
Cure
PSP
Cure
PSP

The Society For
Progressive Supranuclear Palsy

TM

ADVOCATEThe PSP First Quarter 2002, Vol. 13, No. 1THE SOCIETY FOR

PSP
Progressive Supranuclear Palsy

Woodholme
Medical Building

Suite 5l5
1838 Greene Tree Rd.
Baltimore, MD 21208

1 (800) 457-4777
1 (410) 486-3330

FAX:
1 (410) 486-4283

email:
SPSP@psp.com

website:
www.psp.org

INSIDE

Register Today!
Related Topics For

Everyone
“Sixth Biennial
National PSP
Symposium”
In Baltimore

“ PSP Research
Grant Recipients
Offer Promise for

the Future”

You are cordially invited to attend

a delightful evening of dinner, awards,

and music...

Featuring The Diva Duo:

Melissa Perry & Sharon Rose Derstine

Courtesy of
Music For All Seasons, Inc.

Brian Dallow & Rena Fruchter
Directors

Emceed by Tamara Nelson
Popular Baltimore Radio Personality — WLIF 101.9

Details on Page 9



The Society for Progressive Supranuclear Palsy
FOUNDERS
Reba and David Saks

HONORARY CHAIRMAN*
John C. Steele, M.D., F.R.C.P. (C)
Fellow, American College of Physicians
Core Director, Micronesian Health Studies

MEDICAL ADVISORY BOARD
Lawrence I. Golbe, M.D., Chair
Professor of Neurology,
Robert Wood Johnson Medical School, New Brunswick, NJ
James Clements, Ph.D.
Roswell Cancer Institute, Buffalo, New York
Dennis W. Dickson, M.D.
Neuropathology Consultant, Mayo Clinic, Jacksonville, FL
John H. Growdon, M.D.
Professor of Neurology, Harvard Medical School, Boston, MA
Joseph Jankovic, M.D.
Professor of Neurology, Baylor College of Medicine, Houston, TX
Andrew J. Lees, M.D.
Consultant Neurologist, National Hospital for
Neurology & Neurosurgery, London
Irene Litvan, M.D.
Chief, Cognitive Neuropharmacology Unit
Henry M. Jackson Foundation, Bethesda, MD
Demetrius M. Maraganore, M.D.
Associate Professor of Neurology
Mayo Clinic. Rochester, MN
David E. Riley, M.D.
Associate Professor, School of Medicine
Case Western Reserve University, Cleveland, OH
Maria Grazia Spillantini, Ph.D.
William Scholl University Lecturer in Neurology
MRC Brain Repair Centre and Department of Neurology
University of Cambridge, Cambridge, U.K.
Eduardo Tolosa, M.D.
Professor of Neurology
University of Barcelona Hosp Clinico,
Barcelona, Spain
David S. Zee, M.D.
Professor of Neurology, Ophthalmology & Otolaryngology
Johns Hopkins University School of Medicine
Baltimore, MD

BOARD OF DIRECTORS
Elizabeth Brisson, Chairman
John Fiedler, CPA, Treasurer
Kelly Ann Harrison, PH.D., Secretary
Bruce Barnett, PH.D
Robert L. Barnett
Janice Clements
Dale Ferris
Lawrence I. Golbe, M.D.
Stephen Hamer
Howard Hurtig, M.D.
Susan Imke, C.R.N.P.
George S. Jankiewicz
Amy S. Mandlman
Kenneth Alan McKusick, M.D. FACNP, FACR
Gwyn Vernon, MS.N, CRNP
Joanne Armstrong, Honorary Member
Stephen G. Reich, M.D., Chairman Emeritus

SPSP EXECUTIVE DIRECTOR
Ellen Pam Katz

*In 1963, Dr. J. C. Steele, together with Dr. J. C. Richardson and
Dr. J. Olszewski, identified PSP as a distinct neurological disorder.

TABLE OF CONTENTS
Director’s Doings/Chairperson’s Corner 3

Support Services Survey 4

Diagnosis and the Epidemiolgical Project 5

More 2001 PSP Grant Recipients 6-8

Sixth Biennial PSP Symposim 8-9

New Orleans Support Group Meeting/AAO 10

Dysphagia and PSP 11

Home Exercises 12

PSP and the Bladder 13

Talking About End of Life Issues 14

2001 Memorial and Tribute Gifts 16-17

Support Group Listing 18

Support Group News 19-20

PSP Stories 21-23

Helpful Hints 24-26

Report of Gifts 28-30 

2 PSP Advocate, First Quarter 2002

The Society for Progressive Supranuclear Palsy, Inc.
(SPSP) is a nonprofit 501-3(C) organization that exists to
promote and fund research into finding the cause and cure
for PSP. PSP is a fatal degenerative brain disorder that has
no known cause, treatment or cure. The Society provides
information, education, support and advocacy to persons
with PSP, their families, and caregivers. The Society 
educates physicians and allied health professionals on PSP
and how to improve patient care.

Phone 1 (410) 486-3330
Toll Free 1 (800) 457-4777, FAX 1 (410) 486-4283
Ellen Pam Katz, Executive Director
SPSP, Inc.
Woodholme Medical Building
Suite 5l5
1838 Greene Tree Road
Baltimore, MD 21208
email-epkatz@psp.org

SPSP@psp.org
website-www.psp.org
List Serve: requests@hydra.welch.jhu.edu

Subscribe psp your name

The PSP ADVOCATE is a quarterly newsletter published by
The Society that informs members of findings in the area of
PSP. There is no copyright. Newsletters and other publica-
tions can disseminate any information in the PSP Advocate.
Please cite attribution to the Society and the author.

EDITOR
Nancy Ogiba Brittingham
NancyB501@cs.com
(757) 838-0777 • FAX (757) 838-6086
(In memory of Henry and Jane Ogiba)
Assistant to the Editor: Debra Thompson
(In memory of Lois Croft Davis)



Liz Brissom
Chairperson, Society for PSP

“Optimism is the faith that leads to achievement.
Nothing can be done without hope and confidence.”

Helen Keller

As my Chairmanship begins, I
would like to reflect a moment on my
predecessor, George Jankiewicz.
George once asked, “What can we do
to make a difference?” I think it is the
dedication of so many wonderful peo-
ple, like George, that I have come to
know over the last six years being
involved with the Society, that really
does make the difference. George has
served the Society for many years and
has been instrumental in seeing the
fruition of the Society’s Vision and Strategic Plan for 2000-
2003. The torch has now been passed on to me and I am 
honored to be your new chairperson. I bring with me the same
passion and dedication that George inspired in me and all those
around him. 

We have a very strong Board of Directors that understands
the mission and goals of the Society. We have entered into a
new decade having commemorated our 10-year anniversary
only one year ago. Now it is the “Decade of Hope,” and it is
this sentiment that I embrace fully, and hope a cure is found
for progressive supranuclear palsy. There is still so much to be
done and it is gratifying to see so many people come together
to share their stories. We are deeply appreciative and touched
that actor Dudley Moore stepped forward and revealed he was
diagnosed with PSP, and established a research fund.
Professional baseball player Denny Neagle too, came forward
to see what he could do when he learned his father-in-law was
also diagnosed with PSP. Denny began a “Strike Out PSP” fund.

This year will be very busy with two major events coming up,
including the Biennial Symposium in May focused on support
group leaders, caregivers and those diagnosed with progressive
supranuclear palsy. We also are planning a Research
Symposium in November inviting researchers to come together
to share and discuss the latest findings in their PSP research. All
of these initiatives are in line with our goals, which include:

• To establish a strong national presence and increase 
education to persons with PSP, their families, caregivers,
physicians and allied health professionals.

• To generate an increased yearly ongoing revenue of cur-
rent expenditures, special projects and future funding by 
establishing a development program.

• To strengthen and broaden an effective volunteer 
leadership program.

• To promote and increase progressive supranuclear palsy
research.

I will continue to support the strategies, which were 
created by the Board of Directors in 1999, and I look forward
to further collaboration in creating the Society’s future beyond
2003. I want to thank George for his leadership as well as the
Board, staff, volunteers, donors, physicians, and you, our 
supporters, for keeping the mission on the forefront in all of
our actions. Let’s make this a “Decade of Hope” in finding a
cure for PSP!

e passed the
baton!

The Society passed
the baton in October, 2001 from
George Jankiewicz, Jr. to Liz
Brisson as new Chairperson of
the Board. George served as
Chairman for three years and
treasurer for two, even serving as
chairman and treasurer one year
concurrently. What a feat!

As Executive Director, I take
my marching orders from the

Chairman of the Board and for
three years, I heard nothing but
the finest of marches—
John Philip Sousa quality or
Johann Strauss. George molded
the Society during his term with
his profound wisdom, his exten-
sive knowledge and experience
in finance and accounting. He
has been a visionary, serving
with grace and patience.

If you looked at George, you
would immediately guess he
excelled in basketball. But his 
tall frame can be equally 
measured commensurately with his “tall” character. He has
put hours into leading, organizing and advising on many
issues vital to our young organization’s start-up needs. He
approached issues with genuine sensitivity and empathy for
persons diagnosed with PSP and families even as he faced
the passing of his father to progressive supranuclear palsy.
As my boss, he listened intently to needs concerning staffing
and human resources, another area in which he has 
considerable knowledge.

He has been a gentle and caring leader, molding various
opinions and points of view into a focused effort. He is
always there for us and because of his leadership, we have
always wanted to be there for him.

Thank you, George for all you have done for the Society
and for helping me grow as Executive Director. Our organi-
zation has blossomed under your baton. I, too, have gleaned
much from your outstanding leadership.

We look forward to you remaining on the Board as a
trusted leader and guide to Liz, the new Chairperson and
the Board of Directors.

With great respect and admiration,

Ellen Pam Katz
Executive Director

Director’s Doings Chairperson’s Corner

PSP Advocate, First Quarter 2002 3

W



The Society for PSP

4 PSP Advocate, First Quarter 2002

Thank You!
a The Society for PSP is pleased to announce that it

has received a gift of $200,000 in memory of Willa
McNear Budge. The gift was made possible
through a bequest from the estate of Hazel Reed
Baumeister which is administered by Dr. John
Saidy, Mrs. Budge’s personal physician who attend-
ed her throughout her long battle with PSP. Dr.
Saidy and his wife, who were close friends of Willa
and her husband, Bill, wished to pay tribute to her
by making this bequest in her memory. The gift will
establish the Willa McNear Budge Memorial Fund
and will be used to fund research as well as out-
reach and educational programs. Willa McNear
Budge lived with her husband William Budge in
Hillsborough, CA, a suburb of San Francisco. The
Society thanks Dr. and Mrs. Saidy for remembering
their friend in such a caring and meaningful way.

a A SPECIAL THANKS
For the third year, Mr. Jay Troxel continues to sup-
port the publication of the PSP Advocate in mem-
ory of his beloved wife, Eloise H. Troxel.

“High Marks
Reported By Donor Survey”

Bonnie Heneson
Communications, Inc.

In September 2001, the Society for PSP surveyed its donors
to identify the needs and desires of persons profoundly 
affected by PSP. The survey was designed to identify future
organizational resources to help enable a cure through
research and to provide outreach services. Approximately 825
persons (15%) responded from the United States and
Canada. The survey was tabulated and analyzed by Bonnie
Heneson, a marketing and communications consultant in
Owings Mills. MD. The following information is from her
analysis. 

PATIENT AND FAMILY INFORMATION: 
• The majority of responders were spouses of persons

diagnosed with PSP with children being the next 
highest category. About 10% indicated there were
other persons in the family with neurological problems,
including Parkinson’s disease. 

• The greatest challenges facing families were: 
- Dealing with medical professionals who do not know
about PSP. The Society’s information was much more
helpful than what is provided by doctors. 

- Lack of public knowledge on the disease
- Feeling of helplessness and frustration

- - Emotional drain
- Feeling of isolation

WAYS THE SOCIETY FOR PSP
CAN BE MORE HELPFUL: 

• Find a cure 
• More articles on time frames related to the illness and

what to expect 
• More support groups 
• Educate doctors and the medical community 
• Increase public awareness of disease with more media

coverage 

SATISFACTION WITH THE SOCIETY: 
• It was gratifying to see how much the Society for PSP

meant to so many persons diagnosed with PSP and
families. The Society is truly a lifeline for those 
struggling with the frustrations, challenges and 
emotions of caring for PSP patients. The Society for
PSP was the only place people could turn.

• Most respondents were highly satisfied with the
performance of the Society. 

• The newsletter was overwhelmingly the most popular
service provided by the Society and received rave
reviews. The website, brochures and support groups
came in next with the list serve and symposiums to 
follow. Interest was also showed in knowing more
about being a brain donor. 

CHARITABLE GIVING: 
• The major reason people made a gift or would make a

gift to the Society was to continue research efforts to
find a cure. The next most popular reason was in 
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Diagnosis and the
Epidemiological Project

Newcastle, UK
David Burn, M.D. and Uma Nath, M.D,

“THE NEED FOR DIAGNOSIS OF PSP”
Physicians as a group are (I hope you will agree) bright, moti-

vated and highly trained. We know that patients with PSP have a
characteristic eye movement problem, their illness is difficult to
treat and tends to progress. We also know that Parkinson’s disease
is a disorder without eye movement problems in which patients
respond well to treatment. So why are patients with PSP still being
misdiagnosed as having Parkinson’s disease? Why do patients 
with PSP see so many specialists before being given the correct
diagnosis?  Indeed, one might even query what difference a 
correct diagnosis makes, since patients with PSP often do not
respond to treatment.

WHY DOES DIAGNOSIS MATTER?
It matters. Waiting merely a few days for the results of a 

hospital test can be unnerving; patients with PSP often have this
agonizing delay for months and even years. So many, when finally
given a correct diagnosis, tell us of the trail from one specialist to
another, having test after test, and occasionally even undergoing
unnecessary treatments. Nor are practical difficulties the only prob-
lem. Hopes are raised and dashed with each test and each visit.
Different specialists may provide differing explanations for symp-
toms. Possible diagnoses, such as dementia or Parkinson’s disease,

may be mentioned, each
rather worrying. Patients
may even feel that their
doctor is “out of their
depth.” This can be very
frightening for the
patient and erodes the
relationship between
patient and doctor.
Considerable frustration
may be generated.

When so much is
uncertain, patients can-
not move forward 
psychologically. They are
less able to come to

terms with the illness, plan for the future or explain the situation to
their families. Everything seems to be “on hold.” Depression is a
natural consequence. While this is terrible to experience at a time
when the illness itself may be progressing, it is equally terrible for
relatives and friends to witness.

We as doctors are only too well aware of these problems. We
know that we cannot prevent PSP, cannot cure it or even slow
down its course. At the very least we should be aiming to diagnose
it accurately early on in the disease so that problems outlined
above can be avoided. Patients often feel a sense of relief when
meeting a physician who obviously has some experience in dealing
with the disorder. We are able to tell them about which symptoms
we can treat, whether some of the symptoms are actually nothing
to do with PSP, and most importantly, help them to plan ahead
realistically. While it is true that progression in PSP is very variable
even when the diagnosis is clear, patients and relatives show extra-
ordinary resilience once they know what they are dealing with. 

Uma Nath, M.D. with Irene Litvan, M.D.
at the AAN Meeting in Philadelphia

• memory of a loved one, followed by the Society 
continuing to provide education and support to 
families, the health community and to the 
general public. 

• Most respondents, depending on their capacity to give,
responded favorably to continuing their financial 
support of the Society. Many wished information on
bequests, planned giving and establishing named
research funds. Many responders who were retirees
and/or on fixed incomes expressed their desire to 
support the Society to the extent they could. Many
responders expressed that they wish they could 
give more. 

VOLUNTEERS: 
• The Society received hundreds of responses from 

persons willing to volunteer, organize events around
the country, raise funds, serve on the Board of
Directors and help in any way they could. Many were
willing to host speakers on PSP research at small get-
togethers and fundraising dinners, as well as sporting
events – walkathons and runs. 

SUMMARY: 
In summary, this survey has provided the Society for PSP

with information about how donors view the Society and
how they wish to help. The work now really begins with the
need to follow up on leads, supply requested information,
evaluate areas in which forming support groups would be
most helpful, tapping into a potentially new volunteer pool
for board members, fundraising and other activities. 

Perhaps one of the strongest messages that emerged
from this survey was the importance of the role of the
Society for PSP in educating doctors, informing the public
about PSP and, in general, raising the visibility of this dis-
ease. It is very clear from these surveys that the Society for
PSP is indeed making a difference in the lives of persons
diagnosed with PSP and their families and that people are 
counting on the Society to spearhead research efforts
around the country. 

PSP EUROPE
We are pleased to have a cooperative relationship with

our sister organization, PSP Europe Association. For infor-
mation on what is happening in the United Kingdom and
throughout Europe, contact:

Michael Koe
The Old Rectory
Wappenham, Nr Towcester, Northamptonshire
NN12 8SQ
Telephone 0044 (0) 1327 860299
E-Mail psp.eur@virgin.net
Website http//www.pspeur.org

Continued Page 6
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More 2001 Society for PSP
Grant Recipients

“Glial Tau Aggregation in PSP and
Cultured Cells”

Funded By The Patton Family Foundation
$50,000

Hanna Ksiezak-Reding, Ph.D.
Mount Sinai School of Medicine, New York, NY

This grant proposal is a continu-
ation of our studies supported by
The Society for PSP in 1999-2000.
The goal of our continued studies
is to replicate pathological tau
aggregation in brains of PSP
patients using glial cell cultures of
human origin. Two types of glial
cells will be examined, including
astrocytes and oligodendrocytes.
Tau aggregates induced in glial
cells in vitro in our preliminary
studies will be compared to tau fil-
aments isolated from glial-specific
lesions in PSP brains. In Aim I, we

hypothesize that upregulated tau phosphorylation and tau
protein content in cultured cells will lead to aggregation of tau
into filaments, which resemble authentic tau filaments of PSP.
The similarity between cell culture-derived and authentic tau 
filaments will be established at biochemical and ultrastructur-
al levels. Furthermore, based on our recent observations, we
hypothesize that aggregation of tau in glial cells correlates
with upregulation of Akt, a factor involved in cell survival 
pathways. In Aim 2, we hypothesize that aggregation of tau
is linked to the upregulation of Akt. These studies will 
implicate the Akt survival pathway as a molecular mechanism
for tau aggregation in cellular models of glial degeneration
and in PSP.

WHY IS PSP MISDIAGNOSED SO OFTEN?
The above description shows how difficult the diagnosis may

be. PSP can begin in many different ways. There is no laboratory
test to confirm the diagnosis. Most physicians are able to identify
an advanced case of PSP, as most of the hallmark features are pre-
sent. However, there is no easy way to diagnose cases early before
all the features have developed. Thus, at onset, a time when a
clear diagnosis would be most crucial to the patient, it is the most
difficult to give. Paradoxically, the more experience of PSP the
physician has, the less categorical they are about precise diagno-
sis, as they know only too well that patients with PSP do not
always fit “textbook” descriptions.

THE LINK WITH CORTICO BASAL
DEGENERATION (CBD)

PSP is called a “tauopathy” as the brain in sufferers contains
this abnormal protein tau and their DNA, when analyzed, often
contains the same protein. However, tau is present in the brains of
patients with cortico basal degeneration as well. In fact the same
type of tau is present in the DNA in both disorders. Even the
appearances of the brain are strikingly similar. It is, therefore, 
possible that PSP and cortico basal degeneration represent 
different points on a spectrum of the same tauopathy.

OUR RESEARCH AND ITS FINDINGS
We are based in the North-East region of the UK and were

given the opportunity by the PSP (Europe) Association to conduct
research into PSP in 1998. We wanted to find out how common
the disorder is in the UK and the extent to which it was being 
misdiagnosed. 

