­
ground of grassroots needs and concerns of the family which is 
there’s no money out there for reimbursement of this illness, every­
one is going bankrupt, there are no services, and we’ve got to 
change this. . . .

And there was a great deal of suspicion on both sides that each 
agenda wouldn’t be dealt with appropriately. . . . Even though 
everybody had these very strong concerns about what we wanted, 
we all felt . . . that this would be our best chance of dealing with 
all the problems (M. Fenchak Bell personal communication, Oc­
tober 30, 1986).

This meeting resulted in the passage of several resolutions that 
would ultimately have great impact in determining the subsequent 
development of the organization. In addition to the creation of the 
organization’s name, it was agreed that a subsequent national board 
meeting be held where one representative from each of the seven 
organizations would attend and bring “the name of a public figure 
from their geographic area whose stature could be used as a drawing 
card for the national association’’ (memo from L. W ollin to ADRDA 
board members, December 29, 1979). This was crucial because public 
figures could facilitate both financial and labor resource aggregation. 
Jerome Stone and Florence Mahoney were designated as public mem­
bers of the board and Katzman and Dr. Carl Eisdorfer, then professor 
and chair of the Department of Psychiatry at the University of Wash­
ington and associated with the Alzheimer Support, Information and 
Service Team from Seattle, were to be invited to attend the board 
meeting as nonvoting advisors (memo from L. W ollin to ADRDA 
board members, December 29, 1979).

The first National Board meeting was held on December 4, 1979, 
in Chicago. The meeting resulted in the designation of the organi­
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zation’s board members; Jerome Stone was elected president of the 
board and representatives from the original seven organizations that 
had attended the NIA-sponsored meeting two months earlier consti­
tuted the first ADRDA Board of Directors. The broad goals for the 
national organization had been outlined at the in itial meeting in 
Washington and included coordination, education, family support, 
research for disease prevention, public policy, advocacy, organizational 
development, and fundraising.

The promotion of biomedical research by the newly formed orga­
nization emerged as one of the primary interests of Dr. Katzman. A 
Medical and Scientific Advisory Board was established and was co­
chaired by Katzman and Eisdorfer, both of whom were also appointed 
as voting members of the organization’s Executive Committee. The 
function of the advisory board was to review and recommend funding 
for research starter grants that could be given by ADRDA (minutes 
of the meeting of the ADRDA Board of Directors, December 4, 
1979).

A Public Policy and Advocacy Committee was also formed with 
Dr. Sinex and Mrs. Mahoney as cochairpersons but no action was 
taken at that time. It was noted, however, that “by contacting a few 
members of the House and Senate Appropriations Committee, funds 
could be obtained. But it was stated that care must be taken because 
Congress is not receptive to a ‘Disease of the Month’ concept” (minutes 
of the meeting of the ADRDA Board of Directors, December 4, 
1979).

Organizational development slowed when internal disagreements 
regarding ADRDAs structure and purposes emerged during attempts 
to develop and ratify by-laws. The conflict, which was originally voiced 
by representatives from the Family Survival Project in San Francisco, 
revolved around the difficulty in accepting the narrow focus of Alz­
heimer’s disease for the lion’s share of the organization’s efforts.

Robert Katzman, as a member of ADRDAs Medical Advisory Panel, 
recommended that the major efforts of ADRDA in the areas of public 
information and research be targeted toward Alzheimer’s disease. This 
reflected the fact that, from a medical point of view, there were a 
wide variety of diseases that could cause dementia and that “to cover 
all these disorders in terms of public information or research would 
dissipate any potential resources we m ight accumulate” (letter from 
R. Katzman to J . Stone, May 28, 1980). The dissipation of resources
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was a central issue because of the desire to focus advocacy efforts on 
increasing biomedical research funding for Alzheimer’s disease.

Katzman’s viewpoint was that the services of ADRDA-sponsored 
family support groups should be made available to anyone, regardless 
of disease. Public education and scientific research, however, was a 
different matter. His view was that these activities should focus only 
on Alzheimer’s disease and a lim ited number of researchable related 
disorders which might illum inate the characteristics of the disease.

