
arsel Mesulam, MD, had his
goal clearly in sight from the

s t a rt. Back in 1996, the Na t i o n a l
Institute on Aging awarded a $4 mil-
lion grant to No rt h western Un i ve r s i t y
to open an Alzheimer’s Disease Center
(ADC). At the time, Mesulam, named
to head the No rt h western site, sent a
n ewsletter to his university colleagues
outlining the new pro g r a m .

The center, he stressed, would forge 
a firm “commitment to excellence in 
all areas of re s e a rch, education, and
patient care ... [with the ultimate 
beneficiaries being] patients and 
their families.”

Four years later, on a late winter after-
noon, Mesulam sits in his 11th floor
office at No rt h western Un i ve r s i t y, 
talking about the accomplishments 
of No rt h we s t e r n’s center and, more
g e n e r a l l y, of the federal gove r n m e n t’s
ADC program. 

“ Our center here is a full-service facility, ”
says Mesulam. “We engage in basic 
science re s e a rch and, through our clinic,
we provide patient care, psyc h o s o c i a l
o u t reach, and support for care g i vers.” 

During the past four years, re s e a rc h e r s
f rom No rt h western have, among other
accomplishments, identified new neu-
rotoxins that may spur nerve cell
malfunction, developed new methods
of studying neuro f i b r i l l a ry tangles, and
established a brain bank with more
than 100 specimens available to scien-
tists nationwide.

Discussing his center’s grow t h ,
Me s u l a m is quick to identify the 
federal gove r n m e n t’s role. “What the
National Institute of Aging prov i d e s
with its ADC program,” he says, “is an
i n f r a s t ru c t u re for re s e a rch and patient
c a re. It primes the pump for furt h e r
a c c o m p l i s h m e n t s . ”

Established in 1984, the NIA’s
A l z h e i m e r’s Disease Centers pro g r a m
re p resents the U.S. gove r n m e n t’s
response to the growing threat posed by
A l z h e i m e r’s.  Federal officials aimed to
build a national network of re s e a rc h
p rojects focused on finding a cure and
helping those afflicted.

Prior to the early ‘80s, Alzheimer 
studies were few, recalls Zaven
Khachaturian, PhD, former dire c t o r
the NIA’s office of Alzheimer’s re s e a rc h
who was a key mover behind the estab-
lishment of the ADCs.

“T h e re had been no
systematic studies
on Alzheimer’s,” 
he says. What’s
m o re, “some peo-
ple in the scientific
community didn’t
re c o g n i ze the need
for the centers pro-
gram,” continues Khachaturian, who
c u r rently serves as senior science adviser
to the Alzheimer’s Association. “T h e re
was a substantial amount of misgiving.
They thought funding individual pro j -
ects would be a much better idea
because putting together a large pro-
gram would entail a major commitment
of money. ”

But Khachaturian and others pre s s e d
for the centers, an effort that invo l ve d
educating key members of congress and
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Neuropsychologist Nancy Johnson, PhD (right), 
of Nort h w e s t e rn University’s ADC, educates family
caregivers about the disease and provides strategies
for reducing stress.

Marsel Mesulam, MD,
heads Nort h w e s t e rn
U n i v e r s i t y ’s ADC.
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others. When congress eve n t u a l l y
passed legislation for the centers, oppo-
sition disintegrated and the pro g r a m
began to take shape.

Aside from supporting basic re s e a rc h ,
the centers today also “p rovide a mech-
anism for enrolling patients in studies
in order to learn how to provide more
e f f e c t i ve diagnosis and care,” says
Creighton Phelps, PhD, current dire c-
tor of the NIA’s Alzheimer’s Di s e a s e
Centers program. “Centers also are
ve ry invo l ved in training and edu-
cation, technology transfer, and
cooperative studies of diagnosis, 
t reatment, and [brain pathology] 
c o r re l a t i o n s . ”

During its 16-year history, the ADC
p rogram has helped spur a number of
a d vances. These include identification
of four genes (on chromosomes 21, 19,
14, and 1) linked to Alzheimer’s. T h e
ADCs also provide re s e a rch re s o u rc e s
such as patient data, brain and other
tissue samples, and molecular pro b e s .

A recent priority has been to encourage
collaboration among the centers. “Last
ye a r,” says Phelps, “we set up what we
call the National Alzheimer’s
C o o rdinating Center in Seattle. This is
a ve ry large operation where data fro m
all the centers are now being collected
in one place. Now we can do studies
based on pooled data. This is a big, big
step forw a rd . ”

St a rting with five centers in 1984, the
ADC program today numbers 29 par-
ticipating medical institutions. So m e
of these centers “have elected to spe-
c i a l i ze in certain areas,” says Phelps. 

