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I'm getting a feeling that this is a long trip – a long battle to conquer Alzheimer's.  
It costs me a lot and I don't mean money.  What's happened to me is the loss of 
self.  I'm sort of searching for a way of surviving.  I'd like to be useful and worthwhile. 
I would like to help others.

Very few people can understand what Alzheimer's is. You feel that something 
about you has changed – that some parts of you have been taken away.  I feel 
empty sometimes. There is a lot of pain and loss involved. It's terrible that I say 
that, but it's real.  And I'm healthy, I think.  I feel healthy. I'm 84 years old and I feel 
good, but at the same time I feel empty – like something has been taken away 
from me and I can't have it back.  So now I'm looking for a way to solve that. 

Some people with Alzheimer's are happy because they have something good 
going on with them inside or with their family.  A lot of them keep busy and that's 
important, but what I don't like is that we're getting more isolated 

EACH SPRING, sta� and families of the Shiley-Marcos ADRC and the San Diego/  
Imperial Chapter of the Alzheimer's Association have the opportunity to advocate 
in both Sacramento and Washington DC for increased funding for research and 
increased services for all those a�ected by Alzheimer's disease (AD).  The Alzheimer's 
Association organizes these advocacy events.  

Why advocate with our legislators? By meeting with our elected o�cials, we 
educate them about AD.  We give them facts about the number of individuals 
and families a�ected, the local and federal support services needed, the 
economic impact of AD, and the dire need for continued funding for research to 
conquer and ultimately prevent the disease.  We impress on our legislators that 
this is a local problem that has an impact on our community.  The public policy 
arm of the Alzheimer's Association identi�es the bills and initiatives to be 
discussed each year. Our job is to garner support from our elected o�cials. 

Who can be an advocate? The answer is simple: YOU!

Finding Meaning in Alzheimer's

By Victor DiMeo, PhD

By Mary Sundsmo, MBA

Advocacy for Alzheimer’s Disease

This essay has been transcribed and edited from a tape recording of Victor's thoughts as he shared them with his wife, Pat, in 2003.

YOU
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Several teams are organized for the meetings with the 
legislators. Each team is ideally comprised of a person 
a�ected by AD (an individual with the disease, a family 
member or caregiver), a representative of the Alzheimer’s 
Association, and someone representing research. As part of 
each Advocacy event, there are training sessions to learn 
about the current targeted issues. No one need feel they 
don’t have the expertise to be an advocate.

Our San Diego delegation consisted of 10 persons: 
Joyce and Shimon Camiel (a family from our ADRC), 
another individual in the early stage of AD, volunteers and 
sta� of our local chapter of the Alzheimer’s Association, 
and two healthcare professionals, including myself.  

We had three targeted issues:

   Increased funding for research for the Alzheimer’s  
  Research Centers of California, (ARCCs such as our  
  SOCARE clinic)

  SB 1312: a bill to increase inspections in long term  
  care facilities for compliance with state regulations

  AB 2609: a bill that would require a residential   
  care facility to have sta� training for the adminis- 
  tration of medications.

Result: The budget for the ARCCs was increased and will 
be e�ective July 1, 2006.  This increase will enable several 
new projects, including research on the impact of exercise 
and behavioral enrichment on daily activities of those with 
AD and a separate project looking at the use, value, and 
cost/bene�t of healthcare resources for dementia.  AB 2609 
and SB 1312 are still in the legislative process.

You can track them online at 
http://www.leginfo.ca.gov/bilinfo.html

by entering the bill number into the appropriate space.
Several weeks after our advocacy event, I asked Shimon 

and Joyce Camiel what they thought of their experience in 
Sacramento.  Shimon, who was diagnosed with AD several 
years ago and has a background in public health said, “This 
gave me the opportunity to teach [others about what it is 
like to have the disease]. I can still contribute. This is 
important.”  He felt that he “had been lazy” in the past and 
embraced this and future opportunities for being an 
advocate. His wife, Joyce, commented on the eye-opening 
process of government in action and said she “gained 
respect for the legislators and their assistants.” As we 
advocated for our issues, she commented that she “hopes 
politics won’t get in the way.”  Unfortunately, sometimes 
our issues become partisan, with one party voting in a 
block either for or against a bill.  This advocacy experience 
left Joyce motivated to do more. “While it is too late for us, 
it is not too late for future generations,” she commented.

Left to Right: Mary Lynch, Mary Sundsmo, Deborah Kenney, Shimon Camiel, Joyce Camiel, Kassandra King

SAN DIEGO DELEGATION

Advocacy for Alzheimer’s Disease

(Continued from Page 1)

IF YOU ARE INTERESTED IN BECOMING AN ADVOCATE YOU CAN DO SO AT SEVERAL LEVELS:

  You can directly participate in advocacy at the state or national levels by attending special events.
  You can also be added to an electronic network of advocates who are willing to write or call their  
  local representatives when urgent issues are being considered in the state or federal legislatures.