This disagreement emerged from the differing interests from which 
each party approached the functions and responsibilities of such an 
organization. Similar disagreements had occurred in the 1979 meeting 
in Washington. As a researcher, Katzman was an advocate for tar­
geting scarce resources that would benefit the cause of biomedical 
research to a specific disease entity that could be studied scientifically. 
But other participants in the social movement were advocating for a 
broader focus because of personal experiences of caring for relatives 
with cognitive disabilities and a desire to obtain assistance for people 
with brain impairments and their care givers.

The organizational focus on funding biomedical research projects 
was again raised during a subsequent meeting of the ADRDA board 
held in Chicago on June 5, 1980. Anne Bashkiroff, representing San 
Francisco’s Family Survival Project, ‘‘stated that her group would not 
want the national organization to issue direct grants [for research] but 
to advocate others to allocate funds” (minutes of the meeting of the 
ADRDA Board of Directors, June 5, 1980) again reflecting the in­
terests of care givers in focusing the movement’s efforts toward ob­
taining needed assistance to care for a brain-impaired person. Although 
the goals of the organization formally accommodated a wide variety 
of interests, it was clear that biomedical research support and advocacy 
were primary.

But the issue of expanding the organization’s efforts beyond Alz­
heimer’s disease remained the most troublesome problem for the Pitts­
burgh, Seattle, and San Francisco groups. It was clear that Alzheimer’s 
disease was to be the primary focus of the newly formed organization. 
John M itchell, an ADRDA board member from Scottsdale, Arizona, 
stated the importance of this narrow focus: “The name of the game 
is ‘Alzheimer’ and if they [Seattle, San Francisco, and Pittsburgh] do 
not want to play let’s call them out of order and request their with­
drawal. You can sell Alzheimer but you can’t sell alcoholism under
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the title of Alzheimer and it should not be attempted*' (letter from 
J . Mitchell to R. Katzman, Ju ly  15, 1980).

Conflicts regarding the disease-specific focus of the organization 
were not resolved for the San Francisco-based Family Survival Project 
or the Seattle-based ASIST group and they formally withdrew from 
ADRDA in 1980 (minutes of the meeting of the ADRDA Board of 
Directors, August 25, 1980; November 8, 1980). In resource mo­
bilization terms, the conflicts which resulted in a number of the 
original family support groups breaking away from ADRDA reflected 
concern that lim ited resources would be spread too thin (i.e ., toward 
services for patients with a variety of brain impairments and their 
care givers and away from biomedical research for Alzheimer’s disease) 
if the organization did not specifically focus on one disease for advocacy 
efforts. To avoid such occurrences and to retain tighter control over 
chapters’ activities, the National Board subsequently determined that 
all requests for local chapters be forwarded to the National Program 
Development and Membership Committee (minutes of the meeting 
of the ADRDA Board of Directors, August 25, 1980).

Interest in the newly formed organization began to explode after 
a letter from a family member of an Alzheimer’s disease victim that 
outlined the problems inherent in dealing with someone with the 
disease was published in October 1980 in the nationally syndicated 
newspaper column Dear Ahhy, Marian Emr of the NLA Information 
Office had been contacted by Abigail Van Buren’s staff for information 
regarding where a family member could obtain assistance and infor­
mation. She responded to the request by providing the name and 
address of ADRDA. The media coverage gave much greater visibility 
to the emerging organization and resulted in tremendous response 
from the public:

They [ADRDA] had this little  office and they had these boxes full 
of mail containing thousands and thousands of letters because it 
was just untapped. And that really set the thing up. They still 
didn’t have very much money, but it just set things off (R. Katzman 
personal communication, November 12, 1985).