NATIONAL STUDY
Our first step was to identify a large group of patients with PSP

and confirm their diagnosis.  We asked neurologists across the UK
to forward details of cases to us, and reviewed their medical
records where available. This generated a large number of
patients with PSP, but missed cases not seen by neurologists;
therefore, the study was “biased.”

REGIONAL STUDY
We then asked all physicians (not only neurologists) in the

North-East of England to forward us cases of PSP (“passive” case
identification) as well as allow us to look at all their correspon-
dence and patient databases over two years (“active” case 
identification). This obviously generated fewer cases than the
national study, but the sample was less “biased.”

COMMUNITY STUDY
Lastly, we examined all patients with parkinsonism not

responding to treatment in one city in the North-East of England
(Newcastle upon Tyne) to find cases with PSP. This study was not
biased, but was necessarily very small.

Each study was smaller but more detailed than the last. We
identified 17 cases of PSP in Newcastle alone. This means there
are five cases of PSP per 100,000 population. Thus, across the UK,
we should have found over 3000 cases. We found 577 cases in
the UK, which meant that nationally we were only identifying one
in every five cases. Patients referred to neurologists tended to be
younger and more likely to be male than those seen by other
physicians. Problems with vision were a common early problem
and patients had often seen their local opticians several times (up
to five times) asking for stronger spectacles. Eight percent of
national cases were seen by eye specialists who had difficulty in
diagnosing the disease in all cases. Patients had seen, on average,
four physicians before a diagnosis of PSP was made. In Newcastle,

40% of cases were incorrectly diagnosed, three as Parkinson’s 
disease, three as strokes and one as hydrocephalus. 

FUTURE DIRECTIONS
We are in the process of publishing data on the clinical symptoms
and signs observed in our patients as well as factors influencing the
course of the illness and which factors have the strongest influence
on quality of life in PSP sufferers. We have also commenced a ques-
tionnaire-based study to find out whether there is any familial pre-
disposition to development of PSP.  These, like all research in PSP,
are ambitious projects, which are only possible with the support of
PSP sufferers and their families. The collaboration of patients and
researchers in this common cause can only end in success for both.
We look forward to apprising you of our future results.

Congratulations on your work, Uma. Uma was selected to give a 
platform presentation of her research project at last year’s American
Academy of Neurology Annual Meeting. Reprinted with permission
from the PSP Europe Association, PSP Bulletin, Summer 2001,
Vol. 8, No. 22



Research
“Analysis of the 17q21 Region in PSP,
Tau Gene Analysis in Parkin’s Disease

Dementia and in Other Atypical
Parkinsonisms”

Funded by
The Eloise H. Troxel Memorial Research Fund

$36,000
Eduardo Tolosa, M.D., Ph.D.
Neurology Service, Hospital Clinic

Progressive supranuclear palsy (PSP) is the second most
common cause of idiopathic parkinsonism. Many of the PSP
cases appear to be sporadic, although there are reports 
showing different families with several members affected,
supporting the possibility that genetic factors could be
involved in PSP. Recent studies have found an association
between a region on chromosome 17 (17q21) and PSP. This
region has also been associated with other parkinsonism such
as frontotemporal dementia and parkinsonism (FTDP) and
Parkinson’s disease. The tau protein is a cytoskeletal protein
that is codified in this region. It is known that the tau protein
accumulates in the brain of PSP patients constituting its
pathological hallmark. Recently, we have reported a Spanish
family in which two brothers who presented a clinical picture
mimicking atypical PSP had a mutation in the tau gene. Up to
now, no mutations have been found in the tau gene of
patients with typical PSP. However, it is possible that other
genes near the tau gene could be involved in the disease. The
main goal of our work is to identify candidate genes 
responsible for the genetic susceptibility to PSP and search for
mutations in these genes. One of these candidate genes is the
NIK gene (mitogen-activated protein kinase). The NIK proteins
interact with a protein named dynein that is involved in 
microtubule and cytoskeletal dynamics. 

“Characterization of Tau
Auto-antibodies in Progressive

Supranuclear Palsy”
Funded by The Erwin & Pearl Poizner Memorial Fund

$30,000 
James W. Tetrud, M.D.
Clinical Director
The Parkinson’s Institute
Sunnyvale, CA

PSP is characterized by a
relatively rapid clinical decline
with little or no response to
pharmacotherapy. The diag-
nosis is often delayed by sev-
eral years and may be missed

even by experienced movement disorder specialists. The lack
of a reliable clinical marker for this disorder often results in
confusion and frustration for patients, their caregivers and
treating physicians as well as investigators selecting PSP
patients for clinical trials. Thus, the identification of a reliable

biomarker for this disease could represent an important step
in understanding the underlying pathophysiology and the
study of potential therapeutic agents.

“Screening of Tau Mutation
in a Unique PSP Family”

Funded by The Barbara and Harold Fox Living Trust
$14,250

Rong Chen, M.D., Ph.D.
Research Scientist, Basic Research
The Parkinson’s Institute
Sunnyvale, CA

There is more and more evidence supporting a susceptibili-
ty factor in the tau gene to the pathogenesis of progressive
supranuclear palsy (PSP). But where and what it is still remains
unknown. This proposal is to identify the causative mutation
in the tau gene in a special family with two siblings having typ-
ical clinical and pathological features of PSP. Multiple affected
members have been reported in consecutive generations,
which suggests an inheritance of autosomal dominant pat-
tern. The pathogenic mutation will be screened by sequencing
all the exons and nearby areas of the tau gene. Its impact on
RNA transcription expression as well as implication in sporadic
PSP will also be studied. Once the mutation is identified, it will
greatly improve the clinical diagnosis and genetic counseling
for PSP family members. Moreover, it will have tremendous
impact on the future research of PSP. Biological study of the
gene and its encoding protein involved in the familial forms of
disease will provide new insights into the pathogenesis of 
sporadic PSP, which will subsequently help in exploring new
avenues to prevent and/or cure this devastating disease.

“Prehistory of PSP:
Bibliographic Search and Copying”
Funded by Research Donations to the Society

$3,000
Professor Adolfo Brusa
Primario Emerito
Ospedalia Galliera (Genoa, Italy)

The Investigator had the opportunity to describe in 1961 a
case of a degenerative disease with a complex symptomatol-
ogy which, three years later, was recognized by Steele,
Richardson and Olszewski as a case of progressive supranu-
clear palsy. After 1961, many cases of this disease have been
described and it seems very strange that it was very rare
before that date. The Investigator has planned a review of the
old neurological literature in order to look for cases which clin-
ically resemble progressive supranuclear palsy. These patients
can be possibly found in the parkinsonian and pseudobulbar
fields. This research work could be important for a better
understanding of the epidemiology of the disease. 
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You Are Invited To Attend

THE SIXTH NATIONAL BIENNIAL SYMPOSIUM
ON PROGRESSIVE SUPRANUCLEAR PALSY

An Educational Conference for Persons Diagnosed with PSP, Families and Caregivers
BWI Airport Marriott • Baltimore, MD

Saturday, May 18, 2002
8:45am - 4:15pm

8:00-8:45 Registration, vendor exhibits
and continental breakfast

8:45-9:00 Welcome
Liz Brisson
Chairperson
Board of Directors, The Society for PSP

John C. Steele, M.D, F.R.C.P., Guam 
Fellow, American College of Physicians 
(In 1963, Dr. J.C. Steele, together with
Dr. J.C. Richardson and Dr. J. Olszewski, 
identified PSP as a distinct neurological
disorder)

9:00-9:30 The Basics of PSP
Paul S. Fishman, M.D, Ph.D
Professor of Neurology
University of Maryland School of Medicine
Baltimore, MD 

9:30-10:00 Updates in Research
Irene Litvan, M.D.
Chief, Cognitive Neuropharmacology Unit
Henry M. Jackson Foundation
Bethesda, MD

10:00-10:30 Eye Movement Problems With PSP
Mark Walker, M.D.
Assistant Professor, Neurology
Johns Hopkins University School of
Medicine

10:30-11:00 Break
(Light refreshments and vendor exhibits)

11:00-11:30 Helpful Hints for Swallowing in PSP
Laura Purcell Verdun, M.A., CCC/SLP
Inova Fairfax Hospital Department of
Rehabilitation
Otolaryngology Associates, PC

11:30-12:00 Question and Answer Session

12:00-1:15 Lunch

1:15-2:00 Family Adjustments to Chronic Disease
Susan Imke, RN, MS
Gerontological Nurse Practitioner
Southwestern Health Services
Fort Worth, Texas

2:00-2:30 Dealing with Functional Mobility Issues 
in PSP
Heather J. Cianci, PT, GCS
Geriatric Clinical Specialist
The Dan Aaron Parkinson’s Rehabilitation
Center at Pennsylvania Hospital
Philadelphia, PA

2:30-3:00 Break and Vendors

3:00-3:45 Breakout Session #1
Caregiver Question and Answer panel

Breakout Session #2
“I have been diagnosed with progressive 
supranuclear palsy”
A special sharing session for our PSP loved
ones to meet each other.
Susan Imke, RN, MS

3:45-4:15 Evaluation and Closing Remarks
Liz Brisson
Chairperson
Board of Directors, The Society for PSP

Cost: $69; $59 Early Registration By April 23
Limited scholarships available
Must provide own wheelchair

For More Information
Contact the Society’s Office

1-800-457-4777 • 1-410-486-3330
email: spsp@psp.org
Fax: 1-410-486-4283

Register Online At
www.psp.org
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Saturday, May 18, 2002
THANK YOU, DUDLEY MOORE,

RENA FRUCHTER, BRIAN DALLOW
AND MUSIC FOR ALL SEASONS, INC.

6:30pm-8:45pm
BWI Airport Marriott

Relax and spend a musical evening with other PSP
families as The Society thanks Rena Fruchter, Brian
Dallow and Music for All Seasons for helping to raise
funds for PSP research and increasing awareness of PSP
both nationally and internationally. Rena and Brian
were Dudley Moore’s friends and caregivers.

6:30-8:00 Welcome, Dinner and Program

8:00-8:45 “Diva Duo”
Melissa Perry and Sharon Rose Derstine,
sopranos; Hugh Kronot, pianist
Courtesy of Music for All Seasons, Inc.

Cost $50.00

Friday, May 17, 2002
SUPPORT GROUP

LEADERSHIP WORKSHOP
5:30pm-9:00pm

BWI Airport Marriott  

5:30-6:00 Welcome

6:00-6:30 Dinner

6:30-9:00 Support Group Leadership Training
Wendy Resnick, RN, MS
Depression and Related Affective
Disorders Association
Baltimore, MD

Program A - Cost $29.00

BUSINESS EVERYONE
NEEDS TO TAKE CARE OF

6:15pm-8:45pm
BWI Airport Marriott

6:15-6:30 Welcome

6:30-7:30 Dinner

7:45-8:45 Laurie Frank, Attorney
(Invited)

Program B - Cost $29.00

OCTOBER IS PSP AWARENESS MONTH
Learn about organizing special events and fundraisers to
help increase PSP awareness in your hometown.

Saturday, May 18 • 5:30-6:15 pm
Sue Dagurt, Development Consultant

“FRIENDS OF THE 2002 SYMPOSIUM” HONOR ROLL
Your gift towards sponsoring the 2002 Symposium will help fulfill our mission of providing vital education and sup-
port to persons diagnosed with PSP and PSP families. Our registration fees for the Symposium unfortunately do not
cover our costs. Won’t you please make a special additional gift to ensure the success of the Symposium? You will be
recognized on the Symposium Program and in the PSP ADVOCATE.

Give your gift online at www.psp.org
❏ Sponsors ($1,000 and above)    ❏ Benefactors ($500 and above)    ❏ Supporters ($250 and above)
❏ Patrons($100 and above)    ❏ Donors ($25 and above)
Gift in Honor of _____________________________________ Gift in Memory of __________________________________
Please make checks payable to The Society for PSP. Mail to: The Society for PSP
Woodholme Medical Building, Suite 515, 1838 Greene Tree Road, Baltimore, MD 21208.

Name __________________________________________________________________________________________________

Address ________________________________________________________________________________________________

Phone/Fax/Email _______________________________________________________________________________________

Charge to _________ VISA _________ Master Card_________ American Express

Name __________________________________________________ Signature ______________________________________

Acct# _____________________________________________________________________ Exp. Date ___________________
Your gift is TAX-DEDUCTIBLE. A copy of the Society’s financial statement is available upon request.



Special Events

Caring and Sharing
In New Orleans

On Saturday, November 10, 2001, The Society for PSP
hosted a meeting of “Caring and Sharing for Persons
Diagnosed with PSP, Families and Caregivers” at the Best
Western Landmark Hotel in Metairie in the New Orleans area.
Nancy Brittingham, PSP Advocate Editor, represented the
Society at this meeting. Topics included information about
PSP, resources available, a question and answer session and
time to meet each other.

The Society would like to recognize and thank the guest
speakers at this meeting. These presenters gave of their time
and met with each of the program’s attendees.

“An Overview of Progressive Supranuclear Palsy”
• Jayaraman Rao, MD

Professor of Neurology, Cell biology and ENT
Dr. Carl Baldridge Chair in Neurology and Neuroscience
Director, Parkinson’s Disease and Movement Disorders
Center, LSU School of Medicine

“Swallowing Problems and Progressive Supranuclear Palsy
• Julia D. Edgar, Ph.D.

Assistant Professor of Speech-Language Pathology
Department of Communication Disorders
School of Allied Health Professions
Louisiana State
University Health
Sciences Center

During the following
week, the American Academy
of Ophthalmology held its
annual meeting at the New
Orleans Convention Center.
The Society was represented
at an informational exhibit
during the week, distributing
PSP information educating
this important group of
physicians who may see
symptoms of PSP before
anyone else.

The Society would also
like to thank Brenda Gremillion, New Orleans PSP Support
Group leader, for all her help in organizing this meeting.

The 105th Annual Meeting of
the American Academy of

Ophthalmology
New Orleans, Louisiana, November 11-14, 2002

Over 12,000 physicians and health professionals attended the
American Academy Of Ophthalmology’s 105th Annual Meeting
at the Morial Convention Center in New Orleans last
November.The American Academy of Ophthalmology (AAO) is
the largest national membership association of ophthalmologists,
who are the medical eye physicians and surgeons who provide
comprehensive eye care. This meeting provides the highest qual-
ity of continuing medical education available to ophthalmologists
today.There is opportunity to develop, maintain and enhance
knowledge and skills in research and clinical advances through
the various learning formats. The latest and most advanced 
products and healthcare services available are housed in several
exhibit halls stretching over 300,000 square feet of space.

The Society staffed an informative exhibit at this annual 
meeting to educate national and international ophthalmologists
about the diagnosis of progressive supranuclear palsy and inform
them about the services of the Society. Most persons experienc-
ing the problems of PSP begin their search for diagnosis with the
ophthalmologists.  Physicians attending these types of meetings
are given an electronic swipe card with their contact information
which is imported into a mailing data base. There was an over-
whelming number of ophthalmologists swiping their cards to
obtain more information about PSP. The Society office staff
immediately began mailing out Physician PSP Information Packets
to these ophthalmologists. It is noted that more and more 
ophthalmologists are aware of progressive supranuclear palsy as 
compared to previous years and these physicians were apprecia-
tive to learn there is an organization they can refer their patients
and families to for education and support services.
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Brenda Gremillion and
Nancy Brittingham

GIVE A GIFT ONLINE

www.psp.org
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Education

Dysphagia In Persons With
Progressive Supranuclear Palsy

“The Typical Diagnostic Process”
Julia D. Edgar, Ph.D.
Assistant Professor of Speech-Language Pathology
Department of Communication Disorders
Louisiana State University Health Sciences Center
New Orleans

THE NORMAL SWALLOW 
1. ORAL PREPARATION 

Food is placed in the mouth and chewed if
it is a solid, sometimes swished if it is a liquid.
During chewing the teeth crush the food and
it falls back onto the tongue. The tongue
gathers the smaller pieces and moves them
back onto the teeth. This sequence is repeat-
ed over and over until the pieces are suffi-
ciently small and well mixed with saliva. There
is no pre-determined length of time for this to
occur because it depends on what you are
eating. If you are eating steak it will take
longer than if you are eating saltine crackers. 
2. ORAL TRANSPORT 

Now the food is ready to be swallowed,
and the tongue gathers the bite, or sip,
together into a “bolus” and moves it through
the mouth towards the throat. This happens
very quickly and takes only about one second.
3. PHARYNGEAL 

During the pharyngeal phase the food
moves through the throat. Although all phas-
es of the swallow are important, the pharyngeal phase is
sometimes considered the most important in terms of safety.
Breathing and swallowing share the same pathway in the
pharynx. When we swallow we stop breathing and the airway
is tightly shut off so that food doesn’t enter. When food does
fall into the airway we cough and choke. The pharyngeal
phase lasts about one second. 
4. ESOPHAGEAL 

During the esophageal phase the food passes from the
bottom of the throat down to the stomach. Muscles in the
esophagus and gravity help move the food downward. It will
take between 8 and 20 seconds depending on the texture of
the food. 

Dysphagia, or difficulty swallowing, is a common charac-
teristic of PSP. Dysphagia can be managed so that eating is
easier and safer. In fact, the goal of diagnosing and treating
dysphagia is to prevent aspiration, malnutrition, and dehydra-
tion while maintaining quality of life. Speech-language 
pathologists (SLPs) work with other health professionals to
help patients with swallowing problems. The SLP is often the
person who directs the swallowing evaluation. 

THE TYPICAL DIAGNOSTIC PROCESS 
1. CLINICAL EVALUATION 

The clinical evaluation is the first step in the dysphagia 
diagnostic process. A thorough case history will be obtained.
The head and neck are examined to see if there is adequate
strength and movement in the muscles of swallow. The SLP

will also observe respiration and check on the strength of the
cough reflex. Typically, the patient will be observed eating, so
that rate of eating can be observed along with making note
of things such as whether there is food left in the mouth, if
food falls out of the mouth or there is coughing or choking,
etc. If problems are noted, the SLP will recommend an instru-
mentation assessment of the swallow to obtain more specific
information about swallowing function and to make 
suggestions for treatment. 
2. VIDEOFLUOROSCOPIC ASSESSMENT 

A videofluoroscopic swallowing study (VSS) is also known
as a Modified Barium Swallow (MBS), and
sometimes even a “Cookie Swallow Test.” It is
a moving X-ray of the swallow. Barium is
mixed with food and liquid. The barium shows
up darker in contrast to the rest of the X-ray
so that the speech-language pathologist and
radiologist can follow the bolus and watch the
swallow. Many believe this test is the “Gold
Standard” for examining swallowing disorders
because the doctor can evaluate all of the
swallowing phases with this test. To complete
the test the patient will usually swallow thin
and thick liquids, a pudding consistency, and
a cookie or cracker. Sometimes other foods
are included in the study. 
3. FIBEROPTIC ENDOSCOPY

EXAMINATION OF SWALLOWING
(FEES) 

A FEES study is conducted by slipping a
small diameter, flexible tube through the
nose. The tube has small fiberoptic wires in it
and is attached to a light source and a 
camera at the other end. No barium is used
during this study, and since there is no radia-

tion exposure the test can last longer. With a longer study it
is easier for the SLP to observe if the swallow changes if the
patient gets tired. It is easier to examine breathing in relation
to swallowing with FEES. However, the entire swallow can’t
be observed. FEES isn’t used as often as VSS, but it can 
provide very valuable information.