Please contact the San Diego Chapter of the Alzheimer’s Association at (858) 492-4400 or me,       
Mary Sundsmo, at the Shiley-Marcos ADRC, (858) 622-5800, to be included in this advocacy network.

You volunteered to be 
interviewed by medical   

students at UCSD, so they     
could have direct experience 

interviewing someone with 
Alzheimer's. Can you tell us 

about that experience?

You also volunteer as a    
research subject at our ADRC.  

Why did you decide to 
participate in research?

For the past year, you have 
participated in a weekly   

support group for persons      
with Alzheimer's at  

the ADRC.
How has that been 

for you?

I felt that I could help the students to realize what the problem is and for them to become 
better doctors. My purpose was to tell them and show them what a person with 
Alzheimer's is going through.  I also said, "Don't become a doctor if you don't care about 
people.  You're hurting them and your profession.  Go �nd something else to do.  You must 
show that you care about people."  I want them to be sensitive to what human beings are. 
After the  interview, the head doctor shook my hand and said he appreciated the interview 
and that I had done a good job.

I feel that I can live longer by participating in research.  I don't agree to die, but I agree to 
donate my brain in case I do.  I'm not clear what death is yet.  I haven't �gured it out yet.       
But, you die, so leave something of yourself.  Leave something of yourself for the world so 
that you can participate in its future.

I'm a very caring person and the support group brings me closer to other people.  It makes       
me feel I want to do things for them and for myself. I support us expressing ourselves.  I enjoy 
hearing from others as they open up about their thoughts and feelings. My wife also comes        
to the group at the same time and participates with the other spouses in their own group.  I 
think she enjoys it.  It's beautiful to see the changes in people. By your action, somebody gets 
better.  Because of your participation, somebody feels good again.  Because of my participa-
tion in the Alzheimer's program, I have been experiencing much help �nding my way 
through this disease. On some days I feel loss and pain. Yet at other times, I discover some 
meaning in my life because of feeling the support of others, including the group members, 
leaders, and the caregivers who all provide valuable encouragement. Being in the group 
makes me feel like I'm somebody.  This experience makes me feel more alive and human.

Victor speaks eloquently about the importance of creating a more sensitive society and �nding 
ways to have meaning and purpose in the  face of Alzheimer's.  Lisa Snyder interviewed him about 
a  number of  his activities that re�ect his positive actions and contributions towards these goals.

from what people are doing and what they're like.  A lot of people are being left like they 
are unknown. I'd like to help people �nd meaning instead of just sitting home and 
disappearing. I would like to be part of something where I belong and it has meaning to me.  

Margaret Mead told about somewhere where the culture celebrates people who have 
problems and gives them a feeling of expertise and knowledge and health whereas we in 
our society, we make them sick. If you're di�erent and unusual, you're made to feel like 
there is something wrong with you.  So I feel we're on the wrong track. We don't have to live 
with that.  We should help people to feel good about who they are. Why don't we create a 
society in which these people are given some meaning in who they are?  Let's not abandon 
them.  So we have to change that to where people with Alzheimer's feel part of something 
regardless of whether they remember a name of something.  We need something in our 
society to bring people with Alzheimer's into a more positive view. Some people feel down 
and ashamed because they have Alzheimer's - I've talked to people who don't want to 
mention it.  People with Alzheimer's are feeling they have been left out of life and that's hard. 
Alzheimer's is a disease – it doesn't mean you're dead or no good. 

People should be celebrated for being human. So we've got to do something about that 
for me and for others. I'd like to see something happen where it's brought more to the public.  
Why not share anything I learn about Alzheimer's and help people to work with it and learn 
from it?  There is much work being done throughout the world with research studies.  There 
is hope that a solution will soon be forthcoming.  I would like to take part in the cure.

(Continued from Page 1)

Victor is a retired clinical 
psychologist and 

talented jazz musician 
who was diagnosed with 
Alzheimer's  in 2000 and 

participates in our 
Shiley-Marcos ADRC

Finding Meaning in Alzheimer's

A Few Words With Victor
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Marking the 30th anniversary of Dr. Katzman’s editorial, the annual research 
conference of the UCSD Shiley-Marcos ADRC this year honored him by focusing on 
the theme of epidemiology. Epidemiological studies aim to identify how common 
diseases are in populations as well as the risks factors for developing these diseases, 
with the hope of developing interventions to lower these risks.  A distinguished 
group of international speakers convened for a 2-day conference in San Diego to 
recognize Dr. Katzman's seminal contribution to the study of AD and to review 
progress and important new directions in the �eld. 