C a regiving studies, for instance, have
been a priority at the New Yo rk
Un i versity ADC. “Our work has been
based on the realization that an impor-
tant part of the Alzheimer’s issue is
dealing with families—that is, deve l o p-

ing support and interve n t i o n
strategies,” says St e ven Ferris, Ph D ,
d i rector of the center. In the late
1980s, re s e a rchers at the center
designed a program for care g i vers that
consists of quality care strategies, sup-
p o rt groups, and counseling sessions. 

“ Families we re then randomized either
to re c e i ve the formal program or be

assigned to what might be called a
q u a s i - c o n t rol gro u p, which consisted
of families that had access to assistance,
but only if they requested it,” contin-
ues Fe r r i s .

Scientists evaluated the families eve ry
six months.

“The results have been dramatic,” says
Ferris. “For example, over an eight-ye a r
course (the study is ongoing), we we re
able to delay nursing home placement
by almost a ye a r, and the project has
been effective in reducing depre s s i o n .
So the efficacy of providing support
and education to care g i vers has been
well documented, and many other
g roups across the country have now
adopted it.”

At the Un i versity of Pi t t s b u r g h
Medical Center’s ADC, the emphasis
has been on neuro p s ychiatric symp-
toms of Alzheimer’s and the natural
h i s t o ry of the disease’s pro g re s s i o n .
St e ven De Ko s k y, MD, director of the
c e n t e r, says, “We did some of the first
w o rk correlating changes in the brain
with behavioral changes in people with
A l z h e i m e r’s. And we did some of the
seminal studies that have looked at
assessing changes in people with
A l z h e i m e r’s over time.”

Ethical issues are among the most chal-
lenging aspects of studying people with 
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Says De Kosky: “Sp e a k i n g
not as a director of an ADC
but as a scientist and clinical
re s e a rc h e r, I can say that 
without the center’s pro-
gram—its support for basic
re s e a rch and clinical stud-
i e s — we wouldn’t have 
gotten this far.” 



ext month, families, re s e a rc h e r s ,
physicians, professional care

p roviders, and staff and volunteers fro m
Alzheimer organizations worldwide
will join in Washington, D.C., to
s h a re their experiences at the 10-day
World Alzheimer Congress 2000
(Alzheimer 2000). 

Alzheimer 2000 is presented jointly by
the Alzheimer’s Association (U.S.A.),
Alzheimer’s Disease International, 
and Alzheimer Society of Canada. 

“Alzheimer 2000 will offer a unique
o p p o rtunity to share knowledge and
identify strategies for eliminating the
t h reat of Alzheimer’s disease to today’s
c i t i zens and future generations,” says
Bill Thies, vice president of medical
and scientific affairs for the Alzheimer’s
Association. “Pa rticipants will focus on
a vast array of topics and challenges
related to the disease, from genetics,
b i o m a rkers, and treatments to diagno-
sis, ethical issues in dementia care ,
s u p p o rt to care g i vers and families, and
s t a n d a rds of care . ”

Expected to attract 5,000 attendees,
the 10-day congress consists of three
programs:

Pi votal Re s e a rch 
(July 9-13)
A five-day program for scien-

tists and clinicians interested in the
causes, mechanisms, and treatment 
of Alzheimer’s disease. 

Bridging Re s e a rch and Ca re
(July 13-14)
A two-day program designed

for physicians and advanced practi-
tioners interested in the diagnosis, 
c a re, and treatment of Alzheimer
p a t i e n t s .

Cre a t i ve Ca re 
(July 15-18)
A four-day program that 

brings together family care g i vers, pro-
fessional care providers, and staff and
volunteers from Alzheimer associations
worldwide to share ideas about 
dementia care. 

Cre a t i ve Ca re combines the 16th
A l z h e i m e r’s Disease International, 
9th National Alzheimer’s Di s e a s e
Education, and 22nd Alzheimer
Society of Canada Confere n c e s .
Program themes include re c o g n i z i n g
the global impact of dementia, trans-
lating re s e a rch to practice, addre s s i n g
early needs of individuals with
A l z h e i m e r’s and their families, under-
standing systems of care, supporting 

the work f o rce, and reaching diverse 
and underserved populations.

Designed to address the diverse inter-
ests of hands-on professional care
providers, public policymakers,
re s e a rchers, and staff from Alzheimer
organizations worldwide, work s h o p s
will focus on the key elements of
dementia care, including: 

• En v i ronmental issues 
• Family support and assistance 
• Managed care 
• Related dementias and disabilities 
• Therapies 

Selected sessions will be tailored to fam-
ily care g i vers. “Family care g i vers will
h a ve the opportunity to benefit fro m
this event by attending sessions cre a t e d
specifically for them,” says Sam Fa z i o ,
d i rector of education and training for
the Alzheimer’s Association. 