COMMON SIGNS THAT MAY INDICATE
A SWALLOWING PROBLEM

A group of researchers published the results of a study that
examined PSP patient responses to a swallowing survey as
well as instrumentation swallowing studies. The following
table is a summary of the types of problems that these
patients reported experiencing. [Litvan, I., Narahari, S., &
Sonies, B. (1997). Characterizing swallowing abnormalities in
progressive supranuclear palsy. Neurology, Vol.48,1654 -
1662.] The top ten problems are listed below.

DOCUMENTED PATIENT COMPLAINTS
# of Subjects Survey Item Marked as a Problem
20/27 (74%) Coughing or choking while swallowing
17/27 (63%) Excessive saliva or mucus in the mouth
15/27 (56%) Difficulty swallowing
15/27 (56%) Food falls out of the mouth
13/27 (48%) Food gets caught in the cheek
12/27 (44%) Slow eater
12/27 (44%) Food spreads all over the mouth
11/27 (41%) Avoids foods like apples, nuts, and cookies

Continued Page 12

Julia D. Edgar, Ph.D. speaking at
the New Orleans “Caring and

Sharing Meeting”
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Continued from Page 11
Dysphagia

10/27 (37%) More difficulty swallowing liquids than solids
09/27 (33%) Very dry mouth

DYSPHAGIA HISTORY - If you notice any of these changes
in your eating, please contact your physician.
1. Has there been a change in appetite?
2. Has there been any weight loss? 
3. Has there been a change in food preference?
4. Do you avoid any foods?
5. Does choking occur? If so, on what foods? 
6. How long does it take to eat? Is this a change from

before? 
7. Have you noticed any change in sensation of taste or 

temperature? 
8. Do you have problems with excess mucus or saliva? Any

drooling? 
9. Do you have any problems with respiration (difficulty

breathing)? If so, in what situations? 

DYSPHAGIA DOCUMENTED BY
VIDEOFLUOROSCOPY (VSS) 

The researchers mentioned earlier also looked at VSS
results. The problems seen on VSS matched well with what
the patients and their caregivers reported on the swallowing
survey. It is possible to have problems in the oral phase (poor
tongue movement, a slow start to the swallow, more trouble
with solids than liquids, and trouble handling saliva, for exam-
ple). In the pharyngeal phase they noticed food remaining in
the pharynx as well as coughing, choking, and aspiration.
There were also some problems in the esophageal phase.
Certainly, not every patient presented with every problem. But
all patients had some problems. 

HOW CAN EATING BE SAFER? 
There are specific treatments that can be recommended

depending on the problems noted during an evaluation.
These should be specified after the evaluation is finished.
Often the best approach is to teach the patient and the care-
giver how to work together at mealtimes. The visual problems
that persons with PSP experience can cause problems, too.
Some patients have difficulty seeing their plate. Here are
some basic things you can do. 
1. Place the plate in the patient’s line of vision. 
2. Eat slowly–take one bite at a time and swallow every-

thing in your mouth before taking another bite. 
3. If you notice coughing and choking on certain food,

remove them from your diet until you have a chance to
see a speech-language pathologist. 

4. If you are having trouble eating enough food, see a 
dietitian for suggestions for increasing calorie intake. 

SUMMARY & KEY THINGS TO REMEMBER 
1. Swallowing is complex and safe swallowing is critical to

maintaining good health and well-being. 
2. Persons with progressive nuclear palsy typically have some

form of dysphagia. 
3. It is important to obtain a complete evaluation so that

the safest eating method can be determined. 
4. It is a good idea to get a swallowing evaluation early. If

your doctor doesn’t suggest it, initiate the topic yourself.
Ask for a referral.. 

5. The caregiver and patient should work together as a
team to ensure safe eating and adequate nutrition. 

6. If you have questions, ask for help. Your doctor, speech-
language pathologist, dietitian or nurse can guide you to
the appropriate health professional to obtain answers to
your questions. 

7. There may come a point in time when you can’t eat 
safely. There are other ways to get nutrition. Your 
physician will help you make the best decision as to 
how to proceed should this happen.

Keeping Active – What Can I
Do At Home?

Heather J. Cianci, PT, GCS
The Dan Aaron Parkinson’s
Rehabilitation Center
Philadelphia, PA

Progressive supranuclear palsy can
cause slowness of movement, muscle
rigidity and changes in one’s posture,
walking and endurance. Many individu-
als have been encouraged to perform

exercise on a regular basis to better deal with these issues.
Exercise and early intervention by a physical or occupational
therapist can improve your ability to perform certain func-
tional activities for a longer period of time. Certain exercise
can even help reduce stress and promote relaxation.  

With your physician’s approval, here are some basic 
exercises that you can do in your own home to get started.
Happy exercising!

RELAXATION EXERCISES
These exercises can decrease muscle tension and improve

the ability to perform activities of daily living and other types
of exercises.
• DEEP BREATHING - SITTING

Close your eyes and gently place your hands on your
abdomen. Slowly breathe in thorough your nose and feel your
hands move out as your abdomen rises. Exhale slowly and
fully through your nose. Repeat 10 times.
• RIB CAGE EXPANSION - SITTING

Begin with arms at your sides in a relaxed position. Slowly
take in a deep breath through your nose as you lift your arms
up above your head and reach for the ceiling. As you exhale,
gently bring your arms back down. Repeat 10 times.

STRETCHING EXERCISES
These exercises help to maintain the flexibility of muscles.

This way, muscles will not tighten so easily and will work more
efficiently.
• HEAD TURNS - SITTING

Slowly turn your head from side to
side and look over each shoulder. 
Hold each turn for 3 deep breathes 
in and out. Repeat 5 times.
• SHOULDER SHRUGS - SITTING

Slowly shrug your shoulders up
and then roll them backward, feel-
ing your shoulder blades pull
together. Repeat 10 times.
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• WRIST CIRCLES - SITTING
Place your arms straight out in front of you and make slow

circles in and out with your wrists, ten times in each direction.
• ARM STRETCH - SITTING

Hold arms straight out in front of you, move arms to
straight out to your sides, and then behind you. Hold this pose
for 5 deep breaths in and out. Return arms in front of you
always keeping your elbows straight and head upright.
Repeat 10 times.
• ANKLE CIRCLES - SITTING

Straighten your knee and make slow circles with your
ankle. Repeat 10 times in each direction. Do the same with
other ankle.
• WAND EXERCISE - LYING DOWN ON BED

While on your back, lift a cane or stick to the ceiling with
both hands. While keeping the elbows straight, slowly allow
the cane to fall backwards, over your head. Hold this pose for
5 deep breathes in and out. Repeat 10 times.
• KNEE TO CHEST -

LAYING DOWN
ON BED
While on your

back, gently hug one
knee up toward chest
while keeping the
other leg flat on the
bed. Hold this pose
for 5 deep breaths in
and out. Repeat with
each leg 5 times. 
• TRUNK ROTATION - LYING DOWN ON BED

While on your back, bend both knees up so that your feet
are flat on the bed. Make sure knees and ankles are touching.
Slowly allow both knees to fall to one side so that your lower
trunk is twisting. Try to keep your head and top trunk flat on
the bed. Hold this pose for 5 deep breathes in and out. Now
allow legs to fall to the other direction. Perform 5 times in
each direction.

STRENGTHENING EXERCISES
These exercises will help to keep muscles strong so that

transferring and walking are easier to perform.
• SHOULDER SHRUGS - SITTING

Bring your shoulders upwards towards your ears, count to
5 and relax. Repeat 10 times. 
• SHOULDER SQUEEZES - SITTING

Bend your elbows to 90 degrees and hold them at you
sides. Gently pull elbows back and squeeze shoulder blades
together. Hold for a count of 5 and relax. Repeat 10 times.
• SITTING KICKS - SITTING

TALL IN A CHAIR
Slowly kick one leg straight

out in front of you. Make sure
your knee is straight. Hold this
position for 10 seconds. Repeat
with each leg 10 times.
• BRIDGING - LYING DOWN

ON BED-
While on your back, bend

your knees up so that your feet
are flat on the bed. Slowly lift

PSP and the Bladder
Lawrence I. Golbe, M.D.
Chairman, Society For PSP Medical Advisory Board

Many brain disorders, including all of the parkinsonian disor-
ders, can affect the urinary bladder. The normal nerve circuitry
linking the bladder to the spinal cord perceives stretching by a
large quantity of urine. These circuits normally set in motion a
reflex, not unlike the knee jerk reflex, that stimulates the muscle
in the bladder wall. This squeezes the bladder, causing it to
empty. It is the job of the normal brain to inhibit this function.
When we voluntarily initiate the act of emptying the bladder, we
temporarily suspend this inhibitory brain function. Patients with
PSP have difficulty inhibiting reflex bladder emptying. As the 
bladder slowly fills with urine from the kidneys, this produces sud-
den urinary urges (“urgency”) and in many cases, incontinence–a
condition sometimes called “irritable bladder.” In PSP, degenera-
tion of a small cluster of nerve cells near the lower end of the
spinal cord (the “nucleus of Onuf”) contributes to the problem.

Urinary urgency and incontinence can be treated in a variety
of ways. First, it is wise to check for a bladder infection. The
inflammation caused by infection can irritate the bladder lining,
fooling its sensory nerves into perceiving that they are being
stretched. This stimulates the reflex contraction of the bladder
wall muscle. Treating the infection with antibiotics and fluids can
correct this problem. There are many possible causes of bladder
infections, including enlargement of the prostate in men, which
can be treated by medication or surgery, and “dropped bladder”
in women, which can be treated with surgery.

The overall disability of PSP can cause a bladder infection by
making trips to the bathroom difficult and infrequent. allowing
urine to accumulate in the bladder excessively, which permits 
bacteria in the urethra (the tube from the bladder to the outside)
to spread into the bladder and grow. Many people with PSP 
drink little fluid, either because they cannot swallow easily or
because they cannot easily walk to get a drink. This reduces the
frequency of urination and the natural cleansing of the urethra by
regular flows of urine.

Continued Page 14

your bottom up off of the bed as high as possible. Hold this
position for a count of 5 and relax. Repeat 10-20 times.
• STRAIGHT LEG RAISE - LYING DOWN ON BED

While on your back, bend one knee up so that your foot is
flat on the bed. Keep the other leg straight. Slowly lift the
straight leg a few inches up off of the bed. Be sure to keep the
knee straight. Hold this for a count of 5 and relax the leg
straight down. Repeat with each leg 10 times. 
• HIP SLIDES - LYING DOWN ON BED

While on your back, slowly slide one leg out to the side as far
as you are comfortable. Slide leg back in and repeat on the other
leg. Be sure that toes are pointing to the ceiling and one knee is
straight the whole time. Perform 10-20 times on each leg.

For more information or help in developing an individualized
program, contact your local physical or occupational therapist.
Heather can be reached at hjcianci@yahoo.com or 215-829-7275.
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Talking About
End-Of-Life Issues

by Mark Edinberg, Ph.D. 

(From the editor - this article is written directed to children of
aged parents, but it is applicable to everyone.)

When I was given this topic to write about, I started to make
a list of the issues that I should discuss. The list
has a lot of important topics, and I will discuss
them. But the one thing I realized in making the
list is probably the most important thing I think
I have to say: These topics aren’t just for the
end of life, even though many of them have to
do with issues about the end of life. They really
should be part of the life fabric of a family, not
necessarily the focus of everything a family
does, but rather part of how we live our lives
fully. Making a will may not be something we
do every day, but knowing that it is a responsi-
bility we have and actually doing something about it is. 

WILLS
A will is a legal document that makes the specific wishes

known as to how an individual wants his or her assets (estate)

to be distributed. It also specifies who will be in charge of 
distribution of assets and who may control assets for others.
Even if you don’t have a will, the state you live in has rules about
how assets may be divided. Besides taking a lot of time and
meaning that YOUR wishes are not being followed, not having
a will means that YOUR wishes will not be respected after your
(inevitable) death. I have read that a large percentage of 
people in the United States do not have wills; clearly they are
not acting in their own best interest by avoiding this action.

How do you talk about wills? In part it depends on the 
emotional situation in your family. Obviously, if you haven’t
talked to your older parents in 5 years, for example, starting the
discussion about a will is not the best course of action. Similarly,
if there is some mistrust of children by parents (or visa versa) the
discussion may look like you are being greedy, wanting to know
what you are going to get or trying to start a fight, make 
others mad, and so forth.

If you live in a family in which wills haven’t been discussed,
it may just be the “way you work” or it may indicate some
degree of distress over the topic or even some family resent-
ments. The rationale for everyone having a will still stands; how
to get there may be a tricky path to follow. I know of one case
in which a parent had remarried when her daughter was in her
20s and she and her second husband had another daughter.
The husband always felt that the first daughter was “not his.”
The only way the first daughter could find out anything about
her parents’ plans for their will and estate was to get the 
second daughter to ask them directly and relay her the infor-
mation. While not perfect, this method of communication did
get the necessary information to all family members without
creating dissension between generations.

The key is to be sure that you start the discussion and be
clear about your own motivation; you are doing this for the 
benefit of the entire family.

LIVING WILLS
Living wills, or advance directives, are a legally defined (by

state) documents that specify in varying degrees what types of
“extraordinary” measures one would want and NOT want to
maintain their life. These documents are invaluable when an
individual is in a coma or is otherwise unable to communicate
what he or she wants for his/her care in dramatic health situa-
tions. I think every adult should have one. Otherwise, when

someone, be it a parent, spouse, sibling or even
an adult child, is in such a situation, decisions
cannot be made in accordance with the 
person’s wishes, or, occasionally, in their best
interests.
Talking about this document with your parents
is relatively easier than perhaps ten years ago,
when there was less public awareness of it. The
things that hold people back are fearing that
somehow or other raising this means they want
their parents dead, or that they may be seen as
interfering in others’ lives. In fact, you are a part
of their lives and I assume do not want to be

left “holding the bag” with a life or death decision when you
have no idea what the parent wants. If you are wondering how
to raise this topic, the starting point is that you want your par-
ents’ wishes to be upheld and, secondarily, that your parents
have some responsibility to the family.
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Continued from Page 14
PSP and the Bladder

If bladder infection is not the cause of urinary urgency and
incontinence, the symptom often responds to drugs that 
stimulate the muscle at the neck of the bladder. Even when the
bladder wall muscle contracts abnormally, the ability of the 
bladder to empty, and the sensation that it needs to do so, can
be inhibited in this way. Two of the more popular drugs are 
oxybutinin (Ditropan) and tolterodine (Detrol). Both drugs can
also cause dry mouth and constipation. The latter is often already
a problem in PSP and can be treated by fluids, fiber and stool 
softeners and in more severe cases, laxatives.

These drugs must not be overused, as they can actually 
worsen the urinary problem by making it so difficult to empty the
bladder that it overfills, weakening the bladder wall muscle.
Some drugs used to treat the movement disorder of PSP, such as 
amantadine and amitriptyline, can share this side effect.

Incontinence during the night is especially common because
of the reduced availability of a caregiver to aid the trip to the 
bathroom and because the recumbent position increases blood
flow to the kidneys, producing more urine per hour. Nighttime
incontinence can be reduced by avoiding drinking fluids after 
supper. This must not be accomplished at the cost of reducing
the total daily fluid intake and causing dehydration.

If urinary incontinence in PSP fails to respond to these 
measures, it may be necessary to use an absorbent pad or adult
diaper. Advice of a visiting nurse is often useful in choosing
between this method and a urinary catheter and for instruction
in avoiding skin irritation. For men, a condom (“Texas”) catheter
is usually preferable to an indwelling (“Foley”) catheter because
the latter allows bacteria to ascend the urethra and gives them a
surface in the bladder on which to grow and cause infection.

These topics
aren’t just for
the end of life
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www.psp.org
The Society for Progressive Supranuclear Palsy is

pleased to announce the launching of our new 
website, http://www.psp.org. The website was 
created under the direction of the website committee
chaired by Stephen Hamer, Jackie Allison, the Assistant
Director, and Nancy Brittingham, the Editor of the
Society, were instrumental in the execution of the 
website.

The new website will enable an expansion of the
Society’s ability to reach persons diagnosed with 
PSP, families, caregivers, researchers and allied health
professionals. Immediate access will be available to
online giving, registration for events, current news,
ordering of PSP materials, special events, and applica-
tions for research grants. Persons may also order our
newsletter, The PSP Advocate, online.

The Society extends their thanks and appreciation
to Steve and Carol Poizner for their generous gift that
made the development of this site a reality.

Thank You,
Carol Marchi

The Society for PSP wishes to thank Carol
Marchi for her six years of service on the
Board of Directors. Carol Marchi, a native of
Massachusetts, transplanted to California to
teach high school English as well as many
years of working in Adult Education both in
the school system and the Catholic Church.
For the last ten years, Carol has worked in
Outreach and Education for Parkinson’s 

disease and other movement disorders, notably progressive
supranuclear palsy and recently retired from the Parkinson’s
Institute in Sunnyvale, California. Carol brought to the board
her special gifts of wisdom, experience, creativeness, dedica-
tion and was always  an advocate for persons diagnosed with
PSP and their families. The Society wishes Carol much 
happiness in her “retired” life enjoying traveling with her 
husband, Joe, and enjoying her first grandchild.
We will all miss you - (especially this editor)!!

Carol Marchi 
(center) with 
Sue Dagart,
Development
Consultant and Dale
Ferris, Society Board
Member

MEDICAL POWER OF ATTORNEY
Medical power of attorney refers to the power of an indi-

vidual to make medical decisions for another person who is
unable to make such decisions. This is an important part of
making advance directives, but, again, is one of those topics
that some people would rather avoid. However, even though
it is uncomfortable to imagine a loved one not being capable
of making medical decisions, it is absolutely better for the rest
of the family if such a power is given. Your older relatives may
well appreciate that they would be making life easier for their
children and grandchildren if they thought about and acted
on matters such as this one.

BURIAL PLANS
The average funeral in the Untied States can easily cost

$5000 (including a burial plot). Many people do not either
plan for their funerals or allocate funds for their funerals,
although more and more are doing so. This is a tough topic
to talk about with your parents, but if you don’t, you may be
left (again) making decisions that may not meet their wishes.
In addition, people are more likely to spend unnecessary
funds “just to be sure” they are doing things in the most
respectful way, when in fact, the parents would have rather
had a simpler funeral and had their funds go directly to their
descendants. Again, talking about funeral plans is uncom-
fortable because they imply that someone will die. Talking
about them does not, however, mean that someone wants
someone else dead!!! Rather, pre-planning is important for
financial and “peace of mind” issues and should be presented
that way, e.g. “Mom and dad, we’ve been thinking about a
series of life concerns, such as wills, estates, funerals and
things like that. Have you thought about making plans on
these matters? We would hope that you do and let us know
so that your wishes can be followed and we will have peace
of mind that what you want can be done correctly.”

ESTATE
A person’s estate is everything he or she owns or has direct

interest in (e.g. a house in two names). It is a great idea to talk
about belongings and personal items in terms of who might
want or get them after a person dies. Too often, families fight
over sentimental valued items after a death when they could
have conceivably had much less tension if discussions had been
held before a death. I remember one woman telling me she
really liked a portrait of her mother on the mantle, but her 
sister and she never talked and there was some other family
tension. At my urging, she had the discussion with her sister
while mother was living, and reported back that her sister said,
“I don’t even like that portrait, take it.” I wonder how easily the
sister might have been willing to give up the portrait after the
mother’s death especially if she felt guilty about issues
between herself, her mother, and the sister who eventually got
the portrait.

FAMILY HISTORY
There are usually a lot of untied ends in a family’s history.