Dr. Lenore Launer reviewed a body of research indicating that cardiovascular 
risk factors increased the risk of later life dementia.  Data from the Honolulu Aging 
Study, in which a group of Japanese American men have been followed since 1965, 
showed that people with high blood pressure in mid-life had a higher risk of 

cognitive decline or changes seen on brain imaging many years later. This could have implications 
for prevention: people whose high blood pressure was treated, particularly for many years, 
showed a lower risk of developing dementia compared to people whose high blood pressure was 
treated for shorter periods. Extending the theme of cardiovascular risk factors, Dr. Charles DeCarli 
reviewed imaging studies, which have linked changes in the brain's white matter—made up 
largely of �bers that interconnect nerve cells—to aging, hypertension and other vascular risk 
factors, and cognitive decline. These studies emphasize the remarkable progress that has been 
made in analyzing images of the brain, setting the stage to use these as markers in treatment studies. 

The study of dementia in di�erent ethnic groups around the world may provide a clearer 
understanding of risk factors. Dr Katzman embarked on one of the �rst of these studies in Shanghai 
in the late 1980s where he determined that low education was a risk factor for AD.  More recently, 
Dr. Hugh Hendrie reviewed studies in the U.S. and Nigeria, which have shown that elderly Nigerians 
are less prone to dementia than African-Americans living in Indianapolis.  A large number of risk 
factors is being examined to try to explain the di�erences. African Americans have higher 
cardiovascular risk factors and cholesterol levels that may promote dementia. Dr. Margaret Gatz also 
reviewed �ndings from a nation-wide study of elderly twins in Sweden. This study indicated that 
much of the risk of developing dementia appeared to be inherited, but environmental factors also 
contributed.  Dr. Richard Mayeux discussed approaches to investigating genetic variance that may 
modify the risk of late-onset AD. He reviewed a number of studies, many of which have mapped 
possible genes scattered throughout the entire genome (people's genetic make-up). He described 
the National Institute on Aging's Genetics Initiative, which is recruiting families with 2 or more 
a�ected siblings with AD above age 60 and obtains blood for DNA research. Over 800 families 
nation-wide have enrolled, and this promises to greatly facilitate future genetic research e�orts.

The value of comparing clinical information to �ndings at pathology was highlighted by        
Dr. Carol Brayne, who reviewed several studies in the UK, and by Dr. David Bennett, who 
presented data from the Religious Orders Study, a large study of retired nuns and priests across 
the USA.  Dr. Bennett reviewed methods of linking speci�c brain lesions, such as plaques and 
tangles, to dementia, and showed that tangles are a much closer correlate than is amyloid plaque.  

Thirty years ago, in an 
in�uential editorial in Archives 

of Neurology, Dr. Robert 
Katzman, former director of the 

UCSD ADRC, drew attention to 
the fact that Alzheimer's 

disease (AD) in the elderly was 
extremely common and 

shortened life expectancy.

P R E S E N T E R S

Lenore Launer
Charles DeCarli
Hugh Hendrie
Margaret Gatz

Richard Mayeux
Carol Brayne

David Bennett
Yaakov Stern

Claudia Kawas
Leon Thal

Mary Ganguli
Zaven Khachaturian

James Mortimer
Lon White

By Douglas Galasko, MD April 28-29, 2006

 UCSD ADRC EPIDEMIOLOGY of  
        Research ALZHEIMER' S

 Conference DISEASE

Dr. Katzman was one of the pioneers of the concept of 
brain reserve, a notion that some people may be protected 
from expressing dementia, even though their brains may 
have some plaques and tangles. Dr. Bennett showed that 
education, one factor that might a�ect brain reserve, 
appeared to modify the relation between amyloid 
deposition and the level of cognition. Dr. Yaakov Stern 
reviewed brain imaging studies that support the idea that 
reserve has di�erent components. One form of reserve is a 
preexisting capacity that may protect against the amount 
of brain damage that can be sustained before dementia 
shows itself.  However, other forms (and mechanisms) of 
reserve include di�erences in how a task is processed by 
the brain. More e�cient brain processing may allow  
people to compensate even in the face of damage. 

Population studies collect information about diet and 
medications. Dr. Claudia Kawas reviewed how these 
studies have suggested factors that could decrease the   
risk of AD, such as estrogen replacement therapy, anti- 
in�ammatory medications, antioxidants such as dietary

Vitamin E and C, and statins. Because of the large amounts 
of data typically collected in many of these studies, �nding 
an association between a medication or dietary factor and 
a disease is not clear proof that the factor is causal or 
protective. Ultimately these factors need to be tested in 
clinical trials or prevention trials. 