Pi votal Re s e a rc h incorporates the 7th
International Conference on Alzheimer’s
Disease and Related Di s o rders, the
leading forum for Alzheimer re s e a rchers. 
For five days, the world’s pioneers in
Alzheimer re s e a rch will share their theo-
r i e s related to basic and clinical re s e a rc h
as well as learn about and debate find-
ings that may provide clues to stopping
this devastating disease. 

[ C O N T I N U E D  O N  P A G E  1 1 ]
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World Alzheimer Cong res s 2000 
Sharing ideas, finding solutions



research

he process of developing and 
e valuating drugs has changed 

dramatically since penicillin was first
tested in Britain in 1941 on 43-ye a r -
old policeman Albert Alexander in
O x f o rd’s Radcliffe In f i r m a ry.
Alexander had scraped his face on a
rose bush, and the scratch had festere d
into a raging infection that destroye d
an eye and threatened his life. T h e
penicillin used to treat him was
d e r i ved from a mold cultured in a
stack of clean bedpans. 

Alexander improved immediately, but
the supply of purified penicillin ran
out after a week. Desperate, his doc-
tors re c ycled the drug from Alexander’s
own urine. Un f o rt u n a t e l y, the amount
was insufficient to sustain Alexander’s
re c ove ry, and he died.

Some 60 years later, the search for
potential wonder drugs follows a
much more stringent path. Clinical
trials proceed according to strict ru l e s
designed to protect part i c i p a n t s .
Be f o re the U.S. Food and Dru g
Administration (FDA) will authorize a
clinical trial, a dru g’s sponsor must
submit preclinical data from animal or
test-tube studies that provide convinc-
ing pre l i m i n a ry evidence of safety and
e f f e c t i veness. Preclinical submissions
include an explanation of the chem-
i s t ry of a dru g — h ow it appears to
w o rk, how it is absorbed and bro k e n
d own in the body, and its tox i c i t y.

For drugs that successfully meet 

p reclinical re q u i rements, clinical test-
ing in human subjects proceeds in
t h ree phases. Treatments must perf o r m
well enough in each phase to justify
p ro g ression to the next:

• Phase I trials focus on safety. 
Re s e a rchers enroll a small group of 20 
to 80 people to determine a safe 
dosage range, identify side effects, and 
learn more about how the body 
p rocesses a dru g .

• Phase II trials, which generally enroll a
f ew hundred people, focus on demon-
strating a dru g’s effectiveness and fur-
ther evaluating its safety.

•  Phase III trials enroll several thousand
people to confirm a dru g’s effective -
ness, compare it to existing tre a t m e n t s ,
and collect more information about 
safety and common side effects. 

In many cases, one group in a Phase II
or Phase III trial re c e i ves the inve s t i g a-
tional treatment, while another
g roup—the control gro u p — re c e i ves a
placebo (an inert substance or “s u g a r”
pill) or an existing standard tre a t m e n t .

If a drug performs well in all phases of
an investigation, the developer submits
to the FDA a new drug application
(NDA) containing all the scientific
information gathered during pre c l i n i-
cal and clinical studies. An ave r a g e
NDA exceeds 100,000 pages. After
e valuating the submission, the FDA
grants or denies approva l .

Clinical trials may offer part i c i p a n t s
significant benefits, including access to

t reatments not yet available to the
public and expert medical care at lead-
ing health centers during the trial.
Many participants and care g i vers also
value the sense of taking an active ro l e
in health care decisions and contribut-
ing to medical re s e a rch. On the other
hand, investigational treatments may
cause unforeseen side effects, and the
t reatment may turn out to be ineffec-
t i ve or may not work for eve ryo n e .
Pa rticipation can also re q u i re a signifi-
cant time investment from enro l l e e s
and their care g i ve r s .

People considering enrollment in a
clinical trial now have a powe rful tool
for identifying and exploring possibili-
ties—the World Wide We b. One of
the newest Internet resources is
C l i n i c a l Tr i a l s . g ov, an on-line database
c reated by the U.S. National In s t i t u t e s
of Health (NIH) that lists medical
studies investigating Alzheimer’s dis-
ease and a wide range of other
conditions. ClinicalTr i a l s . g ov usually
lists more than a dozen studies re l e va n t
to Alzheimer’s disease, ranging fro m
d rug trials to brain imaging studies.
Some of these studies are conducted 
at the NIH, but many are held at
research centers throughout the
United States. For more information
about NIH trials, visit the

Clinical Tr i a l s
World War II to the World Wide We b

R E S E A R C H  P R O G R E S S
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C l i n i c a l Tr i a l s . g ov Web site at
h t t p : / / c l i n i c a l t r i a l s . g ov or call (301)
496-6308 to request their question-
a n d - a n s wer sheet.