Some people call it “unfinished business”; sometimes it takes
the form of secrets or issues that have never been explained.
Deciding whether or not to pursue these issues at the end of
life is a delicate decision. For younger family members, it may
be the last time to find out the truth about important aspects

Continued Page 26
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Aileen Abbott
Olga Abel
James Abney
Walter Adamec
David Adams
George Adams
Robert Adams
S. Addanki
Mary Agnew
Florence Albrizio
Fatima Ali
Howard Allen
Marjorie Allen
Cory Alpert
Frank Amendola
Anthony Amodeo
David Amory
Tom Amory
Kenneth Andersen
William R. Anderson, Jr.
Dale Anderson
Dwain Anderson
Ernest Anderson
Harry Anderson
Marlyn Anderson
Ruth Andree
Genevieve Annis
Richard Antoniewicz
Daisy Arata
Alfred Arciello
Edward Arendarczyk
B. Irving Armstrong
Walter Armstrong
Ben Asarch
Darlene Atkinson
James Atkinson
Spencer Aust, Sr.
Spencer Aust, Jr.
Hollis Austin
Irwin Averbach
Samuel Axler
Liese Baasch
Eugene Babcock
Mary Babits
David Wayne Back
Ethel Bade
Bruce S. Bailey
Catherine Bailey
Dorothy Baker
Joyce Baker
Kathyrn Baker
Rodney Baker
Anne Baldwin
Donald Ball
Charles Barber
Frank Barber
Alice Barkley
Helen Barnes
Lester Barnes
David Barr
Mirriam Barron
Priscilla Barry
Delores Bartas
Alegria Barugel
Thomas Bass, Jr.
Jack Bauer
Kathyrn Baugh
Lonas Beadle, Sr.
Leora Beal
Max Beckenbach
Dee Beckman
Bill Bell
Howard Bell
Charmion Bengston
Alfred Berger
Melvin Berry
Raymond Bertoldi
Russell Bethel
Evelyn Betts
George Betts
Toby Bezner
June Birdsall
Charles T. Bishop

Wanda Bjerk
Harriett Bjerrum
Severina Blas
Bill Blaszak
Bessie Blikestad
Bessie Blough
Mason Blunt
Victoria Boeche
Maxine Boedeker
Dorothy Boesel
Donald Bohart
Edward Bohlen
Joseph Bokan
Jean Parker Bonds
Mary J. Borman
Donald Bornstein
Dee Bortz
Lucy Boryk
Howard Bossart
John Boullian
Ellen Boyd
Larry J. Boyd
William R. Boze
Maria Brady
Robert Brand
Earl Brannun
Herbert Branson
Kerry Branson
Thomas P. Brassil
Leon Braunstein
Ed Brearley
Raymond Breun
Robert Brand
Earl Brannun
Herbert Branson
Kerry Branson
Thomas P. Brassil
Leon Braunstein
Ed Brearley
Raymond Breun
Robert Brewer
John T. Bridges
Marian Brinson
Martin Brister
Elmer Bristle
Marian Bristle
John Brittner
Ted W. Brockmeier
Gordon Broker
Joan Brooks-Purnell
John Harold Brown
Dale Bruce
Wallace Bruce
Victor Brummett
J. William Bryan
Marian Nyhan Bryan
Earl Bryant
David L. Buckley
Willa K. Budge
Anne Budrick
George Burke
Geraldine Burke
William Burke
Virgil Burner
Dorothy Burns
Jane Busacker
Joseph S. Butkus
Joseph Butterworth
Florence Butts
Edwin Byro
Julie Callahan
Sadie Calvert
Donald Cameron
Leon Cameron
Joseph Campbell
David Campbell, Sr.
Nancy Cannon
Cornell Cantor
Mary Cantwell
Grace Capaldi
Darlene Carlascio
Thomas Carlson
Gene Carolan

Ann W. Carpenter
Gale Cass
Lawrence Casson
Mary Cembalski
Thomas Chamberlain
Jeanne Chaney
Robert S. Charek
Charles McCarty
Robert Cheek
Joan Cherrington
Mary McNicoll Cheslak
Michael Chiechi
Eustis (Jack) Chitwood
Dana Christian
Blondine Cisco
Mary Beth Clark
Thomas Clark
Virgil Clark
Patrick J. Clarke
Robert Clarke
John Clements
Miriam Clift
Ted Cocca
Esther S. Cohen
Sidney Cohen
Victor Colacurcio
Myrtle Cole
Faye & John Coleman
John Coleman
Lenore Collopy
Salvador Colom
Cecil Comer
Hugh Comer
Ilio Como
Elizabeth Condon
William Condon
Annis Conley
Mary A. Connelly
Thomas A. Connelly
Tom Connolly
Ken Connor
Fred Cook
Robert Cooney
William Coppen
William Copper
John Corbin
Marie Coscia
Karen Cotterell
Sharon P. Cotterell
Arnold Coughlin
Peter Coures
Mary E. Courtney
Aris A. Covington
William Crabb
Anthony Crean
Phyllis Cromwell
Dee Crump
Joan Cullen
Betty Cummings
Ruth Cunningham
Edith Hearn Curry
William Da Roja
Dr. Robert Daft
Chester Dailey
James Daniels
Urmila Das
Dorothy S. Daum
Shirley Davenport
W. Vernon Davey, Jr.
Adele Bulian Davis
Harold D. Davis
Tommie Davis
William Davis
Barbara Dawes
Robena Dawson
Joyce E. Day
Sam De Frank
Jamie Dean
Raymond DeBono
Richard A. Decatur
Lois Deiling
Alverta Deller
Donald W. DeMasellis

Anne DeRogatis
Lucrezia DeSanto
Gerard Desrosiers
John B. Diamond
H.B. Dickerson
Robert Hall Dickerson
Voncile Dicks
Anne Diehn
Jack Dillman
Dina DiNapoli
Glenn T. Dittmer
Richard Dixon
Richard Dobbs
Howard Dodge
Jay Dodge
Syvil Doessler
Edward Doherty
Joseph Dolan
Mary Dolan
Morris Dolgin
Walt Donohoe
Chester Dorn
Welma Dornfield
Donald Dornstein
George W. Dowdy
William Downes
James Downey
William Drake
David Drath
Ruth Dresser
Fred Ducatman
A. Duda
Barbara Duffield
Gloria Duke
Hazel Duncan
K.W. Dunwody, Jr.
Normand P. Duquette
Dorothy Durbin
Nancy Dycus
Evy Dyer
Richard Eagle
John Edwards
Lloyd Edwards
Melvin Edwards
Leroy Eggenberger
Phyllis Eisman
W. E. Ellingsen
Frederick Elsea
Joan Enander
Gerhard Erdbeer
Joan Margaret Erickson
Greta Ericsson
Arlene Ernst
Lillian Eshelby
Abed Esman
Christopher Esposito
Alfred Carl Evans
Virginia Ewald
Beverly Ewell
Richard Fadeley
Dr. Richard Falender
Evelyn J. Faretra
Elizabeth Farrington
Roy Fehler
Sidney Feiner
Edward F. Felzke
Nancy M. Ferris
Paul Fidler
Rhoda Finestone
Albert Fiocco
Edith Mary Flatt-Cundy
Irene Elizabeth Flick
Constance Fobes
Carol Folger
Diana Fong
Don Fosdick
Geraldine Fountas
Sandra Frame
Joseph Franchino
James Frauenhoff
Thomas Frederick
Beatrice Freedman
John Freeman

Anneda Friedman
Marjorie Fuhr
Myrtice Gafford
Niki Gallagher
Robert Gargiuli
Elsie Garland
Joliene Garside
Helen Gayle
Jack Geary
Annabelle Geller
Edward Ghazal
William Gillenwater
Barbara Gilmer
George Gilmer, Jr.
Gaye Girdler
Maurine Gloss
Larry Gold
Sol Goldenbach
Sylvia Goldenbach
Antoinette Golia
Mervin Golic
Thomas Golini
Bill Gordon
Beatrice Goreff
James Gorman
Herbert Gottschalck
George Gould
Alexander Granelli
Gertrude Granick
Joanne Grant
David E. Grass, Jr.
Jack Gray
Jean Gray
John Gray
Ken Greegor
Bill F. Green
Harris Green
Harris C. Greene
Patsy Greenwood
Jean Griesdorf
Peggy Griffith
Bill Grosser
Richard H. Gruenhagen
Mildred Grundy
Raymond Grundy
Gino Gualandi
Clayton Gute
Virgil Gwinn
Elizabeth Hackett
Margaret Hadcock
Eva Haefliger
Robert H. Hahn
Fred Halstead
Richard W. Hamalainen
Lola Hamburg
Estelle Hamburger
Norman Hamer
Ernest Hamilton
Goldie Hamilton
Phyllis B. Hamilton
Charles H. Hanna
Dr. John Hannibal
Robert Hanzal
Rose Harding
Joseph Hardy
Douglas Harkleroad
Tom Harrington
George Harris
Melvin J. Harris
Nancy A. (Tip) Harris
William K. Harrison
Richard L. Harrold
Donald Hartlein
Louise Hartman
Doris Hartogh
Vinson Harver
Barbara Hauri
Francis Hauser
Dorothy Hawke
Janice Hawke
Earl Hawkins
Frank Hawkins
Ross Hayashida

Clifford Haynes
Senator Tom Haywood
Joseph Healy
Claude Hearn
Edith Hearn
Irene Hecht
Beverly Heck
Raye Heksel
Maurice Henchey
Marilyn Henery
John Herko
Lincoln Herzeca
James Hestad
Mary Hewitt
Manfred Heymann
Joe Hicks
Marie Hightower
Dona J. Parsons Higley
Don Hinchee
Robert W. Hinze
Mary Hirth
Marie Hitt
Kathleen Hodge
Patricia Hodge
Hazel Simmons Hodges
Kenneth S. Hoffman
Needham Holden
Dorothy Holding
Bob Holland
Margaret Hollestelle
Henry B. Holmes
Jack Francis Holmes
Florence Holrich
Jewell Hood
Calvin Hoogendoorn
Kay I. Horiba
Fred Horowitz
Pearl Horvath
Robert Houghton
Francis Houser
Edith Houston
Lester Hudson
William Hughes
Jack Huhler
Edith Hurter
Carol Becker Hutchinson
Lester Ichinaga
Clarice Imbracsio
Anna C. Ionta
Eugene Irminger
Sescoe Isaacs, Jr.
Estela Caso De Iturrino
Gen. Clarence Jackson
Marie Jacobs
Lila Jalger
Modell James
Ernest Jameson
GeorgieAnn Jamison
George Jankiewicz, Sr.
Lucy Jarmes
Clyde M. Jeffries
Marian Jenkins
Sybil Jennings
Patricia Jinks
Bruce Johnson
Helen Brown Johnson
Hortense Johnson
Dr. Jesse Johnson
John Johnson
Kenneth L. Johnson
LaVerne E. Johnson
Phyllis Johnson
Richard Johnson
Stephanie Johnson
Elizabeth Jones
Robert Jones
Vivian E. Jones
Florence Joramo
Bernice K. Jordan
Jack Jordan
Richard Jordan
Doris Jossem
Alice Marie Joyce

Jesus Juarez
Wilma B. Kagarice
Kay J. Kalivoda
Joseph Kaminsky
Bruce Kampfert
James Kanaras
Margaret Kane
Joseph Kaninsky
Robert Kaphingst
Ed Kaptur
Stavros Karagiorgis
John E. Karwoski
Sanford Kaufman
Eldred Kay
Jean Keech
Thomas Keenan
William J. Keilbey
Robert Kelly
Frances Dickinson Kelly
Nancy Todd Kelton
Ann Kessel
Alex Keurejian
Joan Kiely
Virve Kilm
David King
John King
Robert King
Thomas E. King
Jerome Kirchner
Robert E. Kirkley
Louis Kirschenbauer
Johana A. Kissinger
Kiyoshi Kitazawa
Lawrence J. Klank
Delta June Klauber
Walter Kleinpeter
Miriam E. Klimm
George Klinetsky
Hedvig Kloster
Ethel Knarr
Dr. Leighton Kneller
John Knighton
Ted Knighton
Edward Knoll
Henry Knott, Jr.
Reed Koenig
Susanna Koethe
Frank Kohler
Andrew Komlanc
Sandy Komsky
James Konaras
Leon Konrad
Georgia Conits Kontgias
Mary Kraay
Grayce Krause
Jeanne Kress
Albert Kriegel
Penne Krody
Roy Krpoun
Florence Kruba
Mary Kukich
Mary LaFlamme
Frances C. Laird
Dennis Lambrecht
John Lambros
Shirley Lamm
Red Lamphear
Sibyl Lance
Herman Langhans
Florence Langlois
Albert Langmeyer
William Lappin
Charles Larkin
Marvin Larson
Rebecca Laska
Cecil R. Latham
Joseph Latragne
Evelyn Lavander
Floyd Lawler
Raymond A. Lawrence
Mary Lazar
H.R. Lazear
Benny Lee
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Lillian Leibowitz
Norma Leindecker
William Lemberg
Edward Lenaghan
Marvin Vann Lentz
A. Kirk Leonard
Troy Leonard
Patricia LeSavage
Thomas F. Leslie
Evangeline Leto
Helen Levender
Alex Levy
Audrey Lewis
Dorothy Lewis
Hughie Lewis
Nina Lidington
Sidney & Ruth
Lindenbaum
Paul Linnell
Harold Lipp
Leonard Lipstein
Judy Littleton
Gloria Lloyd
Margaret Logan
Adolph Lohwasser
L. Gordon Lollis
Walter Lomasney
Frank Longo
Jeanette Allen Love
Robert Love
Alice Lowe
Lorraine Loyd
Roman Loyola, II.
Sue Lucarello
Loren Ludeman
James Lundy
Clayton Lyles
Mary MacDonald
Stephen MacInnis
Dora Madson
Wayne Maeirt
Daniel Magallanes
Frank Maguire
Marion Mahnken
Christos Malakassis
Elsie J. Mallett
Paul Malone
Mary Manfre
Victoria Marcero
Carl Marcus
Dr. William Marinis
Jeannette Marmor
Kathryn B. Marshall
George Martin
Frank Masden, Jr.
Mabel Mason 
Thomas Mason
Gerald Masterson
William Mathews
Mildred Matthews
Wayne Matthews
Don Mc Mican
Erline McAdams
Michael McAuliffe
Mary McBride
Billie Jean McCarty
Charles McCarty
Rosemarie McCormick
Harry McCray
Bette McDowell
Elizabeth McGowan
James McGurn
Thomas R. McHaught
Judy McKellar
Rosalia McLaughlin
Richard McLeod
Mary McNeely
Sam A. McTyre
Clyde McVey
William F. Meinert
Eva Melatti
Carolyn Mellers
Thomas Melvin, Sr.

Charles Memminger
Robert Mendel
Donald Mengle
Daniel Mestas
Grafton Meyers
Edward Mikkelson
Frank Mileur
Bessie Miller
Nadine L. Miller
Rosario Miraglia
Marilyn Misenhimer
Ethel Mitchell
William Padgett Mitchell
Joseph E. Monroe
Jeanine Alberta Gardner
Moore
Eloise Moore
James Moore
Joseph Moore
Rebecca S. Moore
Vernon F. Moore
Yvonne Moore
Esther Elizabeth Morgan
Joseph Morris
Edith Morrison
William Morrissey
Howard Morton
Ethel Mosby
Paul Mosca
Pierre Jean Mourot
Mr. & Mrs. Grant Sharp
Mr. Kitazawa
Walter Mroz
Fred Mueller, Jr.
Charles Muirhead
Martha Joan Mundy
Mary Murdock
Betty Jo Mayes Murfey
Joseph Murphy
Roylene Murphy
Gertrude V. Musko
Bonnie Nadien
George Nagin
Nellie Neilson
Cleora Mae Nelson
Charles Nelson
Joe Nerden
John Nevelos
Dale Newby
Mary Newman
Rose Newman
Arthur Neyman
Thomas Allen Nichols
Vera Nicol
Olivia Nields
Floyd Nolen
Mildred Nolen
Miriam Kilipfel Notaro
Francis OíBrien
Betty OíDonnell
Henry & Jane Ogiba
Charles Okerblom
David Okma
Grace Olivieri
Joseph OíNeill, Jr.
Mary Lois Onorato
Walter OíReilly
Diane Oselett
Loretta Osten
John J. OíToole
Susan Owen
Marge Palmer
John Palumbo
Conrad Panza
Irene Papangelou
William Parker
Edward Parker
Herbert Parker
Margaret Parker
Lois Parks
Del Partlow
Anthony Pashoian
Richard Patrick

Shirley Patryn
Gerry Patterson
Richard B. Patton
Thomas E. Peirce
Anna Pellegrini
J. W. Penrod
Evelyn Pepe
Michael Peppler
Margaret F. Percy
Mattie Perry
Dorothy Everson Persinger
Ralph Peyser
Harriet Titus Pfaadt
James Philips
Delbert Phillips 
Jim Pisarri 
Erwin & Pearl Poizner
Warren Polston 
Howard  Pomerantz
Jean Pomnichowski
Ann Harley Poole
Edward Pousont
Stanley J. Pover
Carlos Powell
Elsin Powell
Sterling & Lois Price
Billy Don Prince
Jane Prins
Leo Proby
Lovell Proby
Ira Progoff
Audrey Protschka
Alice Pucylowski
Joan Brooks Purnell
Marian Quade
Jimmy Quarles
Michael Rabalais
Mia Rabinowitz
Don Rahlmann
Florence Ramage
Richard Randall
Benjamin Curtis Randle
Louis Ranger
George Rantovich
Linda Rappaport
Doris Raschke
John Ratcliff
Barbara R. Ray
Charles J. Ray, M.D.
Carol A. Rayworth
Betty & Leo Reed
Elizabeth Anne Reed
Wilburn Reeder
Norman Reifler
Mathias Reiter
Janette Rem
William D. Renner
Rogelio Resurreccion
Charles Revell
Jewell Revell
Cin Rhoades
Mary Rice
David Richardson
Harlow Richardson
Lois Richey
Wally Ridout
Richard Riester
James Patrick Riley
Jett Riley
Alice Rilinger
Ranel J. Rivero
John Roach
Paul Robbins
Guy Roberts
Raymond C. Robinson
Sue Robinson
Josephine Ellen Rogers
Rose Rogers
Daniel Rohde
Gloria Rohlfing
Don Rohlman
Vincent Romanello
Robert Romanoski

Ron Ropp
Margaret Rose
Robert Rosen
Leon Rosenberg
Nancy Rosenthal
Karen Ross
Lois Rothfuss
Paul E. Rowsey, Jr.
Forrest Royce
Claire Rusek
Natasha Ruth
Vernon Rutz
Robert Saffle
Frederick Saied
Paul Saitta
Despina Sakelos
David & Reba Saks
Dora Salazar
Carlton L. Salnoske
Albin Salton
Arthur Saltzman
Charles Sankevich
Charles Santora
Emma Sarno
Helen Saroyan
Sondra Sarter 
Nan Scelzi
John Schaab
Beverly Schaefer
John Schaub
David Scherer
Louis M. Schlimer
Lenore Schmidt
Helen Schmitt
Phyllis Schoenbackler
Peter Scholz
Donna Schrecengost
Albert Schreck
Boris Schwartz
Julius Schwartz
Elizabeth Schweighofer
William Scruggs
Loyal Seeholzer
Joel Segalas
Seena Seidman
Louis Sell
Kenneth Serby
Catherine Settle
Carl D. Shafer
William Shane
Sophie Shapiro
Mr. & Mrs. Grant Sharp
Genevieve Shaw
Ian Shaw
Mary F. Gist Shaw
Robert Shaw
Judy Shears
Phyllis Sherman
Edwin Shifrin
Rebecca Shilling Moore
Imogene Shively
Norman Siegfried
Claudie Simmont
Martin Simon
Harry Simpson
Anna Sipowicz 
Thomas Sloan
Alfred Smith
Alvin Smith
Billie Smith
H. Jane Smith
Jane M. Smith
Katherine Smith
Mabel Smith
May E. Smith
Peggy Smith
Robert T. Smith
Virginia K. Smith
Mary Smithers
J. Walter Smyth, M.D.
Joanne Snell
Bridie Snyder
Stanley Sobina