This theme was discussed by Dr. Leon Thal, our current 
UCSD ADRC director. He illustrated the challenge and 
expense of conducting prevention trials for AD, and 
pointed to emerging strategies, such as adding cognitive 
tests to existing prevention trials of other diseases, using 
telephone evaluations or community physicians to follow 
enrolled patients, and using innovative ways to collect 
information. He reviewed the large scale Women's Health 
Initiative study that showed that neither estrogen nor 
progesterone were better than placebo in preventing new 
cases of dementia or slowing cognitive decline. Both 
hormones carried an increased risk of side e�ects, including 
cancer and heart attacks. Many prevention trials are currently 
in progress, including studies of vitamins and supplements.

The conference led to much lively discussion and exchange of information, and the 
attendees no doubt greatly increased their own cognitive reserve!

UCSD ADRC Research Conference

On April 28, 2006, our UCSD founder Dr. Robert Katzman, was named               
"A Giant of Neurology"  by the American Academy of Neurology Foundation (AAN 
Foundation). At the luncheon honoring Dr. Katzman during our annual conference, 
our Shiley- Marcos ADRC director Leon Thal said, "Early on Dr. Katzman recognized 
that dementia would become the most important disease of aging in the next 
century."  Another colleague, Dr. David Drachman, from University of Massachusetts 
continued.  "Much of our progress towards understanding Alzheimer's disease can 
be traced back to his seminal contributions - both to the science, and to the 
worldwide attention to Alzheimer's disease."  The AAN Foundation has established 
the Robert Katzman Clinical Research Training Fund Fellowship in AD to 
support young investigators in the �eld.  The faculty and sta� of the Shiley-Marcos 
ADRC are so very proud of  Dr. Katzman and deeply grateful for his leadership.

Dr. Robert Katzman: A Giant of Neurology

(Continued from Page 4)



Antioxidants

STUDY DIRECTOR
Douglas Galasko, M.D. 

DESCRIPTION

This study will assess the safety, 
tolerability, and effects related to 
oxidative damage on cerebrospinal 
fluid (CSF) biomarkers of two 
antioxidant treatment regimens in 
patients with mild to moderate AD.

We seek male and female subjects, 
age 60-85, inclusive, who:

	 Have a diagnosis of probable 	
	 AD (NINCDS-ADRDA criteria)

	 MMSE score > 14/30

      No contraindications to lumbar 	
	 puncture

	 Medically stable, with no 	 	
	 clinically significant 	 	 	
	 abnormalities of hepatic, renal 	
	 or hematologic function 

STUDY DURATION:  The study will 
last 4 months; it includes two lumbar 
punctures (spinal taps), three clinic 
visits, and six telephone interviews.

COMPENSATION

Participants will receive $400 upon 
study completion ($200 per lumbar 
puncture).

CONTACT

Mary Margaret Pay, R.N., C., N.P. 
at (858) 622-5800 and ask for the

"Antioxidant Study" 

If you are interested in participating or would like more information, 
please contact the Study Coordinator listed with each trial.

	 They may all be reached at the Shiley-Marcos ADRC.

	 There is no cost to participate in any of these research protocols

Huperzine A

STUDY DIRECTOR
Jody Corey-Bloom, M.D., Ph.D.

TIME INVOLVED
Study participation will be 24 weeks

DESCRIPTION

This study is to determine whether 
huperzine A is beneficial in the treat-
ment of mild to moderate Alzheimer's 
disease. Huperzine A is a natural 
cholinesterase inhibitor, derived from 
the Chinese herb huperzia serrata, 
used in China to treat AD. Individuals 
55 years of age or older who are not 
currently taking cholinesterase inhibi-
tors and have mild to moderate     
Alzheimer's disease are eligible for 
screening. Treatment with memantine 
(Namenda) and vitamin E is allowed.

Two-thirds of participants will be ran-
domly assigned to receive huperzine 
A throughout the study; one-third will 
receive placebo for the first 16 weeks, 
followed by huperzine A for 8 weeks. 
An open-label extension study provid-
ing huperzine A to all participants for 
at least 6 months is anticipated.

COMPENSATION 

There will be no payment for participa-
tion in this study; however, all tests, ex-
aminations, and medical care required 
as part of the study will be provided.

CONTACT

Karen Wetzel, M.P.A.S., PA-C,
at (858) 622-5822 and ask for the 

"Huperzine A Study" 

OR

OR

ADNI
Alzheimer's Disease

Neuroimaging Initiative

STUDY DIRECTOR
Adam Fleisher, M.D.