Another Internet re s o u rce is the
A l z h e i m e r’s Disease Educational and
Referral Center (ADEAR) of the U.S.
National Institute on Aging. Visit their
Web site at http://www. a l z h e i m e r s . o r g /
and scroll to Clinical Trials Da t a b a s e .
Also, the Alzheimer’s  Association pro-
vides trial information on its Web site 
at www.alz.org. Visit the Fa m i l y
C a re g i vers and Friends section, then
click on Treatment Options for a list of
clinical trials. You may also re q u e s t
printed copies of our list of open trials
by calling (800) 272-3900.

n April 21, riva s t i g m i n e
( Exe l o n®) became the third dru g

a p p roved by the U.S. Food and Dru g
Administration (FDA) to treat symp-
toms of Alzheimer’s disease. The two
p reviously approved Alzheimer dru g s
a re tacrine (Cognex®) and donepez i l
( A r i c e p t®). In clinical trials, part i c i p a n t s
taking rivastigmine showed gre a t e r
i m p rovement than participants re c e i v-
ing a placebo (inactive treatment) in
m e m o ry, activities of daily living, and
general behavior. Overall, the dru g
helped slightly more than half of the
people who took it.

R i vastigmine is approved for mild to
moderate Alzheimer’s. Like tacrine and
d o n e p ezil, it re l i e ves symptoms by 

inhibiting bre a k d own of acetylcholine,
a nerve communication chemical that
becomes deficient in people with
A l z h e i m e r’s. Because numbers of func-
tioning nerve cells decline as
A l z h e i m e r’s pro g resses, riva s t i g m i n e
may be less helpful in advanced stages
of the disease.

Common side effects, which usually
decline with ongoing tre a t m e n t ,
include indigestion, nausea and vo m i t-
ing, fatigue, and weight loss. Pe o p l e
who want to consider riva s t i g m i n e
should discuss potential risks and bene-
fits of the drug with their doctors and
their families. For a fact sheet about
r i vastigmine, call the Alzheimer’s
Association at (800) 272-3900.

FDA Approves New Alzheimer Drug

O

Drug Update
Janssen Pharmaceutica announced in March that Sweden
is the first European country to approve the company’s
new drug g a l a n t a m i n e ( R e m i n y l®), which improved cogni-
tive function for some individuals with Alzheimer’s disease
in clinical trials. 

Galantamine increases levels of the neurotransmitter
acetylcholine in the brain in two ways—by inhibiting
action of the enzyme acetycholinesterase, which breaks
down acetylcholine, and by stimulating certain nerve cell
receptors to release more of the chemical. Janssen’s new
drug application for U.S. approval of galantamine is cur-
rently under review by the U.S. Food and Drug
Administration (FDA).

Elan Corporation announced Phase I clinical trials in the
United States and the United Kingdom to test the safety
and tolerability of its investigational Alzheimer vaccine
AN-1792. In animal studies published in the July 1999
edition of Nature, AN-1792 prevented buildup and
reduced the level of amyloid plaques in the brains of mice
genetically engineered to mimic the human plaque forma-
tion that characterizes Alzheimer’s.

Ongoing Clinical Drug Studies
Ongoing Clinical Drug Studies: 
Drug studies currently recruiting participants with
Alzheimer’s disease include:

Donepezil (Aricept®) and Estrogen
Melatonin
Galantamine (Reminyl®)
Estrogen

Studies recruiting individuals with mild cognitive
impairment include:

InDDEx study
Memory Impairment Study

To obtain information about these studies, contact your
local chapter or call (800) 272-3900 and ask for the
“Drug fact sheets,” or visit the Association’s Web site at
www.alz.org and visit the Family Caregivers and Friends
section, then click on Current Research and Drugs in
Clinical Trials. 
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fficials with the Ohio Council 
of the Alzheimer’s Association

had a nagging fear as they laid plans 
for their 1999 legislative session. T h e y
wanted to boost annual respite funding
f rom the then-current $3 million to
$7.5 million for the years 2000–2001. 

But they foresaw a potential pro b l e m :
During the last legislative session, in
1997, Ohio Alzheimer advocates had
successfully pressed their re p re s e n t a-
t i ves to nearly double state money for
respite care. Now they feared their 
past success could be their undoing. 

“We thought we might appear gre e d y, ”
says Sh a ren Ec k e rt, director of strate-
gic initiatives for the Alzheimer’s
A s s o c i a t i o n’s Cleveland Area Chapter. 

“Because we received such a large
i n c rease the session before, we we re
nervous about how we might be 
p e rc e i ved.” 