The organization received between 30,000 and 40,000 letters in re­
sponse to the Dear Ahby column. The publication of this letter was 
a turning point in terms of increasing the level of public interest in



Rise of the Alzheimer's Disease Movement 8 7

the disease. It also reflected the potential resource base that could be 
drawn upon to support the movement’s activities. The letters that 
were received provided the fledgling organization with a convenient 
mailing list from which to solicit contributions (minutes of the meet­
ing of the ADRDA Board of Directors, November 8, 1980). The 
dissemination of knowledge of the existence of ADRDA provided an 
explicit focus to direct appeals for assistance from members of the 
public at large. In resource mobilization terms, the public response 
from the publication of the letter in the syndicated column signalled 
the involvement of yet other individuals and organizations outside of 
the Alzheimer’s disease movement that were crucial for the success 
of the enterprise. This event highlighted the importance of involving 
the media in the movement’s activities.

During this period of ADRDAs development (1979—1980), the 
number of projects within the NIA grew and by 1981 the Physiology 
of Aging Branch, of which Khachaturian was chief, accounted for 41 
percent of the NIA’s extramural, training, contracts, and in­
fra/ interagency agreement funds (the greatest proportion of such funds 
ever received by any one NIA program and/or branch/cluster in the 
period of 1978 to 1984) (U.S. Department of Health and Human 
Services 1986). Khachaturian’s lobbying efforts resulted in increases 
in the number of Alzheimer’s disease-related research proposals being 
submitted for NIH peer review.

The reputation of the scientists and the quality of the proposals 
resulted in increasing numbers of NIA proposals being funded. NIA 
funding had increased an average of 39 percent per year in the period 
of 1976 to 1980 (from $19-3 million to $70 million) (U.S. Depart­
ment of Health and Human Services 1984a). This was very important 
for the new institute because it was the basis upon which its credibility 
and legitimacy grew both within the NIH and Congress. A research 
area had been identified for the Neurobiology of Aging program, but 
the work of attracting key researchers was crucial

because the first question that . . the Congressional staff asked 
us was whether we had the scientific manpower to do the work. 
. . .  In ’78—’79 I could not, without hesitation, say yes, there are 
many scientists waiting to work on good scientific leads. W e had 
to have a number of productive investigators working on promising 
leads to convince Congress that an investment in Alzheimer’s disease 
would produce viable results and that this area of science could
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make reasonable progress. . . . The key elements in building a 
successful national program of research was the presence of a critical 
mass of scientists interested in this area and the possibility that a 
credible scientific story would emerge (Z. Khachaturian personal 
communication, April 16, 1986).

The development of this scientific credibility was essential. As I noted 
earlier, in the history of the political struggle that led to the creation 
of the NIA, the paucity of researchers in the field was repeatedly used 
as a rationale to deny the need for a separate institute concerned with 
research on aging (Lockett 1983).

Members of ADRDA from the scientific community were also 
acutely aware of the need for increased scientific interest in the disease. 
Dr. F. Marott Sinex, an experienced advisor in gerontology to the 
extramural program of the NIH stressed this fact to Jerome Stone, 
the president of ADRDA:

Funding within the National Institutes of Health while subject to 
some restrictions would not seem to be the major barrier for research 
support of Alzheimer’s disease. The problem is to get more good 
proposals to the Council with good priority scores! W e must increase 
the awareness of study section members without making them feel 
that their particular fields are threatened by this particular cate­
gorical research. Scientists are also reached by the national media. 
W e should support the overall budgets of the National Institutes 
of Health particularly the National Institute on Aging, Neurolog­
ical Disease and Blindness and Mental Health, specifically their 
programs in Alzheimer’s disease. Difficulty in funding is more likely 
to arise because of overall funding restrictions rather than any 
specific problems with the funding of Alzheimer’s disease (letter 
from F. M. Sinex to J . Stone, November 7, 1980).

By this time study of the disease was yielding promising scientific 
results. Research was beginning to provide the basis for discoveries 
of neurochemical changes associated with the disease which made it 
more intriguing scientifically because:

That made it a disease you could work on. It was a specific, it 
wasn’t general aging, age-related deterioration of the brain. It was 
a specific neurological disease. So these two things [including the 
pathologic research by Terry, 1963 and Kidd, 1963] absolutely 
revolutionized studies of Alzheimer’s disease. It was not aging. This
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was a disease. This was not senility. It was a disease with a name 
and a specific chemistry and that . . . meant scientists were in­
terested, not just neuropathologists (P. Davies personal commu­
nication, November 5, 1986).