DESCRIPTION
This study will measure examine 
whether imaging of the brain (through 
MRI and PET scans) every 6 months 
can help predict and monitor the 
onset and progression of Alzheimer's 
disease (AD).We seek male and 
female volunteers age 55-90 who:

	 Have no memory problems (3 year 	
	 commitment)

	 Have a diagnosis of Mild Cognitive 	
	 Impairment (MCI) (3 year commitment)

 	 Have a diagnosis of early AD       	
	 (2 year commitment). 

	 All participants will undergo 	 	
	 repeated brain MRIs and have 	
	 blood and urine analyzed for 		
	 biomarkers.

	 PET scans and lumbar punctures 	
	 are a study option. 

	 Participants must have a study 	
	 partner (i.e., spouse, relative, or 	
	 friend).

	 Participants must be fluent in 	
	 English or Spanish. 

COMPENSATION

Participants will receive up to $100 
per visit and up to an additional $200 
for lumbar puncture.

CONTACT

Helen Vanderswag, R.N.C. or Deborah 
Fontaine, G.N.P. at (858) 622-5805 

and ask for the "ADNI Study"

Biomarkers
in Aging, MCI, and

Alzheimer's Disease

STUDY DIRECTOR
Douglas Galasko, M.D.

DESCRIPTION
This study will measure levels of a 
number of different proteins in 
cerebrospinal fluid (CSF) and in blood 
in order to compare these biomarker 
levels amongst people who have 
normal cognitive ability, mild memory 
problems, or early Alzheimer's 
Disease (AD).

We are looking for male and female 
volunteers:

	 Age 40-90 with no memory problems 

	 Age 60-90 with Mild Cognitive 	
	 Impairment (MCI)

	 Age 60-90 with early AD 

Study candidates should be in 
general good health and without 
major lower back problems. The 
study will last 5 years, with a 2-day 
visit per year. Participation involves a 
lumbar puncture and bloodwork.
 

COMPENSATION
Participants will receive up to $200 
compensation per year of the study 
for undergoing the lumbar punctures

CONTACT

Helen Vanderswag, R.N.C., B.S.N. 
at (858) 622-5805 and ask for the 

"Biomarkers Study"

VALID 
VALproate In Dementia

STUDY DIRECTOR
Jody Corey-Bloom, M.D., Ph.D.

TIME INVOLVED
Study participation will be 26 months 

DESCRIPTION

Can long-term treatment with 
valproate not only delay the time until 
such behavioral symptoms as 
agitation or psychosis emerge, but 
also slow the expected cognitive and 
functional decline of AD?

This is a randomized, placebo- 
controlled, double-blind trial of 
outpatients 55 or older with AD 
(MMSE 10-20 inclusive) who lack 
agitation and psychosis and do not 
require treatment with psychotropic 
medications. Participants will be 
randomly assigned to receive 
valproate or placebo (an inactive 
substance).

Treatment with Aricept, Reminyl, 	
Exelon, Namenda and/or vitamin 	
E is allowed.

COMPENSATION

There will be no payment for 
participation in this study; however, all 
tests, examinations, and medical care 
required as part of the study will be 
provided at no cost. 

 CONTACT

Karen Wetzel, M.P.A.S., PA-C,         
at (858) 622-5822 and ask for the

     "VALID Study" 

DESCRIPTION:	 The safety, tolerability and effectiveness of an experimental drug, AAB-001, is being studied in individuals with mild to moderate Alzheimer's
disease (AD). Sponsored by Elan Pharmaceuticals, AAB-001 is an antibody (a type of  protein usually produced by white blood cells to destroy other 
substances in the body). In AD, a  protein called amyloid gathers in the brain and is thought to cause memory loss and confusion. It is hoped that AAB-001 
will bind to the protein in the brain and help the body remove it.

Current treatment with Vitamin E, Aricept, Razadyne and Exelon and/or Namenda are allowed. Participants will continue to receive their current treatment 
and will be randomly assigned to receive one of three possible doses of AAB-001 or placebo. AAB-001 is given by intravenous infusion (given into a 
vein) and cannot be taken by mouth.	

COMPENSATION: There will be no payment for participation in this study; however, all tests, examinations, and medical care required as part of the 	
study will be provided at no cost.

CONTACT: Karen Wetzel, M.P.A.S., PA-C, at (858) 622-5822 and ask for the "Passive Immunization Study" 

Passive Immunization STUDY DIRECTOR:	 Jody Corey-Bloom, M.D., Ph.D.

Lecozotan

STUDY DIRECTOR
Jody Corey-Bloom, M.D., Ph.D.

DESCRIPTION

This is a study sponsored by Wyeth 
Pharmaceuticals to find out more 
about the safety, tolerability and 
effectiveness of an experimental 
drug, Lecozotan, in patients with mild 
to moderate AD. This drug is 
considered experimental because it 
has not 	been approved by the Food 
and Drug Administration (FDA).