At the same time, they also knew that
during the decade leading up to their
1997 success, increases in state re s p i t e
funding had been nil. All the while,
the number of Ohio residents with
A l z h e i m e r’s continued to rise (to more
than 200,000) and the need for re s p i t e
c a re grew more acute. Many families
still needed assistance. So re p re s e n t a-
t i ves from the 13 Ohio chapters that
make up the Ohio Council of the
A l z h e i m e r’s Association decided to
push on with the 1999 campaign for
m o re state money. State Re p re s e n t a t i ve

Barbara Boyd (D-9th), a former care-
g i ver herself, supplied the strategy for
the effort. 

“We had a [council] meeting at my
house, and I told them, “You have to
put a face on the issue,” says Boyd. 

“Legislators have to meet the care g i ve r s ,
the people with Alzheimer’s, and their
c h i l d ren. T h a t’s what brings the issue
home. So bring care g i vers and others
in from the districts, have them con-
tact and meet their re p re s e n t a t i ve s .
When you do that, legislators can con-
nect with your needs, and you can ask
for support . ”

Early in the campaign, council officials
a c t i vated their statewide grassro o t s
organization called Ad vo C a re, which
consists mostly of care g i vers. T h e y
asked each of the 300 Ad vo C a re 
members to write to their state 
re p re s e n t a t i ves. 

Lois Pickett of Cleveland, an
Ad vo C a re member and former care-
t a k e r, wrote several letters. “Ba s i c a l l y,
we we re trying to raise awareness of 
the need for increased respite care , ”
says Pi c k e t t .

The letter-writing effort dove t a i l e d
with what council officials consider the
centerpiece of their campaign. Among
the messages Ad vo C a re members sent
their legislators we re invitations to a
Me m o ry Day luncheon. It was set for

Fe b ru a ry 16, 1999, the day after
Pre s i d e n t’s Da y, when legislators typi-
cally have light schedules. For the
l a w m a k e r s’ convenience, council offi-
cials arranged to host the event in the
statehouse atrium, which connects the
House and Senate buildings. Fa m i l y
c a re g i vers would sit with their re s p e c-
t i ve legislators and discuss their
experiences with Alzheimer’s disease.

As the legislative session wore on,
council officials saw encouraging signs
for added respite money but as yet no
commitment. “Prior to the luncheon,
Governor Taft had spoken about the

Ohio Alzhe imer council wins 
back-to-back boosts in respite funding

O

Legislators have to meet
the care g i vers, the people
with Al z h e i m e r’s, and
their children... So bring
c a re g i vers and others in
f rom the districts, have
them contact and meet
their re p re s e n t a t i ve s .
When you do that, legis-
lators can connect with
your needs, and you can
ask for support .
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need for increased funding for care-
g i vers,” re p o rts Valerie Ridgew a y, the
C l e veland Area Chapter’s director of
public policy. “But we saw nothing in
writing. And when we got our hands
on the proposed budget, the [re s p i t e
funding] line item had not been
i n c re a s e d . ”

The Ohio Alzheimer council deve l-
oped standard talking points and fact
sheets to help care g i vers pre p a re for
the luncheon. The emphasis was on
c o n veying a consistent message.

On the morning of Fe b ru a ry 16, 45
c a re g i vers and staff from the Cleve l a n d
A rea Chapter boarded a bus for the
two-hour drive to the state capital of
C o l u m b u s .

“ On the ride down,” says Ridgew a y, 
“we watched the ‘Two Ad vo c a t e s’ video
p roduced by the Association’s public
policy division in Washington, D.C.
It’s about how two normal people can
influence federal legislation. Then we
talked about what it’s like to meet with
legislators. We wanted to help our
people be at ease.”

At the luncheon 300 care g i vers and
Alzheimer advocates met with 110 
(of the 132) state legislators. “At my
table,” says Ad vo C a re member Lois
Pickett, “I and others, including a
mother and son, spoke to St a t e
Re p re s e n t a t i ve Dale Miller (D-19th)
about our experiences in care g i v i n g . ”

State Re p re s e n t a t i ve Barbara Boyd
stepped up to the microphone and
talked about her mother, who died last
fall after battling Alzheimer’s for five
years. Earlier, those at the luncheon
had heard from Ohio De p a rtment of
Aging Di rector Joan Lawre n c e .
L a w rence spoke of a friend who had

been diagnosed with the disease in her
mid-50s. “I watched her go fro m
being a bright, beautiful, quiet person
into [a loud, aggre s s i ve] person who
c o u l d n’t put her thoughts into word s . ”
Turning to the family members and
others who traveled across the state 
to attend the luncheon, Lawre n c e
added, “It’s the people here in this
room who are the important ones—
the Alzheimer care g i vers. You are the
h e roes and heroines that we should 
be enormously grateful for. ”