NIA staff were acutely aware of the importance of involving the 
media in the cause of Alzheimer’s disease and continued efforts were 
made to get the press interested enough in the NIA-sponsored research 
to publish the results. W orking through the NIA information office 
Khachaturian would see to it that whenever an interesting finding 
about Alzheimer’s disease was discovered, it was reported to the press. 
Researchers would submit their findings to the NIA prior to being 
published in a scientific journal and when the article was approved 
for publication, the findings were distributed to the press.

It was never a sure thing that the article would be published in 
the press, however. It generally depended on whether the reported 
research made an interesting story that provided evidence which count­
ered popular beliefs regarding some phenomenon. But the publication 
of such findings was extremely important because

. . . around here [in W ashington] Congress tends to pay more 
attention to popular media than scientific journals. . . Part of 
the strategy was to inform the public, using the media, about major 
scientific accomplishments in Alzheimer’s disease research and the 
implications of the scientific findings in terms that lay people could 
understand (Z. Khachaturian personal communication, April I6,
1986).

As noted earlier, these activities were crucial because they attracted 
the attention and interest of individuals and organizations outside of 
the Alzheimer’s disease social movement collectivity.

In addition to seeking out well-established research scientists and 
convincing them to become interested in Alzheimer’s disease research, 
Khachaturian’s efforts were also directed toward placing the disease 
on research agendas that went beyond those of the NIA. In 1979— 
1980, Joseph Califano, then the director of the Department of Health, 
Education and Welfare (DHEW), wanted to implement a rational 
method to develop the DHEW agenda and, in particular, the research 
agenda for the NIH. The NIH went through a formal exercise to 
identify research areas around which the NIH would develop its budget
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requests, and Health Research Activities emerged from this process (U.S. 
Department of Health, Education and Welfare 1979). Eleven priority 
areas were identified in this document, and one of those was the area 
of research into Alzheimer’s disease and related dementias. Other 
priority areas included issues such as smoking and health, maternal 
health, and recombinant DNA research, which involved research topics 
that cut across many institutes at the NIH.

NIA staff introduced the concept that Alzheimer’s disease and the 
dementias of aging should be one of the priority areas for research 
within the NIH because it had major public policy implications and, 
more important, was a scientifically promising research area;

It got on the agenda because we could demonstrate that there were 
some scientific opportunities (and) that we had the scientific man­
power to pull it through. . . . Of course, we got a lot of support 
from the outside scientific community to get Alzheimer’s disease 
research on the NIH agenda (Z. Khachaturian personal commu­
nication, April 16, 1986).

One of the seven proposed elements of the Alzheimer’s disease and 
the dementias of aging initiative was the development of “centers for 
training and excellence in the study of chronic dementia to provide 
continuing leadership and innovation ” (U.S. Department of Health, 
Education and Welfare 1979, 124). The possibility of creating such 
centers had been noted by Donald Tower three years earlier. Such 
centers would become an extremely important mechanism for devel­
oping the sites, facilities, research teams, and training programs nec­
essary for increased biomedical research on the disease. To achieve the 
goals set out in the initiative, the need for significant increases in 
funding for Alzheimer-related research was outlined. The initiative 
projected that by 1984 more than double the amount of resources 
allocated for Alzheimer-related research in 1979 would be needed.

The importance of the Health Research Activities was that it signaled 
the first time that the issue of Alzheimer's disease and related de­
mentias was placed on a formal NIH agenda. But the Activities did 
not play a major role in identifying the area of senile dementia as a 
focal point for budget development and no significant resources were 
committed to this research area as a result of being placed on that 
agenda. The Activities attempted to create the concept that the NIH 
needed 5,000 new projects as a minimum baseline for budget de-
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velopment. Ironically, in subsequent years that minimum level was 
converted into a ceiling in yet another attempt to stem the growth 
of federal spending (Z. Khachaturian personal communication, April 
16 , 19 8 6).