Charles L. Sooy
Edith Sosin
Terrie Sosinsky
Catherine E. Souder
Ken Sovereign
Margaret Sowa
Edwin A. Spanke
Agnes Spear
Vernon Spicer
Josephine & Fred Stadnicki
William Stearns, Jr.
Ruth Stein
Evelyn Steingone
Gladys Stephens
Mickie Stephens
Shirley Stephens
Peter Stephinson
Irving Sterling
Evelyn Stevens
Mickey Stevens
Dr. James T. & Louise Stewart
Goren Stiernelof
Robert Stix
Marion Stockman
Prentiss Stockstill
Suzanne Stone
Maxine Stormberg
Richard Story
Edith Stough
Martha D. Stratton
Ralph Strauss
Carl Strickland
Helen & Robert Strickler
John Striebich
Carmen Stuart
Jack Stubbs
Dolores Stuettgen
Francis Stulpin
Frank Stulpin
Maurice Sutton
Charlotte Swartz
Barbara Taddonio
Renee Taliaferro
William Tamke
Tommy Tanner
Laurier Tardiff
Betty Jane Cook Tarr
Francis James Tauer
Esther Barbara Taxman
Gail Taylor
Meredith Curry Teel
Eduardo Terrones
Barbara Teuffied
Thurman Thompkins
Francis Jermone Thompson
Jim Thompson
Malcolm Thompson
Clifford Tilghman
Charles Todd
Dr. William Todd
Zook Todd
Harriet Tolke
James Toll
Clarence Tonka
Mary Totah
Maureen Travelyn
May Tremain
Thomas Tripet
Clifford Trogolo
Jerome Trotta
Eloise H. Troxel
Sol Tuchman
Delores Tull
William Tuomi
Lucille Turkins
Ford Turnbull
Art Turner
Kathryn Turner
Wendell Turner
Angelo Urani
Paul Urso
Margaret Vaccaro
Chester Valesky

Grace Van Brunt
Delmar Van Horn
William Van Tuyl
Mary Van Wormer
Norbert Vangsness
Madeleine Varieur
Jean Mahon Varin
Bill Varnard
Martin Veeh
John Veltre
George Vernet, Jr.
Kathryn Vernetto
Harver Vinson
Anna Von Wahlde
William Vonhoff
Ruth Waggener
Karen Wagner
Gene Walker
Helen Claire Walker
Frank Walsh
Michael Walsh
Patricia Walsh
Joseph Warner
Harold Watson
Hazel Watts
Leigh Hanlon Weber
Vivienne Wechter
Brady Wedding
George Weeks
Hannah Weinberg
Lillian Weinhouse
Mary A. Weinzirl
Bernard William Weiser
Bill Wells
Wandis Wells
David Welty
Walter Werner
Jessie Van Westen
Claire Weston
Kenneth Wheatley
Forrest P. White
Wanda White
Warren White
Joseph Whiting
Vella Whitlow
Charles Whitney
Helen Wicorek
Nelson Wildermuth
Ed Wiley
Hazel Wilkinson
Allston Lee Williams
Jim Williams
Marie Williams
Mickey Wilson
Nena Wilt
Rush B. Winchester
Fonda Wingfield
W. Wingfield
Lee Van Winkle
Joyce Wolken
Edith Wood
James Woodard
Elgie Woods
Maria Wowk
Samuel A. Wright, Jr.
Charles Wymer
Joel Yancey
Walter E. Yonker
Don Young
Doyle R. Young
Phyllis Zea
Adolph Zimmer
Lillian Zlotnick



PSP Support Groups will encourage and organize activities that foster communication, exchange and interactions of comfort and
mutual benefit to Support Group members who are family, friends, caregivers and persons with PSP. The Society would like to thank the
following Support Group Leaders and Communicators who take their time and show their concern by sponsoring support groups,  phon-
ing and visiting PSP families. If you would like to help start a support group in your area, please call the SPSP office at 1-800-457-4777.
For information on support groups in your area please contact:

GEORGIA
KATHY THOMAS
Decatur
770-939-2612 • elkt@mindspring.com
JOAN CARPENTER
Augusta
706-721-9445 • jcarpent@neuro.mcg.ed
ILLINOIS
JANET KAISER
Glenview
847-729-1585 • jgk1955@hotmail.com
INDIANA
ELIZABETH RISK
Indianapolis
317-786-8613
risky_46107@yahoo.com
IOWA
ESTHER COOLING
Cedar Rapids
319-363-4752
KANSAS
LINDA SMITH
Salina
785-825-6482
splumbing@hotmail.com
MARIAN GOLIC
Overland Park
913-381-6972
LOUISIANA
MARY SCHUMANN
New Orleans
504-484-7840
BRENDA GREMILLION
Kenner
504-467-6658 • BGrem737@aol.com
MAINE
FAYE RYAN
Whiting
207-259-2152
MARYLAND
RUTH GOLDSTEIN
Baltimore
410-484-5200 • Music@comcast.net
MASSACHUSETTS
PATTI RYAN
Swampscott
781-595-4431
PARManagement@aol.com
MICHIGAN
CAROL ANN KLANK
Commerce Twnshp
248-363-9064
JANET MAGUIRE
Kingston
517-683-2187
thereishope2@yahoo.com
SALLY SMITH
Zeeland
616-722-4446 • smiths5@egl.net
MINNESOTA
CHARLOTTE TRIPET
GoldenValley
612-546-1694 • chartrip@yahoo.com
MISSISSIPPI
DENVER FLANAGAN
Jackson
601-372-1784 • DDFlan2001@aol.com
MISSOURI
PAT LYNN
Jackson
573-243-3964
AMY MANDLMAN
St. Louis
314-432-5461 • mand54611@aol.com

ALICE KITCHEN
Kansas City
816-753-4424 • akitchen44@aol.com
NEBRASKA
NORMA HINCHCLIFF
Elkhorn
402-289-4540 • gammieH@aol.com
NEVADA
CAROL UPTON
Las Vegas
702-731-8329 • parkinsonslv@cs.com
NEW JERSEY
CAROL SOLOMON
Marlton
856-985-1180 • info@chsgeriatric.com
NEW MEXICO
KAREN KENNEMER
Kingwood, Texas
281-358-2282 • kmk1224@aol.com
NEW YORK
MARCY TODD
Port Washington
516-883-7455
MARY CONNOLLY
Canandaigua
716-394-5306 • tomaryconn@aol.com
MARGE BRESLIN
Selden
631-732-2035
NORTH CAROLINA
MARGARET AKERS-HARDAGE
Charlotte
704-846-6606 • marg212@aol.com
OHIO
PAT BEEKMAN
Berea
440-234-0007
mombeekman@webtv.net
JENNIFER SMITH
Barnesville
740-425-3253
DAVE & REBECCA DANGLADE
West Jefferson
614-879-6624
OREGON
SANDI HANSEN
Clackamas
503-698-8129 • sandhansen@aol.com
PENNSYLVANIA
GEORGE WEAVER
Mill Hall
570-726-6164
RUTH NULPH, R.N.
Butler
724-287-8600 • coachmen1@aol.com
JANE WRIGHT
Philadelphia
215-829-7273 • jcwright@pahosp.com
RHODE ISLAND
LAURA EVANS
Kingstown
401-885-7049 • lve@home.com
KELLEY HARRISON, PH.D.
Providence
401-621-8566
SOUTH CAROLINA
DORIS MCCRAY
Myrtle Beach
843-445-1647
TENNESSE
DIANE SNOW
Algood
931-537-6381 • Jerseydevil@tnaccess.com

ARIZONA
CHRISTINA WATTS
Phoenix
602-406-4931 • maprc@chw.edu
GALE KITTLE
Phoenix
602-406-4931 • gkittle@mha.chw.edu
RENAE VALDES-BIRCH
Gilbert
480-632-1797
ARKANSAS
PATSY CUNNINGHAM
Fort Smith
501-648-1814 • patphillip@prodigy.net
CALIFORNIA
CERI WILLIAMS
Sherman Oaks
818-343-3259 • medianet@earthlink.net
KATHY SCHWAIGER
Thousand Oaks
805-496-7018
LILA KIRKPATRICK
Santa Clara
408-244-5958 • lmomkirk@aol.com
BETTY SCOGGINS
Redding
530-241-6663
MARY MIANO
Laguna Woods
949-855-3972
CAROLYN CHEEK
Torrance
310-534-8623
cheekspeak@mindspring.com
CAROL PLATT
Antelope
916-332-6041 
cplattl@seeyouonline.com
PAMELA FERRIS
Santa Maria
805-938-0385 • web22gzt@gte.net
COLORADO
KIM MARTIN
Englewood
303-788-4600• kamsark@aol.com
CONNECTICUT
FRANK CADWELL
Clinton
860-664-9524
FLORIDA
JOHN ARNOLD
Cape Canaveral
321-784-5660 • jharoldjr@cs.com
PAULA JOHN
Sarasota
941-927-3955
johnpaulag@worldnetattnet
YOLANDA MEDINA
Miami
305-553-4911
HELEN LAVELLE
Naples
941-352-2909
BUD BRANSON
Quincy
850-627-6216
VIRGIE SALTZMAN
Nokomis
941-484-7259 • vbirdies@aol.com
LINDA IVES
DeBary
407-668-7130 
l_r_ives@bitstorm.net

TEXAS
DELORES MARKERT
Georgetown
512-931-2908
JUDY BRANNEN
Benbrook
817-249-0824
SHARYL JOHNSON
Arlington
817-467-9186 • SharylP@aol.com
KAREN KENNEMER
Kingwood
281-358-2282
VERMONT
JANICE CLEMENTS
Milton
802-893-1263
janclem@together.net
VIRGINIA
ALLEN ROHLFING
Virginia Beach
757-426-5281
KATHY SANDS
Vienna
703-242-9322
Kathy.m.sands@saic.com
HOWARD COOLEY
Clifton/Richmond
703-830-4819
hgc1235@aol.com
WASHINGTON
ROBERTTA HUNT
Walla Walla
509-529-1364
robertta@hscis.net
FRAN MCMAHON
Rochester
360-273-9496
franmcdoll@aol.com
MARY ANNE MEMMINGER
Spokane
509-921-6645 • manwa@bigplanet.com
WEST VIRGINIA
J.P. SMITH
Glen Dale
304-843-3211
WISCONSIN
BARBARA SHARKEY
Rhinelander
715-362-1777
AUSTRALIA
ANNE MARIE SMITH
Beecroft
smith9754@aol.com
CANADA
JANICE STOBER
Markham
905-472-7082
CAROLYN CONNORS
London
619-630-0430
parkinso@hotmail.com
SANDIE JONES
Toronto
416-227-9700
Let us post your support group news and
announcements in the PSP Advocate.
Deadline dates are Feb. 10, May 10,
Aug. 10, Nov. 10. Please send your 
support group news/photos to The PSP
Editor at NancyB501@cs.com or to the
Society office.
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News From Support Groups
Five Years Later

Alice Kitchen
Co-Facilitator of the Missouri/Kansas PSP Support Group

In January 1997, my husband Ron died of PSP (2nd
Quarterly PSP Advocate 1999, Vol. 10, No.2). I was fortunate
in that Ron and I had benefited from a correct diagnosis early
on, information on our national PSP Society, good friends,
and thoughtful planning in the early stages of Ron’s diagno-
sis. As Ron’s PSP progressed, we had the valuable support of
homecare and hospice. As I look  back, I don’t think I could
have held it altogether without these supportive healthcare
services. It meant arguing with Ron’s insurance carrier, going
to their Corporate Trustee’s Annual meeting and questioning
their policy changes and surrounding myself with advocates
to help me make my case for what Ron needed from his 
insurance carrier.

At times, I felt like I had added several new roles to my life;
besides being friend, wife to Ron of 21 years, I was now his
medical case manager, his untrained nurse, his voice and his
interpreter. Luckily, I had home health care and family sup-
port, so Ron had a regular break from me and persons who
had different relationships with him. Keeping Ron connected
to his friends was one of my most concerted efforts. In retro-
spect, that was valuable for all of us. Ron’s friends still have
enormous appreciation for the time they spent with him in his
last stages. These men and their wives were a circle of friends
then and now. One of our friends voiced what was said by
many who were involved in those last few days in less direct
statements: “I haven’t been afraid of death since I was with
Ron in those last days and hours.“

Five years later, I still feel like a crusader. Whenever the
opportunity seems appropriate to remind family and friends
about the value of talking about how we plan to live to the
fullest and die with the most comfort, I do. Sometimes I feel
like a nag with a gentle but not too subtle message.

Taking care of those wishes, legal decisions and instruction
to all who matter is what made Ron’s death devoid of last
minute distraction and unnecessary agonies.

Even though it has been five years since Ron died, I think
of Ron every day through the day but not as often as the first
year or two after his death. Some of the hard, sad memories
of watching Ron become increasingly incapacitated, unable to
make his body do what he wanted, come less frequently now.
The bittersweet memories I will always have with me.

One way to put this difficult learning experience to good
use for me has been to become a co-facilitator of a PSP 
support group. Our Missouri/Kansas (MO/KAN) group meets
every other month at the local Parkinson Association office.
My co-facilitator, Marion Golic, and I can’t say we relish doing
this but we can say we feel called to because of our own 
personal experience. That doesn’t make it any easier. For us it
means being reminded of the difficult times we endured—
those times we want to forget. And yet, when family 
members call and ask basic questions about their loved ones
and what they are facing... we know why we do this. So often
the support group members have not had anyone to talk to
that has been “in their shoes.” We all can tell them they are
not alone. No matter where we are on the journey, we can
relate to what they are experiencing. We can share our 
experiences, our tears, our laughter, our tips, and offer our
support.

Because we can share those experiences, it makes those
years not all in vain.
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MISSOURI/KANSAS MEETING DATES
Meetings are all on Tuesday at 4 p.m. at the Parkinson

Association located at 7808 Foster in Overland Park, KS.
• April 9
• June 11 Call Marion Golic, Co-Facilitator
• August 13 for information at
• October 8 913-381-6972
• December 10

Support Through Hospice
Ruth Goldstein, Baltimore PSP Support Group

“We don’t hasten, we don’t prolong,” said the petite
brunette standing at the head of the oval conference table.
Michele Levin, a hospice nurse from Hospice of Baltimore, was
addressing the Baltimore PSP Caregivers Support Group’s
January gathering. It was one of our evening meetings (we
alternate between mornings and evenings to give everyone a
chance, but evenings are more populated), and 12 or so 
people were ranged around the big table, ignoring the 
cookies and pretzels, hanging on every word.

Michele Levin had been invited to shed some light on the
sometimes murky subject of hospice care, and how apropos:
two of our families had lost their loved ones within the last
month–one just a week before our meeting. Would this be
too painful a subject? How would we meet their extraordinary
needs and still do justice to the speaker and her topic? Not to
worry! They both contributed many positive comments about
the hospice care they had recently only received, and how 
beneficial it had been.

Michele began by saying that the two biggest myths about
hospice are that it’s only for cancer patients and old people.
In fact, she said, “About two thirds of our patients have can-
cer and the other third include an increasing number with
neuro-degenerative diseases,” like progressive supranuclear
palsy. She went on to describe some of the main features of
hospice care and to respond to the group’s comments and
questions.
WHAT IS HOSPICE?

Hospice, Levin told us, is “supportive care for terminally ill
patients and their families.” That care is delivered by a team
that consists of the hospice nurse, who coordinates all aspects
of the patient’s care, a home health aide, a social worker, the
chaplain, volunteers and bereavement counseling for after-
care, all under the supervision of the patient’s medical doctor. 

The hospice philosophy, said Levin, is to provide “comfort
rather than cure” for those who receive end-of-life care.
Hospice is an extended benefit of Medicare’s regular home
health services, providing many additional hours of nursing
and personal care, as well as increased social and spiritual 
services, with an emphasis on quality of life.
WHO IS ELIGIBLE FOR HOSPICE?

Hospice is an appropriate consideration for anyone, regard-
less of age or diagnosis, who has a terminal disease with a six-
month prognosis. The six-month time-frame is approximate
and can be extended indefinitely if the doctor approves. About
90% of patients receive care from the various members of the
team in their home. The other 10% are in-patients in Hospice
of Baltimore’s 24-bed facility, the Gilchrist Center for Hospice

Continued Page 20
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Baltimore Support Group
Continued from Page 19

Care. A few are in other facilities like nursing homes and
assisted living. 
WHO PAYS FOR HOSPICE?

Medicare is the main insurer. Medicaid, private insurers
and prepaid health plans also contribute. No one is turned
away because of inability to pay. 
WHEN TO CALL HOSPICE?

The earlier the better, says the hospice nurse, as soon as
the goals of care have changed from cure to comfort. Anyone
can initiate a referral, including a family member. A specially-
trained nurse will visit the patient and perform an assessment,
which she will report to the patient’s doctor. The primary care
physician will usually certify the need for care and supervise
the hospice team’s activities.

The hour flew by and we thanked Michele for her moving
and informative presentation. She had provided so much food
for thought and stimulating discussion. She said her goodbyes
and we continued with the support group portion of our
meeting, reinvigorated by the up-beat message Michele had
brought to our group about caring for loved ones nearing the
ends of their lives.

WISCONSIN SUPPORT GROUP
CELEBRATES FIVE YEARS 

The PSP Support Group of Wisconsin recently celebrated
five years as an organization. The group started in October of
1996, under the leadership of Barbara Sharkey of
Rhinelander. Meetings are held during the months of April
through October at St. Michael’s Hospital in Stevens Point,
Wisconsin. Barbara’s husband, Leroy, was diagnosed with PSP
but has since died.

“We have shared many experiences and information
throughout the five years with friends, relatives and care-
givers, including both men and women. One must hear
Adam’s many funny experiences in caring for his wife Marge
to appreciate all the humor caregivers must possess. Usually
our group has between 2 to 22 people in attendance.
Refreshments are always served. The first meeting of 2002
will be held in April. Watch your mail for the notice.

I am happy to be of service to you.” – Barbara Sharkey 

Barbara Sharkey (standing center) with members of the
Wisconsin Support Group

HOUSTON SUPPORT GROUP NEWS
Silent Fundraiser Raises $2,000 
to Mark PSP Awareness Month

The Houston support group members are dispersed over a
sprawling geographical area. Some who live in Houston drive
75 miles or more round trip to monthly meetings. Many 
members are employed full-time, have teenagers, too, and
may also contribute to the care of a family member with PSP.
Still others provide either full-time care, or may work full-time
and provide care after working hours. Distance and family
commitments, therefore, make it impossible for most mem-
bers to lend the time it requires to help plan and stage special
events to mark October PSP Awareness Month. Consequently,
the suggestion that the group hold a silent fundraiser was a
welcome compromise.

Each member was given two envelopes: a 4x6 opaque
security envelope bearing the name of the Society (but no
address), and a second letter-size envelope pre-addressed to
the group administrator. Each participating member then
placed a donation check in the security envelope—along with
appropriate acknowledgement information for the Society’s
reference if the donation was made either in memory or in
honor of another individual. The security envelope holding the
donation was then mailed to the group administrator in the
mailing envelope provided to be forwarded to the Society
office at the fundraiser’s conclusion.