The Cleveland Area Chapter’s Va l e r i e
R i d g eway and others cite the luncheon
as “the turning point” in their cam-
paign. A written summary of the
respite funding effort, put out by the
C l e veland Area Chapter, notes that 

“ Days after the event, a 150 perc e n t
i n c rease in the Ohio De p a rtment 
of Aging’s Alzheimer line item was
i n t ro d u c e d . ”

This past April 11, the Oh i o
Alzheimer council hosted another lun-
cheon for state legislators, primarily to
thank them for their support. “But the
second reason for this luncheon,” adds
R i d g ew a y, “is to remind them that
t h e re’s still a need. At the next [legisla-
t i ve] session we want to try to double
the money again.” 

New Jersey advocates also 
post respite funding successes

Alzheimer advocates in New
Jersey also have succeeded in
boosting respite funding during
the past two legislative sessions.
New Jersey lawmakers
increased Alzheimer respite
monies by $1 million both in
1998 and 1999.

“ We visited key legislators and
coordinated a grassroots cam-
paign to write letters to members
of the Assembly Health
Committee and the Senate
Senior Citizens Committee,” says
Sue Lachenmayr, state public
policy coordinator for the New
Jersey Alzheimer’s Association’s
State Public Policy Coalition.

Still, as in Ohio, New Jersey
advocates plan to go back to the
legislature for more respite fund-
ing. “Despite our success,”
continues Lachenmayr, “we still
have more than 260 people on
the waiting list [to receive respite
a s s i s t a n c e ] . ”
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care

Let creativity guide you in 

planning activities for the 

person with Alzheimer’s
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he warmth of sunshine, the smell
of fresh-cut grass, the bright strik-

ing colors of flowers in bloom—these
p l e a s u res should be denied to no one
and could be particularly therapeutic for
the person with Alzheimer’s. “T h e re’s a
d i rect benefit to the human spirit to
being outdoors,” says Lynn Noye s ,
d i rector of the Family Respite Center in
Falls Church, Virginia. “When individ-
uals with dementia at our center come
back from walks outside, they come
back smiling,” she says.

In addition to providing an opport u-
nity for outdoor exe rcise, the summer
atmosphere feeds the senses, and
this stimulates the brain, Noyes says. 

“ People come alive during the summer
m o n t h s . ”

Adapt summer pursuits to 
the person’s abilities
Summer activities can run the gamut
f rom brief walks to picnics to cruises. 
As with any activity, look to the person’s
past hobbies or re c reational pursuits to
determine what the individual would
e n j oy, says Betty Ransom, director of
educational programs for the No rt h e r n
Virginia Chapter of the Alzheimer’s
Association. “Keep that individual’s 
likes and dislikes in mind,” she says.

Still, don’t be afraid to try something
n ew because you never know what peo-
ple are capable of unless you challenge
them. “If we’re trying to normalize peo-
ple with Alzheimer’s, we must bring
them into our world,” Noyes says.

T
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Ransom offers the example of a woman
with Alzheimer’s, who had always been
afraid to enter the water before she had
the disease but learned how to swim
when she was in the middle stage. 

“ Some people are pliable depending 
on their personality,” she says.

Once you have an idea of the appro-
priate activity, adapt it to the person’s
abilities. If someone was an avid golfer
and can still swing, you might want to
set up a short driving range, no longer
than 12 feet, where they can drive golf
balls into a net. If someone’s physical
limitations interf e re with engaging in 
a favorite sport, that person might still
e n j oy an afternoon outside, watching 
a baseball game or a tennis match. 

If you want to leave dry land, set sail on
a boat cruise, but make sure the exc u r-
sion lasts no more than two or thre e
hours and features indoor entert a i n-
ment, such as games, dancing, or a
musical revue. If your loved one is a
music love r, an outdoor concert could
be enjoyable if it showcases music that
the individual likes. In such a setting,
make sure that the person with
A l z h e i m e r’s is not sitting too close to
the stage or speakers so that the person
is not startled or ove rwhelmed by the
music. It’s best to sit at the end of a row
in case the individual wants to leave
b e f o re the performance is finished. 

Of course, the simpler pleasures should
not be overlooked. A 10- or 15-minute
walk can work wonders because it is
not only good exe rcise but also re d u c e s
a n x i e t y. The walk could be even more
therapeutic if the person interacts with
n a t u re, says Jack Carman, whose
Me d f o rd, New Je r s e y, arc h i t e c t u r a l
firm, Design for Generations, has cre-
ated several gardens specifically for
people with A l z h e i m e r’s. Allow the
person to interact with nature in a 

g a rden in an enclosed area that permits
roaming, he says. “You want the gar-
den to be safe, with opportunities for
someone to interact, such as bird feed-
ers or bird baths. Make sure walkways
a re level and feature nontoxic plants.”