REQUIREMENTS

	 Age 50 and older

	 Have mild to moderate AD

	 Are not taking medications for 	
	 treatment of their memory

COMPENSATION

There is no payment for participation; 
however, all tests, examinations, and 
medical care required as part of the 
study will be provided at no cost.

CONTACT

Karen Wetzel, M.P.A.S., PA-C,  
at (858) 622-5822 and ask for the 

"Lecozotan Study"
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Support groups were once equated to goldmines until one day, a caregiver said that 
maybe they were more like gem mines because not everyone feels like gold.  It was 
whole-heartedly agreed upon that “gem” it would be. Now, support groups are like 
hitting a jackpot that is a treasure chest of some of the most valuable gems.  Caregivers, 
like gems, come in all shapes and sizes, and each with their unique degree of luminosity. 
Like a gem, each has its own history, but unlike a gem, the value of the support group is 
priceless. 

The Younger Caregiver Support Group began in 1999 and was established to address 
the unique needs of caregivers under age 60.  Many are adult children caring for a parent 
while also trying to care for their own families and personal lives.  Others are spouses 
whose loved one has been diagnosed with dementia at a young age. These spouses are 
also often employed in demanding jobs and/or still raising children at home. They often 
struggle to �nd an age-related peer group in other community caregiver support groups.  
The number of monthly attendees at the Young Caregiver Support Group can range 
anywhere from 12 to 22 each month and the topics of discussion vary across the full 
spectrum of caregiving.  Some of the caregivers have been attending since the group’s 

inception, so something good has got to be going 
on here! 

In 2000, Joy Glenner, President/Founder of the 
George G. Glenner Alzheimer’s Family Center 
stepped up to the plate in a heartbeat when the 
group needed a new meeting place.  To this day, on 
the second Wednesday of every month, we continue 
to meet in their lovely corporate o�ce in Hillcrest.  
Since 1982, Ms. Glenner has been genuinely 
committed to the needs of people with Alzheimer’s 
and their families and she assures us that while the 
Glenner Center is in existence, the Younger Caregiver 
Support Group will always have a home. 

We acknowledge each and every caregiver for 
the precious time and e�ort they dedicate to their 
loved one.  It is a challenging journey and it is 
important to know that a support group is a viable 
option.

The Younger Caregiver Support Group is              
co-facilitated by Frances Martinez-Goodrich, MSW, 
and Lisa Snyder, LCSW of our UCSD Shiley-Marcos 
ADRC in co-sponsorship with the San Diego/ 
Imperial County Chapter of the Alzheimer’s           
Association and the George G. Glenner Alzheimer’s 
Family Center.  If you would like more information 
about the support group, contact Frances or Lisa  
at (858) 622-5800.

By
Frances Martinez-Goodrich, MSW

THE

YOUNGER CAREGIVER
SUPPORT GROUP

 

Too Young to Have Alzheimer’s?
Alzheimer’s is usually thought of as a disease that 

a�ects our elderly population. Although increasing age 
is undoubtedly the biggest risk factor, it is estimated that 
up to 10% of cases are “early-onset”, a�ecting people 
under the age of 65 years, including some in their 30s, 
40s, and 50s. People with early-onset dementia may 
have unique issues and challenges, and may struggle to 
�nd an age-related peer group. In their e�orts to provide 
appropriate information and support, the Alzheimer’s 
Association San Diego/Imperial Chapter would like to 
hear from early-onset families. 

If you or your loved one are a�ected by early-onset 
dementia and would like to help the Alzheimer’s  
Association to understand your unique needs, then 
please contact: 

Anna King, Director of Family Services
(858) 492 4400 x109
anna.king@alz.org.

The Younger 
Caregiver Support 

Group began in 
1999 and was 
established to 

address the unique 
needs of caregivers 

under age 60.

STAFF PAGE

NEW ADRC STAFF

At the Spring 2006 Volunteer Recognition Luncheon of the San Diego/Imperial 
County Chapter of the Alzheimer’s Association, ADRC clinical social worker Lisa Snyder, 
MSW, LCSW, was awarded “Professional of the Year” by the Chapter. 

Lisa started the �rst support group for people with early-stage Alzheimer’s in San 
Diego in 1995 and still co-facilitates this weekly group.  She also co-facilitates a monthly 
young caregiver support group. She serves on the Chapter’s Speaker’s Bureau and has 
presented at numerous local and nation-wide Alzheimer’s Association conferences and 
workshops. She serves on the Associations Early-Stage Tasks Forces both locally and 
nationally and authored the book Speaking Our Minds, in which individuals with 
Alzheimer’s share their experiences of living with symptoms.  The Chapter honored her as 
a “champion of early-stage programming who exempli�es the dedication and 
compassion we wish all professionals in this �eld would demonstrate towards those 
coping with the challenges of Alzheimer’s.” 