By the early 1980s ADRDA had emerged as a visible and viable 
advocacy organization. ADRDA committee members were very ef­
fective in increasing public and congressional awareness of the prob­
lems of patients and care givers, as well as the need for increased 
funding for research. Primarily as a result of ADRDA-initiated ac­
tivities to increase public awareness, a plethora of hearings docu­
menting the devastating effects of Alzheimer’s disease, as well as the 
need for increased research funds, were conducted beginning in 1980 
(U.S. Senate 1980; U .S. House of Representatives 1982, 1983a, 
1983b, 1984, 1985a, 1985b, 1986a, 1986b, 1986c, 1986d). In 
addition to the news releases the NIA supplied to the press regarding 
advances in Alzheimer’s disease research, ADRDA began more actively 
to disseminate and promote human-interest stories regarding the dev­
astating effects of the disease on family members (Alzheimer’s Disease 
and Related Disorders Association 1985). These activities were es­
sential for the mobilization of the Alzheimer’s disease movement 
because they kept the issue of Alzheimer’s disease in the public con­
sciousness and helped to recruit new allies to the cause and new 
members into the organization.

In 1982 in an effort to increase visibility in Washington, ADRDA 
hired a consulting firm, CR Associates, at the suggestion of Florence 
Mahoney (L. W ollin personal communication, June 6, 1986). This 
lobbying activity was in concert with the continuing advocacy efforts 
of members of the organization’s Lay Board and local ADRDA chap­
ters. Jerome Stone, the founding president of ADRDA, played an 
important role in obtaining congressional support for Alzheimer’s 
disease-related research because of personal connections to a number 
of members Congress and the administration (R. Katzman personal 
communication, August 23, 1988). In addition, members of the 
ADRDA Medical Advisory Board were in frequent contact with the 
NIA regarding research and funding opportunities. As Katzman noted:

Those o f us on the medical side on the Advisory Board frequently
talked to Zaven [Khachaturian]. By that time I was on the council
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health, and recombinant DNA research, which involved research topics 
that cut across many institutes at the NIH.

NIA staff introduced the concept that Alzheimer’s disease and the 
dementias of aging should be one of the priority areas for research 
within the NIH because it had major public policy implications and, 
more important, was a scientifically promising research area:

It got on the agenda because we could demonstrate that there were 
some scientific opportunities (and) that we had the scientific man­
power to pull it through. . . . Of course, we got a lot of support 
from the outside scientific community to get Alzheimer’s disease 
research on the NIH agenda (Z. Khachaturian personal commu­
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the dementias of aging initiative was the development of ‘̂centers for 
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oping the sites, facilities, research teams, and training programs nec­
essary for increased biomedical research on the disease. To achieve the 
goals set out in the initiative, the need for significant increases in 
funding for Alzheimer-related research was outlined. The initiative 
projected that by 1984 more than double the amount of resources 
allocated for Alzheimer-related research in 1979 would be needed.

The importance of the Health Research Activities was that it signaled 
the first time that the issue of Alzheimer’s disease and related de­
mentias was placed on a formal NIH agenda. But the Activities did 
not play a major role in identifying the area of senile dementia as a 
focal point for budget development and no significant resources were 
committed to this research area as a result of being placed on that 
agenda. The Activities attempted to create the concept that the NIH 
needed 5,000 new projects as a minimum baseline for budget de­
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velopment. Ironically, in subsequent years that minimum level was 
converted into a ceiling in yet another attempt to stem the growth 
of federal spending (Z. Khachaturian personal communication, April 
16, 1986).