Carman has worked with the 
Alzheimer’s Association to create 
public gardens in Portland, Oregon,
and Macon, Georgia. The gard e n s
opened to the public in the past ye a r. 

Things to keep in mind
You can have a successful outing or
outdoor activity if you plan well. Eve n
though the activity may be a depart u re
f rom the typical day of a person with
dementia, stick to the rest of the indi-
v i d u a l’s daily routine.  Ha ve the person
eat and take prescribed medicines at his
or her regular time. Remember that
behavioral medications can make those
with dementia sensitive to the warm
we a t h e r, so keep water and fresh fru i t
on hand. “People with Alzheimer’s
often will not know if it’s too hot, so
you need to coach them to drink flu-

ids,” says Do rothy Seman, clinical
c o o rdinator of the Alzheimer’s Fa m i l y
C a re Center in Chicago.

The person’s visual spatial perc e p t i o n
may be distorted, so he or she may find
it difficult to judge whether the gro u n d
is uneven in places and so may trip. 

“You should scan the ground ahead, 
if you can, before the person walks,”
Seman says.

If you are venturing away from home,
call ahead and make sure facilities are
accessible to people with disabilities.
Also, check how far re s t rooms and
p a rking are from the site of an event or
planned activity. You may want to go
to an event early when crowds are
s m a l l e r, Seman says. Pe rform a trial
run of an activity or do it on a smaller
scale so that you can identify any
potential problems or challenges.

If you are going to take a summer trip
by car, it’s best to travel in “c h u n k s . ”
Build in time for breaks, when you can
s t o p, get out, and stretch in case the
individual with dementia gets re s t l e s s .
If you are staying overnight in a hotel
or at a re l a t i ve’s home, make sure the
doors are locked because the person
with dementia may have trouble sleep-
ing in an unfamiliar environment and
may wander. 

So, just because your loved one has
A l z h e i m e r’s, don’t assume you should
limit his or her summer enjoy m e n t .
The options are open re g a rding the
types of summer activities you can plan
if you take your cues from the person
with the disease. “Care g i vers should
focus on a person’s abilities rather than
his or her limitations,” Seman says.

“T h e r e ’s a direct benefit
to the human spirit to
being outdoors. When
individuals with demen-
tia at our center come
back from walks out-
side, they come back
s m i l i n g .”

— Lynn Noye s
D i rector of the Family Respite Center  
Falls Church, Virginia. 
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q&a
Q & A p resents answers to your re s e a rch or caregiving ques-
tions from leading professionals in the field of Al z h e i m e r’s
disease. In this issue, attorney Janna Dutton discusses legal
issues associated with Al z h e i m e r’s disease.

My father was diagnosed with Alzheimer’s disease last
ye a r. What legal issues do I need to be aware of?

The three main areas that need to be addressed are surro-
gate health care decision making, pro p e rty and financial
management, and long-term care .

Each of these issues, ideally, re q u i res invo l vement of the
person who has been diagnosed with Alzheimer’s. Sa d l y,
most people don’t take action until a crisis has occurred; by
that point, it’s often much more complicated because the
person diagnosed cannot participate in these decisions. Fo r
that reason, it’s best to get a diagnosis early so that the per-
son with the disease can be invo l ved in planning his or her
own future. 

In your father’s case, assuming an early diagnosis, he has to
decide who will make health care and financial manage-
ment decisions for him when he can no longer make them
on his own. He could choose a family member, a pro f e s-
sional trustee, or more than one person—such as two
family members—to act as co-trustees. He has to decide
h ow he wants his estate managed while he’s alive and how
i t’s to be distributed at his death. 

Then there’s the issue of what kind health care he’s likely to
need and what re s o u rces are at hand—whether long-term
c a re insurance is available, whether it’s been purchased or
p rovided by a past employe r.

He also has to look at a living will and whether any plan-
ning needs to be done to accelerate Medicaid eligibility for
both in-home care as well as potential nursing home care .

These are some of the issues that need to be addre s s e d —
p referably early in the process. Acting sooner can avoid a
lot of stress later.

Janna Dutton, of Janna Dutton and Associates in Chicago, is
an elder law attorn e y.  

Elder law is a specialized area of the law focusing on
g u a rdianship, disability planning, and other related legal are a s
that typically affect older adults. Legal advice and services may
be provided by a re f e r ral from a family attorn e y. Other re f e r ra l
s o u rces can be found through your local chapter of the
Al z h e i m e r’s Association. To locate the chapter nearest you, call
(800) 272-3900, or visit “Your Local Chapter” on the
As s o c i a t i o n’s Web site at www. a l z . o r g .