The donation envelopes were collected over a six-week peri-
od and then sent altogether by registered mail to the Society
office for tabulation. This procedure meant that everyone who
wanted to make a contribution could do so anonymously in
any amount, no matter how large or small, and no one in the
group, not even the person collecting the contributions,
would know who had made donations nor the amount of any
individual donation. Our contributions were collectively made
in memory of those Houston group members lost to PSP since
the establishment of the Houston group in May 2000. The
Society reported that our silent fundraiser raised $2000 to
mark October PSP Awareness Month.

The unique Concierge, a multigenerational skilled care com-
munity which focuses on special care patients with neurologi-
cal disorders or dementia, welcomed the Houston support
group to the gratis Christmas luncheon it offered to the group
as part of its community outreach commitment.

For entertainment at the luncheon, the group held a draw-
ing for gifts contributed by
each member who attended
the luncheon and for the addi-
tional gifts solicited from the
community. The latter included
one-night hotel accommoda-
tions for two at the Doubletree
Post Oak, the Hilton
Westchase, the Hyatt Regency,

the Sofitel, and the Casa del Mar in Galveston. Academy
Sporting Goods, Dillard’s Department Store, Randall’s Food
Markets, and Salt Grass Steak Houses provided generous gift
cards. Spec’s Fine Foods and Spirits donated a holiday gift 
basket of wines and cheeses.

Every group member who attended appreciated the 
generosity of the Concierge, grateful for its special gift of a
Christmas luncheon—for the food that was so tasty and 
artfully presented and for the remarkable service that was so
attentive it made our members feel like paying guests at a very
fine restaurant.
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The Christmas Gift

This Christmas our family wanted to do something special
that would bring the true meaning of Christmas into play with
our traditional family gathering. We exchanged names as
usual, but limited our spending on the gift to $5.00 and asked
that the remaining amount of what would have been spent
on the gift go into a family “donation bucket” for the medical
research for PSP.

When our special family member, Jerry Heizman was 
diagnosed with PSP, we began to search out any information
we could find on this disease. The Society For PSP newsletter
has become a great source of helpful information to us.

Please find enclosed our family Christmas letter that was
sent out to family members indicating our wishes
this Christmas, a picture of two of Jerry’s grandchildren, B.J.
and Ashley Wanninger, holding the “donation bucket” along
with their letters they wrote themselves, as well as our family
donation of $280.

Our family has witnessed first-hand the effects of this 
disease on the person, caregiver and those that love them.
Please accept our donation in honor of Jerry, and his wife and
caretaker, Marlene Heizman. We hope that in some small way
it will be helpful in the continuation of medical research 
that may help others who suffer, those that are yet to be 
diagnosed and maybe, one day, a cure.

Sincerely,
The family members of Jerry and Marlene Heizman
Barry Wanninger, Alice Wanninger, B.J. Wanninger, Ashley
Wanninger, Stephen Wanninger, Denise Bruce, Brenda
Wanninger, Stephen Wayne Wanninger, Dustin
Wanninger, Tanika Wanninger, Pam Heizman, Virgina
Hartmann and Alfred “Hup” Hartmann

Our Journey With PSP
Bernice Bowers,
Caregiver & spouse of Kenneth Bowers age 73, dec. 6-23-00

Dear Nancy, 
Our journey with Ken’s disease may help others to realize

the importance of brain donation and receiving a final 
diagnosis, to say nothing of the benefit it may be to those suf-
fering in the future. We first noticed what we recognized as
symptoms about 1988 when Ken complained that when he
got up out of a chair, he felt like he was going to keep going
forward. Shortly thereafter, he complained of a frequent
slight tremor in his leg and arm. I was not too concerned, as
neither of those seemed too serious. However, when he
began to lag behind in our frequent walks and hikes, and not
swinging one arm, we became more concerned. He had a
strong heart, good blood pressure and no apparent other
health problems. He never smoked, was a firefighter for 30
years, drank only socially, worked out and was a strong ath-
letic man before this disease. However, in retrospect, we have
wondered if a severe bout of depression and stress, which he
went through in 1981, was connected with this disease or just
a mere coincidence.  That was the cause of his retirement
from the fire department when he was in early 50’s.

We started out with a visit to our family doctor (an HMO
GP). He diagnosed him with PD, but said it was a mild case.
Knowing nothing about the disease, we requested a referral
to a neurologist. He turned out to be not a lot more informa-
tive. He stated it was a slight case of PD but not bad enough
to medicate. He stated meds were worse than the symptoms.
We requested another opinion, which the HMO would not
approve

We took him to another neurologist on our own. He also
stated it was PD and put him on Sinemet. We noticed no 
cessation in the progression of his disease; in fact it seemed
to be progressing very rapidly. They kept increasing the dose
of Sinemet and trying Parlodel, and other enhancers but the
progression continued. He began falling, freezing steps, 
stuttering steps, and a dragging footfall – sorts of mobility
problems. His voice became very soft, handwriting illegible
and impossible after a while. Impotence and incontinence 
followed. After falls in which he broke his hip and needed a
total hip replacement, six months later a shattered femur on
same leg, he was never able to walk again unaided. He went
into a wheel chair in 1993. I took him to Barrows Neurological
Center in Phoenix when they were doing Parkinson’s drug 
trials and he was turned down the first day of trial because
they said he did not have Parkinson’s. They did MRI, PET, and
some other tests, and knew something was wrong, but 
couldn’t make an exact diagnosis. Our home neurologist, who
was well respected in his field, was not in agreement with
that diagnosis and insisted he did have PD, as he had plenty
of PD patients just like that. Later, I wondered how many he
misdiagnosed.

Next, we went to Loma Linda where they were doing
surgery for PD. When they examined Ken, they diagnosed it
as either PSP, MSA, or SND which they explained were all 
different but hard to differentiate neurological diseases. They
advised taking him off all medication for PD as it was not 
helping and could conceivably cause harm. Difficulty eating
and the inability to cover his mouth when coughing or sneezing

PSP Advocate, First Quarter 2002 21
Continued Page 22

Ashley & B.J. Wanninger



Support - Our PSP Stories

22 PSP Advocate, First Quarter 2002

Hughie’s Story

My father, Hughie Lewis, died September 5, 2001, barely 18
months after being diagnosed with PSP. Although we came to
realize that he exhibited many symptoms associated with the
early stages of the disease for quite a few years before a neu-
rologist gave a name to it, the period of time in which he was
significantly debilitated by PSP was brief. It was nonetheless
very painful for my sister and me to see our brawny, 
athletic father become less able to perform the physical tasks
we all take for granted. Our larger-than-life daddy, our very
own hero-in-residence, had always seemed invulnerable–at
least to us–to the aches and pains we mere mortals suffer.

His story is one of success wrestled from humble begin-
nings. He spent his early years helping his widowed mother
work the family farm, mentoring to a passel of cousins and
nephews who idolized him. He played football and relished
the role of “B.M.O.C” both in high school and at Wake Forest
University, and he served in the U.S. Army and the N.C.
National Guard with honor and distinction. Most importantly,
both to him and to us, he brought his own brand of gentle
sternness and goofy antics to the task of helping our mother
raise their two high-spirited daughters. Rising to these chal-
lenges had made his spirit as strong as his body. I dare say we
expected him to be moving furniture and bossing us around
until he was well past his eightieth year. This diagnosis, made
when he was just 63, stunned us all.

Because Dad was an intensely proud man, born to a 
generation that took care of its own and did not complain, we
worried that he would neither ask for nor want to accept the
help we knew we would eventually have to provide him. But
here is where he proved his true mettle: he put his safety and
our peace of mind before his pride. I can only imagine how dif-
ficult it was for him to stop working when balance problems
made his job as a security guard too hazardous; to stop driving
when vision and equilibrium problems kept him from judging
distances properly; to stop cooking for himself because we
worried he might stumble in the kitchen and get burned; and,
finally, to use a walker for balance and support, not just at
home, but out in public.

I say I can only imagine this because he made these 
decisions privately, based on the advice of his doctor and the
concerns my sister and I expressed, and did not bemoan his
fate. Were the changes painful for him? I’m sure they must
have been. Did he fear his future? He must have. Was he
sometimes discouraged or mortified by the changes in his

Continued from Page 21

Our Journey
made it very difficult to take him out. His condition was wors-
ening so rapidly that I needed to move to Ohio where I had
some family, as he was no longer able to travel. I bought a
van equipped with a ramp and drove him from CA to Ohio in
his wheelchair, as he was unable to get on a plane. No fun
getting him in and out of hotels, motels, restaurants for 5
days, but we made it.

After connecting with a new GP, Ken was examined at
Ohio State University and diagnosed as having PSP from a 
specialist in that field. He was now taking no meds, except BP
meds. I connected with the PSP online group and the Society
for PSP to learn more about the disease. He followed right
down the line with others in their symptoms and problems. It
never really occurred to me that we had not reached the final
diagnosis. He “fit” with this group of people. There were
some differences, but so many similarities. Ken never 
complained much of pain, even when he had falls. He lost his
ability to speak. He could no longer focus his eyes to read or
watch TV and became very light sensitive. We had to keep the
room dark. He developed aspiration pneumonia from silent
aspiration and was hospitalized for 2 or 3 weeks. He began
losing weight. He lost 50 pounds before the bout with pneu-
monia, and they then inserted a peg tube. He never ate again.
He received all food, water and meds by peg tube. He
became very rigid. In1995, I began to use a Hoer lift to trans-
fer him from bed to wheelchair, where he would sit the
biggest part of the day. We went through all different types
of physical therapy early on and again later. Also speech 
therapy. All helped minimally and temporarily. Nothing lasted.
His head was thrust back and he could not move it down. He
could not open his eyes without my help and then could only
hold them open a short time. He slept a lot during the day in
his wheelchair but he never complained. He did gain his
weight back on the peg tube, but had to have an indwelling
catheter, and had serious bowel problems ranging from 
diarrhea to bowel impaction.

By the time of his death in 2000, he was rigid, but his mind
still appeared to be intact. He knew everyone; it was obvious,
and attempted to let you know he understood by a slight
squeeze of the hand or a blink. We talked to him a lot, read
to him, played music for him. I was his sole caregiver and
rarely left the house for the last 5 years of his life. As we
looked back over the years, we remembered several tell-tale
signs that seemed to lead up to this before the first symptoms
he complained of, like his stumbling in our square dances and
ballroom dancing, At the time we didn’t connect all this.

We had discussed brain donation long before his death.
He wanted to do that. To say I was surprised when they 
concluded from the autopsy that Ken did not have PSP after
all but Multiple System Atrophy (MSA) is a gross understate-
ment. I was absolutely stunned.  I couldn't even comprehend
it for a while. I had identified with all the other caregivers of
PSP for so long, and compared all like symptoms there was no
doubt in my mind that was his disease. I had spent so many
years learning about PSP, and living with it (I thought) that I
needed a period of time to adjust.  I now am going forward
now learning all I can about MSA. It was very important to
our children to have an exact diagnosis. It was also important
to me.
Submit your PSP stories for publication in the PSP Advocate. Deadline
dates are Feb. 10, May 10, Aug. 10, Nov. 10. Please send your stories/
photos to The PSP Advocate Editor at NancyB501@cs.com or to the 
Society office.
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body? Almost certainly. But his determination to maintain his
mobility and preserve his strength, to postpone further
dependency, made him a favorite among the PTs and OTs at
his clinic; and his enjoyment of televised football games and
a good Southern meal never diminished. Most importantly,
he never gave up on living or saw himself as a victim. As his
speech became less fluent and a bit slurred, as his features
became less animated, as his movements lost their grace and
his eyesight its keenness, this father taught his children the
most important lesson of all: unfailing courage in the face of
desperate odds.

But the full measure of this courage was not to be tested.
Daddy died in his sleep, in his own bed in his own home,
while he was still able to walk, feed himself, talk, and see. We
believe the cause of death was aspiration due to PSP, but it
could have been some other natural cause. And while we
mourn his passing with a tremendous sense of personal loss,
those of us who loved him find comfort in knowing that he
was spared further progression of the disease.

His memorial service, held in his hometown of Warsaw,
NC, was a testament to the impact our father had had on so
many people. Tales of football games won, practical jokes
played, sports fans delighted, honors bestowed, goals 
accomplished, lives touched–they reminded us what an 
extraordinary man Hughie Lewis was in the prime of his life. I
want now to bear witness to what an extraordinary man he
was in his final challenge, in facing the uncertainties of PSP
with wisdom, hope, and courage.

Through The Eyes Of A
Granddaughter

By Lauren Goldberg

Let me tell you a little bit about someone very important
to me–my Grandpa Arthur. Grandpa has always been there
for me, from the time I was born 13 years ago, to the present
day. For years my family and I used to see my grandparents
every other week. Grandpa, who is now 73, loved to swim
and play with my 9-year-old sister Allison and me all the time.
He was always joking around and making us laugh. Grandpa

used to come to my house for parties and go to my dance con-
certs and piano recitals. We loved walking together around his
neighborhood on warm summer days.

A couple of years ago Grandpa had a few minor falls. One
day when my grandparents were visiting, he stumbled while
trying to get up off of our piano bench.  I didn’t know what
was suddenly causing his balance problems, but I was just
glad he wasn’t hurt. Gradually, I saw his health deteriorating.
He started to fall more frequently, his eyes were more tired,
and he had much less energy than I had ever remembered.
Even though we couldn’t do the things we used to do togeth-
er, I still loved visiting my Grandpa. For a long time Grandpa’s
doctors couldn’t find anything wrong with him. Then some
doctors thought he had Parkinson’s disease. Only recently was
his disease diagnosed correctly as PSP. 

Now Grandpa’s symptoms are much more severe. He can
only keep his eyes open for a very short time, is wheelchair
bound, and has trouble sleeping. He needs around the clock
assistance doing everyday activities that most of us take for
granted. These are just a few of the symptoms that my
Grandpa has to suffer with every day. Although he takes many
medicines to help ease his symptoms, he still asks whether
there is a miracle pill that can cure him. I hope someday soon
that his wish will come true.

In early September my grandfather was in a New York City
hospital for a few weeks of rehabilitation. On September 11th
we were worried about his safety because we couldn’t get
into the city to see him. A week later, my dad asked me to
accompany him to visit Grandpa. At first I was nervous to go
into New York City so soon after the attack on the World
Trade Center, but then I realized that it was even scarier for
Grandpa to be alone in the hospital. It meant so much to
Grandpa to have someone by his side to keep him company
and to hold his hand.

I’ve learned through my Grandfather’s struggle with PSP
how important it is for family members to be supportive. My
family, along with my father’s siblings, and aunts and uncles
pitch in whenever they can. Unfortunately, most of the burden
falls on my grandmother and his aide for his day-to-day care.
With everything he is going through, my Grandpa still makes
us all laugh. PSP has taken away his balance, power to walk,
and many other abilities, but it hasn’t taken away his sense of
humor and the love he has for our family. 

“The PSP Butterfly Pin of Hope”
The Society for PSP is pleased to offer the “PSP Butterfly Pin of Hope.” The beautiful monarch 

butterfly signifies HOPE and represents the Society’s determination to find the cause and cure for PSP.
Because of a special gift to the Society, the second offering of the “PSP Butterfly Pin of Hope” will be
free of charge. Anyone wishing to order this handsomely designed pin, please fill out and mail/fax the
order form below or email the Society office at SPSP@psp.org. A limit of two pins per family while
supplies last. The Society is also thankful to our donors, Barbara and Jack Kelley, for the initial and 
second offering of the “PSP Butterfly Pin of Hope” given in memory of Henry and Jane Ogiba, beloved 
parents of Barbara Kelley and the PSP Advocate editor.

Cure
PSP
Cure
PSP

The Society For
Progressive Supranuclear Palsy

TM

ORDER FORM:

Name ____________________________________________

Street ____________________________________________

City, State Zip _____________________________________

Telephone # ______________________________________

Email_____________________________________________

❏ one pin      ❏ two pins
Return form to:

The Society for PSP
1838 Greene Tree Road,  Suite 515

Baltimore, MD 21208
or email: SPSP@psp.org
Fax: 1 (410) 486-4283
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Editor’s Note: This information is provided as a service.
Please contact your physician to discuss these “Helpful Hints”
and the needs of your family and loved one diagnosed with
PSP. If you have any hints, medical devices, equipment or 
services you can recommend to other PSP families, please 
contact The Editor. The Society DOES NOT ENDORSE any
products discussed and neither the Society nor its staff has
financial interest in any of these products.

Dear Nancy,

Finally, here is the letter I
promised to write. Let me know
when you receive it: (It was duly
edited by my wife. )

I am 51 years old. I have been
diagnosed with PSP. The symptoms
first occurred following major
surgery. It took doctors and special-
ists almost a year to diagnose my 
illness, partly, I believe, due to the
“young” age at which the symp-
toms first appeared. I was 43.

Could trauma have caused the
early onset of symptoms, and the
disease, to manifest itself? Doctors
aren’t sure as of yet. However, I’m
aware of other cases wherein the
symptoms of PSP began in conjunction with a traumatic 
experience. I hope doctors are looking for a possible 
connection here.

The thrust of this letter, however, is my lack of ability to
speak clearly, and the help I have found. Next to my loss of
balance, this loss of my ability to talk clearly and with under-
standing to family, friends, and doctors has been extremely
frustrating. Maybe I’ve found an answer.

In December of 2000, I attended a conference which 
featured augmentative communication machines. I was
searching for any way to allow me to communicate better. At
the conference, I discovered PlAT, the Pennsylvania Institute 
of Assistive Technology.

To a Pennsylvania resident, and upon completion of an
application, PlAT will loan any machine to which they have
access, at no cost, for a six-week trial practice time. I urge PSP
patients in other states to explore what may be available to
them. However, for anyone interested, a phone call to PlAT
could be well worth your time. Their telephone numbers are:
215-204-7428 (voice), and 215-750-7428 (TTY). For those
out-of-state, PlAT, at the least, may be able to tell you about
a similar program in your own state. During the six weeks that
I had a machine, I learned how to operate it to see if it would
benefit me. In addition, I worked on obtaining funding to
assist me in the acquisition of my own machine.

The machine–which I now own–is about the size of a 
laptop computer. Its main screen has lower case typewriter
displayed keys for spelling words not included on the different
screens which you can access by the touch of a button. (There
is a shift key for upper case letters). The main screen also has
commonly used pronouns, verbs, and adverbs. The touch of
a key displays the word or letter chosen in a blank area 
located in the upper center of the screen. By touching this
area, what’s “typed” is spoken by a preselected male or
female voice. The user can also change screens, add screens,
or add buttons to suit his or her lifestyle. Plus, one can type
communications (sentences and paragraphs) and save them

for later use. One example of how I use the machine is that
before my doctor’s appointments I enter the Information I
want to convey to him or his staff into it. Since it is now pre-
enterd, I merely press the key to play the recorded message
and save everyone’s time. Before this I would have had to
repeat myself several times until they understood me. There is
much that I still have to learn in its use, but it has given me a
much needed method of communicating. What’s also amaz-
ing is that this machine can even be connected to a personal
computer.

If you, like me, desperately want to communicate better,
you owe it to yourself to give augmentative speaking
machines a try. There are several companies that offer them.
Anyone wishing to have a one-on-one discussion with me can
feel free to contact me through my e-mail. My address is: drag-
onfly0023@hotmail.com

More Helpful Hints
Ken Hodge

COMMUNICATIONS
If the person with psp (pwpsp) has difficulty writing or

speaking, a personal computer (PC) may provide a medium for
communicating. You can do the following:

1. If the patient’s vision is affected, or you suspect there is
a reading difficulty, the small letter size can be changed
to a larger font for the monitor.