By the early 1980s ADRDA had emerged as a visible and viable 
advocacy organization. ADRDA committee members were very ef­
fective in increasing public and congressional awareness of the prob­
lems of patients and care givers, as well as the need for increased 
funding for research. Primarily as a result of ADRDA-initiated ac­
tivities to increase public awareness, a plethora of hearings docu­
menting the devastating effects of Alzheimer’s disease, as well as the 
need for increased research funds, were conducted beginning in 1980 
(U.S. Senate 1980; U .S. House of Representatives 1982, 1983a, 
1983b, 1984, 1985a, 1985b, 1986a, 1986b, 1986c, 1986d). In 
addition to the news releases the NIA supplied to the press regarding 
advances in Alzheimer’s disease research, ADRDA began more actively 
to disseminate and promote human-interest stories regarding the dev­
astating effects of the disease on family members (Alzheimer's Disease 
and Related Disorders Association 1985). These activities were es­
sential for the mobilization of the Alzheimer’s disease movement 
because they kept the issue of Alzheimer’s disease in the public con­
sciousness and helped to recruit new allies to the cause and new 
members into the organization.

In 1982 in an effort to increase visib ility in Washington, ADRDA 
hired a consulting firm, CR Associates, at the suggestion of Florence 
Mahoney (L. W ollin personal communication, June 6, 1986). This 
lobbying activity was in concert with the continuing advocacy efforts 
of members of the organization’s Lay Board and local ADRDA chap­
ters. Jerome Stone, the founding president of ADRDA, played an 
important role in obtaining congressional support for Alzheimer’s 
disease-related research because of personal connections to a number 
of members Congress and the administration (R. Katzman personal 
communication, August 23, 1988). In addition, members of the 
ADRDA Medical Advisory Board were in frequent contact with the 
NIA regarding research and funding opportunities. As Katzman noted:

Those of us on the medical side on the Advisory Board frequently
talked to Zaven [Khachaturian]. By that time I was on the council
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of the NIA and knew what the NIA was doing so I knew what 
the interest was on the federal level. . . .

So in a sense there was both the Alzheimer's association 
[ADRDA] and the people who were interested at the federal level 
at the NIH [who] were sort of helping each other in this regard 
(R. Katzman personal communication, November 12, 1985).

ADRDA and the NIA were working closely to advance the cause 
of Alzheimer’s disease research, but it was through the efforts of 
ADRDA’s Washington lobbyist that increased access to representatives 
and senators was realized (R. Katzman personal communication, No­
vember 12, 1985; J . Stone personal communication, October 30, 
1986). ADRDA developed a two-pronged public awareness campaign 
aimed at local communities and government leaders (Ruscio and Ca- 
varocchi 1984). Through its chapters and affiliates (which covered 15 
states in 1979 and which in 1986 consisted of 125 chapters and 
affiliates in 44 states that utilized between 25,000 and 35,000 vol­
unteers) (U.S. Senate 1980; Alzheimer’s Disease and Related Disorders 
Association 1985; J . Stone personal communication, October 30, 
1986), ADRDA members were instrumental in contacting senators 
and representatives advocating support of Alzheimer’s disease-related 
legislation (J. Glenner personal communication. May 13, 1986). The 
development of a “public culture ” of Alzheimer’s disease resulted from 
these efforts, which has been instrumental in the elevation of the 
disease to a greater level of public awareness (Gubrium 1986). But 
in spite of increasing success in congressional and public advocacy 
efforts, bureaucratic forces within the NIH were moving to counteract 
the perception that research on Alzheimer’s disease was underfunded.

Keeping the L id  On: The N IA  in the Context of the N IH

The success of the NIA in increasing funding for Alzheimer’s disease 
research was due to a recognition and implementation of strategies 
that had worked to increase funding for other institutes within the 
NIH. The NIA’s success was also due to the ability of scientists 
working on NIA-sponsored research projects to make progress in 
understanding the disease. Although much of the biomedical research 
technology was already in existence before the NIA was established, 
mainly due to over 30 years of research activities in such institutes
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as the NINCDS and the NIMH, it took an institute like the NIA 
to focus that technology in this specific area:

The whole story on neuro-chemistry of Alzheimer's disease could 
have been unraveled 12 or 15 years before 1976 when the first 
papers came out detailing the specific chemical deficit. That work 
could have actually been done in the early sixties but it wasn’t, 
because who cared about Alzheimer’s disease then. . . .  It was 
really the application of existing technology to a new problem that 
was the result of increased interest in the disease. The technology 
was all there. It was just a matter of applying it. It’s still surprising 
to me that there are actually a couple of papers in 1964 which 
hinted at some of the neurochemical abnormalities that we later 
reported in 1976, but nobody’d really picked up on the idea (P. 
Davies personal communication, November 5, 1986).