Q:
A:

Send us your questions...
If you have a question you’d like to ask about Alzheimer
research or care, please mail it to: Alzheimer’s
Association, 919 North Michigan Avenue, Suite 1100,
Chicago, Illinois 60611-1676, Attn: Michele Pellissier, or
send e-mail to: m i c h e l e . p e l l i s s i e r @ a l z . o r g.
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[ALHEIMER’S DISEASE CENTERS. . . 

CONTINUED F ROM PAGE 2]

A l z h e i m e r’s, continues De Ko s k y, who 
chairs the Alzheimer’s Association’s
Medical and Scientific Ad v i s o ry
B o a rd. “In some cases, the patient is
unable to give you permission to do
re s e a rch. And that means that yo u
must be extraordinarily careful to
always consider what is in the best
i n t e rest of the patient in addition to
making sure you get the work done
you set out to accomplish. You are bal-
ancing the interests of the patient with
the needs of the re s e a rc h . ”

At the Ma yo Clinic, in Ro c h e s t e r,
Minnesota, Ronald Petersen, MD,
oversees an ADC that focuses, in part ,
on the early detection of Alzheimer’s .
Petersen explains, “Using clinical

o b s e rvation, neuroimaging, neuro p s y-
chological tests, and biological
parameters, such as blood tests, we’re
t rying to identify, on the one hand,
people who have the earliest symp-
toms of the disease and, on the other
hand, people who may be asympto-
matic but are at risk.”

In the early 1990s, Petersen and col-
leagues first identified the condition
called mild cognitive impairment
(MCI), a memory disorder that often
p recedes Alzheimer’s .

Their current work on MCI attempts
to identify which people diagnosed
with MCI will eventually deve l o p
A l z h e i m e r’s. “We think that the va s t
majority will get Alzheimer’s,” says
Petersen. “For those that do conve rt ,

we will be looking at their behavioral
and imaging characteristics early on to
see if we can determine who is going
to pro g ress more rapidly. ”

Alzheimer re s e a rch has come a long
way in two decades. Many invo l ved in
that re s e a rch talk about hopes for a
c u re and treatments to pre vent the
onset of Alzheimer’s. They consider
the Alzheimer’s Disease Center pro-
gram as a key catalyst for re s e a rc h .

Says De Kosky: “Speaking not as a
d i rector of an ADC but as a scientist
and clinical re s e a rc h e r, I can say that
without the center’s program—its 
s u p p o rt for basic re s e a rch and clinical
s t u d i e s — we wouldn’t have gotten 
this far.” 

[ WORLD ALZHEIMER’S CONGRESS 2000

. . .CONTINUED FROM PAGE 3]

Bridging Re s e a rch and Ca re will offer
physicians news of the latest re s e a rch 
on diagnosis and treatment as well as
practical information about educating
and supporting patients and their fami-
lies. Physicians also will have the
o p p o rtunity to meet Alzheimer inve s t i-
gators and experts during a scientific
poster session. Re n owned speakers in
the Alzheimer field will highlight key
re s e a rch advances presented during
Pi votal Re s e a rc h and frame the critical
c a re issues to be presented during
Cre a t i ve Ca re. 

You can register on-line for the congre s s
at www.alzheimer2000.org. For addi-
tional information, visit the Web site,
send an e-mail to alzheimer2000.org, 
or call (800) 335-5813. 
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he Alzheimer’s Association is
engaged in two public education

campaigns aimed at increasing people’s
a w a reness of Alzheimer’s disease. Now
in its second ye a r, the Woman and
A l z h e i m e r’s Disease Campaign, under-
written by Wye t h - A yerst Laboratories,
focuses on women, who, because they
generally live longer than men, are
most vulnerable to Alzheimer’s. T h e
campaign, consisting of magazine ads as
well as television and radio announce-
ments featuring Patti LaBelle, discusses
warning signs, treatment options, and
c a re g i ver tips.

May marked the launch of the
A s s o c i a t i o n’s Rita Ha y w o rth public
education campaign. The effort, sup-
p o rted by a grant from Eisai Inc. and
P f i zer Inc, includes radio, television,
and print public service announce-
ments urging people to re c o g n i ze the
symptoms of Alzheimer’s and to con-
sult a physician if they’re concerned
about a family member. The PSAs
feature Princess Yasmin Aga Khan,
daughter of film star Rita Hayworth,
herself a victim of Alzheimer’s. 

Public Awareness Initiatives

(Top-to-bottom)
Patti LaBelle, Rita
Hayworth, and
her daughter
Princess Yasmin
Aga Khan
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