2. If there is a problem with the hands’ fine motor control,
the keyboard characters’ repetition rate can be reduced
to help eliminate unwanted repeated letters as a conse-
quence of inability to just tap the keys.

3. If unwanted letters are typed while attempting to touch
type or ‘hunt and peck’ because more than one finger
strikes a key at the same time, an eraser-tipped unsharp-
ened pencil can be used as a stylus to better enable
depressing only one key at a time.

MEDICAL EMERGENCY
If a pwpsp has a medical emergency when away from

home ( e.g. suddenly taken ill, Involved in an accident), a med-
ical professional you’ve never met before may have only
moments to make decisions about his/her care. If the pwpsp
and/or traveling companion are unable to provide information
quickly on PSP–plus medications, physician and family con-
tacts, etc.–not having this information could adversely affect
obtaining the needed care. This underscores the need to carry
along Advance Directives, Durable Powers of Attorney for
Health Care, a medications list, PSP information, etc. as we are
frequently advised.

As a back-up measure, my pwpsp and I acquired interna-
tionally recognized Medic Alert necklaces which highlight our
medical problems and provide a 24-hour toll-free emergency
medical information source. To subscribe or for more informa-
tion, call 1-800-432- 5378. (I am not otherwise connected
with this organization.)

ORIENTATION
1. A non-ambulatory patient with little or restricted head

movement may find a hand-held mirror handy for peer-
ing to the side or to the rear, thus expanding the useful
field of vision.

2. To reinforce calendar awareness, I found it helpful to
place an office-type ‘one-day-at-time‘ wall calendar
where it was easily seen by the pwpsp. These are 
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2. usually about 7”1 x 9” with a background in large let-
ters reading “Today Is.” Tear-off pages for each day
show the month, year, and day’s name in smaller print,
and the day’s calendar number in 3” high figures. Early
in the day, the prior day’s page can be removed 
ceremoniously, revealing what “Today Is!”

3. Now that the day is on display, a useful adjunct is a 
digital clock with at least 2” high illuminated numbers;
the clock may simply be a timepiece or may include an
alarm function or be a clock-radio. The illuminated num-
bers facilitate readability in low light conditions or at
night. Not to be overlooked for special circumstances
are specialty clocks which project time numbers on the
ceiling, or speak the time at a touch of a button.

WHEELCHAIR ADAPTATIONS
Foot and leg problems experienced by pwpsp often are

more than can be accommodated with the footrests com-
monly available on wheelchairs. Feet and legs have a way of
slipping off of, or between, the usual footrests, with the
potential for injury when the wheelchair is in motion. To
address this problem, I made a vertical and a horizontal panel
to comprise a solid backpiece and floor, respectively. The pan-
els were cut with a SkilSaw from 3/8” plywood and padded
with 1” foam cut from an exercise floormat found in sporting
stores and attached with contact cement. The padding was
recommended by a physical therapist.

Tabs on the panels enabled them to be held in place when
the normally removable footrests were swung forward and
locked in place. Conversely, the panels more or less fell out 
of place for easy removal when the footrests were swung 
outwards during removal, prior to folding the wheelchair.

Because wheelchair designs differ, some Yankee ingenuity,
custom design, and trial and error will be necessary. I worked
with corrugated cardboard as patterns for fit checks before
cutting the plywood panels. Even so, I had to perform some
minor trimming on the panels themselves for best results.

Dear Nancy,
I have found a new product that may be of interest - the

“Airlift Toileting System.” It is a hydraulic lift system that fits
on top of a standard toilet seat (there is also a bedside 
commode version) that aids a patent in getting on or off a
toilet seat. Weight capacity is up to 270 pounds - that is, the
mechanism will lower or lift a person of up to that weight. It’s
very much like a lift chair for the toilet.

This looks promising for my PWPSP mother. Either assisted
or unassisted, she can no longer safely sit on or get up from
a toilet seat; this is one of the major causes of falls. A lift 
toilet seat would offload the weight from a caregiver as well.
It looks simple to use. I suspect that Hospice or Medicare
would pay for it; I don’t have retail costs but I suspect that it
would be in the $400 range.

I found out about this from my sister-in-law, who works for
a medical supplies company. She is familiar with PSP through
my mother, and thought this would be of interest.

Michelle
Daughter of Patty (71/diagnosed 2 years, symptoms 4 years)

ATTENTION CALIFORNIA RESIDENTS
Coast Caregiver Resource Center serves caregivers of

adults with degenerative diseases of the brain. A range of 
services are available, including financial assistance toward
additional caregivers, legal advice, home safety advice and
counseling.For further information, call 1-800-443-1236.

Glossary Of Terms
AUTONOMIC NERVOUS SYSTEM - a part of the nervous sys-
tem that is responsible for  control of bodily functions that are
not consciously directed; for example, blood pressure, sweat-
ing, heart rate, intestinal movements, temperature control.
BASAL GANGLIA - the interconnected cluster of nerve cells
that coordinate normal movement, made up in part by the
substantia nigra, striatum, and globus pallidus.
BLEPHAROSPASM - forced closure of the eyelids.
BRADYKINESIA - Literally, “slow movement.”
BROMOCRIPTINE - a dopamine receptor agonist.
COGNITIVE FUNCTION - the ability to think, remember, plan,
and organize information
DEMENTIA - a progressive decline in mental functions.
DYSPHAGIA - difficulty with or abnormality of swallowing.
ETIOLOGY - the cause of a disease, or how it is acquired.
FREEZING - inability to move or getting “stuck,” as with the
feet appearing to be glued to the floor .
GAIT - the manner in which a person walks.
GLOBUS PALLIDUS - a pan of the basal ganglia.
LEVODOPA - the chemical precursor of dopamine and the
most effective  treatment for PD and some try for treatment
of PSP.
NEUROTRANSMITTER - a chemical messenger; dopamine is a
neurotransmitter.
PATHOGENESIS - the abnormal processes in the body that pro-
duce the signs and symptoms of a disease .
PATHOLOGY - the study of a disease process, including what
is affected and what it looks like under a microscope.
RIGIDITY - a tightness or increase in muscle tone at rest or
throughout the entire range of motion of a limb; it may be felt
as a stiffness by the patient.
STRIATUM - part of the basal ganglia circuit; it receives con-
nections from the substantia nigra and contains the dopamine
receptors.
SUBSTANTIA NIGRA - meaning “dark substance,” the part of
the brainstem that produces dopamine.

Society for Progressive Supranuclear Palsy
Brain Donation Program

For Diagnosis of and Research on PSP
Society for PSP Brain Bank

Supported by the Eloise H. Troxel Memorial Fund
Mayo Clinic Jacksonville • Jacksonville, FL 32224

The purposes of the Society for PSP Brain Donation Program are:
1. To provide families with postmortem diagnostic evaluation for

relatives suffering from PSP and related disorders.
2. To provide tissue for PSP research to scientists at medical insti-

tutions or other research centers.
To obtain informational packets about brain tissue donations,
please contact the Society for PSP.
Phone: (800) 457-4777, (410) 486-3330 / E-mail: SPSP@psp.org
SPSP, Inc. Woodholme Medical Building, Suite 515
1838 Greene Tree Road, Baltimore, MD 21208

If you are considering brain donation, it involves a
great deal of preparation –

So the time to plan is NOW!
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Continued from Page 15
Talking About End-Of-Life Issues

of your family. Usually when people have not discussed some-
thing from the past, they are uncomfortable, embarrassed or
guilty about it. They may also be protecting a family member
(even one who is deceased). In general, I think that one can
at least raise the possibility of talking about the family history
because you are interested in learning the truth out of respect
for family members rather than condemning anyone for
behavior or poor judgment. It can also take a burden off of an
older relative’s shoulders by sharing the family secret. They
may choose not to tell you about it, but asking them if they
want to talk about it is a good way to open the discussion.

WHEN THEY HAVE DEMENTIA
As any of you who are caregivers know, it becomes hard to

know how much a person with dementia comprehends what
is said to them. So often, the difficulty of coping with the loss
of the persona of the other leads us to not try to 
communicate at all. I still think that if you have something you
really want to say to a parent with dementia, you should say
it with the hope (but not necessarily the expectation) that they
will understand what you are saying. If you have not said “I
love you” much, it is probably far better to say it (if you mean
it) while they are alive even if they may not understand you.
Anything else would follow the same guide.

As a closing note, think about putting several of these
issues together. You can always raise the topic by stating “I
read something interesting on the Internet, there’s an author
who says we should talk about wills, estates, advance direc-
tives and even funeral plans so everyone knows what their par-
ents want. What do you think about that?”

And, what do you think about that?

Reprinted with permission from ElderCare Online
http://www.ec-online.net

Mark Edinberg is a psychologist, author, organizational 
consultant who has been working in the field of Gerontology for
30 years. He has been a professor at the University of Nevada,
Reno and the University of Bridgeport, for the last decade, and
is in private practice primarily working with older adults and
their families. 

GIVE A GIFT ONLINE

www.psp.org

REMINDER
OCTOBER IS PSP

NATIONAL AWARENESS MONTH
October 2002 is designated as our Third Annual PSP

Awareness Month. This is the time that we are asking all
persons affected by Progressive Supranuclear Palsy to
join together nationally and educate others about this
devastating disease. Now is the time to start planning
your event. Last October, many events were planned
around the country and as a bonus, $18,000 was raised
to help support research and the Society’s services.
Contact the Society office at spsp@psp.org for more
information.

Marathon
Shelley Lambrecht and Brett
Beard, from Denver, are
training for a marathon in
honor of Shelley’s father,
Donald Lambrecht. 
If anyone is interested in 
participating in this San
Diego marathon or wishes to
make a contribution to The
Society for PSP, please call
Shelley at 303-561-0662.

“AN AFFIRMATION OF THOSE
WHO CARE FOR OTHERS”

by James E. Miller, www.willowgreen.com
I believe in the power and beauty of self-forgetful love.
I believe it shows itself right in our midst, and further that it’s
showing itself right in our time as you so faithfully provide your
caregiving day after day, night after night.
I believe this unassuming selflessness comes to life each time
you tenderly do your caring, despite feeling winded or weary;
each time you manage countless caregiving details, in addition
to all your other ongoing obligations; each time you so freely
perform your duties out of love that others would not perform
for a much higher price.
I believe your open hearted spirit can be a model for all of us.
For you show us the potential of what life can be:
In quietly persevering with another, ordinary days can contain
extraordinary moments, moments which will never be forgotten.
In patiently witnessing what another is experiencing, ordinary
lives can be enriched and ennobled, lives which will never be
the same afterward.
And in lovingly accepting how the other is dealing with all they
face, ordinary relationships can be enhanced and enlarged,
relationships which are grounded in equality and respect.
I believe that as a caregiver you have much to teach all of us.
You teach us that remaining steadfast when another needs us
is more than an act of compassion it is a ritual of healing.
You teach us that reaching out when another feels lost 
or alone is more than a bridge of comfort it is a means of 
communion.
You teach us that relating to the other as a person who has
infinite value is more than an article of faith it is a lived 
experience of sacredness.
We know these things because you and people like you share
yourselves generously, and because of what you do, life is not
the same not for you, not for those around you, and especially
not for the one who is bathed in your magnanimous care.
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Continued from Page 7

“Cross-linking of Tau in PSP
Neurofibrillary Tangles”

Funded by The Dudley Moore PSP Research Fund
$50,000

“Cross-linking of Tau in PSP
Neurofibrillary Tangles”
Nancy A. Muma, Ph.D.
Professor of Pharmacology
Loyola Univ. Chicago

The studies outlined in this proposal are designed to fill
important gaps in our knowledge of the mechanisms involved
in the pathological changes in PSP and other tauopathies. The
mechanism(s) involved in neurofibrillary tangle formation,
specifically those leading to tau polymerization into filaments
are unknown. Mutations in the tau gene lead to increased
expression of 4R tau or tau that binds poorly to microtubules
and neurodegeneration in FTDP or PSP. Increased expression
of 4R tau also occurs in PSP and may therefore impact on NFT
formation in PSP as in FTDP. However, increased expression of
4R tau in either cells in culture or in transgenic mice does not
result in the formation of tau filaments or NFT. Other mecha-
nisms are likely needed for the formation of tau filaments in
addition to an increase in 4R tau. Oxidative injury and 
increases in cross-linking of tau by trans glutaminase are two
possibilities for these additional mechanisms that will be
examined in the studies proposed herein. By understanding
the mechanisms that underlie the cross-linking of tau and the
formation of neurofibrillary tangles, we can begin to design
rational treatment approaches. The studies proposed in the
grant include a first step to treatment by examining the
effects of a trans glutaminase inhibitor on the cross-linking of
tau protein in cells in culture. If the inhibitor successfully pre-
vents the cross-linking of tau and tau polymer formation in
cells, we can test the inhibitor in transgenic mouse models 
of tauopathy. 

A current hypothesis on neuronal cell death in neurode-
generative diseases with neurofibrillary pathology implicates
tau as a central player (Trojanowski and Lee  994; Spillantini
et al. 1998; Poorkaj et al. 1998; Hutton et al. 1998; Hong et
al. 1998). The neurofibrillary tangles and neuropil threads 
displace cellular organelle and may interfere with normal neu-
ronal function. Conversely, loss of functional tau protein may
also lead to neuronal dysfunction and cell death. Drugs that

inhibit transglutaminase may prevent the sequestration or 
stabilization of tau into filaments and thereby prevent 
synaptic loss and cell death, and ultimately may be beneficial
in the treatment of PSP and other neurodegenerative diseases
with neurofibrillary degeneration. 

“Cortical and Striatal Cholinergic
Receptor Subtypes in PSP, Alzheimer’s

Disease and Dementia with
Lewy Bodies”

Funded by
The Eloise H. Troxel Memorial Research Fund

$46,314
David J. Burn, M.D.
Newcastle General Hospital, UK
Regional Neurosciences Centre
Department of Neurology
Co-applicants: Andrew J. Lees, Margaret A. Piggott

Aim: To specify cortical and basal ganglia muscarinic cholin-
ergic receptor changes in progressive supranuclear palsy (PSP)
and to compare these changes with those found in dementia
with Lewy bodies (DLB) and Alzheimer’s disease (AD). We will
examine the hypotheses that presynaptic muscarinic M2
receptors are significantly reduced in frontal cortex in PSP, with
elevation of muscarinic M1 receptors; and that striatal M1
receptors are decreased, reflecting loss of striatopallidal 
neurons (also bearing D2 receptors), that M2 receptors are
decreased reflecting cholinergic interneuron loss, while M4
receptor density on Dl bearing striatopallidal neurons is 
maintained. This project will explore the equivocal response of
PSP patients to cholinotherapy, in contrast to the significant
benefits obtained in DLB, by examining these muscarinic 
subtype changes. These results will provide a scientific 
rationale for the future development of cholinergic drug 
treatments for PSP.

DISCLAIMER
Information, reference material concerning research being
done in the field of PSP and answers to reader’s questions are
solely for the reader. It should not be used for treatment
purposes but only for discussion with the patient’s physician.

When giving a gift to United Way,
you can designate The Society for
PSP at 1838 Greene Tree Road,
Suite 515, Baltimore, MD 21208
as a recipient.

GRANT ANNOUNCEMENT:
The Society for PSP announces The Annual Eloise H. Troxel
Memorial Fellowships, each of $50,000 for research in PSP.

Deadline, October 1.
Regular Grant Program to $50,000 - Deadlines are April 1

and October 1.
For information contact: Dr. Lawrence I. Golbe, Chairman of

the Medical Advisory Board at golbe@umdnj.edu or
Fax 732-235-7041.
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Ina Grace Barnes 
Michael Barnes
Nancy Barnes
Donald & Vicki Barrigar 
William Bauman - In memory of Jessie Smith
Richard Beal - In memory of Leora Beal
Barbara Beardsley - In memory of Florence Butts
Eugene Beasley
Bob & Joan Bedore - In memory of Laura Cerveny
Ed & Rita Bell
Charles & Lorraine Beltramello
Antonio & Alberta Benivegna - In honor of 

Alberta Benivegna
Cheri & Dan Bentley - In honor of Helen Parard
Georgene Betterbed
Bible Study Fellowship-WA - In memory of 

Roy Fehler
Andrew Blough - In memory of Bessie Blough
Karen Bogdanovich
Mike & Sandra Bouhadana
Donald & Darlene Boyer
Jim & Lina Brandonisio - In honor of Alda Mocogni

The Society for PSP extends its thanks to our donors who have given so generously
to help find the cure for PSP while helping families meet their difficult challenges.
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Richard Branson - In memory of Herbert Branson
Nancy Brittingham - In memory of

Henry and Jane Ogiba
Donna Brooks
Joanne Bryan - In memory of J. William Bryan
Janet Bryant 
Claire Butkus - In memory of Joseph S. Butkus
Robert & Rachel Calhoun
George & Linda Callard - In memory of 

Charles C. Hinckley
Arthur Carkeek
William Carlascio - In memory of Darlene Carlascio
Betty Carr - In honor of Cleo Carr
Robert & Mary Cermignano - In memory of 

Mary McBride
James & Susan Chapman - In memory of 

Tom Amory
Gerrie Christian
Peggy Christiansen - In memory of 

Dolores Stuettgen
Craig & Janet Christie
Craig Close
Alfred & Dorothy Coffin - In honor of 

Alfred J. Coffin
Selma Cohen - In memory of Sidney Cohen
Kathryn Coker
Christine Coleman - In memory of Tom Amory
Kathleen Coleman - In memory of John Coleman
College of Agriculture - In memory of 

Mirriam Barron
Richard Collopy - In memory of Lenore Collopy
Dolor Comeau
Carol Connelly - In memory of Mary A. Connelly
Donald & Nancy Connelly - In memory of 

Mary A. Connelly
Cheryl Cook - In memory of Richard Fadeley
Esther Cooling
Elisabeth Corbin - In memory of John Corbin
Peter & Deborah Cortelyou - In memory of 

William J. Keilbey
Angela Coso
Eva Creighton - In memory of Frederick Redeker
Lois Cronquist - In memory of Robert Hanzal
George & Elba Crowe
Kent Daft
Tami Davenport - In honor of Wayne Emmett
Charles & Pattie Davidson - In honor of 

Ruth & Vance Waggener
Mark & Deborah Davidson - In memory of 

Leo Hamel
Ed & Bonnie Davis - In memory of Leo Hamel
Judy Davis
Kenneth P. de Got
Gary Decatur - In memory of Richard A. Decatur
Richard Deiling - In memory of Lois Deiling
Duane Denison
Rita Denson - In memory of Sterling Price
Doris & Don Descant - In honor of 

M. (Buddy) Podraza
Sherri & Mark Detweiler
Susan Dillman - In memory of Jack Dillman
Billie Dixon
Anthony & Laura Dodge - In memory of 

Thomas Tripet
Edward & Marleen Doerk - In honor of 

Walter Kleinpeter
Marcella Dolgin - In memory of Morris Dolgin
Gabor & Susan Domokos - In memory of 

Dottie Barnett
James & Joan Donovan - In honor of 

Joan M. Donovan
Florence Dorn - In memory of Chester Dorn
Robert W. Dornfeld - In memory of Welma Dornfeld
Samuel Douglass - In memory of David King
Shirley Ducatman - In memory of Fred Ducatman
George Dupont
Donna Eacott - In honor of Donna Eacott
Sheridan Edwards - In memory of Dottie Barnett
Helen Elcock
Employees of HMS Co. LLC.