Before 1982 the NINCDS was the major funding agency for the 
study of Alzheimer’s disease. During the years from 1978 to 1984 
the Physiology of Aging Branch, which during that time was primarily 
responsible for Alzheimer’s disease research activities within the NIA, 
had received the greatest proportion of NIA extramural research, 
training, contract, and intra/interagency agreement funds (averaging 
36.7 percent per year) (U.S. Department of Health and Human Ser­
vices 1986).

But the addition of resources was always managed within a context 
of the larger bureaucratic goals of the NIH, which at times did not 
correspond to Butler’s goal of expanding the resource base of the NIA. 
This was made clear at the end of Butler’s tenure as director of the 
NIA during a 1983 House Select Committee on Aging hearing on 
dementia which was chaired by Representative Edward Roybal of 
California. In the question-and-answer period following the presen­
tation of testimony, Roybal asked Butler, W illiam  Mayer (Admin­
istrator of the Alcohol Drug Abuse and Mental Health Administration 
([ADAMHA]), and James Wyngaarden (Director of the NIH) for 
their recommendations for Alzheimer-related funding.

Butler began by noting that “it is essential as an investment that 
we make major new additions to research. And I know that there is 
probably nothing magical about the thought of doubling the amount 
but I have come to that figure with some, I hope, rationality’' (U.S. 
House of Representatives 1983a, 88). He went on to state that there
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should be at least 10 centers of excellence to study Alzheimer’s disease 
distributed throughout the United States at a cost of approximately 
$15 million. This recommendation was in addition to increasing NIA 
funds for investigator-initiated research by $10 million to a total of 
approximately $25 million, as well as increasing the intramural pro­
grams of the NIH and the ADAMHA by “about several additional 
million dollars’’ (U.S. House of Representatives 1983a, 89).

Mayer was the next to respond to Congressman Roybal’s question, 
indicating that “at this time we don’t feel that simply an additional 
infusion of money into our research enterprise is going to significantly 
alter what we are doing as our part of this undertaking” (U.S. House 
of Representatives 1983a, 89). Wyngaarden echoed Mayer’s senti­
ments: “W ithin the priorities for all the activities that we must 
support, we feel that research on Alzheimer’s disease and other de­
mentias of the aged is adequately addressed” (U.S. House of Rep­
resentatives 1983a, 90).

Roybal was obviously not pleased with the responses of Mayer or 
Wyngaarden:

I remember making an amendment increasing the appropriation 
for research of cancer that amounted to $1 billion; $17 million is 
nothing in comparison. Either the disease is so serious that we need 
more work in the field or it is not. I am surprised that your answer 
seems to be that we have enough money to take care of the problem.

. . . Are you telling me that insofar as the National Institute 
of Health is concerned, that funding is sufficient? Is that correct? 
(U.S. House of Representatives 1983a, 90).

Wyngaarden reiterated his stance and Roybal again asked Butler his 
opinion. Butler responded by stating: “I think the collective judgment 
of many in the scientific community and certainly the judgment of 
those who suffer from this disease is that we are simply not, repeat 
not, devoting adequate resources to unraveling the mystery of it” 
(U.S. House of Representatives 1983a, 91).