Lisa Snyder, MSW, LCSW

Alzheimer’s Association 
“Professional of the Year”

Bernadette is a native Long Islander (New York) who spent the last �ve years living 
and working in New Orleans. Hurricane Katrina forced relocation and she transferred 
her graduate program to SDSU last Fall. She received her B.A. in Psychology with a minor 
in Health and Human Development from Lehigh University in 2001. She graduated with 
her M.S. degree in Gerontology this May. Her plan is to obtain a Ph.D. in Clinical 
Psychology with an emphasis in Geriatric Neuropsychology.

She has worked for many years as a psychometrist and has experience with a diverse 
population of people su�ering from psychiatric and neurological disorders. She was the 
Director of a clinical research site in New Orleans specializing in Central Nervous System 
drug studies and has �ve years experience in the clinical research industry. Bernadette 
has joined us as a psychometrist and would like very much to work with researchers 
here. She is delighted to call San Diego her new home.

Bernadette M. Di Toro, M.S.

New Orleans’ loss           
is our gain

I am ecstatic to be part of the Neurology team here at UCSD, and the fantastic 
research that this area has become known for throughout the country. My academic 
background started with my training in Neurology at Georgetown University, and 
subsequently a two year stint at the National Institutes of Health doing research on 
Neurodegenerative diseases such as Parkinson’s, Alzheimer’s, and Huntington’s. I have 
currently chosen to continue my work in degenerative diseases but with a singular focus 
on Alzheimer’s. While at NIH, I had heard about Dr. Thal, and am elated to have the 
opportunity to work with him and the rest of his celebrated team. My goal is to pursue a 
career in academics, and to be able to make my contribution towards �nding a cure to 
this dreaded disease. 

On a personal level, I am married to a wonderful lady who also aspires to become a 
researcher in neurology, and we have a 16-month-old future neurologist who is the light 
of our life. The two central paradigms in our life are discovery and service, and it was the 
latter that brought us together while in Afghanistan, where we were trying to help 
rebuild the health care system of that beleaguered country. 

Now here, in beautiful San Diego, I hope that those two aspects of our life will come 
together in a career that will allow us to be of service to those who su�er from the blight 
of Alzheimer’s and similar degenerative diseases that rob people of their cherished 
memories and of who they are. 

A. Dean Sherzai, MD

Discovery, Service,
and a 16-month-old     

future neurologist
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"Will-ful" Planning
With over 50 percent of adult Americans dying without a will, many of us can understand the 

significance of considering one for the first time, or the need to make changes to an existing will.
Here are some important questions for consideration.

If you do update your will–or prepare one for the first time–we hope that the Shiley-Marcos Alzheimer's Disease 
Research Center at UCSD will be among your favorite charities. There are innovative ways you can use an estate gift 
to create a legacy, as well as make a difference in Alzheimer's disease treatment and research for generations to come.

We have an excellent brochure, How To Make a Will That Works, to assist you with basic estate planning 
information. We can also provide proper bequest language to you and/or your estate-planning attorney. For a free 

copy of our brochure contact Geoff Graham, at (858) 822-6619 or visit our website at www.plannedgiving.ucsd.edu. 
If you have already made arrangements for the Shiley Marcos ADRC in your estate plans, do let us know. We would 

like to acknowledge you as a member of our UCSD Legacy Society. 

There is a fifth question you might also consider:

“Have I included my favorite charity in my estate plans?”

1.
Is My Will 

Current?
Tax laws change, and the size and extent of your 

assets may have changed as well. Updating your will 
allows you to take advantage of recent tax developments 

and new estate planning techniques. Your family 
situation may have changed over the years. Perhaps your 
estate has grown beyond your earlier estimates. Maybe 

you've changed your mind about some of your bequests. 
As time passes and changes occur in your life, you 
should consider bringing your will "up to speed."

2.
Is My Will 

Valid?
Have you moved to a different state since creating 

your will? The laws may differ and your old will could 
be invalid. Perhaps you prepared your own will and 
missed something important, like proper signatures. 

Considering the importance of your last will and 
testament, it makes good sense to have a reputable 
estate-planning attorney review your current will.

4.
Does My Representative 

Know?
It is important that your personal representative 

knows where to find your will and has access to it. 
Include a list of accounts, assets and funeral 

instructions. Imagine the frustration and added grief if 
your survivors are unable to fulfill your wishes in 

settling your estate.