Eric Erickson - In memory of Joan Margaret Erickson
ESI International - In memory of Judy Littleton
Julian Ewell - In memory of Beverly Ewell
Family of Marian N. Bryan - In memory of 

Marian Nyhan Bryan
Fannie Mae Foundation - In memory of 

Alice Marie Joyce
John Farrissey - In memory of Margaret Parker
Harriet Feiner - In memory Sidney Feiner
Nicole Feliciano
Melvin Fick - In honor of Avis M. Fick
Finance Dept. - Pottstown Memorial Medical Center

- In memory of Darlene Atkinson
Leslie Firth - In memory of Mirriam Barron
Ruth Fish
Bruce & Mary Florea - In memory of Mirriam Barron
Alexandra Florimonte - In memory of 

Johana A. Kissinger
John Floyd
John Fogarty - In memory of Charles C. Hinckley
Joanne & Carlen Forinash - In memory of 

Geraldine Hayes
Janet Forry - In honor of Gregg Forry
Charles Frame - In memory of Sandra Frame
Raymond Frank
Richard Franke - In memory of Dottie Barnett
Julie Frankenfield - In memory of Clayton Detweiler
Mary Fredericksen - In memory of 

Norma Leindecker
David & Diana Fredley - In memory of 

Mirriam Barron
Dr. & Mrs. Robert Freeman
Friends From Bank-Fund Staff - In memory of 

Marian Jenkins
Friends of Christine Kothe - In memory of 

Christine Kothe
Richard & Irene Fulton - In memory of Tom Amory
Margaret Gallagher - In memory of 

Margaret Hadcock
David Galloway
Larry Garside - In memory of Joliene Garside
Robert & Darcy Gelber
General Services Department - In memory of 

Darlene Atkinson
Margaret Gillenwater - In memory of 

William Gillenwater
Allan & Mali Glazer
Ann Gnys
Joel Goldenbach - In memory of Sylvia Goldenbach
Randy & Gail Goodrum - In memory of 

Lester Barnes
Gore Springs Homemakers Club - In memory of 

Thomas Chamberlain
Catherine Graetzer - In memory of Joel Yancey
Arlene Graham
Catherine Greaving - In memory of Sterling Price
Frances Green - In memory of Bill F. Green
Mary Green - In honor of Robert Webster
Elizabeth Greenleaf
Robert D. & Mary L. Grisso - In memory of 

Mirriam Barron
Mary Gualandi - In memory Gino Gualandi
Irma Hahn - In memory of Robert H. Hahn
John Hall - In memory of David Barr
Ray Hall - In honor of Ocie Earline Hall
Col. Warren Hamburg - In memory of 

Lola Hamburg
Jack Hamill - In memory of Eleanor Hamill
Donald Hansen - In memory of Lela Rose Hansen
Emma Hansen
Nick & Ellen Harmansky
Barbara & Selig Harrison - In memory of 

Albert Roland
Lawrence & Barbara Hauri - In memory of 

Barbara Hauri
Jennifer Haushalter - In memory of 

Gertrude V. Musko
Jeff & Janice Hausman
Richard & Mary Rose Hausman
James & Lynda Hawkinson - In memory of 

William Tuomi
John Hayes - In memory of Geraldine Hayes

Robert Hayles - In honor of Nancy Hayles
Sarah Hellebush - In memory of John Hellebush
Richard Hilden
Patricia Hinckley - In honor of Charles Hinckley
Joseph & Constance Hines - In memory of 

Vera Nicol
Winifred Hinze - In memory of Robert W. Hinze
Morris & Ruth Hirsch
Kenneth Hodge
Mary Holman - In memory of Rae Arnold
Charlsie Holmes - In memory of Henry D. Holmes, Jr.
Lindberg Hornbeck
Eric Huckabee - In memory of Charles T. Bishop
Imaging Services-Pottstow - In memory of 

Darlene Atkinson
Imo Pump 
Lucille Internicola - In memory of 

Nicholas Internicola
Robert Ionta - In memory of Anna C. Ionta
Marcia Jackson
Pearl Jackson - In memory of Gen. Clarence Jackson
George & Laurie Jankiewicz
Robert Jeffrey - In honor of Jean F. Jeffrey
Bobby Lee Jenks - In honor of Willie Jenks
John & Viviana Jenner - In memory of 

Joseph Latragna
Thomas & Karla Jennison - 

In memory of Clayton Gute
Tom & Carolyn Jervis - In memory of Albert Roland
David & Lois Johnson
Harold Johnson
Janice Johnson
Richard & Jean Johnson - In memory of

Spencer Aust, Sr. & Spencer Aust, Jr.
Patricia Johnston - In memory of William F. Riley
Janet Jones - In memory of Vivian E. Jones
Lesley A. Jones - In memory of Elizabeth Jones
Marcia Joseph
Jean Kahr
Stephen & Stephany Kalil - In memory of 

Shirley Patryn
Jacqueline Kathe - In memory of Robert Cooney
Virginia Kay - In memory of Eldred Kay
Bruce Keener
William Kelly - In honor of Catherine Kelly
Thomas Keneshea
Karen Kennemer - In memory of 

Mary McNicoll Cheslak
Joan Kerssenbrock - In memory of John Clements
John & Helen Kingery - In memory of Judy Littleton
William & Susan Klein - In honor of 

Fern Beebe Mayhue
Walter Kleinpeter, Jr. - In memory of 

Walter Kleinpeter
Florence Kline
Frank Knowlton - In honor of Lorna S. Trowbridge
Catherine & Steven Koffs - In honor of 

Mrs. Catherine Kelly
Kohanik Family - In memory of Richard Ettl
Donna Kolin - In memory of Mary Agnew
Daniel & Mildred Koster
Joseph & Nyleve Kovar - In memory of Wally Bruce
James & Pat Kozeny
William R. Kravec - In honor of Joyce Kravec
Jane Kuhl - In memory of Dottie Barnett
Margaret Lacker - In memory of Delmar E. Knarr
Kathy & Dillian Lafferty
Mary Langmeyer - In memory of Albert Langmeyer
Ethel Latham - In memory of Cecil R. Latham
Ross & Ruth Lawless - In honor of Ross Lawless
J. T. Lazar - In memory of Mary Lazar
James & Paula Leba
Col. Robert C. Lehnert - In memory of 

Sterling & Lois Price
Helen LeMaster - In honor of Fred LeMaster, Sr.
Muriel Leslie - In memory of Thomas F. Leslie
John Levender - In memory of Helen Levender
Joel Levinson - In memory of Carl Strickland
Marjorie & Steven Lewis - In memory of 

Alfred Berger
Maddy Licata - In honor of Jack Anderson
Patricia Like - In honor of K. Kennemer
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Anita Limbird
Belle M. Lipsky - In memory of Frances C. Laird
Bruce Lipstein - In memory of Leonard Lipstein
Rich & Denise Lunoe - In memory of 

Catherine E. Souder
Thomas & Arlene MacDonald
Josie Maguire - In memory of Frank Maguire
Thomas Maguire
Manzi & McCann - In memory of Helen Smith
David & Paula Mariette
Robert Marks - In honor of Dr. Stephen Reich
Kenneth Marshall - In memory of 

Kathryn B. Marshall
Lois Martin - In memory of Robert Cheek
Yvonne Martin - In honor of Raymond C. Martin
Barbara Masden - In memory of Frank Masden, Jr.
Matthews United Methodist - In memory of 

Gloria Lloyd
Thomas McCarty - In memory of Billie Jean McCarty
Kelly McClellan
W. J. McClendon
Arlene H. McCutcheon - In memory of John Slavik
John & Estelle McDaniel
Philip McGowan - In memory of 

Elizabeth McGowan
John McGrath
David McKinstry - 

In memory of Phyllis Johnson
John & Mary McLaughlin - In memory of 

Charles C. Hinckley
Judith McNicoll
Stanley & Barbara Meisel - In memory of 

Alfred Berger
Greg Mendel - In memory of Robert Mendel
Michael & Karen Mercaldo - In memory of 

Dottie Barnett
Norman & Tracie Meyers - In honor of 

Norman R. Meyers
James & Saranna Miller - In memory of 

John Harold Brown
Naoma Miller
Steve & Lenore Miller - In memory of 

Bevereley Chamness
Connie Mitchell
Ron Mocogni
Doris & Warren Moos - In memory of 

Dottie Barnett
Dorothy & Joseph Mormando - 

In memory of Ted W. Brockmeier
Muir Family - In memory of Gerard Desrosiers
Jim & Lorraine Munro - In memory of Helen Smith
William Murfey - In memory of 

Betty Jo Mayes Murfey
Sheridon Murphy - In memory of Roylene Murphy
Lew Nadien - In memory of Bonnie Nadien
Sheri & Howard Neff - In memory of Dottie Barnett
Marcella Nelson
Marjorie Neuwirth - In memory of Beatrice Goreff
James & Mabel Nevins
New Orleans CafÈ - In memory of Mary McBride
Newman Foundation Incorporated - In memory of 

Charles C. Hinckley
Geraldine Nichols - In memory of 

Thomas Allen Nichols
David & Shelly Nielsen
Sharon Nolen-Morse - In memory of Mildred Nolen
Julie & Doug Norman - In memory of Mary Kukich
Robert & Geraldine Novak
Joan O’Brien
Claude O’Connor
Linda O’Hare - In memory of W. E. Ellingsen
Karen O’Neill - In memory of Genevieve Annis
John O’Rorke - In honor of Joanne OíRorke
Jim O’Sullivan
Catherine O’Toole - In memory of John J. OíToole
Office of Information Technology
Elissa Okerblom - In memory of Charles Okerblom
Austin Okie
Olsen Thielen & Co., LTD. - In memory of 

John Coleman

Mark & Diane Opdahl - In memory of Joan Stumpe
Fred & Martha Orner - In memory of 

Richard L. Harrold
Eula Orr - In memory of Marian Jenkins
Juanita Orr - In memory of Marian Jenkins
Carol Peck
Janice Penn - In memory of John Slavik
J. R. Petrak - In memory of Dr. Robert Daft
Anne Pezzano - In memory of Mary McBride
Kristy Pham - In memory of William F. Riley
Steven Pomerantz
John & Judith Powell - In honor of Jack Powell
Thomas K. Powell - In honor of Jack Powell
Eugene Prather - In memory of Irene M. Prather
Richard & Salome Presley
Price, Raffel, & Browne, Inc. - In memory of 

Charles C. Hinckley
Eva Proby - In memory of Lovell Proby
Edward Pucylowski - In memory of Alice Pucylowski
Pueblo Radiology Medical Group, Inc. - 

In memory of Tom Amory
Gary Quade - In memory of Marian Quade
Bernard & Robyrta Rapoport
Perry & Johnnie Reaves
Marcella Redeker - In memory of Frederick Redeker
Stephen Reich, M.D.
Julie Reinhardt - In honor of Sterling Price
Elizabeth Reynolds
Kenny Reynolds - In memory of Delbert Phillips
Paul & Leslie Ridley - In memory of Tom Amory
Jacqueline Riley - In honor of Bill Riley
S. Fred Rister
Harold & Olza Roberts - In honor of Olza L. Roberts
Ben Robertson - In memory of Robert Saffle
Harry & Jayne Rogers - In memory of Helen Smith
Joyce & Roddy Rogers - In memory of Tom Amory
Lora Rogers
Florence Romanello - In memory of 

Vincent Romanello
Charles W. Roska - In honor of Constance Roska
Kenneth & Faith Ross
Rubio Arts
Richard & Tommie Rush - In memory of 

Sterling Price
Rebecca Rutterford
Mary Ann & Annie Ruyack - In memory of 

Jeannette Marmor
S. H. Tevis & Son, Inc.
Horace Sarter - In memory of Sondra Sarter
Sue Savage - In memory of Joyce Wolken
Jeanette Schall - In memory of Frank Masden, Jr.
Marion & Joseph Schang - In memory of 

Francis OíBrien
Judith Schaub - In memory of John Schaub
Alice Scherer
Deanna Scherrer
Armond Schiff - In memory of Jeannette Marmor
John & Phyllis Schreck
Victoria Schreck - In memory of Albert Schreck
Linda Schweighofer - In memory of 

Elizabeth Schweighofer
Linda Scotto - In memory of Anne DeRogatis
Seacoast Striders Volkssport Club - In honor of 

Robert Webster
Dorothy Sechrist
Roxann Shick - In honor of Austin & J. Matthew Hill
Betticlare Shimada - In memory of Eugene Irminger
George Shiro
Janice & John Sieburth - In memory of 

Michael Danyluk
Ray & Marianne Simmons
Dennis Slavik - In memory of Sterling Price
Samuel A. Sloan - In honor of Gretchen L. Watson
William Small
Ginny Smith - In memory of William Tuomi
Leslie Smith - In memory of Joel Yancey
Patricia H. Smith - In memory of Don Hinchee
Robert Smith - In memory of Mae Smith
Storme Smithers - In memory of Mickey Smithers
Dale Souder - In memory of Catherine E. Souder
Gerald Souder - In memory of Catherine E. Souder
Carl Sowa - In memory of Margaret Sowa

Hank & Darlene Spiller - In honor of Martha Keilbey
Clyde & Leslie Spooner - In honor of Leslie Spooner
Nancy & Richard Spraker
Meredith Stapp - In memory of Uncle Wes Bassett
Wayne & Margaret Stark
Martha Stearns - In memory of William Stearns
Alden Stephens - In memory of Shirley Stephens
Mr. & Mrs. Richard Stevens - In honor of 

Evelyn Stevens
Joyce & Geoffrey Stewart - In memory of 

William Stearns, Jr.
Patricia Stix - In memory of Robert Stix
Lena Stockstill - In memory of Prentiss Stockstill
Roger Storey - In honor of Margaret Parker
Strauss-Goodman Family Foundation, Inc.
Lorraine Strobel
Ann Sullivan - In memory of Helen Smith
William & Lucia Sutton - In honor of Rae S. Arnold
H. & Debbie Swacker - In memory of Mabel Mason
Don & Linda Teasdale - In honor of Marilyn I. Lake
Abigail Terrones - In memory of Eduardo Terrones
Irma Tetzloff - In memory of Alice Barkley
The IHS Greenery - In memory of Peter J. Bierce
The Union Central Life Insurance Co. - 

In memory of Charles C. Hinckley
Richard & Lynda Thill - In memory of 

Raymond A. Lawrence
Donald R. Thomas
Thomas J. Sharp & Associates, Inc. - In memory of 

Frederick Redeker
Marion Thompson - In memory of 

Malcolm Thompson
Paul Tillotson
Genevieve Todd - In memory of Charles Todd
Kenneth Todd - In memory of William Todd
Margo Todd - In memory of William Todd
Barbara Tomko - In memory of Joanne Snell
Mary Trotta - In memory of Jerome Trotta
Lorna Trowbridge
Mimi & Gino Tzortzis - In honor of Leo Hamel
United Way Crusade of Mercy
Valley View Microsystems - In memory of 

Judy Shears
Donald Van Brunt - In memory of Grace Van Brunt
Ed Veal
Walter & Earlene Verseman - In memory of 

Delmar E. Knarr
Steven Vettel
Suzanne Vinson - In honor of M. (Buddy) Podraza
William & Eileen Voigt - In honor of Susan Voigt
Robert Wagman - In memory of Carl Strickland
Anna Walsh - In memory of Michael Walsh
Leona Walsh - In memory of James Walsh, Jr.
Richard Warner - In memory of Ron Scoggins
Edwin Watts - In honor of Edwin Watts
Linda Webster - In honor of Robert Webster 
Linda Webster - In honor of Terry Wooley
Martha Webster - In honor of Robert Webster
George Weinstein
Joan & Max Weiss - In memory of 

Jeannette Marmor
Mark & Lisa Weissman - In memory of 

Nancy M. Ferris
Paul Welk
Debbie White - In memory of Geraldine Hayes
Lynn White - In honor of Clarence Nuthals
Whites Land Services
Rita Whitney
Ginger Wich - In memory of Virginia Ewald
Audrey Wiesenfeld - In memory of 

Herbert Gottschalck
Carrie Wilson
Robert Wilson
Dorothy Winchester - In memory of 

Rush B. Winchester
Womapanoag Mill Stores - In memory of 

Elizabeth Hackett
Mary Woods - In memory of Elgie Woods
William Wrean - In memory of Ann W. Carpenter
Ruby Wright
Xcel Mechanical Systems
Michael Young
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The Society for PSP, Woodholme Medical Building, Suite 515, 1838 Greene Tree Road, Baltimore, MD 21208
1 (800) 457-4777 • 1 (410) 486-3330 • In Canada 866-457-4777

PLEASE MAKE ALL CHECKS/GIFTS  TO “THE SOCIETY FOR PSP.”
Send me copies of:
❏ #1 PSP Some Answers (Overall guide To PSP)
❏ #4 PSP ADVOCATE-Newsletter
❏ #6 Swallowing Problems
❏ #7 Personality Changes
❏ #8 Helping the Helpers Who Care for People with PSP
❏ #9 Eye Movement Problems with PSP
❏ #10 1999 National Symposium Video Tapes-3 pack $75 plus $7 shipping in US and $10 outside.
❏ #11 PSP Fact Sheet (1 page summary-can be duplicated and distributed)
❏ #12 Reprint of feature article, Baltimore Sun
❏ #13 Medical Professional’s Journal Review/PSP Advocate
❏ #14 Brain Bank Information Packet
❏ #15 Physician’s Referral Cards
❏ #16 Giving Envelopes
❏ #17 The Society for PSP/National Institutes of Health PSP Brainstorming Conference/Dr. John Steele meeting with the Maryland

Support Group $25 + $3 shipping in US and $5 outside.
❏ #18 Beautiful Acknowledgment Card to someone special for any occasion and will personalize your message. By donation only.
❏ #19 Planned Giving Information
❏ #20 Information About PSP translated in Spanish
❏ #21 I Have Been Diagnosed With PSP 
❏ #22 Challenges in the Management of PSP 

Mail to: ______________________________________________________________________________________________________

_____________________________________________________________________________________________________________

_____________________________________________________________________________________________________________

Fax to : _______________________________________________ Email to: _____________________________________________
FOR PHYSICIAN’S ONLY:
❏ #2 Video “The Diagnosis of PSP” (Recommended for clinicians and faculty) $30 + $4 shipping in US and $7 outside
❏ Medical Professional Packet (Grant Award Information/PSP Rating Scale/copies of all other info.)

❏ I no longer wish to receive the PSP Advocate and by sending this will save expenses for the Society.

❏ My new address is: __________________________________________________________________________________________

__________________________________________________________________________________________________________

__________________________________________________________________________________________________________
❏ Yes, I wish to be included on The Society for PSP’s mailing list:

Name _____________________________________________________________________________________________________

Address ___________________________________________________________________________________________________

City ____________________________________________ State _______________ Zip _____________ Country _________

Fax ________________________________________________ Email ________________________________________________

❏ Person w/PSP ❏ Family ❏ Physician ❏ Other _______________________________________________________

Enclosed, please find my gift to help support The Society for PSP and those impacted by PSP.
❏ $25    ❏ $50    ❏ $100    ❏ $250    ❏ $500    ❏ $500-$1000

Name _______________________________________________________________________________________________________

Address ______________________________________________________________________________________________________

Phone/Fax/email ______________________________________________________________________________________________

Check/Charge to: ❏ Visa    ❏ Mastercard    ❏ American Express

Card number ________________________ Expiration Date _____________________ Signature __________________________

Thank you for your TAX-DEDUCTIBLE gift. A copy of financial statement available upon request.



As we went to press, Dudley Moore tragically
passed away from PSP. Another precious life was
taken from us... a gifted man whose talents
touched all of us. The Society for Progressive
Supranuclear Palsy will strive to keep Dudley
Moore’s memory alive by acknowledging that he
brought his diagnosis before the public so that 
the world would become aware of PSP. He also
established the Dudley Moore PSP Research
Fund so that a cure could be found.

Thank you, Dudley. We will miss you.
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