In spite of such disagreements the NIA had, by 1985, established 
10 Alzheimer’s Disease Research Centers across the country to co­
ordinate basic, clinical, social, and behavioral studies on Alzheimer’s 
disease, create national standards for diagnosis, and establish a well- 
defined clinical population for future studies. The centers were es­
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tablished as a result of the passage of the Health Reseatch Extension 
Act of 1985 (Public Law 99-158). This act also authorized the director 
of the NIA to make grants specifically to conduct Alzheimer’s disease- 
related research— the first such mandate in public health law—and 
authorized the creation of an Alzheimer’s disease patient registry. In 
response to this law, the NIA established the Office of Alzheimer’s 
Disease Research to coordinate various NIA activities related to Alz­
heimer’s disease (Z. Khachaturian personal communication, June 10, 
1988). The NIA had also collaborated with a number of international 
organizations, including the World Health Organization, to sponsor 
a planning meeting to develop international standards and research 
criteria for the diagnosis of Alzheimer’s disease (U.S. Department of 
Health and Human Services 1986).

The following year, the Alzheimer’s Disease and Related Dementias 
Services Research Act of 1986 (Public Law 99-660), was passed. This 
act authorized the creation of a Council on Alzheimer’s Disease, an 
Advisory Panel on Alzheimer’s Disease, Awards for Leadership and 
Excellence in Alzheimer’s Disease and Related Dementias (LEAD), 
research related to services, a clearinghouse on Alzheimer’s Disease, 
and also authorized Alzheimer’s disease-related educational activity. 
Also of significance was an amendment to Title III of the Older 
American Act of 1987 (Public Law 100-175) that authorized Alz­
heimer’s disease clinical trials research (Z. Khachaturian personal com­
munication, June 10, 1988).

In 1976 the NIA was spending approximately $4 million on re­
search into Alzheimer s disease, which grew to an estimated $80 
million in 1989. The 1989 NIA Alzheimer’s disease-related research 
budget is approximately 800 times larger than it was in 1979 (table 
1). Increases in NIA funding for research on Alzheimer’s disease and 
the passage of legislation related to the disease largely represented the 
results of concerted efforts by members of, and those allied with, the 
Alzheimer’s disease movement. The efforts of those involved either 
directly or peripherally in the movement resulted in increased congres­
sional and public awareness of the disease which was crucial for mo­
bilizing additional resources to address the “disease of the century. ”
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Conclusion

The mobilization of resources to advance and organize what eventually 
resulted in the Alzheimer’s disease social movement occurred within 
the context of social structural and social psychological conditions 
that contributed to the creation of the movement. Alzheimer’s disease 
was elevated to the level of a significant social and health problem 
through the efforts and interests of a handful of neuroscientists con­
cerned with furthering research goals, the organizational focus of NIA 
leaders to develop and promote a categorical disease emphasis to 
establish legitimacy within the NIH, and the creation of ADRDA as 
a focal point for advocacy efforts and for the aggregation of resources 
(e.g., labor and money) to support the Alzheimer’s disease movement.

The NIH was central to the development of the movement because 
it provided a preexisting social infrastructure that facilitated the ag­
gregation of scientific, political, and public resources for the devel­
opment of a social movement. ADRDA emerged through the support 
of this infrastructure and was crucial to the success of the movement 
because it facilitated the creation of a social collectivity that was 
mobilized to attract the interest of the media and Congress in diverting 
resources primarily to support biomedical research on the disease.

Central to the emergence of this movement was the claim by 
researchers involved in investigating the disease that the historical 
distinction that had been made between senile dementia and Alz­
heimer’s disease was not warranted on scientific grounds and therefore 
should be abandoned. The elimination of this distinction dramatically 
increased the number of potential cases of Alzheimer’s disease by 
allowing the inclusion of cases of senile dementia associated with 
persons over 60 years of age. It also added further weight to the 
recognition that cognitive decline was not an inevitable aspect of 
growing older but was rather due to the effects of specific diseases.

This reconceptualization of Alzheimer’s disease led to its perception 
as a significant social and health problem around which collective 
action could be mobilized to search for solutions to problems engen­
dered by its existence. This transformation focused the activities of 
a variety of persons with different, but related, interests in that it 
served as a legitim ate framework around which collective action could 
be mobilized, and policies to address the problem of Alzheimer’s 
disease could be developed.
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