3.
Is My Will 

Safely Stored?
Where do you keep the original copy of your will? 

This is a precious document and is best stored in a 
bank safety deposit box or other place where it is 

protected from fire and theft.

Out and About is an 8-week series of socially and 
culturally enriching outings for people with Alzheimer’s 
that aims to stimulate mental and physical abilities. It was 
inspired by discussion amongst participants of our weekly 
support group for people with Alzheimer’s who talked 
about the desire to have more ways to get “out and about.”  
Social life and activity can be diminished for people with 
memory loss, and families sometimes struggle to �nd ways 
to keep their loved one engaged and involved. Hence, Out 
and About was born and is  now into its fourth 8-week series.

Out and About meets on Tuesdays from 11:00-3:00 at 
the Shiley-Marcos ADRCand combines a lunch outing with 
a visit to a museum, exhibit, or other site of interest. Up to 
eight participants join for each series of outings.  

Out and About is sta�ed through the UCSD Shiley- 
Marcos Alzheimer’s Research Center. As the program 
expands, our local chapter of the Alzheimer’s Association 
will be partnering with us to provide more sta�. Two sta� 
members accompany the participants on each outing and 
provide the transportation in the sta� vehicles. Although 
not every outing is equally popular with each participant, 
the program attempts to be varied enough to cover a wide 
range of interests and activities. To date, over 30 di�erent 
destinations have been explored ranging from a harbor 
cruise on the bay or a train ride to San Juan Capistrano, to a 
martial arts demonstration or a docent tour of one of our 
many San Diego museums.

An Outings Program for People
with Alzheimer’s

Out
&

About

In order to fully bene�t from this program, participants must be:
  Able to walk short distances for up to 90 minutes (museum docent tours, park walks etc.).
  Able to eat in a restaurant and use a restroom independently.
  Able to hear adequately and maintain attention to a conversation or activity. 
  Willing and interested in participating in the program.

Out and About is a not for pro�t program that is sustained by a requested donation from the program participants.
To learn more about this program, contact Lisa Snyder, the program coordinator at (858) 622-5800.

 

SIGNS THAT A SENIOR IS NOT GETTING ENOUGH TO DRINK:  Dry Mouth  Dizziness/Lightheaded  Confusion                      
 Nausea  Concentrated Dark Yellow Urine  Hot/Fushed  Low Urine Output  Fatigue 

A FEW SUGGESTIONS TO AVOID DEHYDRATION FOR ALL SENIORS:
  Eat plenty of fresh fruits and vegetables daily.

  Avoid excess co�ee, black tea, or colas. They are diuretics (substances that lead to increased urination).  
  If you drink these beverages, also have a glass of water to compensate for the risk of �uid loss.

  Each morning, �ll a quart-sized water bottle with water or fruit juice.  Drink from it throughout the  
  day. If you have forgotten whether you have had enough �uids at the end of the day, check the bottle.  
  If it’s empty, that’s a good sign you’re on the right track. If it’s still full, drink up!

  Avoid going outside in the hottest part of the day (usually mid morning to late afternoon). If you do,  
  take water with you and drink �uids during your outing.

The months of August and September can be 
dangerously warm. Heat coupled with high humidity 
can place seniors at serious risk for dehydration (a 
dangerous lack of �uid in the body). Dehydration can 
have serious health consequences and can also increase 
confusion, disorientation, and memory problems in

Alzheimer’s. Some a�ected individuals simply forget to 
drink enough �uids. Others have lost some sensitivity 
to the sensation of thirst and are unaware when their 
body is signaling the need for liquids. Taste can also be 
diminished with Alzheimer’s disease, so some persons 
are less motivated to eat or drink.

Healthy Habits: Avoiding Dehydration
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Educación sobre la Enfermedad de Alzheimer
Para los que prestan cuidado de

seres queridos con Alzheimer

Miércoles, 23 de agosto de 2006

700 National City Blvd.
National City, CA 91950

Por favor, comuníquese al (858) 622-5800 o 1-800-251-2495             
con Frances para registrarse

Para cuidado gratis de su ser querido durante la conferencia, 
comuníquese con el CENTRO DIURNO  al (619) 420-1703       

antes del 18 de agosto de 2006 para hacer reservaciones 

CONFERENCE HISPANIA
ANUAL 2006

The BRAVO
Foundation

October 28, 2006
Balboa Park, San Diego

6:30 am Registration
7:30 am Walk Begins

JOIN THE SHILEY-MARCOS ADRC TEAM 
FOR THE ANNUAL ALZHEIMER’S 
ASSOCIATION MEMORY WALK

Contact co-captains Mary Sundsmo                             
or Lisa Snyder at (858) 622-5800 for team          

sign-up sheets or to register.


